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Editorial on the Research Topic

Parentswithmental and/or substance use disorders and their children,

volume II

Introduction

The first Frontiers eBook compilation of Research Topic articles on Parents with

Mental and/or Substance Use Disorders and their Children, published in 2020, included

27 papers, with over 100 contributors from 15 countries. Investigators employed diverse

designs and methods to explore the experiences of parents and their families, and

to develop and test interventions. While the prior Research Topic was a significant

contribution to the field, families living with parental mental and/or substance use

disorders remain vulnerable. The present, second volume of papers on this Research

Topic fills gaps identified in the first volume, and moves the field forward by highlighting

significant relationships and experiences of key stakeholders; the description and

application of conceptual models and frameworks; recent innovation in intervention

development, adaptation, testing, and sustainability; shifts in policy and practice

paradigms toward more integrated models; and further developments in the research

process, measures, and methods, particularly given the impact of the COVID-19

pandemic on parents, families, and practice.

The 34 articles in volume II of this Research Topic represent the work of 151

authors from 13 countries, with reviewers from many more, contributing to cutting-

edge knowledge and identifying next steps in research, policy, and practice. Rich

material is provided as supplements to several of the papers, which readers are

encouraged to explore. The articles reflect progress in the field, in the development
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and application of theory, and intervention specification,

sustainability, and impact. Contributions have shifted from

describing prevalence to exploring solutions to supporting

families, parents, children, and professionals at both policy and

practice levels. Several groups of investigators who contributed

protocol papers to volume I have summarized their findings in

volume II. The researchmeasures andmethods papers in volume

II provide evidence of greater stakeholder involvement in

research, as co-designers and collaborators. There is increasing

focus on improving outcomes for adults with mental and/or

substance use disorders who are parents, as well as for the

children of parents with mental illness (COPMI) across the

lifespan, from considering parenthood, to pregnancy and the

perinatal period, to adulthood. Colleagues are reporting on

the longer-term impact of policy and practice paradigm shifts

promoting the identification of the needs of whole families and

collaborative efforts to address them. Innovative solutions to

the challenges facing whole families may require the support of

the larger context and communities in which families reside—

“the village.” Families may benefit from the support of both

professional and natural resources in their “village,” accessed

formally through service delivery channels and informally

through family, neighborhood, and community networks.

Significant relationships and impact

Important, comprehensive review papers contribute to the

state of our knowledge. Radley et al. in the UK provide

a scoping review of interventions relevant to parents with

psychosis, focusing on five groups of diverse intervention

components, from talking about to improving parenting skills

and experiences, to support for the whole family. The authors

underscore the need for RCTs, and the need to identify

components effective in changing outcomes for both parents and

children. In their systematic review, Reid et al., also from the

UK, provide evidence for the relationships between experiences

of abuse and maternal suicide ideation, attempted suicide and

death, focusing on outcomes for mothers and the perinatal

period. They recommend that women with experiences of

domestic violence or childhood abuse be identified and provided

emotional and practice support during this crucial period.

Children’s experiences of stigma-by-association are the focus of

a systematic mixed studies review by Dobener, Fahrer, et al.,

investigators in Germany. The authors provide a comprehensive

framework of identified aspects of stigma related to parental

mental illness and group these into four dimensions (i.e.,

experienced, anticipated, and internalized stigma and structural

discrimination); the importance of anti-stigma interventions

and campaigns is emphasized. The potential for expressed

emotion to contribute to the transgenerational transmission

of mental disorders is examined by Fahrer et al. also in

Germany. Their systematic review highlights the dearth of

studies on expressed emotion in families in which a parent has a

mental illness.

Experiences of key stakeholders

Fathers are the focus of a single paper in this volume,

in which Doi et al. in Japan examine the relationship

between workplace and community social capital, and fathers’

postpartum depression and anxiety. Community social capital

(i.e., social support and resources) was found to be inversely

related to symptoms of depression and anxiety, suggesting

the potential benefit of promoting paternal social support in

the perinatal period. Sabella et al. in the USA employ life

story qualitative research methods to explore the experiences

of young adult parents with serious mental health conditions.

Young adult parents were actively involved as researchers in

this community-based participatory research study in which

participants described their challenging but motivated parenting

journeys. Young adults are also the focus of the study by Villatte

et al. in Canada regarding the perceived social support of youth

whose parents have a mental illness. Participants described

themselves as important sources of support for their parents, and

emphasized the need for having other support figures in their

lives, a potential target for intervention. Gregg et al. compare

expressed emotion and attributions in parents with and without

serious mental illness. Parents with schizophrenia exhibited

significantly more hostility and criticism toward their children,

and less warmth, and made more child-blaming attributions.

These findings suggest targets for intervention with parents

and families.

Conceptual models, frameworks,
and program theory

Reupert et al. place the notion of “the village” in the

context of Bronfenbrenner’s ecological theory to underscore

the importance of promoting the capacity at all levels (e.g.,

individual, family, services, government) to provide support

and guidance to families living with adversity. They call for

further research to explore ways in which village concepts

and components may play out in diverse settings with diverse

families to develop interventions and evaluate impact. In-

depth interviews by Bauer et al. with program implementers

inform theory development, illustrating the interconnectedness

between changes that need to co-occur in practitioners,

parents, and children, and fragmented health systems to enable

practitioners to focus on parents’ strengths. Drawing from a

realist approach and complex systems thinking, the authors link

contextual factors with action mechanisms to disrupt the status

quo and transform practice. Family-focused practices support

adults in their parenting role and mental health recovery, and
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focus on protecting children and promoting their resilience

(Allchin et al.). These investigators engaged stakeholders within

adult mental health services to inform the development of

a model of key elements influencing the sustainability of

a particular intervention, Let’s Talk about Children, and,

ultimately, a sustainability model for family-focused practice,

placing the work in a wider context. The authors underscore

the potential benefit of recognizing the parenting status of adult

clients to benefit parents, children, and families.

Intervention development,
adaptation, testing, and sustainability

Articles in this volume regarding interventions focus on

the engagement of and outcomes for children, parents and

families. Hagström analyzed narrative structured interviews

with children and parents regarding their experiences in a

grief support camp in Sweden for families affected by a

parent’s suicide. Parents and children reported the benefits

of a psychoeducational approach, open communication, and

opportunities to connect with others with similar experiences,

which contributed to destigmatization of their experiences.

Vetri et al. conducted a formative evaluation, examining

children’s, parents’, and workers’ perceptions of bibliotherapy

using a book with strategies and activities specifically targeted

to the elementary school age group. The authors conclude

that bibliotherapy may help children learn concrete strategies

for coping with challenges, and help families initiate sensitive

discussions when a parent has mental illness. A Norwegian

team of investigators investigated the rate and characteristics of

children’s participation in Child Talks, conducting quantitative

and qualitative analysis of electronic patient journal entries

by healthcare professionals (Kristensen et al.). While sessions

with children were relatively rare, participating children knew

more about their parents’ illnesses and treatment, suggesting

the benefit of studying factors influencing their participation.

Petzold et al. report findings from an observational study

evaluating adherence to an integrated care program (i.e.,

“Mommy think of me”) for methamphetamine-related mental

disorders (e.g., ADHD, depression) in pregnant women and

parents. The 15-session intervention draws from motivational

interviewing, psychoeducation, and cognitive behavior therapy.

Depression and ADHD were significantly related to lower

participation in treatment, underscoring the importance of

disseminating integrated care concepts to counter the increasing

methamphetamine crisis.

Two groups of investigators report on adaptations of

Triple P Positive Parenting Program resources. Outcomes

of implementing the Triple-P Self-Help Workbook with

guidance and support in 10 sessions with parents with

psychosis were investigated by a team in the UK (Wolfenden

et al.). Improvements in mental health, parenting and child

behavior measures were reported and maintained by parents

completing all 10 sessions. The authors provide preliminary

evidence that symptoms of psychosis may be reduced by

improving family functioning. A second team of UK researchers

studied the feasibility and acceptability of delivering the Baby

Triple-P Positive Parenting Program (BTP) to mothers with

severe mental illness in an inpatient Mother and Baby Unit

(Wittkowski et al.). They compared characteristics, participation

and outcomes for women in two conditions: (1) treatment

as usual and (2) BTP in addition to treatment as usual. The

authors provide a thorough overview of their study procedures,

preliminary findings, and lessons learned to inform wider

implementation in existing perinatal mental health services and

a future, larger RCT.

Two papers provide insight into the perspectives of families

and practitioners implementing the Family Talk intervention

in 15 sites in Ireland (Furlong et al.; Mulligan et al.).

The two studies reported here are nested within an RCT.

The vast majority of families reported substantial benefits

from participating in Family Talk (e.g., increased confidence,

improved communication), and identified key facilitators (e.g.,

non-judgmental clinician) and barriers to participation (e.g.,

stigma). The authors provide a comprehensive discussion of

implementation issues, with recommendations for addressing

them across phases of participation. Mental health clinicians

and managers were interviewed to investigate their experiences

implementing Family Talk and perspectives on longer-term

sustainability. Participants described key factors to successful

implementation, including organizational support, clinician

skills, and appreciating the benefits for families. The benefits

of a structured, manualized approach are highlighted, along

with a call for the development of a multi-level public-

health response to address societal and systemic barriers

to change.

The adaptation of Let’s Talk about Children (LTC) in the

Massachusetts USA adult mental health services context—

the ParentingWell Practice Profile—is described in detail by

Nicholson et al., who delineate program theory and action

mechanisms. Supplementary materials provided with this article

include the ParentingWell Practice Profile, a Workbook of

activities for practitioners and parents, and self-assessment

resources for use in training, supervision, and coaching. The

development and adaptation of LTC in various contexts,

alongside the developing evidence base, is documented by

Allchin and Solantaus. Drawing from their review of the

literature regarding LTC, the authors identify three forms of

LTC, with outcomes related to parents, and family and child

wellbeing and evidence of effectiveness in implementation

contexts. The contribution of this paper lies in the use of LTC

as an example of an evidence-based practice developed in the

context in which it was implemented, rather than the academic

setting or laboratory, to guide and inspire future innovation, and

support sustainability over time.
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A Research Topic in psychiatry or public health in 2022

would not be complete without an article on the impact of

the COVID-19 pandemic on policy, research and practice.

Obradovic and Nicholson provide a perspective on pandemic-

related adaptations in family-focused service delivery given the

dramatic changes in people’s lives, with implications for research

measures, methods, and outcomes. The authors couch their

perspective in the EASE Framework to highlight consequences

for engagement, assessment, support, and education of family

members. Treatment targets and timeframes may have shifted,

and routine outcomes may have to be re-evaluated. Hopefully,

pandemic-induced changes in access to and participation in

services and research (e.g., virtual strategies) will help to

promote engagement, and address inequities and disparities.

Cross-sector and systems level
approaches

Concerns have been raised about the potential over-

representation of parents with mental health and substance

use disorders in the child welfare system. Effective supports

for families living with parental challenges may well require

cross-sector efforts as well as within-sector or within-system

identification and response. Vis, Lauritzen C, Havnen, et al. in

Norway tested their hypotheses regarding child protection and

welfare reports in a case file study. Reported concerns about

mental illness and substance abuse problems were substantiated

in over half of the cases. Services were provided in just over

a third of the cases, and were not more or less likely in cases

about mental illness and substance abuse than in other types

of cases. A second study by these researchers focuses on the

involvement of children in child welfare and protective services

investigations (Vis, Lauritzen, Christiansen et al.). In situations

in which the parent’s mental health was a concern, conversations

with children were conducted much less frequently than in

situations when the child’s problem was the focus of the report.

Investigations based on concerns regarding parental mental

health took more time and effort than other investigations. The

authors call for a national knowledge-based system and a focus

on children’s needs in child welfare. In a third study by this

team, the investigators explored the extent to which children

were identified in the records of patients with mental illness

and substance use disorders (Reedtz et al.). The identification

of minor children has increased since the Norwegian Health

Personnel Act (2010), with over half identified in 2020. In

slightly fewer than one-third of the cases, health personnel

provided support to children. The authors conclude that

children remain unidentified and underserved, and recommend

enhancements in the skills of clinicians.

Everts et al. evaluate the implementation of the mandatory

identification of the children of adult patients receiving mental

health services in the Netherlands. The Dutch COPMI check is

part of the first step in a five-step protocol, in which parental

mental health is a warning sign of risk for child abuse. Patient

files were examined to extract data for the study, which were

complemented by focus group discussions with professionals.

For themajority of adult patients, the COPMI check tool was not

used. The authors recommend that a shift to a “needs/support”

focus could be geared to helping children when there is no

immediate threat to their safety.

An integrated family approach in mental health services

often requires the collaboration of professionals from

adult and child mental health services to support family

members and prevent the intergenerational transmission of

psychopathology (Stolper et al.). This reflects a paradigm

shift from an individual practice model to a family centered

model, for which many professionals are unprepared. Group

interviews with professionals were conducted to explore their

experiences working with families and identify the challenges

in implementing a family centered model. Differences in

perspectives (i.e., adult service provider vs. child provider) and

loyalties contributed to challenges in setting treatment targets

and in information exchange. A focus on the whole family,

flexible treatment planning, and multidisciplinary consultation

were perceived as contributing to success.

Contributions to research measures,
methods, and processes

Several papers in this volume highlight comprehensive

measurement development processes. Riebschleger et al.

describe the development and initial testing of the Youth

Mental Health Literacy Scale for ages 11–14. Drawn from

theoretical perspectives on mental health literacy, with input

from diverse stakeholders, further psychometric analyses

suggested refinements in subscales and reductions in items.

The result is a scale that can be useful with the general

population as well as with youth with a family member with

mental illness in assessing needs and testing the effectiveness

of mental health literacy programs. Dobener, Stracke, et al.

hone in on the challenges conveyed by stigma in developing the

Children of Parents with Mental Illness—Stigma Questionnaire

(COPMI-SQ) for youth aged 12–19 years. Based on extensive

literature review, and discussions with experts and youth, the

investigators report pilot data on the measure’s psychometric

properties. They describe next steps in reliability and validity

testing. These measurement developments will contribute to

rigorous research on the experiences and needs of youth, and

to building the evidence based of effective prevention and

intervention approaches.

Community/stakeholder engagement in research, co-design

and co-production reflect cutting-edge approaches to the

implementation of research per se, as well as to the development,

adaptation, and testing of interventions. The facilitated,
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transdisciplinary process supported by the Ludwig Boltzmann

Gesellschaft (LBG) is described by Kaisler and Grill. The

governance structure for funded projects included diverse

stakeholders—researchers, individuals with lived experience,

and an open innovation expert—along with a competence

group of young adult offspring of parents with mental illness.

The authors highlight the challenges to researchers, including

the complexity of the process and the integration of various

perspectives and skillsets. Goodyear et al. reported on steps

in the co-development and implementation of the “It takes a

Village” collaborative practice model to promote child-focused

support networks in Austria for families in which a parent

experiences a mental illness. They highlight the importance of

regional, context-specific solutions in designing care models.

A similar co-design, co-development process is detailed by

Nicholson et al., as they adapted the Let’s Talk about Children

model—the ParentingWell Practice Profile—as described above.

A specific method for engaging mothers with mental health

and/or substance use conditions in research is provided by

Zisman-Ilani et al. The Virtual Community Engagement Studio

(V-CES) approach was developed and piloted in the USA during

the pandemic, when accessible virtual strategies for actively

engaging research participants and patients became essential.

The V-CES toolkit is provided as supplementary material, and

offers a step-by-step, accessible, supportive approach to mothers

and others from underserved or marginalized populations as

research collaborators.

Several research teams highlight the importance of using

data to support the development, implementation, and

sustainability of preventive and supportive interventions for

children, youth, and families living with parental mental illness.

The team collaborating on the Danish High-Risk and Resilience

Study continued in the third wave of assessment to collect a wide

range of data on multiple domains of children’s functioning over

time (Thorup et al.). Their goal is to develop a comprehensive

understanding of the developmental trajectories of children at

familial risk for mental illness to identify optimal time points

and domains for targeted preventive and early intervention

approaches. Finally, Takalo et al. provide an example of the use

of data from multiple sources in Finland, including population

level, regional, and local data, to inform the implementation of

the collaborative Let’s Talk about Children Service Model in a

pilot region. The inclusion of diverse services sectors, guided

by a collective impact framework, provides the context for the

sustainability of stand-alone interventions.

Next steps

Articles in this volume represent innovation in approaches

and advances in our thinking about how best to work together

with parents with mental and/or substance use disorders

and their families to ensure positive outcomes for all family

members. Challenges remain in specifying interventions and

their action mechanisms in greater detail, to facilitate rigorous

research with a focus on outcomes for both adults and

children. Innovative perspectives on adapting and studying

interventions in new contexts and sustaining them over time

suggest the importance of further research, not only focused

on outcomes per se, but on the characteristics of collaborations,

contexts, and communities that support the scaling up and

out, and sustainability of these efforts. Next steps in the

field must focus not just on what to do, but how to do

it—how to engage stakeholders effectively—parents, children,

practitioners, policymakers, funders, legislators—as partners in

this endeavor. The development of initiatives and collaborations

within and across countries underscores a growing commitment

to promoting positive outcomes for whole families, and

offers increasing opportunities for researchers, policymakers,

practitioners, and family members to work together to achieve

this goal.

We would like to dedicate this volume to Dr. Mary

Seeman, MDCM, FRCPC, DSc, Professor Emerita in the

Department of Psychiatry at the University of Toronto. Dr.

Seeman is a tireless, committed leader in the field, focusing

in particular on gender, psychosis, and the experiences of

women and mothers with serious mental illnesses. As a co-

editor of each of the three editions of Parental Psychiatric

Disorder, Dr. Seeman’s contributions have spanned decades (1).

She has personally supported many of us in our professional

development and research careers. Dr. Seeman’s many seminal

papers bring attention to the needs of womenwith schizophrenia

and treatment considerations, including the importance of

addressing reproductive issues and effective parenting. It is her

contention that comprehensive treatment of schizophrenia in

women means remembering that all women of childbearing age

are potential new mothers, and that women with schizophrenia

who are parents benefit from ongoing support (2). In 2013,

Dr. Seeman wrote that “useful services for parents with

schizophrenia need to bridge the adult/child mental health

divide and provide family-centered care with full interagency

cooperation” (p. 19), citing references from the early 2000’s,

and presaging conclusions and recommendations in this

current volume, nearly a decade later. Dr. Seeman provided

thoughtful reviews for many of the papers in the current

volume, for which we are grateful. Dr. Seeman’s commitment

and contributions inspire us to move forward with this

important work.
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Objectives: In several high-income countries, family-focused practice programs have

been introduced in adult mental health care settings to identify and support children

whose parents live with mental health problems. Whilst their common goal is to reduce

the impact of parental mental illness on children, the mechanisms by which they

improve outcomes in different systems and settings are less well known. This kind

of knowledge can importantly contribute to ensuring that practice programs achieve

pre-defined impacts.

Methods: The aim of this study was to develop knowledge about relationships between

contextual factors, mechanisms and impact that could inform a program theory for

developing, implementing, and evaluating family-focused practice. Principles of a realist

evaluation approach and complex system thinking were used to conceptualize the design

of semi-structured in-depth interviews with individuals who led the implementation of

programs. Seventeen individuals from eight countries participated in the study.

Results: Interviewees provided rich accounts of the components that programs

should include, contextual factors in which they operated, as well as the behavior

changes in practitioners that programs needed to achieve. Together with information

from the literature, we developed an initial program theory, which illustrates the

interconnectedness between changes that need to co-occur in practitioners, parents,

and children, many of which related to a more open communication about parental

mental health problems. Stigma, risk-focused and fragmented health systems, and a

lack of management commitment were the root causes explaining, for example, why

conversations about parents’ mental illness did not take place, or not in a way that

they could help children. Enabling practitioners to focus on parents’ strengths was

assumed to trigger changes in knowledge, emotions and behaviors in parents that would

subsequently benefit children, by reducing feelings of guilt and improving self-esteem.

13

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://doi.org/10.3389/fpsyt.2021.741225
http://crossmark.crossref.org/dialog/?doi=10.3389/fpsyt.2021.741225&domain=pdf&date_stamp=2021-10-22
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles
https://creativecommons.org/licenses/by/4.0/
mailto:a.bauer@lse.ac.uk
https://doi.org/10.3389/fpsyt.2021.741225
https://www.frontiersin.org/articles/10.3389/fpsyt.2021.741225/full


Bauer et al. Program Theory for Family-Focused Practice

Conclusion: To our knowledge, this is the first research, which synthesizes knowledge

about how family-focused practice programs works in a way that it can inform the design,

implementation, and evaluation of programs. Stakeholder, who fund, design, implement

or evaluate programs should start co-developing and using program theories like the one

presented in this paper to strengthen the design and delivery of family-focused practice.

Keywords: program theory, family-focused practice, evidence-supported practice, implementation, evaluation,

parental mental health, theory of change

INTRODUCTION

Family-focused practice approaches, which recognize the family

as a unit in the treatment of a person’s mental health problems,

have been developed and introduced in mental health services
internationally. They have in common that they seek to combat
the limitations of services that are focused only on the individual,

and do not consider the impact of mental disorders on other
family members, in particular children (1, 2). Examples of

policy initiatives or national flagship programs introducing such
approaches include: the ‘Effective Family Program’ in Finland (3),
‘Think Family’ initiative in the United Kingdom (4), ‘Children
of Parents with a Mental Illness’ (COPMI; https://www.copmi.
net.au) and ‘Families where a Parent has a Mental illness’
(5) in Australia. Governments in Scandinavia even made legal
amendments to their health and social care acts, that requires
practitioners in adult mental health services to identify and look
after the needs of children whose parents are using their services

(6–8).
The term family-focused practice (FFP) has been used

differently in different contexts, and can refer to (mental) health,

social care and other sectors. For the purpose of the paper, and in
line with Foster et al. (1), we define FFP as the way, by which
mental health practitioners or services respond to the family
members of the person in treatment for their mental illness.
More specifically, we focus on FFP in adult mental health settings
and therefore use the term to refer to how adult mental health
practitioners and services respond to children.

Even though attempts to transform adult mental health
services to incorporate FFP began decades ago (1), most mental
health systems still do not operate in this manner (9–11). Reasons
for this are manifold, and include fragmented service systems,
inadequate funding to address needs beyond the individual’s
most urgent problems, lack of organizational commitment
and leadership reflected, for example, in a lack of policies or
guidelines on identifying parenting status, and limited knowledge
or skills among practitioners (12, 13).

Whilst the above-mentioned policies and legal changes
seek to address barriers, their success depends on efforts to
implement changes in local systems and organizations. Such
efforts, to change practice at an organizational and local
system level, are the subject of our investigation in this
paper. We define these efforts as practice change programs,
which are complex interventions that require or demand some
form of professional behavior change at an individual or
collective level (14). From here onwards, we refer to them

simply as programs. Most programs have multiple components,
which can include the documentation of parenting status,
assessment of family relationships and the children’s situation
and providing or referring to psychological, -educational, -
social interventions to support adults in their parenting role
or to support children directly (1, 4, 15). Whilst findings from
systematic reviews (16, 17) suggest that psychoeducational and
psychological interventions can lead to improved mental health
for children, evidence is still largely lacking for such multi-
component programs that have been implemented under real-
world conditions, and which take place in complex ecological
systems (18, 19).

In this study, we wanted to understand how the different
components of programs have been implemented, and the
mechanisms or processes by which they were expected to lead to
changes in outcomes for practitioners, parents and children. The
goal of our study was to gather knowledge that could inform the
development of an initial program theory for FFP. We sought to
surface some of the conscious and subconscious processes of how
programs have been developed and implemented by interviewing
people who had led the implementation of programs in this
field. We expected that this kind of explorative knowledge could
inform the development of future frameworks that are theory-
driven whilst empirically focused, a gap that has been highlighted
by various implementation scientists (20–22).

In our understanding of a program theory, we borrowed from
two theoretical frameworks developed or commonly used in the
public health field - a realist approach and complex systems
thinking. Both approaches suggest that interventions cannot be
uncoupled from the systems in which they are operating, and
interventions need to be developed and evaluated considering
contextual factors (23). In public and mental health, a realist
approach has been central in shifting the focus of intervention
development and evaluation from whether something works to
what works, for whom, how, and in which context (24). Whilst a
realist approach proposes the development of a theory by linking
contextual factors with mechanisms that are expected to lead to
desirable outcomes (25–28), a complex systems perspective offers
ways to theorize interventions as disruptions to dynamic and
complex systems (29, 30). The latter includes the analysis of an
intervention’s ability to change relationships between key players
that make up such systems, displace entrenched practices and
transform or redistribute resources (31).

Whilst the realist synthesis guided both the design and
analysis of the study, a complex systems thinking perspective,
together with insights from behavior change theories, informed
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mainly the analysis. Following a realist synthesis, we gathered
knowledge to understand what works, for whom, in which
context and why. In addition, following both, realist and
complex systems thinking perspectives, we also wanted to gather
knowledge about the role of actors and resources in influencing
the interaction between programs and local systems. Combining
these aspects, we set out the following research questions: (1)
What is the context in which programs take place, and how is it
modified? (2)Which program components can be distinguished?
(3) What are the expected program outcomes and for whom?
(4) What are the assumed mechanisms leading to expected
outcomes? Or, in other words, why and how do programs
work? (5) What are the resources employed for the delivery
of programs?

METHOD

General Approach
Realist approaches suggest several methods for extracting
knowledge to inform the development of initial program
theories. Reflecting the current state of the evidence base, we
initially sought to apply a dual approach, which would have
consisted of an initial synthesis of the literature and then
interviews with individuals who led the implementation of
programs (27, 32). Exploring the international academic and gray
literature on FFP, we found detailed descriptions of programs,
rich accounts of how they had been implemented, and the
challenges (4, 7–11, 33, 34). However, we only identified limited
information about expected changes for parents or children
and mechanisms or processes leading to those. None of the
papers set out or referred to a program theory or explained the
rationale for evaluating changes in practitioners’ behaviors, and
the mechanisms leading to improved child and parent outcomes,
a gap that has been highlighted (35). We therefore did not
conduct a synthesis of the papers. Instead, we drew from the
literature for a description of possible programs components
to guide our interviews with program leaders. We also used
the information more informally to guide the conduct and
interpretation of the findings from qualitative interviews.

Semi-Structured In-Depth Interviews
We conducted semi-structured in-depth interviews to elicit the
perspectives of individuals who had been developing, managing,
implementing (and evaluating) FFP programs, and explored
their first-hand experiences of driving and implementing practice
change in this area.

Sampling
A two-stage purposive sampling process, using snowballing
principles, was adopted to identify individuals who were leading
the implementation of programs. First, we approached a selected
group of researchers in the field of FFP. We first contacted a
handful of researchers who had been invited as experts to a
workshop on the topic of parental mental illness in Austria called
Ideas lab, which had been organized by the funder of this research
with the aim to conceptualize new research in this area (36). We
asked those researchers to recommend other researchers to us,

who they thought would know about programs internationally.
When contacting those researchers, we also invited them to
recommend other researchers. At the end of this snowballing
process, we had a group of twenty researchers, all of whom
had expertise in FFP as evidenced by their publication record
in this area. Next, we asked them to recommend individuals
who had been leading the implementation of FFP programs.
We did not set out specific criteria as we wanted to allow
for diverse programs, including, for example, those that had
evolved more organically. Whilst we originally had set out
that programs should refer to adult mental health settings,
we allowed for the inclusion of programs that spanned across
settings or originated from child mental health and social care
settings. This decision was made as it became clear from the
feedback we received from researchers that the question in
which part of the care system the program started or was
anchored depended on national or regional funding structures
and arrangements. It also became clear that roles of developing,
implementing, evaluating, or advocating for programs were
overlapping, and that recommended individuals often had more
than one role. Often their role was not a formal program
administrator role. We therefore did not specify the role or
function of individuals should have. Researchers identified
altogether forty individuals, who we then invited to participate in
the study. Invited participants were from the following countries:
Austria, Australia, Germany, Netherlands, Norway, Sweden,
United Kingdom, and the US.

Study Participants and Data Collection Procedure
We conducted interviews with the 17 individuals who agreed to
participate, who were from seven countries (none of the invited
participants from Sweden responded to our emails). The rest
of the potential participants (n = 23) did not respond to our
emails. Most interviewees were employed by organizations that
provided publicly funded adult or child mental health services.
A few were – either additionally or solely – employed by
universities or charities or worked in private practice. In addition
to clinical and therapist roles, part of their job descriptions
covered service improvement, implementation management,
or research. Interviewees had professional backgrounds in
psychiatry, psychology, occupational therapy, social work,
or teaching.

Interviews were conducted via Skype or telephone and,
in one instance, in person, as requested by the interviewee.
One interview involved two persons from the same program.
Interviews lasted between 1.5 and 2 hours. In one case the
interview had to be ended earlier than planned, after about thirty
min, because the interviewee needed to attend to an emergency
concerning a family at their practice. Fully informed verbal
consent was obtained at the beginning of each interview, and
in writing, which participants completed before or after the
interview. The study of interviews was reviewed and approved
by the Research Ethics Committee of the London School of
Economics and Political Science.

The interview schedule was informed by ideas from realistic
synthesis. It included questions about how the program
components identified by us from the literature work in practice,
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the kind of resources their implementation involved (e.g.,
training), and how they were linked to improved outcomes.
We included questions and prompts about ‘how’ and ‘why’
interviewees thought that outcomes were achieved. This was
done to generate knowledge about potential processes and
mechanism leading to improved outcomes, and to distinguish
between short-, medium- and long-term outcomes. We applied
the following order of questions First, we asked interviewees how
they had become involved in this area as well as their roles and
responsibilities in programs. Next, we asked about their views
concerning the key components of programs which we identified
from the literature: identifying and documenting parenting
status; leading conversations with parents about their parenting
and their children; initiating conversations with children about
their parent’s mental health problems; offering or signposting to
interventions and support. We asked them whether they thought
some components were more important than others or were
more challenging to implement than others. We then asked
about the types of outcomes and impacts that they expected
from the program, and the processes leading to such outcomes.
Finally, interviewees were asked about the context in which
the programs took place, the drivers and challenges for change,
and the resources and support required to achieve change
and overcome challenges. The interview guide is presented in
the Supplementary Material.

Interview questions were sent in advance to interviewers, to
overcome potential language barriers as not everyone was fluent
in English. All but four interviews were conducted in English.
The four were conducted in German, which was the preferred
language for these interviewees, and the mother language of the
lead researcher (AB) who conducted the interviews.

Recordings, Translations, and Data Analysis
Audio-recordings were produced for all interviews. Full
transcripts of each audio recording were generated and uploaded
on NVivo11 software. The coding framework was developed and
refined in an iterative process, led by AB and in consultation
with members of the research team, with main inputs from
a specialist qualitative researcher (JP).The lead researcher
(AB) coded the data in NVivo11 following principles of the
Framework Method (37), a method that is commonly applied in
qualitative health research. JP read a sample of the interviews
and provided critical inputs to the development of the coding
framework, and into the coding of the data. Main categories of
the coding framework reflected the key concepts for developing
program theories following a realist synthesis (38): components,
context, mechanisms, outcomes, activities, actors, and resources.
Data was indexed according to this framework. Within each
of the indexed categories, we looked for further themes and
created additional (sub-) categories inductively to, allowing,
for example, a distinction into practitioners, parent, and child
perspectives. Sub-categories were iteratively constructed through
conversations between two authors (AB and JP), informed by
ideas from behavior change and complex systems theories.
Data were then summarized in a matrix by categories using a
spreadsheet. For each sub-category a short descriptive summary
was generated, which was presented alongside example quotes.

In several meetings throughout the study, researchers from the
team discussed emerging themes and findings, applying their
multi-disciplinary backgrounds in health and social care research
to the interpretation of the data.

RESULTS

We present the findings structured by key concepts. This
includes a description of the contextual factors that influence
the delivery and outcomes of the program (research question
1), the components of programs, including what those should
encompass (research question 2), the expected outcomes for
practitioners, parents and children (research question 3), and
processes leading to these outcomes (‘mechanisms’) (research
question 4). Whilst information about resource inputs (research
question 5) are provided under the headings of components and
contextual factors, we also summarized them briefly in a separate
section. At the end of the section, we present an initial program
theory that was developed based on these findings.

Contextual Factors
From interviewees’ responses, we identified a range of factors that
influenced the successful delivery of programs and outcomes for
children. Interviewees described how the stigma, discrimination
and social isolation children experienced, often prevented or
hindered effective engagement of families with services.

“The degree to which they [families] were avoidant of mental

health services because of (. . . ) shame and stigma is massive.”

(Interview 8)

“A lot of the children grow up thinking that they are the only child

of a parent with a mental illness (. . . ). A lot of these families are

isolated or fragmented or stigmatized.” (Interview 9)

Whilst none of the interviewees described a role for programs
in changing stigma or awareness at a community level, they
emphasized the importance of psychoeducation and helping
families to find a language in which they could talk about parental
mental illness within the family and to others. (This is described
in more detail in the section on mechanisms and outcomes
of programs).

Interviewees offered detailed accounts on what had hindered
and facilitated practice change at a system and organizational
level. They reflected how, traditionally, professional workforce
development, education, funding, and performance systems were
all focused on the medical treatment of a person’s crisis rather
than on preventing problems through integrated solutions. Such
systems had led to or facilitated certain attitudes, beliefs and
behaviors of mental health practitioners, which included them
being highly protective of their relationships with ‘their patients’.
Most interviewees described what they thought were exaggerated
fears among practitioners that if they started to ask detailed
questions about parenting and children, this would bring up
safeguarding issues, which would require involvement of child
welfare agencies and ultimately lead to children’s removal from
home. Some interviewees reported how they had addressed such
barriers by providing accurate information to practitioners about
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the role of child and youth welfare agencies and safeguarding
procedures. This included information about the role of those
agencies in supporting families to prevent child removal, and
about the risk that children would be removed permanently,
which was very small. Some interviewees explained how they
had organized cross-sector training with practitioners from adult
mental health and child and youth welfare agencies in order
to reduce misconceptions that practitioners had about each
other’s roles.

“So, I have to address that very clearly when talking about this

to adult psychiatry personnel that this is not about alerting child

protection. That this is the last resort that will be necessary for

only a few (. . . ).” (Interview 10)

“(. . . ) there is a lot of misconceptions about child protection

services and their work, but I think just reframing it all and saying

we want to come into the family as early as possible because there

is this possibility of prevention (. . . ).” (Interview 5)

Interviewees described how drivers for successful program
delivery had included policies and legislation that were
supportive of prevention- and family-focused practice, in
particular if those were accompanied with ring-fenced funding
for this population. Interviewees explained how their own
persuasion or advocacy efforts needed to take place at many
different levels in order for change to happen: from policy makers
and commissioners of services to senior managers, and frontline
practitioners. They described how they had successfully used
stories of lived experiences, research data, and legislation on
child rights to get the attention of politicians and commissioners.
At an organizational level, interviewees referred to the support
that managers needed in order to implement changes and the
need for organizational capacity to make changes sustainable.
This was particularly challenging in organizations that had
weak leadership, and in which managers were not skilled to
manage organizational change. They described a diverse range
of training and workforce development programs that they had
implemented. However, according to interviewees training on its
own was not sufficient to achieve change in a context, in which
frontline practitioners were burnt out and in which there was
high staff turnover.

“(. . . ) training works a bit but it doesn’t really work to change

culture. We have to have lots of things. We have to have the

service, the development. You have to have some interventions

to help. You have to have the combination. So, it’s a whole

combination that is needed so that you get that kind of light bulb

moment.” (Interview 11)

Program Components
Routine Questions About Parenting Status and

Children
Most interviewees explained that, whilst formally and routinely
asking parents about their children, and recording this
information should be standard practice in adult mental health
services, this was commonly not the case. Instead, this was
often left to the discretion of the individual practitioner.

Recording data on children in the clinical notes (e.g., how
many; what age; where they live) was regarded an important
starting point for potential further changes in practice. For
example, it could lead to sharing information in meetings
where case records were reviewed, and to further signposting
to support. Some interviewees believed that introducing routine
documentation required performance management systems to
check compliance.

“We know that parental mental illness has consequences [for

children], but we need to find them [the children] in order to help

them. So, the idea is to get all the services to systematically ask

“Do you have children?”, and to record that, so we can find the

children who need help. That has been the main issue, the first

step, because we can’t provide any family-focused practice if we

don’t know if the patient has a family.” (Interview 1)

Engaging parents and children, the latter often referred to by the
interviewees as “invisible” or “hidden” (terms commonly used
in the literature), was described as a major challenge. Therefore,
asking the right questions, which could include questions about
the wider family network, was regarded as important.

Some interviewees emphasized that practitioners also needed
to understand why they were asking those questions, and what
they would do with the information.

“In some cases, some of the government policies say you need to

ask about children and to find out in which care they are and

find out different things. But sometimes people were asking the

question, but they didn’t have the knowledge and understanding

to interpret the information they got back.” (Interview 2)

Conversations With Parents About Impact of Mental

Health Problems on Children
Interviewees described how discussions between practitioners
and parents about the impact of mental illness on their parenting
role was a ‘natural’ starting point, which could then lead to
further conversations about how children were doing, and the
impact the parent’s mental illness had on them.

“The first conversation, the conversation with the adults is easier

for them [adult mental health practitioners], because (. . . ) they

already have a relation with the patient.” (Interview 3)

Whilst some interviewees thought that parents were just “waiting
for therapists to ask” (Interview 5) about their children, as this
was an “existential” part of their identity (Interview 4), others
thought that practitioners needed substantial time and efforts to
encourage parents to see the benefits of talking with their children
about their mental disorder. Some described how motivating the
parents to have these discussions could be extremely challenging
especially when parents had a limited awareness of their mental
illness, which they explained was particularly common among
parents with personality disorder. At the same time, interviewees
believed that not asking about parenting was potentially harmful,
because it reinforced the taboo around the subject.

Interviewees emphasized that conversations needed to follow
a strengths-based approach focusing on what the parent was
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doing well and their needs rather than an assessment of their
parenting skills.

A few interviewees also thought that it was important to talk
to the wider family as they brought in a different perspective that
was not covered by talking to parents or children alone. Since
parents with mental disorders often distanced themselves from
their wider families, talking to them could help children become
less isolated.

Conversations With Children About Parental Mental

Health
Interviewees described the opportunities for supporting children
through adult mental health services. Whilst interviewees agreed
that adult mental health services had an important role in
facilitating support for children, they had differing views
concerning the nature of such involvement. Most interviewees
thought that practitioners should encourage parents to have
conversations with their children about the impact of their
mental health on them. Some interviewees thought that this
could or should include talking to children directly.

“I do think quite strongly that adult mental health workers should

be able to do that [talking to children]. (. . . ) Because children do

slip through the net (. . . )” (Interview 2)

“Because they know the parent’s diagnosis and how this is

affecting the parent they [adult mental health practitioners] are

the key personnel to explain this to the child.” (Interview 1)

However, other interviewees expressed concerns about
practitioners talking to children as this, in their view, required
specialist knowledge, skills and dedicated time. Interviewees
mentioned some practical barriers in offering help to children in
adult mental health settings, such as the need for parental
consent, or that some children did not want to talk to
professionals involved in their parent’s care, as they were
worried that something they would say would then be shared
with the parent.

“We don’t want the adult practitioner of the parent to talk also

with the children because for the children, it is important they

feel they can talk to someone, who is not connected to the parent.”

(Interview 6)

Supporting Children, Including in Collaboration With

Other Services
Interviewees talked about a wide range of interventions and
activities that had been implemented as part of programs to
support families and children, ranging from psychosocial and -
educational support, to peer support, help with school, leisure
and fun activities.

“(. . . ) we came up with [activities] to do with the children. . . and

then, while the children were in class next door, we were educating

them [the parents] about child development and about children’s

experiences of mental illness” (Interview 7)

Whilst some interviewees described informal activities or
therapeutic approaches that they had developed themselves in

response to what they perceived families needed or wanted
(e.g., a fun day, or a support group), others referred to more
structured interventions that followed manuals and tools. The
latter included genograms for the systematic assessment of social
relationships and support needs, evidence-based interventions,
such as the Beardslee family intervention (39) and family
conferences. Some mentioned a collaboration with researchers in
the field, which had informed the development of their support
offers and therapeutic methods.

Although some thought there needed to be a specific ‘offer’
for this population of children and parents to which practitioners
could refer directly, others thought that most communities had
existing support offers for families and children in place and that
those should be better utilized for these families.

Interviewees believed it was important that adult mental
health services collaborated with services and agencies in contact
with the family such as child welfare agencies, schools, and
mental health services. They thought that the responsibility
for supporting this group of children needed to be a shared
responsibility between various services. This required a system,
in which providing information about mental illness and
signposting parents to support was the responsibility of all
agencies involved with families. They explained that this required
the commitment of all agencies and could only be achieved
through wider system changes.

Program Mechanisms and Outcomes
Interviewees reported on a wide range of behavior changes in
practitioners, parents, and children that programs sought to
achieve. The following provides description of those, highlighting
the connections between outcomes for practitioners, parents, and
children as they became apparent to us during the analysis.

Practitioners
Interviewees described how practitioners needed to feel confident
in talking to parents and motivating them to engage in
conversations about parenting and children, as their confidence
projected on to the parent. To do this, they also needed
to believe in the importance and benefits of doing so and
required appropriate skills in delivering strengths-based practice
and knowledge about parenting and child development. Whilst
changing practitioners’ knowledge of the impact of parental
mental health problems on children was seen as an important
first step by some, others reported that most practitioners knew
this but thought that this, on its own, did not lead to changes in
practice. In addition to the organizational support structures that
needed to be in place, practitioners also needed to experience the
impact of parents’ mental disorder on children’s lives, including
the positive impact as a result of their own changes.

“Having information and having knowledge doesmatter, but what

is more important is being able to see the connection between

general knowledge and their [parents and children] daily life

situations.” (Interview 10)
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Parents
Interviewees explained that parents needed to understand the
importance of talking to their children about their mental health
problems as some parents did not think that their mental health
problems had an impact on children.

“What is important is that parents realize that they need support

and that their children need support.” (Interview 4)

Awareness alone was, however, not always enough, according to
interviewees. Parents needed to be willing and able to talk and
listen to their children.

“When children ask questions [about parents’ mental health

problems] it is important, that parents are prepared and that

parents are willing to answer questions.” (Interview 12)

Interviewees thought that once families were able to talk openly
about parental mental illness, many positive outcomes could be
achieved (although they did not further specify which ones, or
how they would be achieved), and that this was the change they
were focusing on.

“I do think that helping parents and children and other family

members to understand what is happening in the family is one of

the most important things.” (Interview 13)

“Making this something we can talk about and not making this a

big dark secret (. . . ) making them [the parents] able to talk about

the problems in their family that’s the behavior change we want to

achieve.” (Interview 1)

Interviewees explained that by focusing on parents’ strengths
in their therapy, this would enable them to feel more confident
in their parenting skills, and reduce their feelings of shame
and guilt, which in turn would improve their mental health
symptoms. They described that talking about parenting could
lead to improvements in their therapy goals, which in turn
changed practitioners’ motivation to include family discussions
in their therapy.

Children
Whilst interviewees were giving comprehensive and coherent
accounts of the changes they expected to occur in practitioners
and parents, their accounts of changes in children were more
diverse. In their reflections on what and how support to children
should be provided, the age of children was a main consideration.
Interviewees described how discussions with children, initiated
by the parent or the practitioner, needed to be conducted using
age-appropriate language, and approaches that were focused on
the child, their needs, and what mattered to them.

Interviewees described the importance of helping children
to understand parents’ mental illness, and to enable them to
make sense of what was going on at home. Children were
feeling relieved once they had more accurate information
about their parents’ mental illness because they were better
able to understand their parents’ behaviors and place it
outside themselves.

“For the children, the main outcome will be to reduce feelings of

guilt and shame (. . . ).” (Interview 1)

A few interviewees described how this new understanding had
also improved relationships between children and parents.

“It [talking about parent’s mental illness] opened-up a level of

trust that had not been there before and it reduced a lot of

resentment that had built over the years.” (Interview 9)

Some interviewees thought that these changes led to resilience
in the long-term. Other long-term outcomes mentioned by
interviewees included improved school performance, prevention
of child removal, and reduced trauma (associated with child
removal). Some interviewees were convinced that positive long-
term prevention effects occurred for children but did not offer
an explanation about the types of outcomes, and how those
were achieved.

“So, if the parents feel like they are confident and they can do this.

They talk to their children about what is going on and it [has] a

big prevention effect for the children.” (Interview 1)

Not everyone was certain whether long-term outcomes, such
as breaking the cycle of poor mental health between family
members, was ultimately achievable, but that it was more about
providing children with the tools to cope with adversities. This
included children’s increased ability to ask for help by helping
them to find a language to talk about their parent’s mental
disorder without shame.

“Obviously we want children, who grow up well, who have

resilient lives, and who are able to go on and function well and

don’t end up with their own mental health issues but (. . . ) [even

with support] you could end up with one [mental illness] (. . . )

But [with support] it is more like that - if things go wrong - [the

children] are resourceful enough to be able to find, get support

and help to work through things.” (Interview 7)

One interviewee reflected on the challenges of evidencing long-
term outcomes.

“We are not tracking parents over historic periods, so we are left

with relatively short snapshots.” (Interview 9)

Resources
As mentioned above, a lack of dedicated resources to FFP was
seen as a major barrier towards the adoption of FFP. Resource
inputs required to implement the program, included different
types of training, ongoing supervision, and various opportunities
for knowledge exchange between professionals from different
agencies, including child and youth welfare, schools, and primary
health care. Interviewees considered the commitment from
the organization’s senior management essential, but explained
how a lack of funding for activities that were not core
business (together with a lack of change management or general
leadership skills) prevented such commitments. Interviewees also
talked about commitments required from insurance companies
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and local, regional, or national governments. Buy-in from
these parties were needed to mobilize the necessary resources.
Most interviewees thought that, in addition to workforce
development, the introduction of new and consistent policies and
procedures, which outlined the expectations towards managers
and practitioners, as well as (amendments to) reporting and
performance systems to monitor those were needed. In addition,
interviewees explained that it required a shared vision and care
pathways, which needed to be implemented at a system level.

Initial Program Theory
Based on the findings from the interviews, we developed an
initial program theory in the form of a logic model, depicted in
Figure 1. The logic model illustrates the relationships between
resource inputs required to deliver the program components,
the contextual factors, which enable or constrain the delivery
of the program, and the mechanisms assumed to lead to final
long-term outcomes for the child. In the model, we assume that
contextual factors are potentially amenable to the programs, and
that all or some of themmight need to be modified to achieve the
desired impact. For example, system and organizational factors,
such as stigma, risk-focused and fragmented systems, and lack of
management commitment, were assumed to be the root causes
of the problem, which impact on practitioners’, parents’ and
children’s situations and behaviors, explaining, for example, why
they would not have conversations about parents’ mental illness.
Their knowledge, attitudes, and beliefs, such as those manifested
in shame and guilt, present factors at the individual level that
need to be addressed by programs.

It is hypothesized that a successful program triggers changes
in knowledge, emotions and behavior in practitioners, parents,
and children, which are closely interconnected. For example,
as practitioners start applying their newly gained knowledge
and skills in asking about parenting using a strengths-based
approach, they find that parents respond positively, which in
turn encourages them to continue with their new practice, and
to further enhance their knowledge and skills. As parents are
enabled to talk with children about their mental health problems,
and learn to listen to the child’s needs, children start to develop
trust towards their parents, and feel better about themselves. It
is expected that this encourages the parent further to talk about
their mental illness more openly, both in their relationship with
practitioners and their children. More immediate changes in
children’s feelings and behaviors, such as help-seeking, are then
assumed to lead to some longer-term outcomes for children, such
as resilience and improved relationships.

Arrows in the Figure 1 illustrate the spiral effects between
mechanisms or short-term outcomes for practitioners, parents,
and children, as well as possible feedback loops between them
and contextual factors. In line with complex system thinking (40),
the logic model shows how programs need to activate a virtuous
circle where an initial success creates the conditions for further
successes. The non-linear way, in which change may be created,
was well illustrated by one interviewee:

“[The question is] whether you need to change systems before

you can change practitioners before you can change outcomes of

the family, or whether you can use changes in families to create

changes in practitioners as well. And I used to think they are

quite linear (. . . ) but I am less [convinced] by it now and I think

that changes in a client can create change in their [practitioners]

practice and that enables them to put more things in place

organizationally as well.” (Interview 3)

DISCUSSION

Programs seeking to introduce FFP in adult mental health
settings need to be informed by appropriate evidence, which
includes evidence about what works in different contexts for
different populations, and why it works. This paper contributes
to the literature by providing a synthesis of the potential
components that constitute FFP programs, and how programs
might lead to improvements. To our knowledge, this is the first
paper in this field, which synthesizes such knowledge in a way
that it can inform the design, implementation, and evaluation
of programs. Applying realist and complex system perspectives
to our interviews with individuals, who were leading the
implementation of programs, allowed us to identify potentially
important spiral effects and feedback loops between changes in
the behavior of practitioners, parents and children. We were
able to identify contextual factors that programs might need to
target to trigger such spiral effects. Ultimately, program theories
need to be developed for individual programs in collaboration
with relevant stakeholders. However, we hope that the knowledge
generated in this study provides a useful starting point for
such exercises.

Our study was exploratory. Several limitations in our data
hindered the development of a more comprehensive and
ultimately more robust program theory. A first limitation relates
to our main data source, which was a relatively small number
of interviews, conducted with interviewees based in a small
number of selected countries, all of which were high-income
countries. We were not able to reach interviewees from some of
the countries in which FFP programs have been implemented,
such as Canada, Finland, and Sweden. Whilst selecting a small
sample of individuals based on their knowledge and expertise is
considered appropriate for the purpose of developing a program
theory (41), it might mean that important perspectives from
individuals not involved in those networks or movement(s)
have been missed. For example, future inquiry is needed to
understand whether including a larger number of individuals,
including study participants who did not respond to our emails,
would validate the initial program theory developed in this
study. In addition, we relied in our choice of interviewees on
recommendations from expert researchers, and we did not apply
clearly defined inclusion criteria to guide their recommendations.
It might be that a more refined inclusion of individuals would
have led to richer information, such as information about child
outcomes. For example, it might be useful to select interviewees
by their level of competence and experience in the field, or by
certain characteristics of programs they implemented such as
size. However, despite this limitation, it was possible to identify
commonly held views and common experiences, especially
concerning practitioners’ attitudes and behaviors, and how those
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FIGURE 1 | Initial program theory for family-focused practice.

needed to be changed. Whilst it was beyond the remit of this
study to include the views of service users’ representatives, future
research should involve families using services.

Overall, in our data we observed that information was much
richer for the short-term outcomes of programs, which is not
uncommon in program theories as many interventions only
seek to achieve intermediate outcomes (42). However, program
theories should be transparent about which outcomes they seek
to achieve, how short-term or intermediate outcomes are linked
to long-term outcomes (if at all) and highlight evidence gaps. For
example, the focus on short-term outcomes might be indicative
of an insufficient evidence-base for child-focused practice and
of an uncertainty about what kind of outcomes can be expected
for children of different age groups (35, 43). It also is possible
that, especially in some adult mental health settings, where the
focus is naturally on the adult, the final outcomes of FFP are
perceived to be about achieving parent’s outcomes [potentially
alongside children’s outcomes). In addition, other outcomes such
as those for partners or siblings, might be considered important
too. A program theory should make the expectations as to what
are viewed as final outcomes clear, and set out the pathways that

are supported by evidence and can be realistically assumed to be
causal vs. those that are less well established (42). For FFP, future
enquiry is needed to assess which types of evidence should be
considered when developing the initial program theory further.

The findings from our study also highlight the importance of
including the expected relationships between behavior changes
in practitioners, parents, and children into program theories,
and how those (in combination) influence longer-term child
outcomes. For example, the role of trusting, non-judgmental
relationships between practitioners and families have been found
to lead to improved parents’ mental health (35), and good
interpersonal relationships between children and their parents
have been found to lead to improved child behavior (19).
Additional actors might be useful to include, such as individuals
managing, funding, or influencing FFP. Integrating theories
of behavior change, which describe the dynamic relationships
between players at different organizational or system levels,
into program theories might be particularly valuable. Methods
that support the development of this knowledge, such as actor-
based change framework (44), social network analysis (31, 45)
and the Capability, Opportunity, Motivation towards Behavior
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change approach (COM-B) (46) might be particularly useful for
developing context-sensitive strategies as part of practice change
programs (47).

Another area that program theories should address (but
commonly do not) refers to economic evidence. Economic
evidence in FFP is largely lacking (35). Whilst we identified cost
pressures as a key barrier that prevented change in this area, a
finding that is commonly cited in the relevant literature (12), only
a few interviewees mentioned the importance of developing an
economic case for programs in this area. Program theories, in
particular if they include economic evidence, can be an important
tool to address accountability demands of funders and tax payers
in systems that are under financial pressure (44). They can also
be an important tool to help building a collation for change in
systems in which many stakeholders from different organizations
and sectors are involved, and which require democratic processes
to agree on common goals and actions to achieve those.

Different types of program theories may be developed using
a range of methodologies, for example supporting the specific
purpose of each of the stages of the program development,
implementation, and evaluation cycle (40, 47). An initial program
theory, such as the one we developed, might play a particular
important role during the early development stage, which
benefits particularly from theories that consider the interactions
of the program with contextual factors (47). Developers might
first set out the contextual factors that are most pertinent to
the successful delivery of their program, the components they
want to focus on as a result, and describe those in detail,
together with the resource inputs they require. In the case of
FFP this might include discussions about: whether and how
mental illness stigma needs to be addressed through the program,
whether reporting and performance systems are fit for purpose,
how managers might need to be supported to lead change
processes. Without such planning, it is possible that programs
fail. For example, introducing new staff roles in adult mental
health settings to take on additional responsibilities to look after
children largely failed in the context of the strongly hierarchical
Swedish and Norwegian systems, in which important decisions
are traditionally only made by doctors (48).

Actions to prevent child and youth mental health problems
are expected to lead to long-lasting improvements in wellbeing,
health, and employment (49). Considering that one in four to five
children live with parents with mental health problems (50) and
that the risk for those children to developmental health problems
is as high as forty per cent (51), use of evidence-based practice
in this area is important. Our paper provides a starting point
for an increased use of program theories in this important area
of practice.

DATA AVAILABILITY STATEMENT

The raw data supporting the conclusions of this article will be
made available by the authors, without undue reservation.

ETHICS STATEMENT

The studies involving human participants were reviewed and
approved by London School of Economics and Political Science.
The patients/participants provided their written informed
consent to participate in this study.

AUTHOR CONTRIBUTIONS

AB was primarily responsible for the study design and
conduct and analysis as well as manuscript preparation
for this study. JP also informed the study design and
supported the conduct and analysis of the study. All authors
contributed to the conceptualization of the study, final
analysis and preparation of the manuscript, and approved the
submitted version.

FUNDING

The research described in this paper was conducted as part
of the research project How to raise a village to raise a child,
which received funding from the Austrian Federal Ministry of
Health, Science and Research through the Open Innovation
in Science Centre at the Ludwig Boltzmann Gesellschaft
GmbH. The project is hosted by the Medical University of
Innsbruck, which provided in kind contributions to the research
project. The funders did not influence the collection, analysis,
and interpretation of data and played no role in writing
the manuscript.

ACKNOWLEDGMENTS

First, we would like to thank Dr Geoff Wong at the Nuffield
Department of Primary Care Health Sciences for the training
on realist synthesis he provided to the research team and his
invaluable advice with regards to the design of the interview
guide. Second, we would like to acknowledge the support
from individuals, who provided management, supervision, or
administrative support to the research project How to raise a
village to raise a child as part of which this study was conducted.
In particular, we would like to thank Professor Alex Hofer at
the Medical University Innsbruck Department of Psychiatry,
Psychotherapy and Psychosomatics, Division of Psychiatry, for
hosting the research project within his department. Finally, we
would also like to thank the individuals who helped with the
translation of the interviews: Johanna Krönner, Julia Kapferer,
Anna-Elena Pingerra and Elena Seis.

SUPPLEMENTARY MATERIAL

The Supplementary Material for this article can be found
online at: https://www.frontiersin.org/articles/10.3389/fpsyt.
2021.741225/full#supplementary-material

Frontiers in Psychiatry | www.frontiersin.org 10 October 2021 | Volume 12 | Article 74122522

https://www.frontiersin.org/articles/10.3389/fpsyt.2021.741225/full#supplementary-material
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Bauer et al. Program Theory for Family-Focused Practice

REFERENCES

1. Foster K, Maybery D, Reupert A, Gladstone B, Grant A, Ruud T, et al. Family-

focused practice in mental health care: an integrative review. Child and Youth

Services. (2016) 37:129–55. doi: 10.1080/0145935X.2016.1104048

2. Nicholson J, Reupert A, Grant A, Lees R, Maybery D, Mordoch

E, et al. The policy context and change for families living

with parental mental illness. Parental Psychiatr Diso. (2015).

3:354–64. doi: 10.1017/CBO9781107707559.034

3. Solantaus T, Toikka S. The effective family program: preventative services for

the children of mentally ill parents in finland. Int J Mental Health Promot.

(2006) 8:37–44. doi: 10.1080/14623730.2006.9721744

4. Grant A, Lagson S, Devaney J, Davidson G, Duffy J, Perra O, et al. A study

of health and social care professionals’ family focused practice with parents

who have mental illness, their children and families in Northern Ireland. Final

report. Retrieved from Belfast, Ireland. (2018).

5. Goodyear M, Hill T-L, Allchin B, McCormick F, Hine R, Cuff R, et al.

Standards of practice for the adult mental health workforce: meeting the needs

of families where a parent has a mental illness. Int J Ment Health Nurs. (2015)

24:169–80. doi: 10.1111/inm.12120

6. Afzelius M, Plantin L, Östman M. Families living with parental mental illness

and their experiences of family interventions. J Psychiatr Ment Health Nurs.

(2018) 25:69–77. doi: 10.1111/jpm.12433

7. Lauritzen C, Reedtz C, Van Doesum K, Martinussen M. Factors that may

facilitate or hinder a family-focus in the treatment of parents with a mental

illness. J Child Fam Stud. (2015) 24:864–71. doi: 10.1007/s10826-013-9895-y

8. Reedtz C, Lauritzen C, Stover YV, Freili JL, Rognmo K. Identification of

children of parents withmental illness: a necessity to provide relevant support.

Front Psychiat. (2019) 9:728. doi: 10.3389/fpsyt.2018.00728

9. Goodyear M, Maybery D, Reupert A, Allchin R, Fraser C, Fernbacher S, et

al. Thinking families: A study of the characteristics of the workforce that

delivers family-focussed practice. Int J Ment Health Nurs. (2017) 26:238–

48. doi: 10.1111/inm.12293

10. Maybery D, Foster K, Goodyear M, Grant A, Tungpunkom P, Skokoy BE, et

al. How can we make the psychiatric workforce more family focused? Parental

Psychiatr Diso. (2015) 3:301–11. doi: 10.1017/CBO9781107707559.029

11. Maybery D, Goodyear M, O’Hanlon B, Cuff R, Reupert A. Profession

differences in family focused practice in the adult mental health system. Fam

Process. (2014) 53:608–17. doi: 10.1111/famp.12082

12. Maybery D, Reupert A. Parental mental illness: a review of barriers and issues

for working with families and children. J Psychiatr Ment Health Nurs. (2009)

16:784–91. doi: 10.1111/j.1365-2850.2009.01456.x

13. Shah-Anwar S, Gumley A, Hunter S. Mental health professionals’

perspectives of family-focused practice across child and adult mental

health settings: a qualitative synthesis. Child Youth Services. (2019)

40:383–404. doi: 10.1080/0145935X.2019.1591947

14. Johnson MJ, May CR. Promoting professional behavior change in healthcare:

what interventions work, and why? A theory-led overview of systematic

reviews. BMJ Open. (2015) 5:e008592. doi: 10.1136/bmjopen-2015-008592

15. Liangas G, Falkov A. Use of structured clinical documentation to identify

patients’ parental concerns and their childrens’ wellbeing. Commun Ment

Health J. (2014) 50:646–55. doi: 10.1007/s10597-013-9684-5

16. Siegenthaler E, Munder T, Egger M. Effect of preventive interventions

in mentally ill parents on the mental health of the offspring: systematic

review and meta-analysis. J Am Acad Child Adolesc Psychiatry. (2012) 51:8–

17.e18. doi: 10.1016/j.jaac.2011.10.018

17. Thanhäuser M, Lemmer G, de Girolamo G, Christiansen H.

Do preventive interventions for children of mentally ill parents

work? Results of a systematic review and meta-analysis. Curr

Opin Psychiat. (2017) 30:283–99. doi: 10.1097/YCO.00000000000

00342

18. Nicholson J. Guest editorial. Aust e-J Adv Mental Health. (2009) 8:222–

6. doi: 10.5172/jamh.8.3.222

19. Solantaus T, Paavonen EJ, Toikka S, Punamäki R-L. Preventive interventions

in families with parental depression: children’s psychosocial symptoms

and prosocial behavior. Eur Child Adolesc Psychiat. (2010) 19:883–

92. doi: 10.1007/s00787-010-0135-3

20. Greenhalgh T, Papoutsi C. Studying complexity in health services

research: desperately seeking an overdue paradigm shift. BMC Med.

(2018) 16:95. doi: 10.1186/s12916-018-1089-4

21. Lawless A, Baum F, Delany-Crowe T, MacDougall C, Williams C,

McDermott D, et al. Developing a framework for a program theory-

based approach to evaluating policy processes and outcomes: health in

all policies in South Australia. Int J Health Policy Manag. (2018) 7:510–

21. doi: 10.15171/ijhpm.2017.121

22. Reed JE, Howe C, Doyle C, Bell D. Simple rules for evidence

translation in complex systems: a qualitative study. BMC Med. (2018)

16:92. doi: 10.1186/s12916-018-1076-9

23. Craig P, Di Ruggiero E, Frohlich K, Mykhalovskiy E, White M, on behalf

of the Canadian Institutes of Health Research (CIHR) National Institute for

Health Research (NIHR) Context Guidance Authors Group. Taking account

of context in population health intervention research: guidance for producers,

users and funders of research. Retrieved from Southampton: NIHR Evaluation,

Trials and Studies Coordinating Centre. (2018). doi: 10.3310/CIHR-NIHR-01

24. Duncan C, Weich S, Fenton S-J, Twigg L, Moon G, Madan J, et al. A realist

approach to the evaluation of complex mental health interventions. The

British Journal of Psychiatry. (2018) 213:451–3. doi: 10.1192/bjp.2018.96

25. Blamey A, Mackenzie M. Theories of change and realistic evaluation:

peas in a pod or apples and oranges? Evaluation. (2007) 13:439–

55. doi: 10.1177/1356389007082129

26. Byng R, Norman I, Redfern S. Using realistic evaluation to evaluate a practice-

level intervention to improve primary healthcare for patients with long-term

mental illness. Evaluation. (2005) 11:69–93. doi: 10.1177/1356389005053198

27. Jackson SF, Kolla G. A new realistic evaluation analysis method: linked coding

of context, mechanism, and outcome relationships. Am J Evaluat. (2012)

33:339–49. doi: 10.1177/1098214012440030

28. Pawson R. Nothing as practical as a good theory. Evaluation. (2003) 9:471–

90. doi: 10.1177/1356389003094007

29. Moore GF, Evans RE. What theory, for whom and in which context?

Reflections on the application of theory in the development and evaluation

of complex population health interventions. SSM - Population Health. (2017)

3:132–5. doi: 10.1016/j.ssmph.2016.12.005

30. Moore GF, Evans RE, Hawkins J, Littlecott H, Melendez-Torres GJ,

Bonell C, et al. From complex social interventions to interventions

in complex social systems: Future directions and unresolved questions

for intervention development and evaluation. Evaluation. (2018) 25:23–

45. doi: 10.1177/1356389018803219

31. Hawe P, Shiell A, Riley T. Theorising interventions as events in systems. Am J

Community Psychol. (2009) 43:267–76. doi: 10.1007/s10464-009-9229-9

32. Mukumbang FC, van Belle S, Marchal B, van Wyk B. Towards developing

an initial program theory: program designers and managers assumptions on

the antiretroviral treatment adherence club program in primary health care

facilities in themetropolitan area of western cape province, South Africa. PLoS

ONE. (2016) 11:e0161790–e0161790. doi: 10.1371/journal.pone.0161790

33. Korhonen T, Vehviläinen-Julkunen K, Pietilä AM. Implementing

child-focused family nursing into routine adult psychiatric

practice: hindering factors evaluated by nurses. J Clin Nurs. (2008)

17:499–508. doi: 10.1111/j.1365-2702.2007.02008.x

34. Tchernegovski P, Reupert A, Maybery D. “Let’s Talk about Children”: A pilot

evaluation of an e-learning resource for mental health clinicians. Clin Psychol.

(2015) 19:49–58. doi: 10.1111/cp.12050

35. Bee P, Bower P, Byford S, Churchill R, Calam R, Stallard P, et al. The

clinical effectiveness, cost-effectiveness and acceptability of community-based

interventions aimed at improving or maintaining quality of life in children

of parents with serious mental illness: a systematic review. Health Technol

Assessment. (2014) 18:1–250. doi: 10.3310/hta18080

36. Ludwig Boltzmann, Gesellschaft (2021). Ideas Lab. Available online at: https://

ois.lbg.ac.at/en/projects/ideas-lab. (accessed September 13, 2021)

37. Ritchie J, Lewis J. Qualitative Research Practice: A Guide for Social Science

Students and Researchers. London: Sage. (2003).

38. Pawson R, Tilley N. Realistic Evaluation (Vol. 2). London: SAGE

Publications. (1997).

39. Beardslee WR, Gladstone TR, Wright EJ, Cooper AB. A family-based

approach to the prevention of depressive symptoms in children at

Frontiers in Psychiatry | www.frontiersin.org 11 October 2021 | Volume 12 | Article 74122523

https://doi.org/10.1080/0145935X.2016.1104048
https://doi.org/10.1017/CBO9781107707559.034
https://doi.org/10.1080/14623730.2006.9721744
https://doi.org/10.1111/inm.12120
https://doi.org/10.1111/jpm.12433
https://doi.org/10.1007/s10826-013-9895-y
https://doi.org/10.3389/fpsyt.2018.00728
https://doi.org/10.1111/inm.12293
https://doi.org/10.1017/CBO9781107707559.029
https://doi.org/10.1111/famp.12082
https://doi.org/10.1111/j.1365-2850.2009.01456.x
https://doi.org/10.1080/0145935X.2019.1591947
https://doi.org/10.1136/bmjopen-2015-008592
https://doi.org/10.1007/s10597-013-9684-5
https://doi.org/10.1016/j.jaac.2011.10.018
https://doi.org/10.1097/YCO.0000000000000342
https://doi.org/10.5172/jamh.8.3.222
https://doi.org/10.1007/s00787-010-0135-3
https://doi.org/10.1186/s12916-018-1089-4
https://doi.org/10.15171/ijhpm.2017.121
https://doi.org/10.1186/s12916-018-1076-9
https://doi.org/10.3310/CIHR-NIHR-01
https://doi.org/10.1192/bjp.2018.96
https://doi.org/10.1177/1356389007082129
https://doi.org/10.1177/1356389005053198
https://doi.org/10.1177/1098214012440030
https://doi.org/10.1177/1356389003094007
https://doi.org/10.1016/j.ssmph.2016.12.005
https://doi.org/10.1177/1356389018803219
https://doi.org/10.1007/s10464-009-9229-9
https://doi.org/10.1371/journal.pone.0161790
https://doi.org/10.1111/j.1365-2702.2007.02008.x
https://doi.org/10.1111/cp.12050
https://doi.org/10.3310/hta18080
https://ois.lbg.ac.at/en/projects/ideas-lab
https://ois.lbg.ac.at/en/projects/ideas-lab
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Bauer et al. Program Theory for Family-Focused Practice

risk: evidence of parental and child change. Pediatrics. (2003) 112:e119–

131. doi: 10.1542/peds.112.2.e119

40. Rogers PJ. Using program theory to evaluate complicated and

complex aspects of interventions. Evaluation. (2008) 14:29–

48. doi: 10.1177/1356389007084674

41. Manzano A. The craft of interviewing in realist evaluation. Evaluation. (2016)

22:342–60. doi: 10.1177/1356389016638615

42. Wight D, Wimbush E, Jepson R, Doi L. Six steps in quality intervention

development (6SQuID). J Epidemiol Commun Health. (2015) 70:520–

5. doi: 10.1136/jech-2015-205952

43. Caldwell DM, Davies SR, Hetrick SE, Palmer JC, Caro P, López-López JA, et al.

School-based interventions to prevent anxiety and depression in children and

young people: a systematic review and networkmeta-analysis. Lancet Psychiat.

(2019) 6:1011–20. doi: 10.1016/S2215-0366(19)30403-1

44. Koleros A, Mulkerne S, Oldenbeuving M, Stein D. The

actor-based change framework: a pragmatic approach to

developing program theory for interventions in complex

systems. Am J Eval. (2018) 41:34–53. doi: 10.1177/10982140187

86462

45. Shelton RC, Lee M, Brotzman LE, Crookes DM, Jandorf L, Erwin D,

et al. Use of social network analysis in the development, dissemination,

implementation, and sustainability of health behavior interventions

for adults: a systematic review. Soc Sci Med. (2019) 220:81–101.

doi: 10.1016/j.socscimed.2018.10.013

46. Michie S, van Stralen MM, West R. The behavior change wheel:

a new method for characterising and designing behavior change

interventions. Implement Sci. (2011) 6:42. doi: 10.1186/1748-590

8-6-42

47. Mills T, Lawton R, Sheard L. Advancing complexity science in healthcare

research: the logic of logic models. BMC Med Res Methodol. (2019)

19:55. doi: 10.1186/s12874-019-0701-4

48. Östman M, Afzelius M. Children’s representatives in psychiatric

services: what is the outcome? Int J Soc Psychiat. (2009)

57:144–52. doi: 10.1177/0020764008100605

49. Knapp M, Evans-Lacko S. Health economics. In Rutter’s Child and Adolescent

Psychiatry. (2015). p. 227–238. doi: 10.1002/9781118381953.ch18

50. Abel KM,HopeH, Swift E, Parisi R, Ashcroft DM, Kosidou K, et al. Prevalence

of maternal mental illness among children and adolescents in the UK between

2005 and 2017: a national retrospective cohort analysis. Lancet Public Health.

(2019) 4:e291–300. doi: 10.1016/S2468-2667(19)30059-3

51. Foster K. One-third of children of parents with severe mental illness are at

risk of developing severe mental illness. Evid Based Mental Health. (2014)

17:73–73. doi: 10.1136/eb-2014-101807

Conflict of Interest: The authors declare that the research was conducted in the

absence of any commercial or financial relationships that could be construed as a

potential conflict of interest.

Publisher’s Note: All claims expressed in this article are solely those of the authors

and do not necessarily represent those of their affiliated organizations, or those of

the publisher, the editors and the reviewers. Any product that may be evaluated in

this article, or claim that may be made by its manufacturer, is not guaranteed or

endorsed by the publisher.

Copyright © 2021 Bauer, Best, Malley, Christiansen, Goodyear, Zechmeister-Koss

and Paul. This is an open-access article distributed under the terms of the Creative

Commons Attribution License (CC BY). The use, distribution or reproduction in

other forums is permitted, provided the original author(s) and the copyright owner(s)

are credited and that the original publication in this journal is cited, in accordance

with accepted academic practice. No use, distribution or reproduction is permitted

which does not comply with these terms.

Frontiers in Psychiatry | www.frontiersin.org 12 October 2021 | Volume 12 | Article 74122524

https://doi.org/10.1542/peds.112.2.e119
https://doi.org/10.1177/1356389007084674
https://doi.org/10.1177/1356389016638615
https://doi.org/10.1136/jech-2015-205952
https://doi.org/10.1016/S2215-0366(19)30403-1
https://doi.org/10.1177/1098214018786462
https://doi.org/10.1016/j.socscimed.2018.10.013
https://doi.org/10.1186/1748-5908-6-42
https://doi.org/10.1186/s12874-019-0701-4
https://doi.org/10.1177/0020764008100605
https://doi.org/10.1002/9781118381953.ch18
https://doi.org/10.1016/S2468-2667(19)30059-3
https://doi.org/10.1136/eb-2014-101807
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


BRIEF RESEARCH REPORT
published: 25 October 2021

doi: 10.3389/fpsyt.2021.762041

Frontiers in Psychiatry | www.frontiersin.org 1 October 2021 | Volume 12 | Article 762041

Edited by:

Jean Lillian Paul,

Medizinische Universität

Innsbruck, Austria

Reviewed by:

Michael Klein,

Catholic University of Applied

Sciences of North Rhine –

Westphalia, Germany

Ingrid Zechmeister-Koss,

Austrian Institute for Health

Technology Assessment

GmbH, Austria

Rebecca Kate Allchin,

Eastern Health, Australia

*Correspondence:

Johannes Petzold

johannes.petzold@

uniklinikum-dresden.de

†ORCID:

Johannes Petzold

orcid.org/0000-0003-4163-9014

Maximilian Pilhatsch

orcid.org/0000-0003-4323-3309

Specialty section:

This article was submitted to

Addictive Disorders,

a section of the journal

Frontiers in Psychiatry

Received: 20 August 2021

Accepted: 27 September 2021

Published: 25 October 2021

Citation:

Petzold J, Spreer M, Krüger M,

Sauer C, Kirchner T, Hahn S,

Zimmermann US and Pilhatsch M

(2021) Integrated Care for Pregnant

Women and Parents With

Methamphetamine-Related Mental

Disorders.

Front. Psychiatry 12:762041.

doi: 10.3389/fpsyt.2021.762041

Integrated Care for Pregnant Women
and Parents With
Methamphetamine-Related Mental
Disorders
Johannes Petzold 1,2*†, Maik Spreer 1, Maria Krüger 1, Cathrin Sauer 1, Tobias Kirchner 1,

Susanna Hahn 1, Ulrich S. Zimmermann 1,3 and Maximilian Pilhatsch 1,4†

1Department of Psychiatry and Psychotherapy, Carl Gustav Carus University Hospital, Technische Universität Dresden,

Dresden, Germany, 2Department of Psychiatry and Biobehavioral Sciences, University of California, Los Angeles, Los

Angeles, CA, United States, 3Department of Addiction Medicine and Psychotherapy, kbo-Isar-Amper-Klinikum München-Ost,

Haar, Germany, 4Department of Psychiatry and Psychotherapy, Elblandklinikum Radebeul, Radebeul, Germany

Background: Methamphetamine use is a rapidly increasing cause of morbidity and

mortality. Pregnant women and new parents who consume methamphetamine are at

high risk since they seldom seek health services despite having multiple needs. We

addressed this care gap by implementing an easily accessible program that pools

resources from psychiatric, obstetric, and pediatric departments as well as community

and government agencies.

Method: This real-life observational study evaluated an integrated care program

in 27 expecting parents and 57 parents of minors. The outcome criteria were

treatment retention, psychosocial functioning, and abstinence. We compared participant

demographics according to outcome and applied ordinal logistic regression to predict

treatment success.

Results: Patients received integrated care for almost 7 months on average. Nearly

half achieved stable abstinence and functional recovery. Only one pregnant woman

dropped out before a care plan could be implemented, and all women who gave birth

during treatment completed it successfully. Three-fourths of patients had psychiatric

comorbidities. Patients with depressive disorders were almost 5 times less likely to

succeed with treatment. Attention-deficit hyperactivity disorder (ADHD) was diagnosed

in nearly 30% of patients who dropped out of a care plan, which was about 4 times more

often than in the successful outcome group.

Conclusion: Our program engaged pregnant women and parents in treatment and

helped them recover from methamphetamine-related mental disorders. Management of

comorbid ADHD and depression should be an integral part of care initiatives to counter

the methamphetamine crisis that affects parents and children across the globe.

Keywords: methamphetamine use disorder, drug dependence, addiction, ADHD, depression, pregnancy,

multimodal therapy, outcome prediction
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INTRODUCTION

Methamphetamine use continues to rise on a global scale
(1), and methamphetamine-involved overdoses claim lives
in staggering numbers (2). This humanitarian crisis is
further fueled by maternal, fetal, and child deaths related
to methamphetamine exposure (3–6). Moreover, ample evidence
implicates methamphetamine in lasting health and psychosocial
problems that severely affect parents and their children (3–5).
Women who use methamphetamine are burdened by mental
disorders in the perinatal period (5), and parents who use
methamphetamine are overstrained by their caregiving roles
in often adverse living conditions (7). Infants can experience
serious damage, such as microcephaly, due to intrauterine
methamphetamine exposure (5, 8). Child development is
compromised as a result of these factors, as evidenced by
lower IQ scores as well as internalizing (e.g., depression) and
externalizing symptoms (e.g., aggression) (5, 7, 8). Despite the
urgency for prevention and intervention, the uptake of antenatal,
pediatric, and mental health services is low and too late in
this population (5, 9, 10). Moreover, pregnant women who
use methamphetamine leave substance use treatment against
professional advice even more often than pregnant women who
use other illicit drugs or alcohol (11).

The stark contrast between care needs and utilization
highlights the importance of developing programs that
are easily accessible and appealing to those impacted by
methamphetamine. Pregnancy and parenthood can create a
strong motivation for abstinence (7), but treatment may not be
accessed due to fear of stigma and punitive measures (5, 12, 13).
Thus, transparency and the commitment to keeping families
together are paramount. To reach women of childbearing age,
expecting parents, and parents of minors, different avenues
within the healthcare system, social services, and the community
should be used. Linking these avenues also promises to help
families achieve lasting health benefits as continuity of care is
instrumental in sustaining abstinence (14, 15).

We are aware of only one study that at least partly addressed
this care gap. This study compared methamphetamine-specific
psychoeducation with a program also covering relationship and
parenting skills tailored to South-African pregnant women (12).
Both group interventions reduced methamphetamine use and
risky sexual behavior, and 92% of participants completed the 4-
session comprising interventions (12). Only 14% had been in
substance use treatment before, indicating that access to care can
be improved substantially (12).

Acknowledging the unmet needs of families affected by
substance use disorders, the concept “Mama denk an mich”
(MAMADAM, “Mommy think of me”) was developed to deliver
coordinated care across disciplines and settings. After having
demonstrated the feasibility of MAMADAM (9, 16), we here
present its potential to improve the mental health of pregnant
women and parents who use methamphetamine. The findings
on outcome prediction provide critical information for patient

Abbreviations: ADHD, attention-deficit hyperactivity disorder; MAMADAM,

“Mama denk an mich,” “Mommy think of me”.

assessment and program optimization. With this report, we hope
to encourage the implementation and study of similar initiatives
to promote the well-being of parents and children impacted
by methamphetamine.

METHOD

This is a real-life observational study of integrated care for
expecting and new parents with methamphetamine-related
psychiatric disorders, which was approved by the ethics
committee at the Carl Gustav Carus Faculty of Medicine at the
Technische Universität Dresden, Germany.

Care Model
MAMADAM is a family-centered concept that pools resources
from psychiatric, obstetric, and pediatric departments as well as
local drug counseling and child welfare services. The concept
and its elements draw on the available evidence and best practice
for the management of methamphetamine-related disorders (8).
Services provided through MAMADAM are easily accessible
and flexible, ranging from health information for women of
childbearing age to comprehensive support for families across
care sectors. Shared decision-making and the participation of
patients in multidisciplinary meetings ensure that treatment
is matched to their preferences and needs. Other engagement
strategies are calling patients who missed appointments and
offering provider continuity whenever feasible. The following
outlines the parts that are directed to the mental health of
expecting and new parents. The coordination and specifics of
MAMADAM, including information on obstetric and pediatric
services, are described elsewhere (9, 16).

All expecting and new parents who use methamphetamine
and present to our psychiatric department are considered for
enrollment in MAMADAM. Access is facilitated by referrals
from healthcare providers and by psychiatric consultations at the
obstetric and pediatric departments. Motivational interviewing
is used to develop personalized care plans after assessing mental
illness and methamphetamine-related medical sequelae. Patients
are seen by psychiatrists and psychotherapists on an outpatient
basis from several times a week to once a month as needed.
Inpatient and day treatments are provided whenever necessary.

An individual session introduces a methamphetamine-
specific relapse prevention program that combines aspects
of psychoeducation, motivational interviewing, and cognitive
behavior therapy (17, 18). Psychotherapists deliver this program
in 15 sessions of 50min to a maximum of 5 patients. Individual
psychotherapy and other group therapies are also available
(e.g., exercise classes, social skills training, psychoeducation for
major depression).

Social workers and occupational therapists help patients
enhance their functioning and well-being in areas such
as work, housing, and childcare. They partner with local
and government agencies to furnish services ranging from
community connections to intensive home support. Home care
includes random drug screening, but most patients are called
into the clinic once in 6 days on average. Urine is collected

Frontiers in Psychiatry | www.frontiersin.org 2 October 2021 | Volume 12 | Article 76204126

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Petzold et al. Care for Parents Using Methamphetamine

under direct observation followed by temperature measurement
to minimize manipulation.

Analytic Strategy
We studied a naturalistic sample of patients with
methamphetamine-related disorders who received psychiatric
care within MAMADAM since its start in 2016 and left or
completed treatment before September 13, 2019. Outcome was
classified as early dropout (before implementation of a care
plan), partial completion of the program (late dropout), and
successful completion. Successful completion was defined as a
mutually agreed program discharge, which required continuous
abstinence, stable housing, financial security, psychosocial
functioning, and a support system. Psychosocial functioning
required patients to perform daily activities in ways that
were gratifying to them while meeting the demands of their
dependents (e.g., safe environment, loving relationship) and the
community (e.g., engagement in employment). Support usually
involved primary care physicians, private psychiatrists, drug
counseling centers, and child welfare services.

We used SPSS 27 (IBM, Armonk, NY, USA) and a
significance level of 0.05 (two-tailed) for all analyses. Statistics
were performed on complete data from all patients unless
stated otherwise. We compared participant demographics
and the duration of psychiatric care within MAMADAM
according to outcome, using Pearson’s chi-square-test, Fisher’s
exact-test, and Bonferroni-adjusted pairwise comparisons for
categorical variables. Histograms, normal quantile-quantile
plots, and normality tests (Kolmogorov-Smirnov, Shapiro-
Wilk) determined the tests for continuous variables (one-
way independent ANOVA, Kruskal-Wallis, Mann-Whitney). To
identify predictors of outcome, we built a base model with all
participant demographics that had complete data and met the
assumptions of ordinal logistic regression. We then progressively
removed non-significant variables to produce a parsimonious
model. Variables that differed considerably between outcome
groups and significant predictors were tested for associations,
reporting the phi or Spearman’s coefficient. These associations
were not corrected for multiple comparisons.

RESULTS

We studied 84 patients with methamphetamine-related mental
disorders (1× F15.0, 8× F15.1, 74× F15.2, 1× F19.2; diagnosed
according to the International Classification of Diseases, 10th
revision). This sample comprised 27 expecting parents and 57
parents of minors (mean age of child ± SD, min-max: 19.02 ±

30.59, 1–144 months; newborns counted as 1 month). Sixteen
patients (19.0%) dropped out before receiving a care plan,
27 (32.1%) completed part of the program, and 41 (48.8%)
transitioned successfully to community care. Average program
participation was over 6 months (mean ± SD, min-max: 202.49
± 167.42, 0–793 days) and not statistically different between
patients who partially and those who successfully completed
treatment (n= 68, U = 655.00, z = 1.27, p= 0.203).

Table 1 displays demographics according to outcome,
showing no statistical differences in sex, age, years of

methamphetamine use, and prior addiction rehab. The
proportion of pregnant women was significantly lower in the
early than in the late dropout group, and all women who
gave birth during treatment completed it successfully. Three-
fourths of patients had psychiatric comorbidities. Groups were
comparably affected except for attention-deficit hyperactivity
disorder (ADHD). Although there was only a trend to an overall
significant difference between groups, ADHD was significantly
less common in patients successfully than in those partially
completing the program.

When accounting for the order of outcomes (worst to
best: early dropout, partial completion, successful completion),
depression, substance use comorbidity, and prior addiction rehab
emerged as significant predictors. Patients with substance use
comorbidities were more likely to have a better outcome, whereas
the opposite applied to patients with depressive disorders and
patients with prior addiction rehab. Table 2 lists the unique
(net) contribution of each significant predictor to variations in
outcomes (controlled for the other significant predictors).

None of the outcome predictors or variables with considerable
group differences were significantly related to one another (see
Table 3). Yet, there was one trend-level significant association
with 59.3% of expecting parents compared with 36.8% of
parents having prior addiction rehab. Of note, expecting
parents, patients with prior addiction rehab, and patients with
ADHD featured a significantly longer use of methamphetamine.
Regular methamphetamine use was also numerically longer for
patients who dropped out compared with those who completed
MAMADAM successfully.

DISCUSSION

This study evaluated the real-world adherence to integrated care
by pregnant women and parents with methamphetamine-related
mental disorders. Despite being challenged by their roles and
psychiatric comorbidities, nearly half of our patients completed
treatment successfully, and only one pregnant woman dropped
out before receiving a care plan. These data support the notion
that pregnancy and parenthood can be motivators for abstinence
(7, 8, 19). We are not aware of any study that evaluated a
comparable concept for this population, but methamphetamine
use is generally associated with high dropout rates (8, 19). Less
than one-fourth of patients with methamphetamine as their
primary drug completed 180 days of outpatient drug treatment, a
duration previously identified as necessary for treatment success
(20). Moreover, pregnant women using methamphetamine left
substance use treatment against professional advice even more
often than those using other illicit drugs or alcohol (11).

Three-fourths of our patients had at least one other mental
disorder, which reflects the high psychiatric morbidity reported
in association with methamphetamine use (8, 19). Patients
with depressive disorders were almost 5 times more likely
to have less treatment success than patients without such
a diagnosis. This aligns with an outpatient treatment study
for methamphetamine dependence in which higher baseline
depression predicted methamphetamine use before discharge
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TABLE 1 | Participant demographics.

Early dropout

(n = 16)

Partial completion

(n = 27)

Successful

completion (n = 41)

Group differences

Sex X2
(2) = 0.921, p = 0.696F

Women 13 (81.3) 23 (85.2) 37 (90.2)

Men 3 (18.8) 4 (14.8) 4 (9.8)

Age 31.63 ± 5.25 (21–38) 28.89 ± 5.02 (18–38) 28.51 ± 6.19 (18–41) F (2,81) = 1.809, p = 0.170A

Expecting parents# 1 (6.3)a 12 (44.4)b 14 (34.1)a,b X2
(2) = 6.867, p = 0.032C*

Pregnant women 1 (7.7)a 11 (47.8)b 14 (37.8)a,b n = 73 women, X2
(2) = 5.995, p

= 0.048F*

Becoming a parent during treatment 0 (0.0)a,b 0 (0.0)b 6 (42.9)a n = 27 expecting parents#, X2
(2)

= 7.163, p = 0.023F*

0 (0.0)a,b 0 (0.0)b 6 (42.9)a n = 26 pregnant women, X2
(2) =

6.686, p = 0.026F*

Years of regular methamphetamine

use

6.43 ± 6.27 (0–23) 7.62 ± 6.34 (0–24) 6.11 ± 5.92 (0–25) n = 76, H(2) = 1.122, p = 0.571K

Prior addiction rehab 9 (56.3) 13 (48.1) 15 (36.6) X2
(2) = 2.077, p = 0.354C

Current psychiatric comorbidity

Due to substance use

(2 × F10.1, 8 × F10.2, 1 × F11.2, 3 ×

F12.1, 35 × F12.2, 4 × F19.2)

6 (37.5) 14 (51.9) 26 (63.4) X2
(2) = 3.256, p = 0.196C

Depressive disorder

(1 × F32.0, 3 × F32.1, 1 × F33, 1 ×

F33.4, 1 × F33.8)

2 (12.5) 4 (14.8) 1 (2.4) X2
(2) = 3.713, p = 0.151F

Personality disorder

(2 × F60.30, 7 × F60.31, 3 × F60.8)

4 (25.0) 3 (11.1) 5 (12.2) X2
(2) = 1.869, p = 0.465F

Attention-deficit hyperactivity disorder

(F90.0)

3 (18.8)a,b 8 (29.6)b 3 (7.3)a X2
(2) = 5.897, p = 0.059F

Any

(the above plus 1 × F40.1, 2 × F43.2, 1 ×

F55.2, 1 × F63, 1 × F63.0, 2 × F63.8, 3

× F70.0, 1 × F70.8, 1 × F91.1, 1 ×

F91.3, 1 × Q86.0)

11 (68.8) 20 (74.1) 32 (78.0) X2
(2) = 0.549, p = 0.757F

Any except due to substance use 6 (37.5) 14 (51.9) 14 (34.1) X2
(2) = 2.191, p = 0.334C

Mental illness was diagnosed according to the International Classification of Diseases, 10th revision. Any psychiatric comorbidity comprised social phobias, adjustment disorders, abuse

of laxatives, habit and impulse disorders, mild intellectual disability, conduct disorders, and fetal alcohol syndrome. Statistics are based on complete data from the entire sample (N = 84)

unless stated otherwise. Data are number of patients (percentage within outcome category) or group mean ± SD (min-max). Percentages with the same subscript do not significantly

differ from each other (Bonferroni adjusted).

A, one-way independent ANOVA; C, Pearson’s chi-square test; F, Fisher’s exact-test; K, Kruskal-Wallis test.
#Twenty-six pregnant women + one expecting father.

*Statistically significant.

and poorer treatment attendance (21). Although not predicted
by baseline depression scores, methamphetamine use 3 years
post-treatment was associated with major depression at follow-
up (21). Together, these findings emphasize the need for
routine assessment and treatment of depression. Exercise and
psychological interventions can reduce depressive symptoms,
but methamphetamine-induced cognitive deficits complicate
the latter (8, 19). Medications including antidepressants have
largely failed and their potential for drug interaction effects
has been highlighted (8, 19). Yet, recent research suggests that
glutamatergic modulators with antidepressant and pro-cognitive
properties may prove effective in treating methamphetamine use
disorder and comorbid depression (22).

ADHD was diagnosed in almost one-third of patients who
dropped out of an established care plan. This proportion was

about 4 times as high as in the successful outcome group.
Moreover, ADHD was associated with more years of regular
methamphetamine use, which was also numerically longer for
patients who dropped out. Routine assessment for ADHD seems
therefore imperative, not least because some patients report
using methamphetamine to treat ADHD symptoms (8). The risk
of misuse and drug interactions warrants close monitoring of
pharmacotherapy, with long-acting formulations recommended
if stimulant medication is prescribed (19).

A diagnosis of substance use comorbidity predicted a better
outcome, which indicates that the benefits of MAMADAM
extend to other drugs. Experiencing a substance use comorbidity
might increase readiness for change and treatment. Patients
with prior addiction rehab were, in comparison, more likely
to have a worse outcome. Similarly, previous drug treatment
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TABLE 2 | Ordinal logistic regression model.

Parameter B (SE) OR p

Threshold Early dropout to partial completion −0.16 (0.77)

Partial to successful completion 1.50 (0.79)

Prior addiction rehab No (vs. yes) 0.92 (0.45) 2.52 0.039*

Current substance use comorbidity −1.14 (0.45) 0.32 0.012*

Current depressive disorder 1.58 (0.78) 4.87 0.041*

This model was built from a base model by progressively removing the non-significant variables (first to last: current personality disorder, sex, expecting parents, current attention-deficit

hyperactivity disorder, age). N = 84 with complete data on all variables. X2(3) = 11.452, p = 0.010, Nagelkerke pseudo R2 = 14.6%.

*Statistically significant.

TABLE 3 | Associations between correlates of outcome.

Expecting

parents

Prior

addiction

rehab

Current

substance

use

comorbidity

Current

depressive

disorder

Current

attention-deficit

hyperactivity

disorder

Years of regular

methamphetamine

use

Expecting parents rφ = 0.211

p = 0.053C
rφ = 0.165

p = 0.131C
rφ = −0.208

p = 0.091F
rφ = 0.034

p = 1.000F
rS = 0.258

p = 0.024*

Prior addiction rehab rφ = 0.180

p = 0.099C
rφ = −0.007

p = 1.000F
rφ = 0.054

p = 0.623C
rS = 0.372

p = 0.001*

Current substance use comorbidity rφ = 0.101

p = 0.449F
rφ = −0.043

p = 0.695C
rS = 0.157

p = 0.175

Current depressive disorder rφ = 0.096

p = 0.595F
rS = −0.066

p = 0.572

Current attention-deficit hyperactivity disorder rS = 0.285

p = 0.013*

Categorical variables (expecting parents, prior addiction rehab, comorbidities) are coded as 0 = no and 1 = yes. Pearson’s chi-square (C) and Fisher’s exact-tests (F) are based on

complete data from the entire sample (N = 84). Spearman’s correlations (rS) are based on n = 76 due to missing data on years of methamphetamine use.

*Statistically significant.

predicted treatment attrition in pregnant women using
methamphetamine weekly or more (11). Prior treatment could
indicate greater disease severity or longer disease duration,
as patients with prior addiction rehab featured more years of
regular methamphetamine use. Of note, more years of regular
methamphetamine use predicted poor outcome in a study of
the methamphetamine-specific group psychotherapy that we
provide in MAMADAM (18). The data collectively highlight that
patients with previous drug treatment require close monitoring
and greater support. Recognizing the value of their treatment
experiences may be a way to better meet their needs and
expectations, which should improve retention in care and
health outcomes.

Strengths and Limitations
To our knowledge, this is the first work evaluating the
adherence to integrated care by pregnant women and parents
with methamphetamine-related mental disorders. We did not
include a control condition but the exploratory study of a
naturalistic sample in the real world can provide outcome
predictors of direct importance for patient care. Of note, we
report significant predictors from a parsimonious regression
model that did not control for non-significant variables and
only considered variables with complete data. ADHD was not

among the significant predictors in our regression model yet
more prevalent in patients who dropped out, with the late
dropout group statistically differing from the successful outcome
group. We believe that ADHD and other comorbidities, such
as depressive and personality disorders, are underreported for
patients dropping out ofMAMADAMearly since these diagnoses
require thorough assessments in drug-free intervals. Lastly, we
did not collect follow-up data, but treatment success required
stable abstinence and continuing care, which are critical factors
for long-term recovery.

CONCLUSION

Integrated care is a promising strategy for pregnant women
and parents with methamphetamine-related mental disorders.
Pregnancy and parenthood provide opportunities to motivate
change and engage a population that hardly accesses treatment
despite the high psychiatric morbidity. Comorbid ADHD
and depression warrant close monitoring as they jeopardize
treatment engagement and success. Given the little information
on the management of these conditions in the context of
methamphetamine use, research is imperative to provide
evidence-based interventions. Moreover, integrated care
concepts should be disseminated to counter the increasing
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methamphetamine crisis that affects parents and children across
the globe.
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The Family Talk Programme in
Ireland: A Qualitative Analysis of the
Experiences of Families With
Parental Mental Illness
Christine Mulligan †, Mairead Furlong*†, Sharon McGarr, Siobhan O’Connor and

Sinead McGilloway

Centre for Mental Health and Community Research, Maynooth University, Maynooth, Ireland

Background: Parental mental illness is common, costly, can lead to children developing

mental disorders and impaired lifetime outcomes, and places a substantial burden on

caregiving partners. Family Talk (FT) is a widely implemented, 7-session, whole-family

programme, with promising evidence of effectiveness in targeting the intergenerational

transmission of mental illness. However, to date, very little qualitative research of family

experiences of FT has been undertaken. The objectives of this study were to: (1)

investigate the experiences of families attending FT; and (2) explore the key facilitators

and barriers to engagement in mainstream mental health settings.

Methods: This study was nested within a randomised controlled trial (RCT) of Family

Talk [N = 86 families (139 parents, 221 children)] implemented in 15 adult, child and

primary care mental health sites in Ireland. Semi-structured interviews were conducted

with a purposive sample of 45 participants, including 23 parents with mental illness

(PMI), 7 partners and 15 children/young people aged 9 to 18 years. Interview data were

transcribed verbatim and analysed using constructivist grounded theory.

Results: Over two thirds of families across sites reported substantial benefits from

participation in FT, including reduced stigma, giving children and partners a voice,

increased service-user confidence, and improved family communication/relationships.

Key facilitators identified by families included: programme delivery by a competent,

non-judgmental clinician; the whole-family approach; and family readiness to engage.

Barriers to engagement included stigma, family crises/relapse, service constraints,

impact of COVID-19, and a need for further child, family and follow-up sessions/supports.

Conclusion: This study is the first qualitative analysis of family experiences of FT

to be conducted within the context of an RCT and national programme to introduce

family-focused practise for families with PMI. The findings illustrate that FT is beneficial

across cultural/policy contexts, different mental disorders and can be implemented
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across adult and child mental health settings, including children with existing mental

health challenges. Key barriers and facilitators to implementation were identified by

families, all of which should help to inform the future implementation of FT, and other

similar interventions, both in Ireland and elsewhere.

Keywords: children, COPMI, Family Talk, mental health, mental disorder, mental illness, parents, qualitative

research

INTRODUCTION

It is estimated that 23% of all families have at least one parent
who has, or had, a mental illness; this has been shown to increase
the risk of children developing a mental disorder during their
lifetime (range 41 to 77%), whilst multiplying five-fold their
utilisation of health and social services, and placing a substantial
emotional, financial and parenting burden on caregiving partners
(1–3). In the Republic of Ireland (RoI), 20% of adults experience
a mental health illness—the third highest incidence across 36
countries in Europe—costing the Irish state e11 billion per year
(4). Furthermore, it is estimated that 280,000 children in the RoI
are dependent on parents who have a mental illness (5).

The transmission of risk from parents to children
involves a complex interplay of genetic, prenatal, family
and environmental/social influences and is significantly
mediated by the impact of parental symptoms on parent-
child interactions (e.g., insensitive and erratic attunement)(2).
Worryingly, these vulnerable families are often not identified
or supported by mental health professionals in the RoI, or in
other jurisdictions, due to: a lack of policy/practise guidance;
little or no collaboration between Adult Mental Health Services
(AMHS) and Child and Adolescent Mental Health Services
(CAMHS); an individualised, crisis-oriented approach to
assessment/treatment; competency and confidentiality concerns
amongst mental health professionals who may feel ill-equipped
to undertake family work; and parental stigma/fear of social
services and losing custody of their children (6, 7).

Although the prevalence and burden of parental mental
illness (PMI) is a cause for public concern, there is increasing
evidence that integrated prevention and early intervention
family-focused programmes/practise (FFPs) can help decrease
the risk of developing mental disorders for children by up to
40% (8) and reduce referrals to child protection services (9).
The Family Talk programme, in particular, has been identified
in several systematic reviews (8, 10, 11) as a key intervention
with promising evidence of effectiveness in improving parent
and child understanding of mental illness and child internalising
symptoms (12–16), with one study indicating enhanced family
functioning and parental mental health recovery 4.5 years
later (14).

Abbreviations: ADHD, attention deficit hyperactivity disorder; AMHS, adult

mental health services; ASD, autism spectrum disorder; CAMHS, child and

adolescent mental health services; FFP, family-focused practise/programmes; FT,

Family Talk; HSE, Health Service Executive; MI, Mental illness; PMI, parents with

mental illness; PRIMERA, Promoting Research and Innovation in Mental hEalth

seRvices for fAmilies and children; PTSD, post-traumatic stress disorder; RCT,

randomised controlled trial; RoI, Republic of Ireland; SUP, Service-user parent.

Family Talk (FT) was developed by William Beardslee and
colleagues in the USA in the 1980’s and is amanualised, 7-session,
strengths-based, psycho-educational, whole-family approach
designed to enhance family understanding and communication
about parental mental illness, improve family interpersonal
relationships, and promote family resilience and utilisation
of social supports (12). The intervention involves a clinician
meeting with each individual family, i.e. with parents (sessions
1, 2, 4, 6, 7), with each child individually (session 3), and with
the whole family (session 4) (see Figure 1). Sessions typically
last 60–90min. The current evidence base for FT is limited
by the small number of RCTs conducted to date and within
only three countries (USA, Finland, Germany), generally small
sample sizes, and mixed support for effectiveness in improving
child externalising symptoms, parental mental health and family
functioning (14, 15, 17, 18).

Due to its small but growing evidence base, FT has been
implemented in recent years in several countries to support
families where a parent has mental illness [e.g., the USA
(Chicago), Costa Rica, Colombia, the Netherlands, Greece,
Scandinavia (Norway, Sweden, Finland), Iceland, and Australia
(Victoria)] (19). Internationally, there has been a growing trend,
informed by the United Nations Convention on the Rights of the
Child, to introduce legislation mandating support for children
when a parent suffers from serious mental illness [e.g., the
SwedishHealth andMedical Service Act (20, 21)]. This legislation
means that psychiatric services are obliged to take patient’s
children into consideration, including meeting their needs for
information and support, and discussing issues of parenthood
and the children’s well-being (21). However, the continuing
stigma around mental illness, especially as a parent, coupled with
service provider constraints, often means that these policies are
not implemented in practise (22).

Within the Irish context, whilst national practise guidelines
have recently re-oriented toward a recovery,1 strengths-based
model of care that recognises the needs of family carers and the
value of family-focused mental health practise (23–25), there is
no specific policy/practise guidance to support families with PMI
in the RoI. Consequently, the national Health Service Executive
(HSE) provided funding for the current research programme—
called “PRIMERA” (Promoting Research and Innovation in
Mental hEalth seRvices for fAmilies and children), the primary
aims of which were to: (1) identify/develop, implement, and

1The approach argues against just treating or managing symptoms but focusing on

building the resilience of people with mental illness and a change in outlook that is

related to leading a meaningful, purposeful life, with or without ongoing episodes

of illness (23).
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FIGURE 1 | Family Talk sessions.

evaluate family-focused interventions for families with PMI; and
(2) inform a “think family” care delivery agenda within mental
health services in Ireland. Following an initial scoping study that
demonstrated a lack of structured support for this population in
the RoI, it was agreed with stakeholders that clinicians across
15 AMHS, CAMHS and child protection/welfare service sites
would deliver Family Talk as part of a randomised controlled
trial (RCT), with embedded qualitative and economic analyses
(6, 26). FT was chosen for implementation as it: incorporates a
structured “whole family” evidence-based approach; can be used
with a range of mental disorders; provided freely available and
high quality online training/resources2; and was replicable and
capable of being implemented across sites in Ireland (6).

Despite the growing number of trial evaluations of FT, very
few qualitative studies to date have investigated the experiences of
families in attending FT. This means that little is known about the
barriers and facilitators of change, intervention characteristics
or contextual factors that may influence implementation and
trial outcomes, particularly when delivered in real-world service
settings (27). Indeed, the voices of service users, their families and
particularly children, are rarely heard in controlled evaluations
of FFPs (10, 28). Previously, it has been found that children may
have a different perspective on “what helps” compared to parents
and mental health practitioners (29). In addition, partners of
service users have reported feeling uninvolved in research, which

2https://emergingminds.com.au/online-course/family-focus

compounds their experience of feeling unsupported in their
care burden by mental health services (30, 31). Thus, eliciting
the views of children and other family members regarding FT
delivery is important for informing the future development and
refinement of this, and other similar, programmes.

Five qualitative studies eliciting family experiences of FT have
been conducted, to date, all undertaken in Sweden, three within
outpatient psychiatric settings (32–34), one within a substance
misuse clinic (35), and another in an open care psychosis unit
(36). With regard to the last of these, a companion study of
clinician reports of family experiences of FT was also conducted
(37). Table 1 summarises the participant characteristics across
these studies). Collectively, the findings from these studies
from both parents and children show that: the silence around
mental illness in their home had been broken, they had
greater understanding of mental illness, and more open family
communication and closer relationships, although the level
of improvements varied across and within families (32–36).
Service-user parents felt more equipped and empowered in their
parenting role and children expressed relief from fears, less
monitoring of their parents, less carework in the home, and
being able to spend more time with friends and other interests
(33, 35, 37).

Arguably, these findings are potentially biassed in that they did
not interview families who refused to attend or disengaged from
the programme. High rates of refusal and attrition have been
noted elsewhere, often due to competing needs for daily survival
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TABLE 1 | Qualitative studies of Family Talk.

References Cohort interviewed Recruitment agency Parental diagnosis Method & analysis Country

Pihkala et al. (32) 10 service-user parents

(SUPs)

Adult psychiatry Depression Qualitative interviews,

grounded theory

Sweden

Pihkala et al. (33) 14 children from 9

families, aged 6-17 yrs

General psychiatry 6 depression, 1 psychosis, 1 anxiety and

ADHD, 1 with PTSD

Qualitative interviews,

content analysis

Sweden

Pihkala et al. (34) 17 SUPs & 8 partners

from 18 families

General psychiatry 11 depression, 2 personality disorder, 2

bipolar, 1 anxiety and ADHD, 1 psychosis

and PTSD

Qualitative interviews,

grounded theory

Sweden

Pihkala et al. (35) 7 SUPs, 7 partners & 10

children, aged 8-15 yrs

Clinic for substance use

disorder

All 7 parents diagnosed with substance

misuse comorbid with depression, anxiety

and/or bipolar disorder.

Qualitative interviews,

content analysis

Sweden

Strand and Meyersson

(36)

8 SUPs & 7 children,

aged 8-15 yrs

Open care psychosis units 4 schizophrenia and 4 schizoaffective

disorder

Qualitative interviews,

content analysis

Sweden

Strand and

Rudolfsson (37)

11 Family Talk clinicians Open care psychosis units Parental psychosis Qualitative interviews,

thematic analysis

Sweden

ADHD, attention deficit hyperactivity disorder; PTSD, post-traumatic stress disorder; SUP, Service-user parent.

and fear of judgement (15, 37). A limited range of informants
(e.g., mostly PMIs with depression, limited data from partners or
those who disengage from FT), small sample sizes, and an overall
lack of cultural diversity, underscore the need for qualitative
analyses to be undertaken across a wider variety of settings and
contexts. For instance, FT is not always delivered in countries
with specific policy/practise guidance for this population.

This qualitative study was nested within an RCT of the Family
Talk intervention in Ireland for families with parental mental
illness and children aged 5–18 years; the aim of the RCT was
to assess the nature and extent of any pre-post intervention
changes in child and family psychosocial functioning (26) and
data analysis is currently underway. The objectives of the current
study were to: (1) investigate the experiences of families attending
FT; and (2) explore the processes of change, contextual factors or
intervention characteristics that may influence trial outcomes in
mainstream mental health settings (26).

METHODS

Participants and Settings
The larger RCT included 86 families (139 parents, 221 children)
in 15 sites across the RoI, involving adult, child, and primary
care mental health services, and Tusla child protection services
(26). Families (parents and children aged 5–18 years) were
recruited by clinicians in each site from their existing waiting
lists, and written informed consent/assent was obtained for
their participation in the research (26). FT was delivered in a
mental health outpatient clinic and/or in the home by a mental
health professional, typically a social care worker, social worker,
or psychologist. Families were eligible where a parent had a
formally diagnosed mental disorder, with 80% of service-users
attending AMHS for various mental disorders and 20% receiving
antidepressant medication or primary care psychological support
under the governance of a General Practitioner (26). Due to the
high risk of intergenerational transmission of mental disorders
(2), and a desire among stakeholders to increase family-focused
collaboration between traditionally segregated adult (AMHS)

and child mental health services (CAMHS) (6), we included
families where children attended CAMHS or primary care
services for mental health issues, as well as families where
children were not involved with mental health services (26).

Participants were block randomised, on a 2:1 ratio, to the FT
intervention (n = 56) or to a treatment as usual control group
(n = 30). Assessments were carried out at baseline and at six
month follow-up periods. At six-month follow-up, attrition was
37%, the rate of which doubled due to the impact of the COVID-
19 lockdown restrictions (22.8 vs. 45%). More details on study
parameters can be seen in the study protocol (26). The flow of
participants from recruitment through the RCT to the qualitative
studies is shown in Figure 2.

For the qualitative study, a purposive sampling method was
used to approach prospective participants (n = 34 families) for
interview on the basis of key demographic variables (e.g., age,
gender, lone parent, mental disorder, number of children, site
location and (mainly socially deprived) socioeconomic status).
A series of 37 one-to-one semi-structured interviews and 3
group-based family interviews were undertaken at 6 month
follow-up with a total of 45 participants from 23 families,
including 23 parents with mental illness (PMI), 7 partners and 15
children/young people aged 9 to 18 years. (While children over
five could participate in FT, only those aged over 8 years could
participate in the research process as the assessment measures
were not suitable for the younger age group). Fourteen families
attended all FT sessions while nine dropped out after completing
less than three sessions, and were interviewed to provide a
“negative case” analysis. In the RCT sample, mean attendance
in the intervention group was 4.4 sessions (SD = 1.2), with 53%
attending all sessions.

The qualitative sample had a largely similar profile to the
larger RCT cohort in terms of the demographics indicated
above. Twelve of the interviewed families were recruited by
AMHS and eleven by CAMHS. Service-user parents (i.e., parent
was attending mental health services, usually AMHS, for their
mental health challenges) had a mean age of 41.6 years (SD
= 8.2) and were predominantly female (18/23), Caucasian
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FIGURE 2 | Study flow diagram.

(22/23), and socially disadvantaged (15/23); approximately half
(11/23) were lone parents and the largest proportion reported
anxiety/depression (n = 14/23), followed by bipolar disorder (n
= 4), Borderline Personality Disorder (n = 2) and psychosis (n
= 3). Six of the seven partners who agreed to be interviewed
were married. Ten of the 15 child participants were male with
a mean age of 13.2 years (SD = 2.8), and approximately half
(8/15) reported attending, or were on a wait list for, CAMHS.
The children in the larger RCT tended to be more evenly
distributed by gender and were also a little younger (M =

10.3; SD = 5.3), whilst 42% were attending either CAMHS
or psychology/family services (Table 2). More details on the
characteristics of interviewed families can be seen in Table 2.

Data Collection and Analysis
Ethical approval (for both the RCT and qualitative study) was
obtained from four research ethics committees including the
HSE, the research institution where the research was carried out
[name withheld for anonymous peer review], and two of the
services with whom the research team worked (called Tusla and
Saint John of God’s Hospitaller Services).

Consent/assent forms were administered to parents and
children, outlining details of the PRIMERA study, its potential

benefits/risks, and where to seek help if necessary. Parents
provided written informed consent for their children to
participate and then their children provided written informed
assent. Interview schedules were devised for each of the three
participant groups in order to guide, and provide a framework
for, interviews. These included questions such as “Tell me about
your experience of FT, “What did you like about it?,” “What
would you change about FT?” and “Would you recommend
FT to other families?” Families who completed <3 sessions
were asked their reasons for not completing FT. Interviews
lasted between 15 and 40min, with 33 (73%) conducted in
participant’s homes, and 12 (27%) via online platforms during
the COVID-19 lockdown restrictions. There was some evidence
of possible gatekeeping in three families with the PMI limiting
access to family members. In addition, two parents requested
to sit in on the children’s interview. The interviews were
conducted by experienced researchers [CM (n = 38), SMcGa
(n = 7)], with lived experience of PMI, and with qualifications
in psychology, mediation and psychotherapy. Given the stigma
and impact of PMI, every effort was made to create a warm
and non-judgemental atmosphere to ensure that participants felt
understood. In addition, rapport had been established prior to
the interviews as both researchers had prior contact with families
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TABLE 2 | Characteristics of interviewed families.

Family

ID

Referring

agency

PMI Marital

Status

Mental

diagnosis

Age Partner

mental health

No.

Children

Children’s mental

health/services

Interview

configuration

FT

attendance

1 AMHS Female Living

together

Schizophrenia 45 Substance use

disorder &

anxiety

5 One child has anxiety,

attends family support

service

Dyad with

parents

Completed

FT

2 AMHS Female Single parent Anxiety 31 History of

domestic

violence

3 Son and daughter in

CAMHS with ASD and

anxiety/self harm

1:1 with PMI

1:1 with eldest

son

Completed

FT

3 AMHS Male Married Bipolar 49 None identified 3 One son in CAMHS with

ASD

1:1 with each

family member

Completed

FT

4 AMHS Male Married Depression/

PTSD

38 None identified 3 Not in services. Eldest child

on waitlist due to anxiety

symptoms

1:1 with both

parents & two

children

Completed

FT

5 AMHS Male Married Low mood/

Anxiety

47 None identified 3 Not in services 1:1 with PMI Completed

FT

6 CAMHS Female Married BPD 42 None identified 3 One child in CAMHS with

self-harm & emotional

deregulation

1:1 with each

family member

Completed

FT

7 AMHS Female Divorced Schizophrenia 52 None identified 3 Not in services 1:1 with PMI Left after 3

sessions

8 CAMHS Female Married Depression 48 Depression

symptoms

3 Eldest in CAMHS with

depression and youngest

with behavioural difficulties

1:1 with eldest

child; group

interview with

other family

members

Completed

FT

9 AMHS Female Married Depression 36 None identified 3 Eldest in CAMHS, feeling

suicidal

1:1 with PMI Completed

FT

10 CAMHS Female Married Anxiety/

Depression

40 None identified 2 Eldest in CAMHS with

depression

1:1 with both

parents &

eldest child

Completed

FT

11 CAMHS Female Widowed Depression 37 N/A 3 Eldest in CAMHS, suicidal 1:1 with PMI Did not start

FT

12 AMHS Male Separated Depression 43 N/A 1 Not in services Dyad with

father & son

Completed

FT

13 CAMHS Female Single parent Bipolar/ADHD 39 N/A 2 Eldest in CAMHS for

stress/ADHD

1:1 with PMI Completed

FT

14 CAMHS Male Married Depression 50 None identified 5 Three children in CAMHS –

all with anxiety

1:1 with PMI Completed

FT

15 CAMHS Female Single parent Depression 44 N/A 5 Two children in CAMHS –

depression/anxiety and

ADHD/ASD

1:1 with parent

& youngest

child

Completed

FT

16 CAMHS Female Married Depression 51 Depression &

history of panic

attacks

3 Not in services. One child

on CAMHS waitlist, suicidal

thoughts

1:1 with both

parents

Completed

FT

17 AMHS Female Lone parent Psychotic

depression

36 N/A 1 Not in services 1:1 with PMI Did not start

FT

18 AMHS Female Lone parent Depression 48 N/A 2 Both children in CAMHS –

social anxiety, self-harm

1:1 with PMI Left after 2

sessions

19 CAMHS Female Married BPD 35 None identified 4 One child in CAMHS with

anxiety

1:1 with PMI Left after 3

sessions

20 AMHS Female Married Depression &

anxiety

37 Depression &

anxiety

2 Not in services 1:1 with PMI Left after 1

session

21 CAMHS Female Lone parent Bipolar 41 N/A 2 One child in CAMHS with

anxiety

1:1 with PMI Did not start

FT

22 AMHS Female Lone parent Bipolar affective

disorder

42 N/A 2 Not in services but says

child is depressed

1:1 with PMI Did not start

FT

23 CAMHS Female Lone parent Anxiety 34 N/A 1 Child in CAMHS with social

anxiety

1:1 with PMI Left after 2

sessions

ADHD, attention deficit hyperactivity disorder; AMHS, Adult Mental Health Services; ASD, autism spectrum isorder; BPD, Borderline Personality Disorder; CAMHS, Child and Adolescent

Mental Health Services; FT, Family Talk; PMI, parent with mental illness; PTSD, Post traumatic Stress Disorder.
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during the baseline and 6 month RCT assessments (blinding was
broken after the 6 month assessment to complete the qualitative
interviews). Parents received a e25 gift voucher as a token of
thanks for participating in the qualitative interview and children
received a e10 voucher. Interviews were audio recorded with
consent and transcribed verbatim.

The data from the interviews were analysed using
constructivist grounded theory and MAXQDA software in
order to identify and organise themes (38, 39). Analysis was also
informed by the Medical Research Council guidance for complex
interventions (27). Data were analysed using line-by-line and
focused coding, constant comparison of codes to find similarities
and variations within categories and hierarchical linking of
categories to generate super-ordinate (or overarching) themes.
The epistemological stance of constructivist grounded theory
is more explicit than grounded theory in acknowledging the
interpretive or constructivist nature of generating themes (38).
The research interviewers were sensitised to honouring the lived
experience of all participants (and particularly children) given
the lack of data from this often invisible cohort but also due, in
part, to their history of PMI. All interview transcripts were read
by CM and MF, CM coded and analysed all of the data, while
three authors (MF, SMcGa, SOC) independently assessed the
reliability of coding on 12 of the 45 (27%) interviews. Reporting
conforms to COREQ (Consolidated Criteria for Reporting
Qualitative Research) guidelines (40).

RESULTS

Two overarching themes were identified from the analysis:
(1) Benefits and experiences of FT and (2) Key barriers to
participation (Table 3). A number of subthemes were also
identified within each.

Theme 1. Benefits and Experiences of FT:
From Fear and Silence to Sharing and
Empowerment
Despite initial reluctance and fear about discussing mental health
in a family context, the majority of families who attended
FT (14/16) reported substantial benefits from participation,
including: reduced worry and stigma, a greater understanding of
the impact of PMI on family members; giving children a voice;
improved parental confidence and support; improved family
communication, problem solving, and warmer relationships. A
total of four sub-themes were identified here.

Benefits to PMI
Three quarters of service-user parents (12/16) reported a
reduction in shame, stigma and worry about being a “bad parent”
following the intervention, which helped to improve their sense
of well-being and parental confidence. Labelling was a common
source of stigma. One service-user parent, for instance, agreed
to participate only on the condition that the term “bipolar” was
not used with his children. Another parent recalled the pejorative
names used by his wife, such as “crazy” or “mentaller”. Such

TABLE 3 | Qualitative themes and subthemes of family experiences of Family Talk.

Theme 1: Benefits and experience of FT

From fear and

silence to sharing

and empowerment

Experiences of service-user parents

- Reduced stigma and worry

- Deeper understanding of impact of MI on children

- Better family relationships (communication, support)

- Parental confidence and enhanced wellbeing

Hearing the child’s voice

- Disclose hidden concerns and burdens

- Better understanding of PMI

- Relief and less worry

- Warmer, more open family relationships

Partners’ experiences

- Relief at having burden validated

- Enhanced team approach to supporting PMI

- Closer family relationships

Facilitators of

change

Clinician skill

Whole-family approach Timeliness/readiness

Theme 2: Key barriers to participation

Initial engagement

phase

Parental stigma and beliefs

Lack of clarity for children on purpose of FT

Service constraints

Intervention phase Emotionally challenging, but in a good way

Varied within-family experiences

Covid complications

Disengaging from FT

Ending phase More child, family and follow-up sessions

Need for additional supports

FT, Family Talk; MI, Mental illness; PMI, Parental mental illness.

labelling encouraged the PMI not to share their suffering and to
try to appear “normal.”

“I became very good at hiding things, trying to adapt and fit in and

mirroring other people that were deemed to be socially acceptable.”

(PMI 5)

“After coming out and saying it to them, and talking to

them about it, there is nothing to be ashamed of.” (PMI 13)

“It was hard. But it was very relieving because there was a

lot of stuff that I would have been fearing to talk about or say out

loud.” (PMI 12)

FT also helped parents to have a better understanding of the
impact of their mental illness on their children. While most
parents feared that discussion of their mental illness would
burden their children, they were relieved to learn that more open
communication enabled them to better understand their child’s
perspective, and empowered them to address child concerns and
unspoken inaccurate beliefs. For example, one son panicked if
his mother mentioned the doctor or heard an ambulance siren,
fearing she would be re-hospitalised. Another secretly feared his
mother was dying from cancer, while children in another family
felt that they were somehow to blame for their mother’s illness.
The FT sessions also allowed parents to explain frightening past
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behaviour to their children, thereby allaying anxieties. Listening
to their children’s accounts was an emotional experience for all
parents who completed FT.

“It helped us as a family to see from their [kids] vantage point how

it affected them and try to give them what they wanted to try to

move on.” (PMI 4)

“She [daughter aged 11 years] said she wasn’t a very good

daughter. When I was getting cross or why things weren’t

harmonious in the house, she felt that it was her fault.” (PMI 16)

“I was able to think of them more as people rather than my

children that I’d be trying to protect, keep them safe from

everything. . .Anything that they needed to talk about or worried

about, and without fear of repercussion. Being able to say it in a safe

place was good, for all of us really. There were tears and everyone

at the end of it felt good and felt heard and respected in it.” (PMI 13)

“I just felt brilliant after it and I was able to tell them how

proud I was of them and how much I love them. I can’t just put

words on it. But it has changed us for the better.” (PMI 15)

The direct involvement of children also helped parents to
re-evaluate their understanding of children’s prior behaviour;
instead of assuming that silence indicated the child’s lack of
awareness of the illness or lack of care for the parent, the PMIs
realised that a child’s silence is more often an attempt to protect
the family and/or to avoid burdening them.

“Beforehand I was saying, oh they don’t want to talk to me. . .

It’s that they didn’t want to be putting extra worry on me about

anything because I had a mental health issue.” (PMI 6)

“I did not realise my eldest was being bullied for 2 years in

school during my illness. He kept it to himself because at the time,

he worried about me killing myself.” (PMI 1)

Service-user parents also indicated that the sessions improved
their communication with, and support from, their partners, as
well as from their children. Overall, improved family interactions
and relationships appeared to assist mental health recovery and
personal and parental confidence

“It gave me a sense of kind of, well not accomplishment. . . it

was a huge sense of like, I’m doing this, I’m going to help [the

children]. . .Having been through it, it gave me strength in a way.”

(PMI 2)

Hearing the Child’s Voice
All but three the children (12/15) reported that they found FT
to be helpful despite their initial reservations about attending
and the emotional challenge of participating in individual/family
session (Three of the younger children found it difficult to recall
FT as they were interviewed 4 months following FT). Children
indicated that they felt empowered by the opportunity to: voice
“hidden” concerns about PMI, family dynamics, and other
issues; and to develop a deeper understanding of their parent’s
mental illness. Previously undisclosed concerns included: distress

with the PMI’s behaviour (e.g., anger, social withdrawal, self-
harm) and/or with arguments and tension at home, feeling
overburdened by caretaking activities, being bullied, educational
disruption, child depression, suicidal ideation, feelings of blame,
fear, sadness and injustice/anger. Eldest and only children were
more likely to carry a largely unacknowledged burden in caring
for family members, especially during heightened presentation
of symptoms. Caretaking responsibilities included: caregiving,
cleaning, shopping, cooking, financial responsibilities, and
looking after the emotional well-being of siblings and the
other parent. The dominant unspoken message of silence
around PMI, combined with an often unavailable partner
(due to work pressures, absence from the home, and/or
emotional disconnection), left children feeling overwhelmed
and unsupported.

“Dad was absolutely working his ass off to try and get money for

us and taking care of Mam and running in and out of hospital.

And doing school with us, trying to get us to do our homework

and everything. He needed a lot of help. From a young age, myself

and my sister had to take on a role, me more so because Dad

was working and trying to provide. Mom was either in bed or in

hospital, so I’d be like at school, have to come home, mind my

siblings, my sister had to cook.” (Eldest child, 16 years old)

“I do get in a terrible mindset when it comes to my Mum’s

mental health because it’s not nice. . . impacts on all of us as a

family.” (Eldest child, 18 years old)

“I ask Mum for a lot of days off school because I get fed up

with all the bullies...I used to have dark thoughts, not wanting

to wake up...I do worry a lot. Because my Mum doesn’t really

have another person to help her, I’m normally that other person.”

(Middle child, 10 years old)

“I pretty much have been in a really bad state since I was

about nine, really low depression and suicidal. The only reason I

didn’t tell my parents was because my Mum’s sick, my Dad doesn’t

care. It’s not that they don’t care, it’s just that my Dad was working.

I was kind of like, my Mum’s in bed sick. I can’t be talking to her,

she needs to get better first.” (Middle child, 14 years old)

Many children indicated that their parents were unaware how
much they had been affected by tense/volatile home situations,
and had hidden their concerns to avoid burdening parents.
As parents became more cognisant of children’s needs, family
members were motivated to reduce levels of anger/arguments,
and to relate to each other in more warm, caring and fun ways,
thereby leading to reduced stress and worry and increased child
well-being. For instance, family members made more efforts
to connect with each other by having regular meals, spending
time with each other, and being generally more cooperative and
supportive. Siblings also advocated for each other’s well-being in
sessions, which helped to improve sibling relationships following
FT. While there was still some evidence of parentification among
children following FT, several expressed relief that FT had broken
the silence, secrecy and stigma around mental illness within
their families, and that as well as feeling that parents were now
listening to them, they also experienced increased empathy and
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compassion for their parents whom they perceived as “trying
their best” in challenging circumstances.

“I found it was helpful for the family, like to talk about this, because

usually when we’re home, we don’t really talk about it properly.”

(Youngest child, 12 years old)

“I felt like the course has helped quite a lot to be honest.

Family life has just got a lot easier. We’re not arguing as much,

we’re not shouting. It’s just easier to talk to people now...You have

the resources to actually talk about it and try and sort it out.”

(Eldest child, 16 years old)

“It was definitely worth doing. Because without the course

we mightn’t have known anything about it. And for him [Dad] to

understand that we understand what he has. It’s kind of improving

him and us.” (Middle child, 14 years old)

“He [FT clinician] was asking how I was getting along with

my Dad and my Mam, and I said, “Ok, we fight a lot, then it

improved” and then we were called back in, and we were just

saying, “Me and my Dad improved,” and he [FT clinician] said,

“That’s good.” (Youngest child, 9 years old)

“I think everyone’s being a lot less aggressive, everyone’s just

trying to be a bit nicer to each other. I think everything’s kind of

been a lot calmer, especially with my Dad, he’s been a lot calmer

recently and he’s started to kind of take other people’s opinions and

ideas into account.” (Eldest child, 16 years old)

“It helped me a lot. It made me feel better.” (Eldest child, 10

years old)

Partners’ Experiences
While partners corroborated the benefits noted above, the largest
single gain from their perspective, was that FT provided them
with a forum in which they could voice their experience of
partnering and co-parenting with a PMI, often for the first
time, despite their partner being in mental health services
sometimes for up to 20 years. All partners spoke of the stresses
of caregiving, financial and household responsibilities, feelings
of loneliness, frustration and helplessness, and strains on their
marital relationships. Partners indicated that their isolation was
amplified by exclusion from the PMI’s treatment/care plan,
and that they lacked the knowledge or skills to help their
partner. Maintaining the focus on the service user’s ill health also
negatively influenced some partners’ self-care, with three partners
(3/7) managing their own mental health difficulties including
anxiety, depression and alcohol misuse.

“You feel like you’re carrying a whole house on your shoulders. You

feel like a right tool. I can’t do anything right. I can’t say anything

right. I can’t help. . . I don’t know what to do.” (Partner 6)

“I needed to ring someone, just for advice or help. But there

was nobody.” (Partner 4)

“Over the last 4 or 5 years, we even talked about splitting

up.” (Partner 3)

All partners described relief at having their experiences validated
by the FT clinician and acknowledged by the PMI. While
heated discussions and angry outbursts were common in the
initial sessions, they were seen as worthwhile as it increased
understanding and empathy between parents on the burdens that
each was carrying. Five partners indicated that their relationship
with the PMI had improved following FT. Partners also expressed
to the PMI that they wanted to know how best to support them
and wanted to be involved in their careplans. The dialogical
approach of FT sessions helped to encourage a team approach to
supporting the PMI, helping both parents feel more connected.

“It’s an opportunity for him [husband] to hear me voicing the

impact that it has on me in a very calm manner, because I’m in

front of somebody else. It also takes away some of the guilt or the

blame for me on his side. . . when you are more involved in the

treatment.” (Partner 3)

“These sessions were great because we were both able to see

where the other person was coming from.” (Partner 1)

“I think it [Family Talk] is 100% needed. As I said, there

was nobody out there for me or the kids that I knew about. . . I

can’t compliment it enough. It’s just the best thing that happened.”

(Partner 4)

Facilitators of Change

Clinician Skill
The majority of PMIs and partners indicated that it was the skill
of FT clinicians that mediated the benefits for families. Parents
welcomed the non-judgemental and strengths-based approach
adopted by clinicians, and their skill in facilitating multiple
perspectives across several developmental ages. In addition, the
PMIs (12/16) appreciated the clinician-led, psycho-educational
aspect of the programme, which led to a deeper understanding
and normalisation of their mental health challenges.

“Family Talk was very positive because there was somebody, a

trained professional who had seen this before-it was in a way

normalised. The kids were worried they were the only family in

Ireland who had this problem.” (PMI 5)

“Everything that I talked about and went through, I had

full support from her [FT clinician]. I can’t even tell you how

good she was. I can’t say it enough. She was unbelievable.” (PMI 12)

“Everyone can say how they felt without any fear...Everyone

felt very good afterwards and it was like a weight lifted. . . It’s like a

friendship with someone [clinician] that knows what you’re talking

about.” (PMI 13)

Whole Family Approach
All family members believed that FT worked because it involved
the whole family, and allowed multiple, often hidden, stigmas,
concerns and burdens to be revealed and shared, thereby
validating each person’s lived experience, whilst also empowering
them to be more supportive of each other. Participants indicated
that the focus on the family unit had helped them to look beyond
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FIGURE 3 | Challenges to participation in Family Talk during the engagement, intervention and ending phases.

their individual burdens and to feel deeper understanding and
empathy for each other.

“It [FT] opened up the family and they talked about what they

wanted to say and everything and you knew exactly where you

stood, and it was up to you then to change the wrong things to try

change them to the right things...It was brilliant because it brought

out everything, the good and the bad, which was good.” (Partner 7)

“I just remember it was good for our family to actually talk

properly without any kind of aggression, without any blame. . .

everyone could just say how they saw things and people would put

in their input without anyone kind of being upset about it. It was

good to have like outside influences making sure everything was

just calm.” (Eldest child, 16 years old)

Timeliness/Readiness
Parents also indicated that timing, setting and their readiness
for FT were important factors in engagement. If approached
too early, they said that they might have denied the impact
of their illness on their family/children. They also required a
lead-in time to build up the courage and find words for the
difficult initial conversations with their partners and children in
order to convince them to participate. Furthermore, in order to
engage properly with the programme, they indicated that they
needed to have recovered from their worst symptoms. Parents
also valued the flexibility of holding sessions within their homes
or within clinics.

“We did it during the summer and it was ideal, we walked

to it [clinic] through the park and went for coffee afterwards,

just the whole experience of going was great for the family.” (PMI 4)

“This time last year I wasn’t feeling well so I was able to

focus on it this time.” (PMI 9)

Theme 2: Key Barriers to Participation
Key barriers to participation occurred during one of three phases,
each of which was identified here as a subtheme including: (a)
initial engagement; (b) attending the intervention; and (c) the
concluding phase. An overview of challenges to participation can
be seen in Figure 3.

Initial Engagement Phase
The most common barrier for families attending FT was parental
attitudes/beliefs and stigma around mental illness. Parents were
hesitant about participating for the following reasons: they felt
stigma and shame in openly discussing their mental health
challenges in the family context; they believed they were
protecting children from the impact of their illness by not
discussing it; they feared what their children would say; and a
few were not ready to acknowledge that their illness might affect
their children. Families required extensive preparatory input
from clinicians to allay their fears to persuade them to engage
with FT.

“The hardest part was actually admitting to him [the child] that I

suffer with mental health problems. I hid away because for a long

time, I have suffered with the stigma that goes with it.” (PMI 15)

“There’s a very big stigma there. To make it easier to get

through to him [partner], I think having someone else outside

[clinician]. Through that, I felt a lot safer to try Family Talk.”

(PMI 12)

Several children also highlighted their reservations about
attending FT in terms of not understanding its purpose,
fearing the focus would be on their wrongdoings (perceived or
otherwise), and distrusting the viability of open discussion with
typically uncommunicative parents. A couple of parents admitted
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that they had deliberately not clearly explained the purpose of FT
to their children, for fear they would not attend.

“I would have preferred a bit more information. I didn’t know what

to expect and when we went in to speak with the girl who was doing

it, I didn’t know if the questions were going to be directed at us or

about our parents. I was getting agitated because I was confused.”

(Eldest child, 15 years old)

“I wasn’t clear what it was about so I didn’t know what to

say.” (Middle child, 13 years old)

In addition, service constraints (e.g., staff turnover, uncovered
maternity leave) disrupted/delayed FT delivery which meant
that some families had an FT clinician with whom they were
unfamiliar, meaning that additional time was needed to build
rapport and trust before starting the intervention.

“I had never met her [FT clinician] so I think if maybe we had one

or two sessions before just to get her to know a little bit better.”

(Middle child, 17 years old)

Four of the interviewed families did not start FT due to family
challenges and service constraint issues including: relapse in
parental mental health; dealing with family crises (e.g., sexual
assault, facing homelessness); deciding not to inform children
about FT; being discharged from CAMHS before they could
start FT; and suspension of FT delivery due to COVID-19
lockdown restrictions. It was interesting to note that discharge
from CAMHS was cited as a reason for non-engagement because
this reflects the lack of managerial priority given to family work
and a perception by some CAMHS clinicians that working with
parents is outside their service remit.

“We really wanted to do Family Talk but our daughter told us she

was sexually assaulted so it wasn’t the right time.” (PMI 20)

“We were meant to go to it [FT] but then we were discharged [from

CAMHS] and that was the end of it.” (PMI 18)

Intervention Phase
The findings suggest that FT was challenging for many families
despite the non-judgemental support provided by FT clinicians.
Several parents/partners reported difficulties in speaking openly
in sessions and/or listening to the experiences of family members,
although most ultimately felt that it was worthwhile because
it improved family communication. Partners and parents were
shocked by their children’s previously undisclosed revelations,
what children had observed, and the internal narratives being
used by children to make sense of the family situation (e.g.,
“Mum has cancer,” “I made Dad ill”). There was also some unease
that clinicians might “selectively” reveal what children had
disclosed in the child session, leaving parents feeling uninformed.
Furthermore, a couple of service-user parents believed that their
partners had undiagnosed mental illness, and consequently were
unhappy that the focus was primarily on their own mental
health challenges.

“It was an eye opener. It was upsetting at the time, because to hear

your child say certain things, it’s really upsetting. But upsetting in a

good way.” (Partner 4)

“We think we’re protecting and sheltering them and, in the

meantime, we’re doing more damage.” (Partner 6)

Similarly, most children (10/15) reported emotional challenges
in engaging with FT. For instance, most children had no prior
relationship with the FT clinician and some perceived them
as asking too many personal questions too quickly, without
allowing time for trust and rapport to build. Four children said
that they felt shy and/or embarrassed when answering clinician’s
questions. A couple of children also indicated that they did not
want to answer questions as their parent had not discussed their
mental illness with them before the FT child session. Another
child left the individual session and informed his mother that
he had not revealed anything because the school encourages
pupils “not to talk to strangers.” A few children found the family
session emotionally volatile but ultimately helpful, while one
teenager was initially upset in learning details of their parent’s
illness. Despite these challenges, the skill of clinicians in engaging
children (e.g., allowing time to adjust, facilitating their voice
being heard in the family session) had helped build a safe space
for all but two to open-up and to engage with the process.

“Sometimes she’d ask personal questions that I wouldn’t feel

comfortable answering...My mouth goes shut.” (Middle child, 10

years old)

“I was just sitting there quietly not really talking or saying

anything. I felt completely thrown under the bus. I wasn’t

surprised. I would have liked more information.” (Eldest, 16

years old)

“It was kind of emotional but then it got helpful and pleasurable.

We got to say what we wanted to say. Dad has become more open.

He shows his emotions now. He used to bottle them up a lot before.”

(Only child, 12 years old)

Interestingly, within four families, there were widely varying
experiences of the perceived utility of FT. In three families,
both children and partners reported considerable benefits but
the PMI did not. One PMI said that she “did not want to hear
what others [in her family] were saying and blanked out,” whilst
another was wary of discussing mental health with his children
in terms of diagnostic labels and believed the intervention,
particularly with the children, was of insufficient duration and
should have been delivered years earlier. Both of these parents
had severe/enduring mental illness, were currently feeling very
unwell, and had a history of being unhappy with mental health
service provision. In the fourth family, FT was delivered in the
morning when the PMI was heavily medicated, thereby limiting
her level of engagement. Furthermore, while the child reported
many benefits, both the PMI and her partner found it less helpful.
The PMI was disappointed that FT had not focused on her
daughter’s mental health difficulties or her husband’s “control
issues,” while her partner said he found it difficult to share his
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concerns as he believed it would aggravate his wife’s emotional
instability. These varied experiences highlight that each family
member presents with a unique history and motivations and can
present a range of challenges for clinicians when considering a
family’s readiness for FT.

“Family Talk might not have helped Mum as much but it helped

us.” (Eldest, 18 years old)

“I just don’t think we got a whole lot from it. It is very one

sided to be honest. . . when an issue did come up, if there was

something with regards to myself or my husband, they just

constantly kept bringing it back to “Well, how does that affect

[child]?” (PMI 10)

“[The PMI] was getting so emotional because of her own

opinions about things and stuff. . . I wasn’t going to start dumping

my own out there because it could have got messy and emotional. I

didn’t want to escalate any kind of like emotions. It was emotional

enough. I was just kind of dealing with what was being brought up

by [partner] and [child].” (Partner 1)

The COVID-19 pandemic restrictions have been shown to
have had a considerable impact on population mental health
and on those with pre-existing mental illness, both in Ireland
and internationally (41–44). Seven families in this study were
interviewed during the COVID-19 emergency, with three
reporting sustained benefits from FT and that they were
coping well with pandemic stresses, while four families reported
increased mental distress and challenging child misbehaviour as
a result of the restrictions; two of these families had disengaged
from FT due to stigma/relapse issues and two indicated that FT
delivery had been suspended due to the restrictions. Therefore,
it appeared that the level of prior vulnerability and ability to
engage with FT predicted how well families had coped with the
stresses of the COVID-19 restrictions. In addition, one parent
reported attending online sessions of FT for PMIs, partners, and
older teenagers (16+) but these were not considered suitable for
younger children or for family sessions and they had to wait
until it could be delivered safely again in person and in line
with COVID-guidelines.

“I don’t think we could have dealt with months of isolation if we

hadn’t done FT. We make time for each other now at this stage. We

watch family films or to sit down for dinner, meals.” (PMI 13)

“It wasn’t the same but we were able to talk with him [clinician] on

zoom. It was a while before the children could be seen so it wasn’t

ideal.” (PMI 5)

Disengaging From FT
Families who disengaged from FT after three or fewer sessions
(n = 5) gave the following reasons. One said that FT was too
emotionally upsetting, with another feeling a sense of blame
for causing her children’s mental health issues. A number of
other factors also contributed to disengagement including family
crisis, relapse in symptoms, and having too many competing
priorities. Additional delays/disruption in FT delivery due to the

COVID-19 restrictions also led to some degree of disillusionment
and disengagement from mental health services. This was more
common in areas where mental health clinicians were partially
redeployed to frontline COVID-19 duties and could only provide
minimal telephone support to service users (41). Interestingly,
those who disengaged from FT were almost twice as likely as
“completers” to be lone parents (6/9 vs. 5/14)–suggesting that
the stresses of lone parenting may also have been a barrier
to engagement.

“With covid, we are far less a priority for them. I don’t know when

or if we’re ever going to get it.” (PMI 22)

“It felt like she was attacking me and it was my fault how

the girls are...I don’t need that.” (PMI 19)

Concluding Phase
Despite benefiting from FT, most attendee families (n = 12)
found the programme to be too short and expressed a desire
for more child, family and follow-up sessions to build family
communication. Families had high expectations of FT, which
appeared to be linked to their need for more (often unavailable)
psychological and family support from mental health services.
Three families reported that they were referred to further mental
health supports (e.g., dialectical behaviour therapy), while two
others were given a list of alternative supports including national
mental health charities. Most, typically, parents reported that
FT clinicians provided closure by affirming their availability if
future issues arose but the lack of follow-up was problematic
for some partners who were not offered additional support and
who were unable to pay for private treatment outside of statutory
service provision. However, it is important to note that three
attendee families were interviewed during the first COVID-19
lockdown which severely limited their access to mental health
and community services and to other social/family supports at
that time. Nonetheless, there were numerous indications that
this population would likely benefit from longer-term (family-
focused) mental health support.

“It didn’t feel like [it] was ready to be finished.” (Partner 3)

“I think more sessions with the family. . . and more time with

the children would have really helped. The three of them went in

one by one for 20min. So it might have been a little bit rushed for

them, they might not have had enough time.” (PMI 16)

“Family Talk is minimal. . . A taster...I think the hospital

might have family therapy. . . But on a private basis so. . . ” (PMI 2)

Discussion
This study is the first qualitative analysis of family experiences
of FT conducted outside Sweden, the first situated within the
context of an RCT of FT, and as part of the first nationwide
endeavour to introduce FFP to adult and child mental health
services in the RoI. The qualitative findings, in line with those
reported in Swedish psychiatric settings (32–37), indicated many
benefits for families who attended FT, including: reduced worry
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and stigma; a greater understanding of mental illness; giving
children and partners a voice; improved parental confidence
and family communication; and warmer relationships. Notably,
the current study placed a greater emphasis on the caregiving,
parental and financial stresses experienced by partners, all of
whom for the first time had a forum in which to have their
burdens validated, and a space in which to develop a more
constructive team-based approach to supporting the PMI and
the family unit. In addition, unlike previous qualitative studies,
this study reported on the experiences of families who refused to
attend or disengaged from the programme.

Importantly, the findings reported here, indicate that FT
is acceptable and beneficial for families across different
cultural/policy contexts, mental health settings, types of mental
disorders, and among children with and without existing mental
health challenges. Firstly, unlike Scandinavian countries where
legislation has been introduced to safeguard children of PMI
and where FT is implemented on a national level, the RoI lacks
any “think family” policy/practise guidance for this population
whilst service and public awareness of the need to support this
population is erratic/unsystematic. There are also continuing
high levels of mental health stigma in Ireland, which is an
important barrier to help seeking (6, 45, 46). Given the challenges
have been reported within Scandinavian (and other) countries
in terms of translating family-focused legislation/policy into
practise (22, 47), it was reassuring to find that FT was perceived as
helpful by the vast majority of the families in this study, thereby
highlighting the need for, and value of, such FFP supports for
families where there is PMI.

Secondly, even though AMHS may appear the most natural
fit for FT/FFP and provide a common context for the
implementation of FFPs (45, 48, 49), families in this study
reported benefits across both AMHS and CAMHS settings. FT
is typically delivered as a preventive intervention to families
whose children do not attend mental health services (14, 15)
but in this study, most of the child participants, including those
who attended CAMHS, reported that FT had improved their
well-being and family relationships. Therefore, FFPs such as FT
may also be helpful for children with existing mental health
challenges, as well as promoting collaboration between adult and
child mental health services, and increasing the identification of
families through a “no wrong door” approach to family access, as
promoted in the “Think Family” model in Northern Ireland (50).

Thirdly, there did not appear to be any notable variations
across family experiences here in terms of the PMI diagnosis,
thereby highlighting the suitability of FT for disorders beyond
parental depression, which was the original focus of the
programme (13, 14). Whilst a small number of adult service users
who attended all FT sessions felt that it had not been helpful, their
children/partners, and other service users with similar disorders,
reported a range of benefits. Similarly, two PMIs, suffering from
depression and Borderline Personality Disorder respectively,
indicated that they disengaged from FT after two to three sessions
as they felt blamed/upset by the idea that their mental illness may
affect their children. Previous qualitative studies have indicated
that while FT may work across a range of disorders, those with
Borderline Personality Disorder or low-functioning psychosis are

more likely to struggle with establishing a therapeutic alliance
and/or exhibit a lack of understanding/insight into the impact of
their mental illness on their children (34, 37). Low functioning
service users may possibly require additional psycho-educational
sessions and/or complementary groups for patients and children,
in order to share experiences and learn about their mental illness
and its impact on their children (37).

The findings reported here also highlight a number of
important facilitators and barriers to engagement, which
should help inform the future implementation of FT/FFPs and
could be tested as mediators/moderators of RCT outcomes.
Key facilitators included timeliness, clinician attributes and
expertise, and involvement of the whole family. The clinician’s
role was key in: providing a setting for parent, partner and
child voices to be heard and validated; normalising the family’s
lived experience; reducing fear and stigma through psycho-
education; and teaching a strengths-based, problem-solving
approach to improve family communication and interactions.
Previous qualitative studies of FT likewise, highlight the value
of clinician attributes of confidence, competence, warmth and
non-judgmentalism in contributing to better family experiences
(33, 34), whereas conversely, a perception that clinicians lack
competency has been linked to disengagement (Unpublished
data, Preventive Intervention Project, 2013, https://fampod.
org/file.php/1/collaborations/Columbia_Application_of_PIP.
pdf). An interesting study by Marston et al. showed that when
parents were given a family-focused DVD, but did not receive
the support of a clinician, their understanding of the impact of
their illness improved, but they did have the confidence to open
up a dialogue about the illness with their children (51). Thus,
the presence of a trained clinician with appropriate attributes is
a critical element of FT (and other FFPs) in terms of engaging
families and potentially producing more positive outcomes.

Families particularly valued the whole family approach.
As noted in previous qualitative studies, they felt that this
had enabled all perspectives to be surfaced and heard, and
improved mutual understanding and family relationships (32–
34). Nevertheless, whole-family programmes appear to be less
commonly delivered than parent-only models (48, 49), most
probably due to the additional buy-in and logistics required
in involving children. Our findings suggest that without the
involvement of the child(ren), parents may not become aware
of their worries and burdens as demonstrated here by the
surprise and alarm that parents reported when their children
opened up during the FT sessions. In addition, within parent-
only interventions, parents may not be sufficiently supported to
find the right words to have a conversation with their children,
and may also lack a forum to realise just how much their
children/partners want to support them, but have been prevented
from so doing by the silence and stigma associated with
discussing mental illness within the home. Two RCTs which have
compared FT with the parent-only Let’s Talk about the Children
found FT to be more effective in reducing child emotional
symptoms and improving the parent–child relationship (13, 15).

Similarly, child programmes that exclude parents may reduce
the likelihood of mutual understanding as parents lack the
opportunity to discuss their stigma concerns, to gain insight into
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the impact of their mental illness on their children, and/or to
build parental confidence. Enhancing parental confidence and
competence has been identified as key to shaping the quality
of parent-child relationships (52). Significantly, the involvement
of partners is less common in the implementation of FFPs (3).
The findings from the current study indicated that FT provided
a forum, usually for the first time, for partners to express their
burdens and stresses and to communicate with the PMI about
how they can better support them. Given the level of burden
and stress reported, and the protective boundary provided by a
healthy second parent (2), it is imperative that services/FFPs help
to strengthen the “safety net” that co-parents provide in families
with PMI. Recent filicide tragedies in Ireland (e.g., McGinley
case) highlight the ultimate cost of not involving family members
in the service user’s treatment (53).

Significant barriers to participation were also reported in the
current study. Most family members, including both completers
and drop-outs, indicated that they had experienced challenges
in engaging with FT in the initial phase. Parental fears and
stigma around mental illness were the most commonly reported
barriers to participation. Children also expressed reservations
about attending, indicating that they were uninformed about the
purpose of FT and wanted prior contact with the clinician prior
to commencing FT sessions. Other family barriers to engagement
were also noted, including relapse in symptoms and family crises.
Previous qualitative studies have similarly highlighted that fear
of judgement and/or competing needs for daily survival may
impede family engagement (32, 37). These findings suggest that
clinicians may benefit from the development of FT/FFP training
videos/protocols to promote effective engagement strategies
and address potential barriers to participation and retention.
For instance, addressing issues of stigma, readiness/timeliness,
consent and confidentiality during the recruitment process
and including quotes/videos from previous FT attendees may
help to improve engagement (54). In addition, a child-friendly
recruitment approach that used age-appropriate marketing
literature and involved a meet-and-greet session with the
facilitating clinician might help to address children’s concerns
about attending. Lastly, low functioning PMIs may benefit
from additional psycho-educational sessions and complementary
group supports to promote engagement (37).

Service constraints were also an inhibitive factor in family
engagement with the programme. The capacity of FT clinicians
to build rapport and familiarity with the family beforehand
was undermined by high turnover of personnel and under-
resourced mental health teams. In addition, a small number
of families were discharged from AMHS/CAMHS before they
could start FT, while several other families disengaged due to
their unhappiness with long waiting lists, and delays/disruptions
due to the COVID-19 lockdown restrictions. These difficulties
reflect general underfunding of mental health services in the RoI,
alongside a lack of policy/practise priority given to supporting
this population in an Irish context (26, 45, 55).

Some challenges were also noted during the intervention
phase. Firstly, whilemost families reported that FTwas ultimately
worthwhile, it was also seen as emotionally challenging at times.
Many reported difficulties in speaking openly in sessions and/or

listening to other’s experiences and indeed, this was also shown
in research by Pihkala et al. (33) in Sweden. The clinician’s skill
in facilitating multiple perspectives was instrumental in ensuring
that family members could listen to each other without becoming
overly defensive or upset. Secondly, there was some evidence
that children within two families did not receive sufficient time
in their individual child session (e.g., 20min each). Moreover,
while children largely reported benefits from FT, there was
little mention of fun within sessions. Therefore, children may
benefit from the inclusion of some light relief at the beginning
or close of sessions (e.g., ice breakers, child-friendly videos,
closing “fun” take-home exercise), as used in, for example, the
Kidstime intervention (56). Thirdly, the COVID-19 lockdown
restrictions had implications for the delivery of FT, including
blended adaptation (both in-person and online sessions), as well
as family disengagement following repeated delays to delivery.
Notably, there was considerable variation in the capacity of sites
to deliver FT during the lockdowns with some mental health staff
partially redeployed to frontline COVID-19 duties and providing
minimal phone support to patients while clinicians in other
areas were able to continue home visits and outpatient clinics,
following COVID-19 guidelines (41). Reassuringly however, it is
likely that the future implementation of FT will be conducted in
person in view of the>90% uptake of vaccination in the RoI (57).

Lastly, while most families benefitted from FT, they indicated
a desire for additional child, family and follow-up sessions,
thereby suggesting that some of their needs had not been
met. This was also noted by FT clinicians working with lower
functioning psychosis patients in Sweden (37), although it was
not reported by families experiencing depression (32–35). Where
possible, the concluding phase of FT should signpost families
to additional family and mental health supports as required.
Given the complexity of service user needs, a flexible spectrum
of family-focused services may be necessary, as demonstrated
internationally (58), although this level of family resources is not
currently available in Ireland (6).

Strengths and Limitations of the Study
This study is the first qualitative analysis of family experiences
of FT conducted outside Sweden and the first conducted within
the context of an RCT and national programme to introduce
FFP for families with PMI, in this case within the RoI. Service-
user parents are typical of those who take part in RCTs and
qualitative studies of FFPs (28), but the current study involved the
recruitment of a large and diverse sample (in qualitative terms)
of both child and adult participants, including PMIs, partners,
children, and “drop-out” families. In addition, our sample was
recruited from a number of mainstream adult and child mental
health services and encompassed a variety of mental disorders
as well as including both children who were and were not
attending CAMHS. The analysis yields further important insights
into the barriers and facilitators of implementation, as perceived
by families, and will help to support and amplify the clinician
experiences of FT which are reported here in a companion paper
(as well as the RCT results when they become available).

The study was limited in a number of ways, including
firstly, the transferability of the findings across different cultural
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contexts. However, the description of the study context should
help in this regard. It is also possible that the findings may
be biassed in that families who agreed to be interviewed had
a more positive experience of FT, and in a small number of
instances, we believe that gatekeeping from the PMI may have
potentially excluded feedback from other family members who
were invited to participate in the research. Importantly though,
we interviewed nine families who had disengaged from FT after
three or fewer sessions as well as families who had completed
FT. In addition, the interval between FT and the child interviews
(ranging from 3 to 5months) created recall difficulties for three of
the younger children in our sample, although the remainder (n=
12) had much to say about their involvement. This interval was
necessary due to blinding in the RCT which had to be retained
until after the 6 month assessment had been completed. Lastly,
7 of the 23 families were interviewed during the first COVID-
19 lockdown, which severely restricted access to services and
led to increased levels of psychological distress in the general
population in Ireland (42), both of which may have impacted
their experiences and views.

Implications for Policy, Practise and Research
Our findings highlight the value of a whole family approach
when a parent has mental health challenges, particularly in
revealing the hidden burdens that children carry, reducing
fears and stigma, and improving empathy and communication
among parents and children. The findings illustrate that FT
can be successfully implemented across adult and child mental
health settings and with families experiencing different mental
disorders, thereby reflecting, at least to some extent, a “no wrong
door” approach to identifying and supporting families. Key
facilitators to implementation included delivery by a competent,
non-judgmental clinician and family readiness to participate.
The primary barrier to FT implementation was recruiting and
engaging with families in the initial phase due, in large part,
to family challenges and service constraints. Engagement may
be improved if clinicians address issues of stigma, readiness,
consent and confidentiality during the recruitment process and
use quotes/videos from previous FT attendees. In addition,
children’s concerns about attending could be addressed using
age-appropriate marketing literature and an initial meet-and-
greet session with the facilitating clinician.

Our findings also suggest that FT may not be
suitable/sufficient for all families (e.g., low functioning
service users) and should, ideally, be implemented as part
of a suite of lower and higher intensity FFPs (58). There
is an urgent need in the context of the RoI, to introduce
“think family” practise guidelines and to provide dedicated
funding to develop a multi-level, public-health response
to identifying and supporting these families, as has been
done in, for example, Scandinavia and Australia (33, 47).
Under the United Nations Convention on the Rights of the
Child (20), children have a right to a childhood and not be
used as unpaid/unsupported carers filling gaps in service
provision. Moreover, when child welfare is not considered
in the treatment of service-user parents, it increases their
risk of developing mental disorders and becoming the next

generation of service users, and, in the most tragic (but
thankfully rare) cases, can lead to their death by filicide
(53). Internationally, systemic barriers to change need to be
addressed, including mandatory auditing of the parenting status
of adult mental health users, balancing the priority given to
patient confidentiality with unmet family needs, increased
collaboration between traditionally segregated AMHS and
CAMHS services, and equipping clinicians with time and
resources to undertake FFP.

Further qualitative and quantitative research on family
and clinician experiences of FT implementation is required
across different cultural/policy contexts, mental health and
family settings, types of mental disorders and level of child
mental health difficulties. Further research is also needed on
the types of families that are more likely not to engage
with FT, and to identify measures and/or supports that
might increase engagement. For instance, there may be
value in developing and evaluating training videos that teach
recruitment strategies to see whether they improve engagement.
In addition, qualitative analyses may inform RCT evaluations
of FT/FFPs; for instance, RCTs could include as outcome
measures, benefits identified in qualitative analyses, such as
reduction in stigma, parental confidence/competence, service-
user mental health, partner well-being, and family functioning.
Moreover, facilitators and barriers to implementation identified
in qualitative studies could be tested as moderator/mediator
variables in quantitative research.
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Background: Parental mental illness (PMI) is common and can lead to children

developing mental disorders. Family Talk (FT) is a well-known and widely implemented

intervention designed to reduce the risk of transgenerational psychopathology. However,

given the research to practise “gap,” very little qualitative research, to date, has

investigated practitioner experiences in implementing FT. This study aimed to explore the

practitioner-perceived barriers and facilitators to the implementation and sustainability of

FT within mainstream mental health settings.

Methods: This qualitative study was nested within a randomised controlled trial

(RCT) of Family Talk [N = 86 families (139 parents, 221 children)] within 15 adult

(AMHS), child (CAMHS), primary care mental health, and child protection sites in Ireland.

Semi-structured interviews and focus groups were undertaken with a purposive sample

of clinicians (n= 31) and managers (n= 10), based on their experiences of implementing

FT. Interview data were transcribed verbatim, analysed using constructivist grounded

theory, and informed by Fixsen’s implementation science framework.

Results: Service providers highlighted a number of benefits for approximately two thirds

of families across different diagnoses andmental health settings (AMHS/CAMHS/primary

care). Sites varied in their capacity to embed FT, with key enablers identified as

acquiring managerial and organisational support, building clinician skill, and establishing

interagency collaboration. Implementation challenges included: recruitment difficulties,

stresses in working with multiply-disadvantaged families, disruption in delivery due to the

COVID-19 global pandemic, and sustainability concerns (e.g., perceived fit of FT with

organisational remit/capacity, systemic and cultural barriers to change).

Conclusion: This study is only the second qualitative study ever conducted to explore

practitioner experiences in implementing FT, and the first conducted within the context

of an RCT and national research programme to introduce family-focused practise (FFP)

for families living with PMI. The findings illuminate the successes and complexities of

implementing FFP in a country without a “think family” infrastructure, whilst highlighting a

number of important generalisable lessons for the implementation of FT, and other similar

interventions, elsewhere.

Keywords: family talk, implementation, mental disorder, mental illness, parents, qualitative, COPMI, children
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INTRODUCTION

Parental mental illness (PMI) is common, with 23% of all families
having at least one parent who has, or had, a mental disorder
(1), and a 41–77% lifetime risk for children of developing serious
mental illness, physical illness, and impaired educational and
occupational outcomes (2). Traditionally, both in Ireland and in
other jurisdictions, these families have remained “invisible” and
unsupported due to the segregation of adult and child mental
health services (3, 4). Data on parenting status within mental
health services is scarce (5), but early studies estimate that 25–
68% of adult mental health service users are parents, and 35–
60% of children presenting at child and adolescent mental health
services have a parent with mental illness (6, 7).

Given the prevalence and burden of PMI–and in the context
of the principles and values enshrined within the United Nations
Convention on the Rights of the Child–there has been a
growing recognition in many countries of the need to support
families in order to protect children from developing mental
disorders (8, 9). Reassuringly, a range of interventions has
been developed (e.g.,targeting parents, children, whole family
or peers), with evidence that they can decrease the risk of
developing mental disorders for children by up to 40% and
reduce referrals to child protection services (10, 11). Family Talk
(FT), in particular, has been identified as a key intervention
with promising evidence of effectiveness in improving parent
and child understanding of, and communication about, mental
illness and child internalising symptoms (9, 10, 12–14). FT
is a whole-family, 7-session, manualised, clinician-facilitated,
psycho-educational, and strengths-based approach designed to
improve family communication and resilience (15), and has
been implemented in recent years in several countries as part of
national initiatives to support families where a parent has mental
illness (e.g., the USA, Costa Rica, Colombia, the Netherlands,
Greece, Scandinavia, Iceland, and Australia) (15).

Nevertheless, we know from the translation of other
evidence-based psychosocial programmes that positive outcomes
achieved in controlled research settings may not always be
replicated within mainstream service settings (16, 17). According
to Fixsen, the implementation of practise change typically
involves a lengthy recursive process of six (non-linear) stages,
including “exploration,” “installation,” “initial implementation,”
“full implementation,” “innovation,” and “sustainability,” with
each stage presenting its own unique set of challenges (18).
Within the context of family-focused practise (FFP) for families
with PMI—and including our own research–a number of
implementation barriers have been noted, including: (1) the
socio-political context (e.g., lack of policy/practise guidelines,
dedicated funding); (2) organisational culture (e.g., siloed adult

Abbreviations: AMHS, adult mental health services; BPD, Borderline Personality

Disorder; CAMHS, child and adolescent mental health services; FFP, family-

focused practice/programmes; FT, Family Talk; HSE, Health Service Executive; LT,

Let’s Talk about the Children; MDT, multi-disciplinary team; PC, Primary Care;

PMI, parents with mental illness; PRIMERA, Promoting Research and Innovation

in Mental hEalth seRvices for fAmilies and children; PTSD, Post-traumatic stress

disorder; RCT, randomised controlled trial; RoI, Republic of Ireland.

and child mental health services, ideological differences, under-
resourced mental health teams); (3) clinician skill/attitudes
(e.g., professional training typically based on a biomedical,
crisis-oriented, individualised model of care); and (4) service
user/families’ willingness to participate (e.g., stigma, fear of losing
custody, lack of awareness of impact of PMI on children) (5, 19–
23). Research has found that implementation of FFP is erratic
and unsystematic even within countries with established “think
family” initiatives and legislation that mandates the identification
and support of families with PMI (24–26). For instance, less than
half of all clinicians in adult mental health services (AMHS) in
Norway identified the parental status of service users despite
acknowledging it to be a mandatory task (25), thereby indicating
that changes in legislation or attitudes alone, do not necessarily
lead to change in practise.

To date, only one published qualitative study of
clinicians/managers’ experiences in implementing FT has
been conducted, despite FT being delivered as part of national
initiatives in several countries (15). Eleven clinicians in Sweden
were interviewed to explore their experiences of delivering FT
to families living with parental psychosis. Several benefits were
indicated, including increased family understanding of, and
communication about PMI, and the utility of the FT manual in
equipping clinicians to ask about patients’ parenting capacity
and children’s well-being. Nevertheless, high rates of refusal and
attrition were noted, and clinicians reported that some parents
with psychosis lacked insight into the impact of their mental
illness on their children. In addition, in a recent paper, the
FT programme developer, William Beardslee, reported on his
team’s experience of delivering FT to parents with depression
in the US and while this was not a qualitative paper involving
interviews with clinicians, the importance of the clinicians’ skill
was highlighted, including their capacity to engage parents in
the initial phase, build a partnership with families, and develop a
shared, strengths-based, family narrative (27).

Whilst only one previous study has examined service-
provider experiences of implementing FT, a small number of
studies have reported on family experiences, which may help
to inform workforce practise (28–32). Work by Pihkala et al.
(30) and Strand et al. (32) showed that families (parents and
children) have reported a number of benefits across a range
of mental disorders, although there was some indication that
those with BPD or low-functioning psychosis were more likely
to struggle with establishing a therapeutic alliance and/or exhibit
a lack of understanding/insight into the impact of their mental
illness on their children. Parents indicated that factors enabling
engagement included having a trusted and skilled professional
to mediate family conversations, and timeliness, structure and
flexibility of the intervention, while stigma and fear (e.g., being
perceived as an incompetent parent) were often significant
barriers to participation. However, it should be noted that all of
these studies were conducted in psychiatric settings in Sweden, a
country with legislation to support families with PMI and which
has implemented FT as part of a national “think family” initiative
since 2006 (29). In addition, small sample sizes, a limited range
of informants, and an overall lack of cultural diversity, restricts
the transferability of the findings and underscore the need for
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qualitative analyses to be undertaken across a wider variety of
settings and contexts.

Ireland lags behind most European countries and also
Australia, in its lack of legislation and/or a national “think family”
policy/practise guidance to support families with PMI (24, 26,
33–36). Moreover, mental health provision in Ireland is severely
underfunded when compared with European counterparts, with
services operating at between two-thirds to three quarters of
recommended staffing levels (37, 38). In the earlier phase of
this research (2017–2018), we conducted a scoping study of FFP
across adult (n = 114) and child (n = 69) mental health services
in the Republic of Ireland and found that support for families was
either non-existent, in the planning stages or ad hoc and small
scale (4). In addition, the 2019 census for psychiatric units in
Ireland provided statistics on 2,000+ inpatients (e.g., age, marital
status, diagnosis, socioeconomic status), but failed to include
their parental status (39), thereby highlighting a persistent lack of
service awareness. Similarly, a recent qualitative study conducted
with psychiatric nurses in Ireland (n = 14), identified several
barriers to FFP, including lack of practise standards to identify
service users as parents, no available structured approach, and an
absence of appropriate training (3).

The funding provided by the national Health Service
Executive (HSE) for the current “PRIMERA” research
(Promoting Research and Innovation in Mental hEalth
seRvices for fAmilies and children) was crucial in supporting
the first endeavour to systematically implement FFP for families
with PMI in Ireland. The aims of PRIMERA were to: (1)
identify/develop, implement, and evaluate family-focused
interventions for families with PMI; and (2) inform a “think
family” care delivery agenda within mental health services in
Ireland. Therefore, following an initial scoping and installation
phase, we sought to introduce FFP into mental health provision
in Ireland through the implementation and evaluation of
FT (utilising a randomised controlled trial, qualitative and
economic analyses) (4, 40). This qualitative study is one of
two which were nested within a randomised controlled trial
(RCT) of FT. The objective of this study was to identify
and explore with clinicians and managers the barriers and
facilitators to implementing and sustaining FT across adult, child
(AMHS/CAMHS) primary care and child protection services in
Ireland. A companion paper reports family experiences of FT
across sites.

METHODS

This qualitative study of practitioner experiences of
implementing FT was conducted in the context of an RCT
of FT, and was analysed using constructivist Grounded Theory
to identify and organise themes, and informed by Fixsen’s
implementation science framework and the Medical Research
Council (MRC) guidance for complex interventions (18, 41, 42).
Details of the RCT protocol and registration can be seen at the
following link https://trialsjournal.biomedcentral.com/articles/
10.1186/s13063-021-05199-4; (40).

Participants and Settings
A purposive sample of mental health clinicians (n = 31), and
managers (n= 10) were identified and recruited for participation
in the study, based on their experiences of delivering FT to 55
families within the RCT.

The larger RCT included 86 families (139 parents, 221
children) in 15 sites across Ireland, involving AMHS, CAMHS,
primary care psychology, and child protection/welfare services
(40). Families were block randomised, on a 2:1 ratio, to the
FT intervention (n = 56) or to a treatment as usual control
group (n = 30), and assessed at baseline and 6-month follow
up. At follow up, attrition was 37%, the rate of which doubled
due to the impact of the COVID-19 lockdown restrictions (23
vs. 45%). Eligible families were those with a child aged 5–18
years and a parent with a formally diagnosed mental disorder.
Eighty per cent of service-users were attending AMHS and
20% were receiving antidepressant medication or primary care
psychological support under the care of a General Practitioner
(40). Due to the high risk of intergenerational transmission of
mental disorders (2), and a desire among stakeholders to increase
family-focused collaboration between traditionally segregated
adult (AMHS) and child mental health services (CAMHS)
(4), we included families where children attended CAMHS or
primary care services for mental health issues, as well as families
where children were not involved with mental health services.
Families were excluded if the parent/family was in a state of
crisis/instability (e.g., hospitalised, active psychosis/addiction,
contentious separation) (40). The 55 families included in service
provider reports, had a similar profile to the larger RCT sample in
terms of age, gender, mental disorder, and site/location (Table 1).

Participating sites were eligible to participate in the research
if they had secured managerial support to implement FT,
and had identified a lead person to coordinate clinicians,
oversee training, plan family recruitment, organise regular peer
supervision and be a point of contact with the research team.
Clinicians delivering FT were required to have at least 3 years’
experience in working within adult, child mental health and/or
protection services; have completed the online training in FT
(www.emergingminds.com.au), attend monthly supervision, and
recruit families and/or facilitate FT. Families were recruited
by clinicians in each site from their existing waiting lists.
FT was delivered in an outpatient clinic and/or in the home
by an FT clinician (40). Ethical approval (for both the RCT
and qualitative study) was obtained from four research ethics
committees including the research institution where the research
was carried out [name withheld for anonymous peer review],
the HSE, Tusla child protection agency and Saint John of God’s
Hospitaller Services. The flow of participants from recruitment
through the RCT to the qualitative studies is shown in Figure 1.

Clinicians and managers were selected for interview based on
service setting (e.g., AMHS, CAMHS, primary care, Tusla child
protection agency), professional discipline (e.g., social work,
psychology) and site location. All 15 sites were approached
and interviews were secured with participants from five sites
that recruited 10+ families each, from 3/5 sites that recruited
≤3 families, and from 1/5 sites that did not recruit any
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TABLE 1 | Characteristics of families in RCT (N = 86).

N (%)

PMI gender (female) 73 (85)

PMI mean age (SD) 41.01 (7.09)

Lone parent 42 (49)

Mental illness

– Anxiety/depression 55 (64)

– Bipolar 15 (18)

– BPD 9 (10)

– Psychosis 5 (6)

– PTSD 2 (2)

Length of episode

– <6 months 16 (18)

– 6–12 months 15 (17)

– 1–2 years 11 (13)

– >2 years 44 (52)

Child gender (female) 120 (55)

Child mean age 10.27 (5.28)

Child mental health

– CAMHS 42 (19)

– Other psychology/family service 50 (23)

– No service 127 (58)

Family social disadvantagea 65 (76)

BPD, Borderline personality disorder; CAMHS, Child and adolescent mental health

service; PMI, Parent with mental illness; PTSD, Post-traumatic stress disorder.
aSocial disadvantage compared to Irish norms and calculated based on: income,

employment, family size, lone parenthood, education and household ownership. In 2019,

17.8% of the population were defined as being socially disadvantaged (43).

families. Three sites could not be contacted and three declined
interview due to FT clinicians either leaving the service or
having competing demands on their time due to the COVID-
19 pandemic. Most of the 31 clinicians interviewed were female
(n = 27), parents (n = 25), aged 31–50 years (n = 26), with 14
employed in AMHS, 14 in CAMHS and 3 in primary care and
the Tusla child protection agency. More than three quarters were
employed as social workers, three as social care workers, and the
remaining five as clinical nurse specialists and psychologists. On
average, they had been employed as practitioners for 15 years (SD
= 6.7), withmost (24/31) having worked inmultiple settings (e.g.,
AMHS, CAMHS, and child protection services).

Ten managers were also interviewed, half of whom were
female, six employed in AMHS, three in CAMHS and one in
primary care psychology. Most (n = 6) were principal/senior
social workers, two senior clinical psychologists, one systemic
family therapist, and one general manager.

Data Collection and Analysis
All participants provided written informed consent to participate
in a one-to-one, semi-structured interview or focus group. Eight
managers and eight clinicians participated in an individual
interview while two managers and 23 clinicians were interviewed
across five focus groups. The focus groups typically lasted
∼1.5 h (with a break if so required), while one-to-one interviews

with clinicians and managers lasted 30–45min. Most interviews
were conducted using online platforms (all managers, 24/31
of clinicians) due to the COVID-19 pandemic restrictions. An
interview schedule/topic guide was devised to investigate: (1)
stakeholders’ experiences of facilitating/implementing FT; (2)
key barriers and enablers to implementation; and (3) factors
mediating the longer-term sustainability of FT/FFP in their
service/in Ireland. The interviews were conducted by CM, who
hadmet with all service providers several times previously during
the exploration and installation phases of FT implementation (4).
Interviews were audio recorded and transcribed verbatim.

The data were uploaded to MAXQDA software (44) and
analysed using constructivist Grounded Theory in order to
identify and organise themes (41). Analysis was informed
by Fixsen’s implementation science framework and the MRC
guidance for complex interventions (18, 42). Data were analysed
using line-by-line and focused coding, constant comparison
of codes to find similarities and variations within categories
and hierarchical linking of categories to generate super-ordinate
(or overarching) themes. All of the interviews were read by
CM and MF, CM coded and analysed all of the data, while
three authors (MF, SMcGa, SOC) independently assessed the
reliability of coding on 25% of the transcripts, with more
than 90% inter-rater agreement. Disagreements were resolved
by discussion. Trustworthiness of the analytic process was also
enhanced by audiotaped interviews, verbatim transcription, audit
trail of code generation, clear description of sampling procedures,
participants and settings, theoretical saturation, and seeking
disconfirming cases. Reporting adhered to COREQ guidelines
(Consolidated Criteria for Reporting Qualitative Research) (45).

RESULTS

Three main themes and a number of subthemes therein, were
identified, as outlined below (Table 2).

Theme 1: Facilitators to Implementation
Clinicians indicated a number of factors as key to the successful
implementation of FT including: organisational/managerial
support; the structured approach of the intervention; clinician
experience and skills; seeing the benefits of the work for families,
clinicians and the wider service; and being part of a high profile
and well-funded research programme.

Organisational and Managerial Support
Ten of the 15 sites recruited families for the RCT, with five
sites recruiting 90% of all families (See Table 3). Sites that
were more successful were more likely to be led by an FFP
champion with strong networking and team-building skills,
who had secured support from a Consultant Psychiatrist. In
addition, FFP champions promoted interagency liaison amongst
AMHS, CAMHS, Tusla, and primary care services which, in
turn, facilitated recruitment, shared delivery, and learning. They
also engaged in regular awareness-raising and buy-in efforts
with management/colleagues to raise the profile of FT within
their organisation through, for instance, promoting FT successes
during multi-disciplinary team (MDT) meetings. They also
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FIGURE 1 | Study flow diagram from RCT to qualitative studies.

established a referral structure for FT and held regular FT peer
supervision meetings. Supervision was seen as important in
increasing clinician competence and sharing storeys of successful
outcomes for families helped to motivate clinicians in their

recruitment and delivery efforts. Moreover, clinicians in these
areas were given time to complete the training, engage in
recruitment and FT facilitation, and attend supervision. It should
be noted that sites that recruited more families were more likely
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to have joined the PRIMERA collaborative research programme
in 2018, which gave them more time to train suitable clinicians
and identify families, compared to other sites that only joined
in mid/late 2019 and only a few months before the onset of the
COVID-19 pandemic restrictions.

“Bringing them [AMHS, CAMHS, Tusla and primary care] all

together for supervision every five weeks. . . discussing cases of

dynamics and challenges. They also have the peer supervision and

support. . . The work was seen as important.” (Manager 5, AMHS,

Site 1)

“My consultant psychiatrists and my team are excellent–and

she hears that this work is done. And she’s delighted! But she’s one

TABLE 2 | Experiences of implementing Family Talk.

Themes Subthemes

Facilitators to

implementation

Organisational and managerial support

Structured approach of FT

Clinician skills and experience

Seeing the benefits of the programme

Role played by research/research team

Barriers to

implementation

Engaging and retaining families

– Family challenges

– Clinician and organisational barriers

– COVID-19 and research barriers

– Variation across sites

Delivery challenges

Sustainability of

FT/FFP in Ireland

Site continuity plans

FT fit with service remit and as part of FFP suite of

supports

Longer-term sustainability of FFP

FFP, Family-focused practise; FT, Family talk.

of the few psychiatrists who I’ve seen think systemically.” (Clinician

10, AMHS, Site1)

“More recent referrals have come from team members. . . that

probably has a lot to do with a few more of the talks from myself,

a team meeting generating referrals. . . one of the consultants in the

team was quite eager.” (Clinician 3, CAMHS, Site 1)

Structured Approach of FT
All clinicians/managers appreciated the structured, yet flexible,
approach that FT provided in working with families. They also
valued its evidence base and its manualised, no-cost, online
training. Most also highlighted the importance of the psycho-
education provided, and indicated that the skills they had gained
were transferrable, although some noted that additional face-to-
face training might be helpful for managing more complex cases.

“I thought the training was really good. I thought it was very

accessible. . . I see the children and the parents get a lot from it. . .

The checklist is really helpful. . . The structure is invaluable. It’s

really easy to evidence the work that I’m doing.” (Clinician 8,

AMHS, Site 2).

“The fact that it was free, it was online, it’s brief, that we

could do it ourselves, it didn’t require investment from the services–

all those things appealed to us.” (Manager 9, AMHS, Site 5)

“I do think given the complexity of cases, you do need to

modify, but the structure is there, and the structure is very

accessible to most people. And that’s one of the big strengths to it.”

(Clinician 14, AMHS, Site 1)

Clinician Skills and Experience
Clinicians with prior experience of working in both AMHS
and CAMHS were more committed to FFP implementation,
having observed at first hand the transgenerational effect on

TABLE 3 | Site characteristics.

Site Date joined study N family recruits % family withdrawals No. trained family talkers Interagency effort Service(s) involved

1 Mid 2018 39 33 16 Yes AMHS, CAMHS, PC, Tusla

2 Late 2018 15 19 5 No AMHS

3 Mid 2018 14 12 18 Yes CAMHS, AMHS, Tusla

4 Early 2019 13 17 10 Yes CAMHS, AMHS, PC

5 Mid 2018 10 7 5 No AMHS

6 Late 2019 2 2 1 No AMHS

7 Late 2019 2 0 8 Yes AMHS

8 Mid 2018 1 0 6 Yes AMHS, recovery college

9 Mid 2019 2 5 1 No Tusla

10 Late 2018 3 5 3 No CAMHS

11 Mid 2018 0 – 3 Yes AMHS, CAMHS

12 Late 2018 0 – 1 No Tusla

13 Late 2018 0 – 2 No Tusla

14 Late 2019 0 – 2 No Tusla

15 Early 2019 0 – 3 No AMHS

AMHS, adult mental health services; CAMHS, child and adolescent mental health services; PC, primary care.
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children when they became service users. In addition, cross
agency experience gave clinicians confidence and competency
in working with the whole family, and facilitated interagency
collaboration and co-delivery of FT, which considerably
enhanced family recruitment and the quality of programme
provision. Furthermore, most participants were social workers
and believed that their professional training equipped them to
be more persistent with family work when compared with other
disciplines on mental health teams; for instance, they felt more
competent in assessing family readiness for FT; establishing a
positive relationship with families before and during FT; and in
working with multiple family members.

“I spent time in both AMHS and CAMHS. You would see people

being referred and you would see there was an inter-generational

connection. What you often see is a history of parental mental

illness and how that’s impacted on them growing up.” (Clinician

29, AMHS, Site 1)

“What I liked about it was having the mum and dad and

the others all in the room together because while this may be new

for some clinicians, it’s not odd for the family, because that’s the

way they work as their every day.” (Manager 1, Primary Care,

Site 4)

“From my point of view, co-working works really well. The

adult mental health practitioners being involved is really important

because the children are very badly affected, so having this model

of working on those cases, I’ll be working with that going forward.”

(Clinician 11, Tusla, Site 1)

Seeing the Benefits of the Programme

Benefits to Families
An important and frequently reported implementation driver
for clinicians/managers, was the benefits they had witnessed in
approximately two thirds of the families with whom they were
working; these included: reduced worry and stigma, a greater
understanding of the impact of PMI on family members, a new
family narrative around the parents’ illness, and improved family
communication. Clinicians indicated that parents/partners were
typically surprised/upset by how much their children had been
affected by tense/volatile home situations, and had hidden
their worries and concerns to avoid burdening parents. For
children, having their reality acknowledged, was significant as
children were usually told nothing was wrong. As parents became
more cognisant of their children’s needs, family members were
motivated to reduce levels of anger/arguments, and to relate to
each other in more warm, caring and fun ways, thereby leading to
reduced stress and increased family well-being. Clinicians further
indicated that the improved family interactions/relationships
assisted the PMI’s personal and parental confidence and well-
being.

“I think parents being able for the first time to hear their kid’s

opinions, and that they have opinions on it, they do have questions,

and they’re not in the dark–that does have a positive impact.

Parents can become upset. I have had parents who cry in the

feedback session. They can’t believe they [children] knew what was

happening, but there is some motivating factor in that for recovery.

One parent I was working with for over a year had not shown a

massive shift, but whatever it was about hearing feedback from her

kids, and questions about her mental health, it seemed to motivate

her. It did make a difference to her recovery.” (Clinician 4, AMHS,

Site 3)

“Their life is totally different. The mum had a lot of guilt

and shame around her being a mental health patient. It was

the first time she talked to the girls and they talked about the

frustrations of mum not being available. She’s able to speak to both

the girls now. Mum is able to cook everyday when she couldn’t

before so life has become a lot more predictable, which is exactly

what they wanted–so hugely beneficial for them.” (Clinician 10,

AMHS, Site 1)

“For the kids themselves, just to be given that space to talk

and have their own voice heard is huge. . . Because the kids know

without maybe knowing what the words are for it, but they know

that there’s something going on in the household. . . Takes a huge

weight off their shoulders. . . In one family, both girls were actually

blaming themselves for mum’s illness because their aunt had told

them it was their fault that mum was having relapses.” (Clinician

1, CAMHS, Site 3)

“That was the best thing he [service user] had done he said

and because of the communication with his family, he’s doing

quite well again. He’s more aware of the need to communicate.”

(Clinician 15, AMHS, Site 1)

Benefits for Clinicians and the Wider Service
Most clinicians also believed that FTwas beneficial for themselves
and for their service. FT was reported to be enjoyable and
rewarding and had helped to allay long-held ethical concerns
about not addressing the needs of family members. In addition,
several clinicians noted that FT worked well as a stepping stone
for early identification of vulnerable families within their service,
could be easily added to treatment plans, and was useful in
signposting families to additional supports if required.

“It’s definitely a hugely beneficial piece of work. . . I could feel it

as a practitioner, and they could feel it as a family.” (Clinician 1,

CAMHS, Site 3)

“If you think about it, this intervention is almost social justice.

We’re doing what we believe is right in developing children’s rights.”

(Clinician 10, AMHS, Site 1)

“It was overall positive and really valuable work.” (Clinician

3, CAMHS, Site 3)

The Role Played by the Research/Research Team
Clinicians and managers indicated further that a significant
motivating factor for their involvement in FT training and
delivery—and another key implementation driver—was the fact
that the research was funded by the HSE (national health service
in Ireland) and involved a multi-site, national programme aimed
at addressing a major service gap in Ireland (i.e., developing FFP
for families with PMI). Participants also clearly appreciated the
wide range of advocacy and support activities undertaken by the
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research team to scaffold site buy-in, implementation, and family
engagement. These included: co-developing a complementary
online resource hub to assist clinicians in working with
families; co-producing brochures and posters to recruit families;
hosting/facilitating access to FFP workshops/masterclasses; co-
delivering presentations to site managers and MDTs; providing
regular updates by e-zines; and promoting the study through
local and national media to raise public and service awareness on
the topic (4). Thus, the early installation and implementation of
FT was a joint collaboration between the research team and site
stakeholders (4).

“What attracted it to us was the fact that it was supported by

research, it was multi-site, it was a broader ‘Think Family’ agenda

which appealed to us. . . The sense of being part of something

bigger. There was a support structure there and we wouldn’t have

done this in a systematic way unless we were part of the research

study.” (Manager 9, AMHS, Site 5)

“More recent referrals have come from team members, and

that has a lot to do with a few more of the talks by the research

team coming into the service.” (Clinician 3, CAMHS, Site 3)

“It was great to be part of the research. I feel it was a very

exciting time and you guys are doing such an incredible job. . . I

definitely intend to keep going. I would absolutely love to see it

more evolved in Ireland. I’m a big believer in it.” (Clinician 4,

AMHS, Site 3)

Theme 2: Barriers to Implementation
Engaging and Retaining Families
Engaging and retaining families was the primary challenge faced
by service providers, and was one which was exacerbated by
the COVID-19 restrictions. Clinicians indicated that three to
four families had to be approached for every one successfully
recruited, and in ten sites there were three or less families
recruited (Table 3). Overall, 16% (16/102) of referrals to the RCT
were withdrawn before randomisation due to their unsuitability
for FT (e.g., child protection issues, parent relapse, family crises).
Of the 56 families allocated to the intervention group, 6 did
not start FT and 5 disengaged after attending <3 sessions, with
53% attending all sessions [mean attendance was 4.4 sessions (Sd
1.2)]. Participants identified a range of barriers to engagement
and retention covering multiple family, clinician, organisational,
pandemic, research, and systemic/cultural levels.

Family Challenges
Clinicians indicated that for many parents–including those
who agreed to attend FT–mental health stigma and concerns
about involving their children, was a major concern and key
barrier to implementation. Many parents disagreed about what
should be discussed with their children, while concerns around
social worker involvement with their children, also inhibited
engagement. A small number of children in CAMHS also
were anxious about discussing the issue with their parents. In
addition, many of the cases on waitlists were complex (e.g., long-
term service users, socially disadvantaged) which may also have
affected engagement and retention. Thus, extensive preparatory

work by clinicians was needed to allay all of these concerns
and fears. Clinicians also reported that some families disengaged
before FT commenced/completed due to family crises (e.g., threat
of homelessness, job loss), relapse in mental health symptoms,
having other priorities or finding it too emotionally painful to
hear from their children about the impact of their illness on them.

“As much as we’re trying to reduce the stigma of mental illness. . .

It’s a massive thing still in Ireland. Especially I think for the

parents. I definitely think more open communication is essential in

families.” (Manager 3, AMHS, Site 2)

“I think it’s probably about five or six families that said no.

Their reason for saying no was, ‘don’t like social workers’. . . or fear

that I’m going to start doing a parent assessment and that someone

will be speaking to their child.” (Clinician 15, AMHS, Site 1)

“The family withdrew. . . Maybe it was the difficulty of having to

talk to her mum about how she was feeling about their relationship.

They disengaged with CAMHS. . . And then COVID hit and to be

honest, the crisis of the last couple of months. . . so that has been it.”

(Clinician 21, CAMHS, Site 4)

Other Barriers
All sites experienced a number of organisational barriers that
affected the engagement and retention of families, although
some struggled more than others. Resistance to FFP from
colleagues was reported as common due to: heavy workloads, staff
shortages/high turnover, ideological differences (e.g., perceiving
FFP to be outside their service remit), and feeling ill-equipped to
undertake family work due to the individualised, crisis-oriented
focus of their professional training. Other barriers included:
slow referral processes; difficulties in identifying PMIs; needing
to re-secure buy-in with new consultants who rotated on a 6-
monthly basis; and colleagues being supportive in theory but not
in practise as demonstrated, for example, by their unwillingness
to train in FT or to refer families, a tendency to discharge
suitable families without notice, and being risk adverse in
balancing service-user confidentiality/data protection concerns
with family needs.

“We’ve had locum six-month positions who are very good

psychiatrists, but then they’re gone. And they don’t have any weight

when they’re here for six months and they are very dismissible”

(Manager 8, CAMHS, Site 10)

“Some will say that’s not our job, it’s a luxury, it’s time

consuming. . .Most other disciplines are trained just to work

with an individual. So whereas we’re going into the messy family

life and that’s a very frightening thing for services and they’ll say

to you, ‘oh GDPR’. . . It’s very much a pushback, people aren’t

comfortable with it at all.” (Manager 4, CAMHS, Site 3)

“Health services are reactionary. They deal with crisis after

crisis. . . Which shows how slow we have been to look at preventive

intervention. . . The other reluctance around this is that if you start

looking at the psychological and social aspects of mental health,

that may potentially reveal the delusion of psychiatry and the

medical model.” (Manager 10, AMHS, Site 8)
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In addition, there was evidence in some sites that insufficient
effort may have been invested in recruiting families, which led
to some not engaging with FT. For instance, it was reported that
FT may have been poorly explained to families, or that parents
had been informed by “cold calling” rather than through the
building of a prior relationship with them. In addition, several
clinicians indicated that negative past experiences of mental
health/child protection services amongst some families, had led
to their disengagement. Furthermore, some families dropped
out following lengthy delays to FT delivery as a result of the
COVID-19 pandemic restrictions in Ireland, and particularly in
sites where mental health clinicians were redeployed to frontline
COVID-19 duties (46). While involvement in the research
promoted implementation and recruitment in some regards
(as discussed earlier), being involved in a time-limited RCT
also hindered recruitment to some degree. For instance, some
families did not wish to be in the control group or to complete
questionnaires. One site conducted FT with several families (n
= 7) but not as part of the RCT and, despite support from the
research team, struggled to communicate to families the value of
taking part in the research.

“The main challenge was recruitment. It’s because they [colleagues]

didn’t explain it properly to the parent.” (Clinician 31, CAMHS,

Site 3)

“We have been hugely affected by COVID. . . And after so

much work put into it [FT]. That’s been hugely challenging.”

(Manager 6, AMHS, Site 1)

“We had a certain amount of time to complete it because of

the [research] timelines so there’s that added pressure to find

families and get them seen. Once that is gone, it will be very good to

see this as an integral part of AMHS. I really hope that happens.”

(Clinician 12, AMHS, Site 1)

Variation Across Sites
Ten sites recruited three or fewer families, only one of which (site
11) withdrew from the research; they did so because clinicians
did not see FT as being a fit with the type of systemic family
work which they wanted to undertake. The remaining nine
sites were all characterised by limited resources (e.g., few FT
clinicians with little dedicated time), ideological differences, lack
of a champion or practical support from colleagues, and/or lack
of organisational readiness to engage families due to joining
the study later in its lifetime and especially with the onset of
the COVID-19 restrictions. Furthermore, eight of the ten sites
had little history of interagency work, which possibly impeded
recruitment. Notably, those sites in which child protection
services collaborated with AMHS and CAMHS were more
successful in engaging families than those who attempted to
deliver FT without such interagency support; the latter struggled
with clinician buy-in and family recruitment. Child protection
practitioners/service providers in Ireland are typically not trained
in mental health, and without interagency support, they may
have felt less equipped to undertake family-focusedmental health

practise. In addition, given their limited resources and crisis-
oriented focus, they may not have considered families with PMI
to meet their criteria/threshold of a child being at risk.

“I felt a bit overwhelmed. . . I was the only one that took on

the Family Talk intervention even though I spent a lot of time

advocating for it. . . If I was rolling out Family Talk maybe in six-

or seven-months’ time, I think I would have had more space and

the team would have gotten to know me better and trusted me with

some of the families to see what social work can do. Within the

team, the role of social work was a very basic view of the role of

social work [e.g., form filling and applying for benefits/services

rather than engaging families in interventions].” (Clinician 26,

AMHS, Site 7)

“Mum has mental health problems, a lot of trauma from her

background. . . The family would really benefit from it [FT]. But

Tusla said, no, it doesn’t meet our threshold as Dad’s a protective

parent.” (Clinician 28, Tusla, Site 13)

Delivery Challenges
A small number of clinicians indicated that the family meeting,
in particular, was stressful, due to the emotional content being
shared, and the requirement to support parents and children
spanning a broad age range.

“What I found difficult was the family meetings, you were sitting

with mum, a 16-year-old, an 11-year-old and a six-year-old in the

room. You speak differently. . . You’re still getting the essence across,

but you’re not being as frank about certain issues, or you’re making

it more child friendly because a child is there.” (Clinician 4, AMHS,

Site 3)

Fidelity to FT protocols was also a challenge, with frequent
delays/disruptions due to the COVID-19 restrictions. In a
small number of cases, clinicians adapted FT using online
platforms, which facilitated individual parent and older teen
sessions, but was not considered suitable for younger children
or family sessions, and therefore completion of FT was delayed.
In addition, for families with more complex needs, one third
of clinicians indicated that they provided additional parent,
child and family sessions beyond the 7-session model, and
referred families to further services (e.g., individual/relationship
counselling, family supports). As FT was frequently the first
(and perhaps only) time parents and children spoke about living
with PMI, parents/partners were often angry/upset during initial
sessions, while some service users needed time to adjust to not
being the sole focus of care. Child meetings were also extended
(if time permitted) when complex issues or concerns were raised.

“Due to the pandemic, I was unable to recommence Family Talk.

It was impossible to start the individual meetings again and it

just didn’t flow straight into the family meeting. Otherwise, I feel

the Family Talk would have been very successful.” (Clinician 7,

AMHS, Site 2)

“A couple of families had a lot of issues, and they needed

time–one session with the kids wasn’t going to be enough. . . And
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they needed follow-on supports that I was able to refer them to.”

(Clinician 11, CAMHS, Area 3)

Theme 3: Sustainability of FT/FFP in Ireland
Site Continuity Plans
Despite the disruptive long-run impact of COVID-19 (e.g.,
increased waitlists), six sites have continued to deliver FT beyond
the research programme, while the remaining areas hope to use
its principles in practise, subject to resource limitations. The top
five recruiting sites (Table 3) appear best placed to sustain FT
as managers/clinicians have: (1) introduced practise guidelines
for engaging families to FT as part of routine service provision
(e.g., during initial patient assessments); (2) promoted FT using
service-user feedback; (3) encouraged new staff/colleagues to
train in FT; (4) continued to deliver FT to families; and (5) held
regular FT peer supervision.

“We have continued receiving referrals for Family Talk and are

continuing to deliver it to families. I am delighted that staff want

it to become embedded in practice and our peer supervision group

has become an established forum.” (Manager 6, AMHS, Site 1)

“We still continue here in CAMHS. I still fly the Family Talk

flag as much as I can.” (Manager 4, CAMHS, Site 3)

“We are going to continue using it in CAMHS. I think it’s a

very useful service. But definitely the challenge is the recruitment.”

(Clinician 21, CAMHS, Site 4)

“I still use it. I use it in everyday work now.” (Manager 10,

AMHS, Site 8)

“The intervention is really great so it’s definitely something

that we’re going to continue to do with families. It should have been

here a long time ago.” (Clinician 29, AMHS, Site 5)

FT “Fit” With Service Remit and as Part of FFP Suite

of Supports
A key sustainability issue concerned the perceived “fit” of FT
with service remit; while many stakeholders expected AMHS
to be the most natural fit for FT–and with CAMHS/Tusla
perceived as being more proficient at family work–success in
implementing FT appeared to be mediated more by local site
resources, organisational culture and the availability of a strong
champion. A small number of CAMHS clinicians within one
site viewed FT as a mid-level intervention which was not
sufficient for complex cases while CAMHS clinicians in other
areas, working with equally complex cases, believed FT was
appropriate. In addition, four AMHS and CAMHS clinicians
believed that while FT principles would inform their future
practise, the FT intervention would be better delivered at primary
care level, given their lower threshold for access (i.e., mild to
moderate mental health presentations). Conversely, a clinician
working in primary care psychology indicated considerable
recruitment challenges due to a lack of willingness among parents
with moderate anxiety/depression to acknowledge the impact
of their difficulties on their children. This participant indicated
that recruitment should be easier in AMHS where patients

generally have a more defined diagnosis. Therefore, while
FT was successfully delivered in all types of service—AMHS,
CAMHS, Primary Care, Tusla—thereby reflecting a “no wrong
door” approach to service provision (25), all sites experienced
considerable implementation challenges, and many participants
felt that siloed service provision had undermined their capacity
to properly support families. The child protection agency, Tusla,
in particular, experienced the most implementation difficulties,
most likely due to families’ fear of social services, although
interagency collaboration was shown in this study to support
their involvement.

“I expected CAMHS to be very family focused. I’ve been really

surprised that it had, like adults, become very much focused on the

child is the problem and you fix the child. And you don’t look at

anything else.” (Manager 4, CAMHS, Site 3)

“I think for us to use it to inform our practise but as a package, it

probably would work better as a prevention piece on the primary

care level.” (Manager 7, AMHS, Site 2)

“This is the problem when you fragment service, and they’re

not integrated. Tusla is a separate agency. Adult and CAMHS are

very separate. This shouldn’t be. Because children, come out of one

family yet the family might be attending three or four different

services, which is part of the problem.” (Manager 6, AMHS, Site 1)

Given the complexity of some family cases, it was advised that
sustainability of FFP in the RoI would be enhanced if FT was
implemented as part of a suite of lower and higher intensity
interventions. As indicated, clinicians felt the need to deliver
extra sessions to several families, and frequently referred to
follow-on services/supports, including individual and couple
counselling, family and youth services, parent programmes,
men’s groups, and dialectical behaviour therapy. It should be
noted that 76% of families in the RCTwere socially disadvantaged
and therefore presented with a high level of need.

“Some families probably need longer intervention. . . And then

when the parent can’t overcome stigma or family members are

resistant, maybe something lower key in just talking with the parent

might help also. But FT has been great for the families that come to

it.” (Manager 1, Primary care, Site 4)

Longer-Term Sustainability of FFP in Ireland:

Systemic Barriers and Roadmap
For longer-term sustainability of FFP in Ireland beyond a small
number of committed sites, all participants indicated that FFP
is unlikely to flourish within the current medical, individualised,
siloed, under-funded, crisis-oriented model of mental health
care in Ireland which was perceived as encouraging services to
believe it is not their core business to support families with PMI.
Other systemic barriers noted by decision makers include a lack
of data and accountability of how HSE funding is spent, and
initiatives typically being introduced in an ad hoc manner with
little infrastructural support.

All participants highlighted the need for a multi-level, public
health approach to raise service and public awareness on
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FIGURE 2 | Multi-level approach to embed FFP.

PMI, including: introducing a national “think family” policy
initiative/practise guidelines; providing dedicated funding for
FFP, and mental health services more generally; launching
media campaigns to reduce mental health stigma; addressing
systemic/interagency barriers to change (e.g., including FFP
within professional training across disciplines, auditing parenting
status, and allowing time for FFP within, and across mental
health services). In addition, change agents (champions) need
access to senior management to effect change at frontline,
operational, and strategic levels. Given the movement of
personnel within the HSE, multiple FFP positions are needed to
ensure sustainable practise (see Figure 2).

Interestingly, while all participants agreed that FFP was
long overdue in the RoI, there was little consensus on the
effectiveness of legislating/mandating FFP or the benefits of
introducing standards which may, in practise, be reduced to a
meaningless tick-box exercise with little benefits for families or
clinical practise. Rather, participants emphasised the benefits of
providing training in FFP, such as FT, and having managerial
support to deliver FFP to families.

“I think if you make this kind of thing mandatory or legislative, it

adds a little bit to the scary factor, both for families and us working

with them. . . I think a better investment is to train clinicians in

it [FFP/FT] and then support them to do it, allow them time. But

you need to move beyond the individual, medical model for that.”

(Manager 1, Primary Care, Site 4)

DISCUSSION

Service providers highlighted a number of benefits for the
majority of families, while several key facilitators and barriers
to implementation and sustainability were also identified. The
benefits noted here corroborate those reported by a sample of
family members (n = 45 from 23 families) who participated in
a second qualitative study which is reported in a companion
paper (ref withheld for purposes of anonymous review). The
findings are also consistent with those of studies of clinicians and
families who experienced delivering/attending FT in psychiatric
settings in Sweden (30, 47). Perceived benefits for families in
this study included: feeling heard and validated, reduced worry
and stigma, a greater understanding of mental illness; improved
parental confidence; and better family communication. Benefits
were reported across different mental health settings (e.g.,
AMHS/CAMHS) and types of mental disorders and highlighted
that FT was capable of being implemented in a country without a
“think family” policy or dedicated FFP funding infrastructure.

Within the current study, clinicians/managers identified a
number of facilitators and barriers to implementation, which
build upon those identified in (the few) previous qualitative
studies of FT delivery (28–32, 47), and which should help to
inform the future implementation of FT/FFPs across countries.
These might also usefully be tested as mediators/moderators
within controlled trials. Five of the 15 sites recruited 90% of
families (Table 3) and participants from these sites provided
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important insights into key facilitators. These included: the
availability and drive of an FFP champion with managerial
support; promoting interagency collaboration among AMHS,
CAMHS, primary care, and child protection services in the
area; engaging in regular awareness-raising and buy-in efforts
with management/colleagues (e.g., FT on weekly MDT agenda
and offered as part of care plan during initial assessments);
encouraging clinicians to participate in FT training; setting
up referral and supervision structures, and allowing clinicians
sufficient time to engage in FT promotion, recruitment, and
delivery activities. The use of multiple modes of recruitment (e.g.,
brochures, in-person invitations, phone-calls) also appeared to be
linked to better family engagement. These findings are important
in reinforcing the enablers of successful FFP implementation
identified elsewhere, including building community capacity
and interagency collaboration (5, 19), as well as targeting
management, organisational policy, and professionals’ attitudes,
skills, and knowledge (5).

Another key facilitator to implementation was the structured,
manualised approach of the intervention, and its freely available
online training, which greatly increased its accessibility for
busy professionals working across different geographical areas.
Nevertheless, some clinicians indicated that they would have
welcomed supplementary face-to-face training with international
FT trainers, and would have liked the online training to
show clinicians working with more complex cases (e.g., lone
parenting/social disadvantage) and across a range of mental
disorders. It should be noted that while clinicians in this
study did not receive the 2-day, face-to-face FT training, they
were required to undertake the online ‘Keeping Families and
Children in Mind’ training to familiarise themselves in FFP
prior to the FT training. They were also invited to several no-
cost FFP masterclass/workshop events organised by the research
team, whilst an online resource hub was also co-developed to
supplement FT training in Ireland (e.g., providing resources on
how to work with children, how to engage families) (4).

The level of clinician skill was another important enabler,
including their capacity to engage parents in the initial phase,
build a partnership with families, and develop a shared, strengths-
based, family narrative (27). Most participants in this study
linked their confidence and competency in FT delivery to
their professional training in systemic approaches (e.g., social
workers), and having previously worked within AMHS, CAMHS
and child protection settings. Thus, the whole-family approach
of FT dovetailed well with their attitudes and experience.
Clinicians’ self-efficacy beliefs have been indicated elsewhere
as a key predictor of provider willingness to conduct FFP
(48), and as such, addresses the “not mine, not trained, too
busy, too risky” mindset that is a common barrier to FFP
implementation (49). It is interesting to note that families in our
companion study also highlighted the importance of clinician
experience/competence and a non-judgemental and hopeful
attitude, both of which were seen as helping to reduce stigma and
promote family engagement.

A significant barrier to implementation across all sites related
to difficulties in engaging families to take part in FT. Likewise,
two other FT studies have also noted high refusal rates of up to

60% (13, 47). Clinicians indicated that barriers to engagement
presented at family, clinician and organisational levels. Largely
similar to FFP barriers noted elsewhere, family barriers included
mental health stigma, parental fear and ambivalence about
involving children, and families’ complex presentations (i.e., PMI
is only one of several presenting issues). Clinician/organisational
barriers included limited resources/priority given to FFP;
ideological differences; fragmented services; no champion to
drive implementation; and/or little practical support from
colleagues (3, 5, 24, 50). Interestingly, in our companion study of
family experiences, several children reported that they were not
informed about the purpose of FT and would have appreciated
meeting the clinician before commencing sessions. Moreover,
it appears that some families may have been approached
before they were ready to engage (e.g., symptoms elevated, in
denial/unaware of impact of their illness on children). These
recruitment difficulties suggest that clinicians may further benefit
from the development of FT/FFP training videos/protocols to
promote effective engagement strategies and address potential
barriers to participation and retention. For instance, addressing
issues of stigma, readiness, consent, and confidentiality during
the recruitment process and including quotes/videos from
previous FT attendees, may help to improve engagement (50).
In addition, a child-friendly recruitment approach that uses
age-appropriate marketing literature and involved a meet-and-
greet session with the facilitating clinician, might help to address
children’s concerns about attending. Similar protocols might
also be usefully developed to promote organisational/clinician
commitment to FT/FFP implementation, including, for instance,
putting FFP on the weekly agenda and in careplans, discussing
ideological concerns (e.g., confidentiality, data protection, service
remit), gaining collegial support, and securing dedicated time
to undertake FFP. It is important to note that several sites
were gaining momentum in recruitment just as the COVID-
19 emergency was starting and, for the same reason, those sites
which joined the study at a later date, did not have an opportunity
to engage families as they had intended (Table 3).

Clinicians identified some pressure points when delivering FT.
A small number found that facilitating the family sessions was
particularly intense (and occasionally volatile) given the range
of perspectives and developmental stages of family members.
Therefore, it might be useful if the online FT training provided
advice on how to tailor the discussion when children of different
ages (e.g., 6 vs. 16 year-old) are present. Secondly, most families
indicated that they would have liked more child, family and
follow-up sessions whereas one third of clinicians indicated
that, for complex cases, they had already provided additional
sessions beyond the 7-session model and had referred families
to further services. The families’ perspective most likely reflects
their level of need (e.g., 76% were socially disadvantaged), as
well as the general unavailability ofmental health/family supports
in the community, whereas the clinicians’ perspective reflects
working within a context of limited service resources for FFP.
Most previous studies of FT have not mentioned the need for
additional sessions or follow-on supports, but this may be due
to their participants being largely middle class and relatively
high functioning (12–14, 51, 52). There is evidence from two

Frontiers in Psychiatry | www.frontiersin.org 12 November 2021 | Volume 12 | Article 78316160

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Furlong et al. Implementing Family Talk in Ireland

qualitative studies of FT that some parents with low-functioning
psychosis and Borderline Personality Disorder may struggle to
understand the impact of their illness on their children, and may
require additional supports (31, 47). These supports may include
extra psycho-educational sessions and/or complementary groups
for patients and children, in order to share experiences and
learn about their mental illness and its impact on their
children (47).

The sustainability of FFP in Ireland was a recurring concern
for all participants. Reassuringly, six sites have continued
delivering FT beyond the research programme and have
established structures to enhance its sustainability, such as
integrating FT into organisational procedures and care plans,
and providing continued supervision and training of new FT
personnel. Therefore, these sites have moved beyond Fixsen’s
stage of initial implementation, and particularly Site 1, but
they have not yet reached full implementation as sustainability
is still vulnerable to champions leaving the service (18). The
remaining eight sites indicated that they will either: (1) use the
FT principles in practise (e.g., “think family” when working with
a service user) but not deliver the whole intervention; or (2)
deliver FT as individual clinicians, but without receiving much
practical support from management/colleagues. Therefore, all
sites indicated that implementation of FT has enhanced a “think
family” mindset but there is significant variation in terms of
embeddedness (18).

These sustainability concerns raise questions about the
perceived fit of FT with organisational remit and capacity.
In many ways, given the individualised model of care in
AMHS/CAMHS, it was a significant paradigm shift for these
services to deliver a whole-family intervention, such as FT.
While service providers appreciated the benefits gained from the
whole-family model, there were nevertheless indications that FT
should be implemented as part of a flexible suite of lower and
higher intensity interventions, as recommended by international
experts in the field (53). Higher intensity interventions may
be more suitable for families presenting with complex needs,
while lower intensity interventions may appeal to organisations
with limited resources/individualisedmodel of care and/or where
families have less need or parents are unwilling to involve
their children in services. In some jurisdictions, the two-session,
parent-only, “Let’s talk about the children” (LT) intervention
has been implemented in AMHS settings and has been shown
to increase understanding of PMI (13). Nevertheless, in our
companion study of family experiences, we found that FT allowed
children (and partners) to reveal burdens and concerns that
would likely have remained concealed with an intervention
that only involved interacting with the service-user parent.
Furthermore, two head-to-head RCTs of LT and FT found
the latter to be more effective in reducing child emotional
symptoms and improving the parent–child relationship (12, 13).
Therefore, further dialogue is required on whether mental health
services should adapt their remit to become less individualised,
and more family-focused, and/or whether only lower intensity
interventions should be implemented so as to fit in with current
service constraints.

Another key sustainability issue is identifying the type of
service that is best placed to deliver FT/FFP. While AMHS may
appear the most natural fit (given that parents have a diagnosis],
our results demonstrate that CAMHS, primary care, and child
protection services can effectively deliver FT, thereby reflecting a
“no wrong door” approach to FFP provision. Mediating factors
in the current study were less related to type of service than
to the availability of a champion and local site resources as
well as organisational culture, and interagency collaboration. In
Australia, where a range of FFP supports have been established
for over 20 years, AMHS and primary care are the most common
provider settings (24), but in general, there is a consensus that
FFP is the responsibility of all services, whether adult- or child-
focused (54).

STRENGTHS AND LIMITATIONS

This study is just the second qualitative analysis of practitioner
experiences of implementing FT, and the first conducted within
the context of an RCT and national programme to introduce FFP
for families with PMI across AMHS, CAMHS, primary care and
child protection settings (in Ireland). A large and diverse sample
of stakeholders (n = 41) was interviewed including clinicians
and managers across a number of sites, including those that
struggled with recruitment. The findings identified a number of
barriers and facilitators to implementation and mirror the family
experiences of FT reported here in our companion paper.

Limitations include the generalisability of the findings
across different cultural contexts and settings. Unlike other
jurisdictions where FT was longer established and/or there was
prior legislation/FFP practise standards, FT was implemented
in Ireland as a catalyst for a paradigm change in mental
health provision for families with PMI. In addition, most
sites involved AMHS or CAMHS staff so caution is advised,
therefore, in generalising to other mental health/family support
settings. Furthermore, most of the clinicians/managers were
social workers and 80% had previous experience in working
within AMHS, CAMHS and/or child protection settings, thereby
potentially limiting generalisability to other disciplines and those
without cross-agency experience. Importantly, there was some
evidence that FT implementation (e.g., site buy in) had taken
place because it was the focus of a national research programme
funded by the HSE in Ireland. While some clinicians indicated
that the RCT timeline also impeded recruitment, all RCTs are
time-limited which means that some families were not ready to
participate within the timeframe of the study or they did not
wish to be part of the control group. Lastly, this is the first
study of FT to be undertaken, in part, during a global pandemic.
The COVID-19 lockdown restrictions halted recruitment, and
seriously affected programme delivery and fidelity which led,
in turn, to some family disengagement from services. Service
providers were also interviewed during the height of the
pandemic restrictions, whichmay have affected their perspectives
given the impact of the pandemic on mental health in the general
population (55, 56).
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RECOMMENDATIONS FOR PRACTISE,
POLICY AND RESEARCH

Benefits were reported for approximately two thirds of
families across different diagnoses and mental health settings
(AMHS/CAMHS/primary care/child protection), thereby
reflecting a “no wrong door” approach to identifying and
supporting families. Key implementation facilitators included:
acquiring managerial and organisational support through
awareness-raising and buy-in activities; building clinician skill
in systemic practise; establishing interagency collaboration
across AMHS, CAMHS and primary care; setting up referral
and supervision structures, and allowing clinicians sufficient
time to engage in FT promotion, recruitment and delivery
activities. Recruitment difficulties may be targeted by addressing
issues of stigma, readiness, consent and confidentiality during
the initial engagement process with families and including
quotes/videos from previous FT attendees (50). In addition,
children’s concerns about attending FT may be allayed by using
age-appropriate marketing literature and setting up an initial
meet-and-greet session with the facilitating clinician before
the FT sessions begin. Organisational/clinician commitment
to FT/FFP implementation may be enhanced by: putting FFP
on the weekly agenda and in careplans, discussing ideological
concerns (e.g., confidentiality, data protection, service remit),
and securing dedicated time to undertake FFP. In some cases, it
may be necessary to signpost families presenting with multiple
disadvantage to additional supports following FT. Lastly, where
it is difficult to secure organisational support to undertake family
work such as FT, it is still important for practitioners to refer
relevant families (parents and children) to online resources
such as Emerging Minds1 and to family supports/services in
the community.

The longer-term sustainability of FFP in Ireland, and
elsewhere, requires a multi-level public-health response to
address enduring political, cultural, organisational, and family
barriers to change. Such a response would include: “think family”
policy/practise standards; dedicated funding for FFP; managerial
support to implement FFP; initiatives to reduce mental health
stigma and recruitment barriers; and a continuum of FFP to
broaden its capacity to identify families (Figure 2). “Think
Family” policy/practise standards include: mandatory auditing of
the parenting status of adult mental health users, balancing the
priority given to patient confidentiality with unmet family needs,
increased collaboration between traditionally segregated AMHS
and CAMHS services, and equipping clinicians with time and
resources to undertake FFP (5, 33).

Although FT has been implemented in many countries, this is
only the second qualitative analysis of practitioner experiences
in implementing the programme. Therefore, further qualitative
research of practitioner (and family) experiences is required
across different cultural/policy contexts, disciplines and settings.
Further research is also needed to identify measures and/or
supports that might increase family engagement, including, for
example, developing and evaluating training videos that teach

1Emerging Minds website–https://emergingminds.com.au/.

recruitment strategies. In addition, the facilitators and barriers
to implementation identified in this study (and other qualitative
analyses) could be tested as moderator/mediator variables in
quantitative research.

CONCLUSION

In order to develop FT, and more broadly FFP, beyond a small
number of committed sites, its longer-term sustainability in
Ireland (and elsewhere) requires a careful assessment of the
perceived fit of interventions with organisational remit and
capacity, and the development of a multi-level public-health
response to address enduring political, cultural, organisational,
and family barriers to change (Figure 2). While little is known to
date about which specific factors are most effective in promoting
FFP, it is likely that change across all levels is required as
legislation/standards, or FFP training on their own, are not
sufficient (18, 25, 57).
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Working collaboratively and openly together with stakeholders has become a common

phenomenon in research. While previous studies have gathered a clear picture on

researchers’ attitudes, motivations, and barriers for actively involving stakeholders in

transdisciplinary research, the stakeholder perspective is yet unknown. Therefore, this

paper sets out to identify how stakeholders perceive transdisciplinary collaborations

with researchers. This paper in particular reveals the enablers and barriers for such

collaborations from the viewpoint of stakeholders. To do so, we look at how stakeholders,

who were actively involved in the governance structure of two “children with mentally

ill parents” research groups in Austria, perceived their collaboration with researchers.

We used a mixed-method, quantitative-qualitative design. We conducted an online

survey and interviews with the members of the advisory board and competence group.

These stakeholders reported great satisfaction with the transdisciplinary collaboration

and emphasized the value of different expertise. As the most important enablers

for successful, transdisciplinary collaboration stakeholders emphasized researchers’

open-mindedness toward new perspectives and approaches, flexibility to adapt to

the research process along the way, and creativity dealing with diverse backgrounds

and skills. Stakeholders further underlined the importance of a person facilitating the

collaboration process between researchers and stakeholders to resolve any tensions

and insecurities. Concluding, researchers’ attitudes, and in particular their understanding

of the value of stakeholder involvement in research are key enablers for successful

transdisciplinary research collaborations.

Keywords: transdisciplinary collaboration, patient and public involvement, stakeholder engagement, open

innovation, children of parents with a mental illness (COPMI), mixed-methods design, transdisciplinary research

teams

INTRODUCTION

The prevalence of children who live with a parent having a mental illness (COPMI) is about
25% worldwide (1–4). These children are at increased risk of long-term difficulties due to genetic,
individual, family, and environmental risk factors (1, 5–8). Specific interventions related to family,
social support and community have been shown to make a difference to the selected target
groups (children, parents) and settings [psychiatry, community; (9–13)]. Research identified several
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external factors, governing service practices and the context
itself as enablers for a successful implementation of COPMI
interventions and services (14–17). Specifically regarding the
context, professional influences (i.e., formal and informal norms,
rules, policies, standards guiding the professionalization of
individuals involved in the implementation) and the social
climate (i.e., beliefs, values, customs and practices of the
larger community, the system within which the intervention is
embedded) are essential. For example, Zeichmeister-Koss et al.
(18) recently analyzed the situational context and services of
COPMI in the pilot region Tyrol in Austria. The authors found a
lack of support processes and standards to meet children’s needs
and highlighted the gap between research and practice in the
Austrian COPMI field.

This gap is not specific to the COPMI field. It generally
points to a problem of inter- and transdisciplinary collaborations
between researchers, stakeholders, and service user groups [e.g.,
patients, children and their families; (19)]. Interdisciplinary
and transdisciplinary research performance and evaluation
are both generative processes of harvesting, capitalizing, and
leveraging multiple expertise (20). Here, we distinguish between
interdisciplinary research as collaboration between different
research disciplines, and transdisciplinary research as work
between different research disciplines and stakeholders, such as
practitioners, clinicians, patients, people with lived experience in
mental illness and health, and family members.

In this article, we now describe and reflect how stakeholders
perceive transdisciplinary collaborations with researchers. We
analyze the enablers and barriers for such collaborations from the
viewpoint of stakeholders. To do so, we look at how stakeholders
who were actively involved in the governance structure of two
COPMI research groups in Austria perceived their collaboration
with researchers.

Perceptions of Transdisciplinary
Collaboration
Working collaboratively and openly together with stakeholders
across transdisciplinary boundaries has become a common
phenomenon in research (21). In the last few years, the
importance of involving patients and other stakeholders in
health-related research has steadily been growing in the UK (22)
as well as worldwide (23–25). Patient and public involvement
(PPI) refers to meaningful and active involvement of patients
and members of the public in research activities and processes.
Consequently, research is carried out “with” or “by” members
of the public rather than “to”, “about”, or “for” them (22, 26).
“By involving patients in their research, researchers learn from
other people’s experience, which then changes their own thinking,
values, choices, and actions. This leads to the commonly reported
outcomes of involvement—improved research design, delivery,
and dissemination—and over time, the wider impacts of a
changed research culture and agenda (27).” Public involvement
in health-related research has shown that patients and members
of the public are indeed able to successfully contribute to specific
research problems as well as able to find innovative solutions,
for example, via setting research priorities (28), co-producing

knowledge (29, 30) or via shaping health care services (31). In
line with this, several systematic reviews (32–36) have reported
that stakeholder involvement makes a difference to the people
affected. However, this type of involvement is also criticized of
being weak and anecdotal. Criticism has particularly focused on
the lack of empirical data to evaluate impact, the insufficient
attention that is paid to the context in which involvement
takes place, and the way involvement is actually lived (37).
To counteract this criticism and ultimately to avoid tokenistic
involvement of stakeholders in research, it is therefore crucial to
determine “why” and “who” should be involved at all in research
and to acknowledge the experiential knowledge that stakeholders
bring to the table. In doing so, active involvement of stakeholders
in research may ultimately maximize the opportunities of
learning, increase the likelihood of impact, and help to achieve
the goal of improved services to the affected community (38).

How researchers perceive transdisciplinary research by
involving patients and the public has already been well-
studied. Several studies have analyzed researchers’ attitudes and
motivations for working transdisciplinary with stakeholders.
While researchers highlighted the potential benefits of involving
the public, they yet expressed strong ambivalence regarding the
exact purpose and value of patient and public involvement (19,
39, 40). Furthermore, a few studies have also assessed researchers’
viewpoints regarding the barriers that hinder transdisciplinary
stakeholder involvement. These studies identified a mix of
barriers; particularly, lack of funding, time, and skills, finding
the “right” people, organizational and policy barriers, research
fatigue, group dynamics (41, 42), researchers’ negative attitudes
toward PPI (43) and personality characteristics (44). In
a recent systematic review of reviews, Ocloo et al. (45)
summarized various enablers and barriers of PPI in health
and social research from the viewpoint of researchers. These
were personal/individual factors, patient/relative involvement
and attitudes, health professional relationships with patients,
clarity of roles and expectations, knowledge, information and
communication, financial compensation and resources, training,
general support, power dynamics and organizational constraints,
recruitment, and community approach.

How patients and the public perceive transdisciplinary
collaboration with researchers is, however, unclear. Thus far,
there exists no study analyzing how stakeholders involved in
health research view their involvement in research. Therefore,
this paper sets out to identify how stakeholders perceive
transdisciplinary collaborations with researchers. We are
hereby in particular interested in exploring the enablers and
barriers of transdisciplinary research collaboration from a
stakeholder perspective.

Our Transdisciplinary Collaboration
Approach in the Copmi Field
In a first step, the Ludwig Boltzmann Gesellschaft (LBG)
launched the crowdsourcing project “Tell Us! What Questions
about Mental Illness Should Science Take Up?” (46). The
entire health care community in Austria (i.e., patients, family
members, and health care professionals) was invited to submit
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research questions for the field of mental health. After analyzing
and thematically collating 400 high-quality submissions, 17
topics were distilled. Out of these 17 topics, a focus on
“children of mentally ill parents” (COPMI) emerged as the top
research priority. Based on this outcome, 136 PhD students
and post-doctoral researchers were invited to an “Ideas Lab”:
29 researchers participated in an “Ideas Lab on COPMI” (47).
Two people with lived experience were invited to the Ideas Lab
to share their experience as children of mentally ill parents,
and to ultimately inspire researchers for future research. As
an outcome of the Ideas Lab, two research groups “DOT—
The Open Door” (48) and “Village—How to Raise a Village to
Raise a Child” (49) were established. “DOT” focuses on early
adolescents making the difficult leap from primary to secondary
school and how supportive relationships between peers help
children stay mentally and physically healthy. “Village” aims to
strengthen formal and informal support structures around the
child through enhancing their village of collaborative care. A
relationship manager supported the research groups to establish
community and stakeholder interactions, foster patient and
public involvement activities, and to accompany them over the
4-year funding period (in total six million Euro).

To ensure transdisciplinary collaboration with stakeholders,
the LBG introduced a novel governance structure for the two
research groups. Two advisory groups and a competence group
consisting of COPMI stakeholders were established for the
two research groups. The advisory board each consisted of
three scientific experts from different fields (e.g., psychiatry,
psychology, implementation science, linguistics, gamification),
two adults who lived with a parent with mental illness in their
childhood, and an open innovation expert. The advisory boards
discussed the research groups’ achievements as well as their
outlook for the future. In total, the advisory board met six times
over the period of 4 years. Due to the COVID-19 pandemic,
half of the meetings were held online in 2020 and 2021 via
the Zoom video conferencing platform. The competence group
consisted of five people (20–30 years old) who lived with a
parent with mental illness in their childhood and had various
professional backgrounds (e.g., in social work, art, public health,
education). The competence group received an honorarium for
their contributions and met on average 10 times a year to advice
on the research groups’ project design, methods, results, and
dissemination strategies. The meetings were shifted online in
2020 and 2021 due to the COVID-19 pandemic.

Aim of This Study
In this study, we analyze how stakeholders who were involved
as advisory board or competence groups members in the two
research groups “DOT—The Open Door” and “Village—
How to Raise the Village to Raise the Child” perceive
transdisciplinary collaborations with researchers. We are
interested in stakeholder views since their perspective on
transdisciplinary collaboration has been neglected in health-
related research thus far. Furthermore, we identify enablers and
barriers for transdisciplinary collaborations between researchers
and stakeholders. Therefore, this study sets out to answer
the following two research questions: How do stakeholders

perceive transdisciplinary collaboration with researchers? What
are the enablers and barriers for successful, transdisciplinary
research collaborations?

METHODS

To answer the two research questions, we used a mixed-methods,
quantitative-qualitative design. First, all advisory board and
competence group members were asked to fill in a questionnaire.
This first step aimed to reveal the stakeholders’ general
perceptions of transdisciplinary collaboration. In a subsequent
step, we wanted to gain more in-depth insights, thoughts, and
reasons of the stakeholders involved in research. Therefore, we
conducted semi-structured interviews with purposefully selected
advisory board and competence group members.

Survey
Participants
All 13 advisory board members (thereof three males) and all six
competence group members (all females) of the two research
groups “DOT—The Open Door” and “Village—How to Raise the
Village to Raise the Child” were invited to fill in an online survey.

Procedure
The questionnaire was designed with the online survey tool
Unipark R© (Tivian). An anonymously link to the survey was sent
to the members via a personalized email explaining the objective
and rationale of the study and asking them to complete a 7-
min-long survey. The survey link was open for 6 weeks from
April 8 to May 18, 2021. Various reminders were sent via email
throughout the 6 weeks. Responses to the survey were then
quantitatively analyzed.

Measures
After agreeing to the informed consent, respondents were asked
a range of closed-ended questions and one open-ended question.
Questions addressed the following themes: the general setup of
the meetings (e.g., frequency, preparation material), the structure
of the advisory and competence groups (e.g., different expertise),
the quality of involvement (e.g., atmosphere, contributions),
and the collaboration with researchers. To measure each theme
thoroughly, two to six statements were formulated for each
theme and respondents were asked to indicate their agreement
with each statement along a 5-point Likert scale (1 = do not
agree at all −5 = fully agree). Respondents were also asked
about their overall satisfaction with the structure of the advisory
boards and competence groups and the development of the
research group (5-point Likert scale: 1 = not at all satisfied −5
= fully satisfied). Respondents were also asked in how far they
would recommend others to participate in such advisory boards
and competence groups (5-point Likert scale: 1 = not at all
recommended −5 = very much recommended). Lastly, in an
open-ended question, respondents were asked about their overall
impression of their work.
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FIGURE 1 | Structure of the panel meetings. (A) Shows average ratings of the governance structure and (B) the set-up of panel meetings in the online survey. Gray

boxes indicate ratings of the advisory board members and white boxes indicate ratings of the competence group members.

FIGURE 2 | Quality of involvement in the panel meetings. (A) Shows average ratings of the quality of involvement and (B) recommendations and satisfaction with the

panel meetings in the online survey. Gray boxes indicate ratings of the advisory board members and white boxes indicate ratings of the competence group members.

Interviews
Participants
Four advisory board members (one adult who lived with a
parent with mental illness in their childhood, one expert in open
innovation in science, two experts from the field of psychology)
and two competence group members (two adults who lived with
a parent with mental illness in their childhood) were asked to
be interviewed. Interviewees were selected based on their role in
the advisory board and competence group. Among the invited
interviewees were two men and four women.

Procedure
Questions for a 1-h long, semi-structured interview were
designed and personalized invitation emails explaining the
objective and rationale of the interview were sent out. Prior
to the interview, the interviewer explained the procedure to
the interviewees and obtained written, informed consent in
accordance with the ethical guidelines in Austria and the
Declaration of Helsinki. All interviewees gave informed consent
to be recorded and to publish the data. All interviews were then
held online via Zoom and transcribed. The transcripts were then
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anonymized: all identifying information was removed from the
transcripts. The data was then analyzed using thematic analysis.

Interview Guide
The semi-structured interviews covered a range of different
topics. These were the interviewee’s role in the advisory
board or competence group, the collaboration with
the researchers (particularly, the joint development of
approaches, the integration of different perspective, the
challenges for researchers, and differences to rather traditional
approaches), and the enablers and barriers for successful,
transdisciplinary collaboration.

RESULTS

Survey
Nine advisory board members (response rate: 69%) and three
competence group members (response rate: 50%) completed
the online survey. Due to the small sample size, we conducted
a descriptive, univariate analysis. Here, we report the means
(M) and standard deviations (SD) for each survey item
(Supplementary Table 1).

As to the general setup of the meetings, both, members of the
advisory board and members of the competence group, assessed
the frequency (M= 4.3, SD= 0.9), duration (M= 3.9, SD= 0.8),
format (M = 4.1, SD = 1.0), preparation material (M = 4.0, SD
= 0.6), and particularly the facilitation (M = 4.6, SD = 0.05) of
the meetings very positively (Figure 1A).

Overall, respondents rated the structure of the advisory board
and competence group as adequate (Figure 1B). Specifically,
the composition of these two panels was very adequate for the
research groups (M = 4.3, SD = 1.0), and the different expertise
on the panels very well-complemented each other (M= 4.5, SD=

0.5). Simultaneously, however, the different expertise among the
members of the panels presented challenges (M = 3.2, SD = 1.0)
and resulted in more time-consuming decisions (M = 3.3, SD =

1.0). Particularly, the members of the competence group assessed
the challenges (M = 3.7, SD = 0.6) and time consumption
(M = 3.6, SD = 0.6) of their work due to different expertise
slightly more critically than the members of the advisory board
(challenges: M= 3.0, SD= 1.1, time: M= 2.3, SD= 0.6).

Moreover, the quality of involvement was rated positively
(Figure 2A). The atmosphere in the panels was appreciative (M
= 4.8, SD = 0.6), members were able to bring their expertise
to the meetings (M = 4.3, SD = 0.5), contributions were
understandable and comprehensible (M = 4.6, SD = 0.5), the
contributions were heard by the researchers (M = 4.6, SD =

0.7), and they added to the discussions (M = 4.1, SD = 0.3).
The contributions of the different members also sometimes led
to a change of one’s own perspective (M = 3.7, SD = 1.0).
Overall, members of the competence group assessed all quality
aspects of their involvement slightly better than the advisory
board members did; especially being heard by the researchers
(competence group: M = 5.0, SD = 0.0, advisory group: M =

4.4, SD= 0.7).
The collaboration between the members of the advisory board

and the competence group and the researchers was assessed

slightly mixed (Figure 2B). Respondents were rather indifferent
whether their recommendations were considered (M = 3.8, SD
= 0.7) and ultimately implemented by the research groups (M =

3.6, SD= 0.5).
Overall, respondents were very satisfied with the structure of

the panels (M = 4.4, SD = 0.5) as well as with the development
of the research groups (M = 4.3, SD = 0.6), and strongly
recommended to participate in such panels (M= 4.6, SD= 0.7).

When asked for their overall impression of their work in the
panels in the open-ended question, respondents stated that they
learnt a lot and enjoyed being part of the research projects.

Interviews
To gain more in-depth insights, thoughts, and reasons about
how stakeholders perceive transdisciplinary collaboration with
researchers, we conducted semi-structured interviews. Five
interviews were conducted: namely with two competence group
members (i.e., children of parents withmental illnesses) and three
advisory board members (one adult who lived with a parent with
mental illness in the childhood, one expert in open innovation in
science, one expert from the field of psychology).

The Role of the Advisory Board and the Competence

Group
The various members perceived their roles very differently: For
the competence group members, it was clear from the beginning
what role they would play. The fact that they were asked to work
as children of a mentally ill parent for the two research groups,
was a sign of incredible appreciation for them: appreciation
not only for a Research Topic that was so dear to their heart
but also appreciation of their very personal, lived experience
that could enrich research in many multi-faceted ways. The two
projects were “. . . for someone who is affected a sign of incredible
appreciation, because you see the issue that is important to you
and with which you, as an affected person identify is being taken
up, is seen, money is put into it, something is set in motion.”
The competence group members aimed to shape the research
as actively as possible so that on the one hand scarce resources
(particularly, money and personnel) were used most effectively
and on the other hand that as much research as possible could
be done on an under-researched topic. The members aimed to
bring as much experiential knowledge to the table as possible and
wanted to enrich the project with constructive feedback that often
turned out to be quite critical. Among the competence group
members, the atmosphere was described as very harmonic and
empathetic. They experienced an immediate bond between them
right from the beginning due to their background as children of
parents with mental illnesses.

For the advisory board members, in contrast, it was not that
clear how exactly they could support the research groups. No
one had a concrete idea of their role at the beginning. It took
some time to figure out what each member could contribute
to the research groups. “You don’t necessarily have an idea at
the beginning. You enter a new setting, which was developed
by the open innovation in science [approach] itself. And you
first have to orient yourself, so to speak. You try to find out,
so to speak, what my role could be. What can I contribute in
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relation to other participants?” Over time, however, everyone
grew into his/her role. All members aimed to support the
researchers asmuch as possible and to give them constructive and
helpful advice—without judging any of their decisions as right
or wrong, or good or bad. The fact that the advisory board itself
was multidisciplinary was seen as a particular enrichment: The
members felt it important to share their perspectives, and to bring
their experience and skillset to the table even if it was sometimes
quite challenging to funnel the various input and expectations
for the projects into specific recommendations. Generally, the
disciplinary differences and the different expectations of the
advisory board members about what research should achieve
resulted in some disagreement among themselves. Nonetheless,
these differences gave rise to mutual learning and richness for the
whole process.

Collaboration With Researchers
As to the collaboration with the researchers, the competence
group members perceived great insecurity on the part of the
researchers on how to interact and work with them. Researchers
seemed to no have an idea how the collaboration with a
competence group should look like. “Some researchers were like
clumsy puppies trying to grasp us. Who are they? How do I
deal with them? Also fears, fears of contact.” Therefore, in the
beginning, different forms of collaboration developed. “Some
researchers were very open and very appreciative of the competence
members’ experiential knowledge from the beginning; they actively
asked for feedback and carefully listened to the competence
members’ feedback. Others were more at loss what to do with the
competence group, just told the group what they planned to do
without asking for feedback, and overall gave the impression that
the competence group members first needed to prove themselves
and their value to the project and the research.” “Some were
able to perceive this more as constructive for themselves and as
enrichment. And for others, it was the case that the perception of
others, the evaluation and the defense played a greater role and
that one then insisted more strongly on emphasizing the autonomy
of the researcher.” “It really depended on the personality of the
researchers to what extent they were able to accept feedback.”

Competence group members also reported that, over time,
both sides started to realize that they could learn a lot from each
other due to their various backgrounds, trainings, and skillsets,
and that seriously and actively engaging the competence group
was an incredible benefit. Particularly for the methodological
design and data analysis, the perspectives and the experiential
knowledge of the competence group seemed to enrich the
projects tremendously. “We discussed the data analysis and
afterwards the researcher was really happy and completely
flabbergasted. She said that she had a problem with the data
because the data were contradictory for her. And we were all able to
say unanimously that’s completely logical and gave examples and
then she was like: that makes so much sense now. And I thought,
yes, that’s exactly why I think it’s important that we are involved
in the data analysis.” However, the competence group members
remained unsure until the end to what extent their feedback was
indeed taken seriously and acted upon, and it was not just pure lip

service from the researchers that the competence group’s advice
and feedback were valuable to the projects.

The advisory board members experienced the collaboration
with the researchers as a balancing act. While the members
always aimed to support the researchers in their plans so that
they made progress and those resources were used efficiently
and effectively, some researchers interpreted their advice and
feedback as interference with their autonomy. It took a period
of mutual learning from each other’s expertise to reach a shared
understanding of the conceptual frameworks and foci of the
research projects. Altogether, the collaboration between the
advisory board members and the researchers was considered
productive and helpful. In retrospect, advisory members yet
wished for more time and effort on the part of the researchers
to establish and work on their relationships. “I actually wish that
we had been able to be more helpful to the project and I think that
would have required more ongoing contact. It would have required
the project team to have the time and effort to put into establishing
and working in those relationships.”

Joint Development of Approaches
Altogether, the competence group members were very open
to jointly develop research approaches together with the
researchers. At the same time, however, they were quite uncertain
how much they were allowed to get involved into the project and
particularly how much they were allowed to propose alternatives
and changes to the planned research course since the basic
research agenda was already defined in the Ideas Lab. How the
joint development of research approaches exactly looked like,
was dependent on the researcher. Competence group members
reported that some researchers more strongly thought about
deliverables and publications as the ultimate goals and involving
the competence group was then more a box ticking exercise.
Other researchers seemed to have an authentic interest in getting
to know and integrating the perspectives of children of parents
with mental illnesses. “Some researchers thought only of their
deliverables. Others went more into interaction and also showed:
I am an interested researcher and I want to learn something from
you and get something out of you. I want to experience your world.”

The advisory board members were very open and interested
in supporting and giving advice to the researchers regarding
research approaches. Bringing the people together despite the
internationally different time zones in which the members were
located was sometimes quite challenging. In one of their meetings
with the researchers, the advisory board members proactively
addressed the issue of how they could be more helpful to
the researchers and suggested that discussing specific questions
that researchers had would be more productive than just being
presented with what the researchers had been working on. While
the advisory board members overall valued the whole process
of being engaged and felt that their meetings were productive,
they still had the impression that researchers could have reached
out a little more. “One of the things we brought up in one of our
conversations was how can we be more helpful, are there specific
issues that need to be addressed or specific questions that you have
that we would be able to help you answer. I actually think the
project team could have reached out a little more in that regard.
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I wish there had been more and better ways for us to be more
helpful.” Until the end, advisory board members were never quite
certain whether and to which extent researchers followed up on
their recommendations: “I think we gave them good advice. It’s
not clear to me that they ever took our advice.” The members
reported that they never received feedback on which piece of
advice worked and which piece did not work. They felt that this
would have required more communication, time, and effort on
the researchers’ part. At the same time, however, the advisory
members admitted that they never actively solicited this type
of communication.

Integration of Different Perspectives
When it came to the integration of different perspectives,
the competence group members always got the feeling that
their perspectives and their experiential knowledge were heard,
considered, and implemented. The members also reported that
actual feedback loops were missing. The members felt that
researchers did not update them in the meetings whether and to
what extent their feedback was indeed implemented. However,
they also admitted that they never actively asked for feedback
loops. They also reported that it took them a lot of energy
to make themselves heard and to convince researchers that
their experiential knowledge also counts and not only the
researchers’ formally learned knowledge. “It also took energy
to keep pointing the finger and being critical. And I think that
also has a lot to do with values. Without a title, I don’t really
have much of a say in this whole machinery with my expertise,
which is ‘only’ based on personal experience. It doesn’t have the
same status.”

The advisory board members felt that openness to integrate
different perspectives in their work very much varied among the
researchers. Some researchers seemed to present their work as
already on track, so no advice was needed from the advisory
board. Other researchers seemed to perceive the advice from
the advisory board as unjustified criticism of their work and
interference with their work and were not willing to engage with
the advisory board on a profound level. Other researchers in turn
were extremely open toward the feedback of the advisory board
and valued their perspective from the outside. The members
reported that researchers also opened up about the various
challenges (i.e., staffing, budget, administration) that they were
facing on a day-to-day basis, which in turn helped the advisory
board to better understand specific decisions and approaches
from part of the researchers, and ultimately helped the advisory
board to give advice that wasmore helpful. “I feel like I had respect
for and an understanding of people’s different perspectives. You
need to choose people with diverse expertise but who are open to
different perspectives, and who are willing to brainstorm about
different the application of different perspectives, and what that
suggests in terms of recommendations and outcomes.” Overall, the
advisory board members felt that their success was very much
dependent on how the researchers perceived the board’s role
and their advice and how much the researchers themselves were
willing to listen and reflect.

Challenges for Researchers
From the perspective of the competence group, the biggest
challenge the researchers were facing in their transdisciplinary
work was the integration of the various perspectives and skillsets.
Not only the researchers brought different trainings, perspectives,
and skills to the table. Also, the members of the competence
group were just not only children of parents withmental illnesses,
but they also brought professional trainings and resources with
them. This heterogeneity of trainings, perspectives, and skills was
a huge enrichment for the research process but made everything
also more complex. “This transdisciplinarity is the work of the
now and the future. These many perspectives that come in. They’re
a huge enrichment; they also make it more complex, of course.
Because I go far beyond the level of content.”

Advisory board members named complexity as the biggest
challenge for researchers. Specifically, the biggest obstacles were
the complexity to integrate the various perspectives and to
agree to a research agenda that everyone could support. It was
only when researchers began to communicate these difficulties
honestly and openly that the advisory board members felt that
they could give good advice. This kind of open and honest
communication about research challenges fostered mutual
learning on all sides, according to advisory board members.
Advisory board members also encouraged the researchers to
be courageous, to meet the challenges head on and to not try
to do everything perfectly: “You can simply be courageous. The
challenges and the problems that arise, and also to enter into the
debate. And not to think that I have to sweep it under the carpet,
that everything has to be perfect and so on. That was always my
role, to be honest and open, and then others can get on board and
learn something from you.” From the advisory board’s view, the
competence group presented another line of conflict. As research
was done on one’s own problem, debates about the adequate
research process were often highly emotional.

Differences to Traditional Approaches
The competence group members felt that—compared to
traditional research approaches—the transdisciplinary
collaboration allowed a much more inclusive process.
Researchers and competence group members seemed to
mutually learn from each other and influence each other so that
the research projects could indeed exert enduring and positive
impact on the lives of children with mentally ill parents.

The advisory board observed five major differences that
uniquely distinguished the transdisciplinary approach from
more traditional research approaches: variety of perspectives,
flexibility, community work, impact, and boldness of the funder.
The members reported that firstly, the variety of perspectives
arose not only from the transdisciplinary team of researchers but
also the transdisciplinary nature of the competence group and
the advisory board. Many different perspectives, trainings and
skillsets enriched the whole research process in various ways.
Secondly, the transdisciplinary approach allowed a flexibility
to reflect on the whole research process and to adapt goals
and methods along the way. Advisory board members were
certain that such kind of flexibility would not have been possible
in traditional research approaches where researchers worked
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through the work packages as they were described in the research
proposal. Thirdly, advisory board members felt that involving
children of parents with mental illnesses in the research process
laid the foundation for community work. Researchers went out
to the communities to involve the various stakeholders and to
integrate their perspectives. Researchers themselves seemed to
learn from the communities in an iterative process. “Community
work is so much harder and takes so much more time and is so
much more challenging. So, the metrics that you use for evaluating
success of this initiative need to reflect the fact not only that it’s the
open innovation business, but also that it’s so community-based.”
Fourthly, advisory board members reported that the impact that
a research project using a transdisciplinary approach could have,
was very different from the impact that traditional research
had. Not the number of published papers or the number of
citations counted, but how many people had been touched by the
research projects mattered: “youmay need to think carefully about
things like number of people’s lives you’ve touched, number of kids
involved, number of kids who participated in making the project
happen, number of families who have been touched in some way,
number of other kinds of stakeholders/providers. You may want to
think of your social media posts and the volume of likes or shares.”
Fifthly and lastly, the advisory board members mentioned the
boldness of the funder to not only provide substantial funding
for projects that have never been carried out in this way, but
also to provide strong organizational support that accompanied
the projects.

Enablers and Barriers for Successful,

Transdisciplinary Collaboration
As to successful transdisciplinary collaboration, the competence
group members named various enablers and barriers. Firstly,
competence group members reported that transdisciplinary
collaboration needed regular exchange with the whole
group. Sometimes the competence group only met with some
researchers but not the whole research group, which led them
to focus too much on details and lose sight of the big picture.
In connection to this, the competence group recommended
children of parents with mental illnesses as co-researchers who
were actively involved in the research process. In doing so,
these experts would not be seen as some foreign parts loosely
attached to the research but as a permanent and equal part of
the research team itself. Thirdly, competence group members
felt that transdisciplinary collaboration needed a connector—a
person positioned between children of parents with mental
illnesses and the researchers, who spoke both languages, knew
how to mediate the different perspectives, and was convinced
that transdisciplinary collaboration benefited research and
society. “For me it was a key person in the process, an excellent
link between the structures. And I think the format always needs
someone who carries it and who carries the format with him and
says, this is so important, I live this authentically and embody this.”
The fourth enabler for successful, transdisciplinary collaboration
between researchers and stakeholders that competence group
members mentioned was an open mindset. All people involved
along the various research stages were asked to have an open
mindset. They needed to be open-minded to engage with each

other, to learn from each other and to accept that sometimes
research does not evolve as planned and approaches need to be
adapted. Lastly, transdisciplinary collaboration needed quick
wins: rapid results that were tangible for those affected so that
they could see that researchers made progress, and that progress
positively affected their lives.

The advisory board members also mentioned that having
children of parents with mental illnesses as co-researchers in
the research team would certainly promote transdisciplinary
collaboration. In addition, an open, flexible, and creative mindset
contributed to the success of such collaboration according to
advisory board members. Everybody involved needed to be
open-minded toward new perspectives and approaches, flexible
to adapt the research process along the way, and creative in
dealing with the different perspectives, trainings, and skills
that everyone brings to the table. Additional enablers for
successful, transdisciplinary collaboration from the perspective
of the advisory board were early involvement, relationship
management, and alternative dissemination forms. The advisory
members suggested that everybody who needed to be involved
in the research project should be involved as early as possible. In
fact, already in the Ideas Lab those affected should be involved so
that they could gain an understanding and insights into how the
idea for the specific project developed.

Furthermore, relationship management was mentioned as an
indispensable pillar for transdisciplinary collaboration. As the
various members of the research team, the advisory boards,
and the competence groups hardly knew each other at the
beginning, relationships needed to be built via social events and
by sharing information and communicating with each other
as much as possible. “Relationships matter and communication
matters and information sharing matters. Some of the biggest
challenges have been around this issue of communication
and sharing information.” Lastly, advisory board members
reported that research results should not only be disseminated
via the traditional ways like publications and conference
presentations but also via new and innovative ways that most
likely reached those concerned, for instance via community
outreach events.

Members also reported that successful, transdisciplinary
collaboration started with a clear commitment of the
organization to support the transdisciplinary structure
accompanied with the boldness to sufficiently fund such
research and a dedicated person who managed knowledge
and workflows between researchers and competence group
and advisory board. Additionally, right from the beginning,
everyone involved (i.e., researchers, members of the competence
group and the advisory board) needed to be aware of what
to expect from each other, and what trainings and skillsets
everyone could bring to the table. Regarding the specific
collaboration between researchers and competence group
and advisory board members, the definition of some ground
rules (like, how and when to ask for feedback) might become
beneficial for productive, transdisciplinary collaboration. In
this way, misunderstandings—particularly when it comes to
advising researchers vs. interfering with research plans—can be
eliminated right from the start.
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TABLE 1 | Summary of enablers for successful, transdisciplinary collaboration.

Domain Enablers Examples from interviewees

Governance Commitment and boldness

of funders

…for someone who is affected a sign of incredible appreciation, because you see the issue that is important to

you and with which you, as an affected person identify is being taken up, is seen, money is put into it, something

is set in motion.

Supporting interactions For me it was a key person in the process, an excellent link between the structures. And I think the format always

needs someone who carries it and who carries the format with him and says, this is so important, I live this

authentically and embody this.

Openness and flexibility to

adaptations

You enter a new setting, which was developed by the OIS itself. And you first have to orient yourself, so to speak.

You try to find out, so to speak, what my role could be. What can I contribute in relation to other participants?

Collaboration Open-minded personality They went more into interaction and also showed: I am an interested researcher and I want to learn something

from you and get something out of you. I want to experience your world.

Relationships and

communication

Relationships matter and communication matters and information sharing matters. Some of the biggest

challenges have been around this issue of communication and sharing information.

Insecurities and tensions Some researchers were like clumsy puppies trying to grasp us. Who are they? How do I deal with them? Also

fears, fears of contact.

Appreciation of different

perspectives

I feel like I had respect for and an understanding of people’s different perspectives. You need to choose people

with diverse expertise but who are open to different perspectives, and who are willing to brainstorm about different

the application of different perspectives, and what that suggests in terms of recommendations and outcomes.

Feedback loops required Constant feedback rounds were needed […] I always tried to give very hones feedback […] only positive feedback

is often too little, especially in an area where so much has to happen when it comes to involving people who have

experience with it.

Challenges Heterogeneous

backgrounds and skills

This interdisciplinarity is the work of the now and the future. These many perspectives that come in. They’re a

huge enrichment; they also make it more complex, of course. Because I go far beyond the level of content.

Complexity You can simply be courageous. The challenges and the problems that arise, and also to enter into the debate.

And not to think that I have to sweep it under the carpet, that everything has to be perfect and so on. That was

always my role, to be honest and open, and then others can get on board and learn something from you.

Impact Community work Community work is so much harder and takes so much more time and is so much more challenging. So, the

metrics that you use for evaluating success of this initiative need to reflect the fact not only that it’s the open

innovation business, but also that it’s so community-based.

You may need to think carefully about things like number of people’s lives you’ve touched, number of kids

involved, number of kids who participated in making the project happen, number of families who have been

touched in some way, number of other kinds of stakeholders/providers. You may want to think of your social

media posts and the volume of likes or shares.

Overall, stakeholders felt that successful, transdisciplinary
collaboration between them and researchers was dependent on
the researchers’ attitudes. Researchers needed to be open-minded
toward new perspectives and approaches, flexible to adapt the
research process along the way, and creative in dealing with
the different perspectives, trainings, and skills. Additionally,
open, honest, and regular communication about day-to-day
challenges that researchers were facing fostered mutual learnings
and helped competence group and advisory board members
to give advice that was more helpful. Table 1 summarizes
the enablers and drivers for successful, transdisciplinary
research approaches.

DISCUSSION

Working collaboratively and openly in a transdisciplinary
research environment brings a range of challenges. In this
study, we reported how stakeholders perceive transdisciplinary
collaborations with researchers. Furthermore, we highlighted the
enablers and barriers for such collaborations from the viewpoint
of stakeholders.

Governance Structure
Overall, the advisory board and competence group perceived the
general set up, such as the duration, the frequency, preparation
material and the facilitation of the panel meetings, very
positively. More importantly, they reported that the structure
bringing together different expertise and perspectives caused
challenges and resulted in more time-consuming decisions in
the panel meetings (Figures 1A,B). These aspects well-reflect the
considerations of practical support as enablers of PPI (45). The
competence group especially emphasized these aspects probably
due their (experiential) experience and their limited knowledge
of the research process. Similar patterns can also be seen in
sandpit approaches, where participants described that “the social
dynamics are as interesting as the science” (50). The “language of
collaboration” and building trust that makes it easier to challenge
different perspective needs to be established before digging into
content-related discussions (51).

Competence group and advisory board members rated the
quality of involvement interacting with researchers high. This
is in line with reports on high levels of consensus among
stakeholders regarding the added value and impact of PPI
in research (34, 52). However, the collaboration between
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the members and the researchers and implementation of
recommendations was assessed mixed (Figures 2A,B). This
might be due to the barriers of PPI (45), which could either result
in an tokenistic attempt if the PPI principles are not met (30, 53),
or in failure to involve the public meaningfully, which may result
in an unsuccessful collaboration with the public due to negative
attitudes held by researchers (39).

Enablers and Barriers on the
Organizational Level
The interviews revealed several enablers for a successful,
transdisciplinary research approach on two levels: the
organizational (governance) and the individual level
(summarized in Table 1). This ties to existing research on
the principles for stakeholder engagement which can be
organized in organizational factors, values and practices (54).

The advisory board emphasized the funders’ commitment
and boldness as an important factor to enable such a
transdisciplinary approach. This is in line with other studies
that mentioned financial and general support and resources,
and the organizational commitment as key barriers of PPI
in health research (41, 42, 45). In fact, LGB invested more
than six million Euros in the entire bottom-up approach:
from setting the research priority with the community to
implementing the innovative research approaches for COPMI
where the community defined the Research Topic and stayed an
integral part in the research process along the implementation.
This transdisciplinary research approach ensures that these
areas can and are appropriately funded and staffed by talented
individuals who want to dedicate their creative scientific
talents to broader issues than their own field in the long
term (55).

Furthermore, the interviewees indicated that organizational
support structures, such as a person facilitating and supporting
the community and stakeholder interactions, links the
governance structures and acts as a key player in the process.
Similarly, other studies reported the importance of support on
an emotional, financial and practical level that is needed for
involved people [e.g., see review (45)]: for example, support with
the timing of activities, setting and constraints and commitment
of public members, providing mentoring and a supportive
chair to implement PPI practices. Researchers described the
significant additional administrative labor and the lack of
practical support for their work, as well as the time and effort
diverted from these activities as barrier of PPI (19). Such a key
person acts as a contact person for researchers and stakeholders
and ensures that support is provided on an organizational,
value-based and practice level. For example, the person fosters
shared commitment to values and objectives of stakeholder
engagement in the project team, recognizes potential tensions
between productivity and inclusion, and considers how input
from stakeholders can be collated, analyzed and used (54). In
line with that, the competence and advisory group members
emphasized the importance of such a key player in the process
and, in fact, a relationship manager was established for the
research groups Village and DOT. However, this person was

placed at the LBG headquarters and not at the research groups’
local site. Many difficulties arose due to this structure: for
example, extensive travel time in setting up stakeholder and
community relations at the beginning of the project, not being
part of the research team and therefore ongoing negotiation of
the roles and tasks as well as less involvement in discussions
and decisions. These circumstances led to a change of the role
over the years: from a relationship manager (active) to a sparring
partner (passive) who discussed the progress of the research
groups. One solution—as also indicated by our findings—could
be to install a liaison between researchers and people with lived
experience who facilitates and supports interactions between
the two communities locally. In line with that, the LBG have
recently begun to experiment with a new governance structure
by embedding a local “stakeholder relationship manager”. This
manager facilitates the interaction between stakeholder groups
and researchers. Another enabler for successful, transdisciplinary
collaborations is to embed people with lived experience (in
our case COPMIs) as co-researchers in the research team,
which has also been suggested by the advisory board and
competence group members. The latter even underlined that
the involvement as co-researchers would devote the necessary
time, commitment, and honorarium of contributions. Further
it requires an understanding of the involvement process and
to create a “real” position in the research team that had been
described previously (19, 30). This addition to the governance
structure would involve people with lived experience early right
on from the beginning and in each phase of the research process.
The advisory board hereby also suggested to involve everybody
who needs to be involved as early as possible, in fact, already in
the Ideas Lab to gain understanding and insights. These outlined
modifications in research teams might ultimately overcome
frictions in relationships between researchers and stakeholders
and shift power dynamics (42, 45). Working as co-researchers
guarantees mutual respect and equality between researchers
and the public, and might rebalance the relationship and roles.
Eventually, co-researchers might foster active involvement of
stakeholders in health research (39).

Enablers and Barriers on the Individual
Level
On the individual level, we also identified enablers and
barriers for transdisciplinary collaboration between researchers
and stakeholders. One major enabler for a successful,
transdisciplinary research approach are the researchers’ attitudes
and values toward patient and public involvement (39, 43).
Stakeholders mentioned as a crucial mindset that researchers
need to bring to the table: open-mindedness, appreciation for
stakeholders, eagerness to learn from other people’s perspectives,
interest to invest in relationships, continuous communication
with stakeholders to address insecurities and tensions arising
in the interaction with others, to provide feedback and actions
based on the recommendations, respect for heterogeneous
backgrounds and skills, and handling of complexity in an honest
and open way. Previous studies explored health researchers’
attitudes toward PPI and identified the transferring and sharing
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of power and the misconception of PPI—as participation in
clinical trials and dissemination of information and knowledge—
as major barriers for successful implementation (39, 40). The
latter has been also reported in a recent study (56) that reflects
on the limited PPI practices in Austria.

These enablers are also in line with the personal attitudes and
values required for participating in the Ideas Lab (51). Based
on researchers’ attitudes and values captured in the application
forms, only researchers describing a positive approach to
team work, collaborative working and working with different
disciplines and stakeholders were invited to participate in the
Ideas Lab. However, these attitudes and values are often not
lived and embodied in “real” collaborations with the community.
Guimaraes et al. (44) explored the characteristics of inter-
and transdisciplinary researchers. The authors found a mix of
motivations, attitudes, skills, and behaviors, such as a humble
attitude toward the immensity of knowledge, openness to
different types of knowledge, tolerance to ideas opposed to one’s
own view, self-reflectiveness and curiosity, the ability to think
in a complex and interlinked manner, and good communication
and listening skills. However, these attitudes often do not link to
the academic environment and its career paths, where short-term
contracts and funding deadlines challenge researchers’ ability
to involve the public (39). Furthermore, responsibility among
researchers is not distributed equally as often female researchers
and early career researchers are tasked with stakeholder
involvement. Ultimately, these circumstances cause tensions
for those who (try to) acknowledge the value of PPI. Not
surprisingly, researchers’ attitudes toward PPI range from cynical
to ambivalent to excited (19). Researchers further reported
feelings of concerns when applying PPI practice, which may be
due to a natural response to change. They also expressed concerns
that PPI undermines professional skills and academic knowledge
leading to a sense of de-professionalization (39). Furthermore,
in this study, advisory board and competence group members
reported indicated that researchers with a positive mindset and
values toward PPI dealt with uncertainties and tensions better
than researchers who embodied a more traditional scientific
approach. To overcome this barrier, the competence group
members suggested to organize social events and opportunities
to meet outside the research context.

According to our results, it seems that flexibility and creativity
are beneficial skills to deal with the challenges and the complexity
that arise from transdisciplinary work, to change research
approaches and to react to stakeholders’ needs. This in turn
requires to respect and appreciate heterogeneous backgrounds,
different perspectives, professional trainings, and skills that all
eventually enrich the discussions and collaborations (19, 44, 45).
It therefore is important to carefully reflect on the who and why
of involving people with lived experience so that ineffectiveness,
tensions, and tokenistic involvement of stakeholders can be
avoided (38).

The advisory board also emphasized different dissemination
strategies to better highlight the impact that research has on the
community, and alternative ways to measure scientific impact
(32). Equally important is continuous communication and
feedback loops about the implementation of recommendations;

a crucial point that has also already been addressed in public
involvement guidelines for researchers [e.g., see (57)].

Based on our results, it becomes evident that successful,
transdisciplinary collaboration demands specific personality
characteristics (44), organizational and financial support
structures (45) and highly depends on the peoples’ attitudes
and values toward PPI (37, 39, 41, 43, 52). Understanding
the situational context and the people and the community in
which the collaboration takes place (36–38), is crucial; especially
for solving complex challenges where multiple stakeholders
are involved, such as designing interventions for COPMIs
and their families (14–18). Our findings therefore contribute
to implementation strategies, in which COPMIs have a key
role in recruiting and training researchers with a positive
attitude toward PPI and transdisciplinary collaboration, and in
identifying tensions in the transdisciplinary collaborations.

Strengths and Limitations of This Study
A strength of this study is that it analyzes for the first time
how stakeholders perceive transdisciplinary collaboration;
specifically, what enablers and drivers for such collaborations
stakeholders can identify. In doing so, our study adds further
evidence to previous studies that highlighted how researchers
themselves can influence the success of transdisciplinary
collaboration. Additionally, and also in line with previous
studies, our findings underline the importance of a “neutral”
contact person who facilitate the collaboration process
between stakeholders and researchers, who addresses
uncertainties and tensions, and who mediates among the
people involved.

On a methodological level, a limitation of this study concerns
the small sample size of the survey. While the competence
groups and advisory boards comprised 18 people in total,
11 members responded to the survey. Therefore, we analyzed
the data descriptively. To counteract any possible biases, the
semi-structured interviews were conducted by a researcher
working at LBG, who did not have previous contact or
worked with the research groups or advisory board members
before. However, it cannot be ruled out that some biased
still emerged. Another limitation of this study is that we
did not incorporate the researchers’ perspective. After careful
consideration, we decided not to invite researchers to participate
in the survey and the interviews because of the upcoming
evaluation of the research groups at the end of 2021 and
the already existing literature on researchers’ attitudes and
vales toward PPI (39, 44, 45, 52). We rather wanted to focus
more strongly on the stakeholders’ views on transdisciplinary
research collaboration.

CONCLUSION

The new governance structures comprising transdisciplinary
expertise and children of parents with mental illnesses
was highly appreciated among the advisory board and
competence group members and added value to the
discussions about real life-problems and novel research
approaches for COPMI. The transdisciplinary collaboration
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demanded a thorough understanding of people’s perspectives,
investment in relationships, and continuous feedback
and communication with stakeholders. Furthermore,
advisory board and competence group members suggested
to continuously invite people with lived experience (in
this case, COPMIs) as co-researchers. Open-mindedness
toward different perspectives and approaches, flexibility
to adapt to the research process along the way, and
creativity dealing with other backgrounds and skills were
identified as the most important enablers for a successful,
transdisciplinary research approach. Consequently, we
can conclude that peoples’ attitudes and values as well as
support structures are key enablers for transdisciplinary
research approaches. In our experience, researchers who
acknowledge the benefit of PPI practices and have already
gained positive experiences working with people with lived
experience (COPMI) and stakeholders are more likely to value
transdisciplinary collaborations.

Future studies should aim to develop a deeper understanding
of attitudes and values work as barriers for transdisciplinary
collaborations between researchers and stakeholders. Specifically,
future studies should focus on openness as a key enabler
for transdisciplinary collaborations and might therefore
answer a question that this study has unveiled. To what
extent and how is it possible to create awareness and
an open mindset among researchers—for instance, via
capacity building and trainings—so that transdisciplinary
research approaches can successfully be implemented in
the future?
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Background: Children of parents who suffer mental ill-health and die by suicide are

vulnerable to developing psychological and social problems themselves; they also have

a severely elevated risk of dying at a young age – particularly through suicide. This

highlights the need to design supportive measures that can counteract such negative

developments after a parent’s suicide.

Aim: This narrative evaluation of a grief support camp for families affected by a parent’s

suicide arranged by the non-profit organization Children’s Rights in Society in Sweden

investigates whether children [N = 11] and parents [N = 11] perceived their participation

as meaningful and, if so, in what way, and the changes to which the program was said

to have contributed.

Methods: Family members were invited to reflect on their experiences in narratively

structured interviews that took place 18 months after participation. Their narrated

experiences were analyzed to examine how the program was integrated into their

biographies and with what significance. Narratives of change were identified in particular

in order to grasp the self-perceived effects of participation.

Results: Both children and parents attributed major significance to their encounters with

other suicide bereaved. This led to support exchange and normalization, which countered

a perceived “suicide stigma” in everyday life. Help to narratively construct destigmatizing

understandings of suicide was also said to have relieved self-blame and shame. Overall,

the participants described changes in the form of a better-informed position in grief,

increased manageability and enhanced family communication. The parents also reported

improved ability to support their children and a more hopeful view of life ahead.

Conclusion: The evaluation showcases how this psychoeducational intervention, at

a relatively low cost compared to traditional approaches, has great potential to lessen

the negative effects of a suicide in the family by assisting families with psychological

processing and de-stigmatization. Parental resources are also strengthened, which can

serve as continuing support for the children.

Keywords: bereavement, children, family intervention, grief support, mental health, narrative evaluation,

stigmatization, suicide

79

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://doi.org/10.3389/fpsyt.2021.783066
http://crossmark.crossref.org/dialog/?doi=10.3389/fpsyt.2021.783066&domain=pdf&date_stamp=2021-11-30
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles
https://creativecommons.org/licenses/by/4.0/
mailto:anneli.silven.hagstrom@socarb.su.se
https://doi.org/10.3389/fpsyt.2021.783066
https://www.frontiersin.org/articles/10.3389/fpsyt.2021.783066/full


Silvén Hagström RRH: Narrative Evaluation of a Grief Support Camp

RATIONALE

The Swedish Health and Medical Services Act (SFS 2017:30,
chap 5: 7§) emphasizes the responsibility of health and medical
care to provide information, advice and support to a child
if her or his parent, or another adult with whom the child
lives permanently, suffers from a mental illness or disability,
and/or unexpectedly dies (1). However, children who have lost
a parent through suicide are a neglected group in Swedish
society. In addition, the United Nations Convention on the
Rights of the Child has been binding Swedish law since January
2020. This further accentuates the right of parentally suicide-
bereaved children to access to age-appropriate information
and support. However, neither the national guidelines nor
legislation stipulate the kind of professional support that should
be provided to children who suffer the loss of a parent through
suicide. Moreover, although stipulated as mandatory, in practice
professional support is only offered exceptionally to such children
and their families. One consequence of this failure to routinely
offer support is that the remaining parent must be attentive to the
child’s processing of loss and active in the search for professional
support where deemed necessary. This can be a difficult task,
however, as parents must manage the effects of their own grief
and mourning children may hide their grief to avoid worrying or
burdening the grieving parent. In addition, children’s access to
professional assistance with grief is fully dependent on the local
availability of professional bereavement counseling and peer-
support groups. These circumstances mean that a considerable
number of children must cope without professional grief support
after a parent’s suicide, due to the remaining parent’s lack of
initiative or know-how regarding whether and where to seek
professional support, and/or a general shortage of professional
grief interventions—especially those which specialize in suicide-
bereavement. At the same time, previous studies in the field
have established that children who have lost a parent through
suicide constitute a risk group for developing complicated grief
due to the difficulties of resolving the loss. This has been linked
to psychiatric morbidity (e.g., anxiety, depression, PTSD, suicidal
ideation) as well as social problems (2). As a result, suicide-
bereaved children have a severely elevated risk of dying at a
young age—particularly through suicide (3, 4). There is thus a
critical need to provide these children with appropriate post-
vention measures that can cater for their specific needs in grief
and prevent such an accumulation of adverse effects after a
parent’s suicide.

Since 2013, Children’s Rights in Society (Barnens rätt i
samhället, BRIS) has organized a grief support program in the
format of a weekend camp—known as support weekends—for
families affected by a parent’s suicide. The primary objectives
of this psychoeducational program are to help children and
their parents to: (a) identify how life has changed since the
suicide loss, and their own responses and needs in grief; (b)
develop health-promoting coping strategies; and (c) facilitate
open and supportive family communication. A further main
aim is to assist parents through dialogue to develop their
skills to understand and support their children in grief. This
is an exception to the otherwise absence of grief support

programs directed at suicide-bereaved children and their families
in Sweden.

Knowledge of the perceived meaningfulness and takeaways
from similar grief support programs is scant and, to date, few
studies have analyzed suicide-bereaved children’s and parents’
responses to their participation in such programs. This might
be explained by the fact that grief support programs that
specialize in suicide bereavement are still rare in many countries,
and that existing programs have been evaluated first and
foremost using quantitativemethods, such as questionnaires, that
provide pre-printed response options. The few existing studies
have importantly concluded that family-based interventions for
suicide-bereaved children can lessen suicide-related distress and
promote children’s emotional and social functioning in grief (5,
6). However, less is known about how these effects are achieved
and how the program content has been integrated into suicide
bereaved families’ grief processes and lives. Hence, children and
their parents have only to a limited extent been encouraged
to talk freely about their experiences, and to consider how the
program was located within their ongoing biographies and with
what significance. This is the distinct purpose of this article,
in which children’s and parents’ narrated experiences of their
participation in the BRIS grief support program for families
affected by a parent’s suicide are analyzed to investigate whether
they perceived the program to be meaningful and, if so, in what
ways. Of particular interest is to identify so-called narratives of
change in order to capture how the grief support program is said
to have contributed to actual changes in the participants’ grieving
processes and lives.

PARENTAL SUICIDE-BEREAVED
CHILDREN’S GRIEF EXPERIENCES AND
NEEDS

Although many children experience the fatal loss of a loved
one in childhood, their grief tends to be overlooked by adults
who commonly avoid talking with children about death and
the deceased, which contributes to a powerlessness in young
people’s dealing with loss (7). This is particularly evident in cases
of unnatural deaths, such as through suicide (8). Following a
parent’s suicide, in addition to the child’s age and maturity/ability
to conceptualize death, the supportive role of the remaining
parent and an open communication climate in the family have
been identified as vital to the ability of children to cope with the
loss (9). However, distorted communication commonly occurs
due to the remaining parent’s efforts to protect the child from
the circumstances of the suicide (10). Such concealment may,
contrary to its aim, complicate the child’s processing of loss and
leave the child in a confused and lonely position in grief.

Parentally suicide-bereaved children are also faced with a
“double whammy”; in addition to coping with the loss itself,
children are left to try to make sense of their parent’s suicide
[(8), p. 192]. The question, “Why did my mother/father choose
to die?,” is central to young mourners’ meaning reconstruction
after a parent’s suicide (11, 12). The search for answers together
with the lack of information from adults commonly produce
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self-blame and shame, as parentally suicide-bereaved children1

for various reasons tend to take the blame for the suicide on
themselves. They may also hold the deceased parent accountable,
based on the belief that the parent failed in his or her moral
responsibility to care for them, and for selfish reasons chose
to leave the child. Both understandings produce a stigmatized
identity influenced by anger, shame and blame, either as a “failed”
daughter/son or as the offspring of a deeply “immoral person”
(12). At the heart of suicide-bereaved children’s stigmatization
is the sense of having been unloved and/or abandoned by the
deceased parent, which ultimately raises questions about the
child’s self-worth [ibid.; (8)]. This culturally induced “suicide
stigma” can be reinforced by non-supportive responses within
the children’s social network, such as straightforward questions
from other children, “is there crazy in your family?” [(8), p.
192], or avoidance and outright rejection (12). Stigmatization has
been shown to play a central role in suicide bereavement (13)
and in research parentally suicide-bereaved children describe
themselves as feeling deviant—and even strange or tainted—by
their parent’s suicide (14, 15).

Where a parental suicide-bereaved child’s and the remaining
parent’s need for support in grief is substantial and the social
support is inadequate, access to professional interventions
becomes critical. However, children and families are seldom
offered professional support in connection with a family
member’s suicide (16). Young mourners may also be dissatisfied
with the professional support they receive, due to a perceived
lack of empathy and knowledge about grief after suicide among
professionals (17).

EVALUATION STUDIES IN THE FIELD

A systematic review of the effects of grief support programs
for parentally bereaved children shows that when the remaining
parent is supported, there is an improvement in parental health
in grief and an enhanced capacity to care for the child, leading
to positive effects on children’s grieving (18). Another advantage
of a family-based approach is the opportunity for children and
parents to sit down and talk about parental loss together—
sometimes for the first time. Grief interventions for a parentally
bereaved child together with the remaining parent are therefore
generally recommended.

A study examining children’s experiences of participation
in grief support programs shows that a combination of
camp-specific activities and therapeutic conversations/exercises
contributed to an improvement in the children’s perceived well-
being (19). Participation in activities is said to contribute to
community, belonging and strengthened self-esteem, and to offer
a break from painful emotions. The therapeutic conversations
and exercises, in turn, are said to contribute to healing in grief, to
understanding and putting words to experiences, to assisting with
memory and to forming a continuing bond with the deceased.
A review of the effectiveness of bereavement camps for children

1In this article, “children” refers not only to biological age, but also to young

people’s position in relation to the deceased parent. The child participants in the

study were both younger children and teenagers.

(20) confirms that this combination of a safe space to express
grief in a therapeutic environment in the company of other
bereaved children and playful activities is a promising venue to
help bereaved children to build resilience.

Nonetheless, the effectiveness of general grief interventions
with suicide-bereaved children has been questioned due to
weak results (21). It has even been argued by support-group
practitioners that suicide-bereaved children may experience
reinforced stigmatization in these blended contexts, where they
maintain silence about the circumstances of the death (8).
Instead, specialized programs led by trained facilitators that take
aspects such as the social environment into account yield more
promising results (22, 23). An evaluation of a grief support
program aimed at suicide-bereaved children and their parents
(6), focused on children’s reactions to death and suicide, and
on strengthening their coping skills, demonstrated a significant
reduction in anxiety and depressive symptoms in children.
The evaluation of another family-based program focused on
children’s emotional needs (5) showed a similar reduction in
anxiety and depressive symptoms, as well of disruptive behavior
in bereaved children. The program also increased knowledge,
self-esteem and agency, and led to more successful coping.
Although research on suicide-specific support programs for both
parentally suicide-bereaved children and their remaining parents
is still scant, there are weak but promising indications that
family-based programs can help to improve children’s coping
with parental loss and reduce suicide-specific symptoms of grief
connected to complicated grief. There is, however, an urgent need
to examine how suicide-bereaved families themselves experience
such programs and what they find helpful.

MATERIALS AND METHODS

A Narrative Approach to Program
Evaluation
Quantitative methods dominate the evaluation field and a
narrative approach to program evaluation is much rarer.
Narrative inquiry investigates how people make sense of events,
the world they live in and their related identities. Hence, the
stories people tell reveal subjective truths about their lives and
identities, and offer context-specific knowledge that might not
always be discovered using other methods. A main focus of
narrative program evaluation is change. Baú (24) encourages the
researcher to ask people to recognize change when recounting
their biography from past to present, including the professional
intervention, as this makes it possible to understand how people
integrate the program content and how it is applied in their
continued living. A narrative approach entails the notion that
evaluation is not the endpoint of applied knowledge but a
contributor of new culture-specific knowledge. Such knowledge
production also comes in the form of a narrative. According to
Constantino and Greene [(25), p. 47]: “By telling the program’s
story, an evaluation may be used to give voice to participants’
perspectives, as they and their experiences provide the characters
and events of the program’s narrative.” Like an evaluation story,
this article constructs an overall meaning of the participants’
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experiences and takeaways from the program, with the aim of
examining the difference made by the program from a wider
social and cultural perspective.

Theoretical Basis, Structure and Thematic
of the Grief Support Program
The BRIS grief support program for families affected by a parent’s
suicide comprises two support weekends, Friday to Sunday,
4 months apart. On each occasion 10–12 families participate.
This nationwide program is subsidized by the public health
authority and located in the middle of Sweden, enabling families
from different socio-economic backgrounds and localities to
participate. Program information is published on the BRIS
website and on social media, and is also distributed to suicide
bereavement and mental health organizations. Although the
program has a family-based approach, its main objective is to
facilitate children’s grief. The program is based on a systems
theory perspective and the notion that family members’ grief
is interrelated [see (26, 27)]. Families’ post-loss communication
and interaction are thus understood as essential to suicide-
bereaved children’s abilities to cope with grief. The salutogenic
perspective ‘Sense of coherence’ (28) also has a central role in
the program. It is based on the notion that honest and age-
appropriate information, space and support for expression and
reflection, as well as help to develop resilient coping strategies
can strengthen children’s comprehension and the manageability
of parental loss, and contribute to increased meaningfulness in
life. The program also draws on theories about childhood grief
from an attachment and development perspective (29).

The program is structured around parallel group meetings,
where parents and children in parallel but separately process the
same themes adapted to age. The composition of the children’s
groups is based on the current participants and divided according
to age. The children in the youngest age group are 4–6 years
old and the oldest children are 20 years old. Each group
consists of 4–8 children. All the parents are in one group. The
main themes processed in the groups are: “Information about
suicide and suicide bereavement”; “The family then and now:
what happened?”; “What has changed?”; “Grief responses and
emotions”; “My grief/others’ grief”; “Remembering the deceased
parent”; “What helps and how do I take care of myself?”;
“Questions I wanted to ask but have not dared”; and “What is my
future?” (26). These sessions are combined with grief-oriented
family exercises and playful activities, where the latter offer
opportunities for relaxation and togetherness within families and
between participants (for a fuller description of the program
content, see Supplementary Material). The psychoeducational
components of the program focus on helping the children to
express their thoughts and feelings about their parental loss.
Participants also learn about why people die by suicide, common
grief responses and needs, and strategies for coping with grief,
viewed over time [i.e., the oscillation between loss-oriented and
restoration-oriented coping, (27)]. In addition, the children are
supported to construct a narrative about their deceased parent
and identify positive memories and parental attributes with
which the child may identify. Psychoeducational components

support the parents to understand childhood bereavement, foster
their children’s expression and emotional and social functioning
in grief, and open up space for family conversations about the
deceased parent and grief. The parents also ventilate their own
grief, but with primary attention on their parenting role.

Study Design and Procedure
The author is a social worker, grief therapist and researcher who
specializes in young people’s grief after a parent’s suicide. She has
long clinical experience of talking with children and teenagers
about sensitive issues related to family problems and loss, which
was gained in child and adolescent psychiatric care. She was asked
to conduct an evaluation of the current program without having
had any pre-existing relationship with the organizer or any of
the personnel. The study was carried out in three steps. First, the
author conducted participant observations at the grief support
camp on two separate occasions to understand the context and
program content, and to observe the knowledge and support
exchange through exercises and activities, as well as the social
interaction between the professionals (social workers specialized
in children’s grief) and participating family members—and
between the participants themselves. An additional aim was
to make contact with the participants, primarily the children
and teenagers, in order to build trust, which should have a
positive effect on participation in the interviews. Second, all
the participants were informed about the study orally by the
author and in writing on the first program day, and later invited
to take part in the study in an age-appropriate and personally
addressed letter followed-up by a telephone contact with the
parent of each family. Third, all those who agreed to contribute
were interviewed 18 months after the program ended. Two
children decided to participate only after meeting the author in
connection with interviews with other family members.

Study Participants and Material
All the members of the 14 families that attended the BRIS grief
support camp on two different occasions between 2017 and 2018
were invited to participate in the study [N = 49]. Of these,
11 children (six girls and five boys), aged between six and 13
with a mean age of nine at the time of their participation,
and 11 parents (nine mothers and two fathers) [N = 22] from
eight families agreed to be interviewed for the study. The time
elapsed from the parental loss to program participation varied
between 6 months and 5 years, with an average of about 1.5
years. There were variations in urban and rural locations, and
socio-economic and cultural backgrounds but ethnic Swedish,
middle class families were predominant. The interviews were
conducted in-person in the families’ homes, and with children
and parents separately. A general feature of the interviews, which
were adapted according to the children’s age and maturity, was
that the participants were asked to talk about what life was like
before and after participation, and how the program content was
perceived and thought to have contributed to grieving and life
in general. Special attention was therefore paid to descriptions of
daily life, grief reactions, coping strategies and support needs. The
material differed in narrative richness and the younger children
in particular needed to be more actively supported and reminded
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of various activities before they could engage in storytelling. The
interviews were recorded and transcribed verbatim for analysis.
The participant observations mainly contributed to the author
being better informed during the interviews but were also used
to contextualize the study results.

Analysis of the Participants’ Narrated
Experiences
The analysis was guided by a narrative methodology for
evaluation to investigate whether the participating parents and
children perceived the program to be meaningful and, if so,
in what ways. Of particular interest was to identify so-called
narratives of change in order to capture how the grief support
program is said to have contributed to actual changes in
the participants’ grieving processes and lives. The participants’
narrated experiences constructed in research interviews were
analyzed using narrative methodology (30), and the concept of
“narratives of change” (24). First, the transcriptions were read
repeatedly to identify the narrative thematic of the meanings
attributed to participation in the BRIS grief support camp.
Narratives of change were then delineated and thematically
analyzed to grasp the perceived impact of the program on
the participants’ ongoing grieving processes and lives. The
children’s and parents’ narratives were first analyzed separately
and later compared to construct a more complex understanding
of each family situation, and find connections and differences
in the material. The results have been discussed and validated
against the interview material at a research seminar with
narrative researchers.

Ethical Considerations
Interviewing children about potentially traumatic and
stigmatizing experiences such as the death of a parent through
suicide is an ethically sensitive issue. It can stir up unresolved
issues and emotions linked to the loss and actualize a need for
professional support. The interview situation itself, between an
adult interviewer and a child, is also unequal and constitutes an
imbalance of power that can incline children to adapt to what
they believe is expected of them and ignore their own needs (31).
Based on this, the research interviews were conducted with great
sensitivity and respect for each child’s integrity and personal
needs; for example, two sisters chose to be interviewed together
and many children chose to make drawings during the interview.
The narrative approach facilitated the children to decide for
themselves what they wanted to disclose. They were instructed
to tell only what they wanted to tell, no matter how much or
how little, and to just say “I do not want to talk about it” if they
did not want to answer a question by the author. The children
usually recognized the author and in conversations before the
interview the author discussed memories of the camp to establish
contact. Another facilitator for the children to express themselves
was that they had all participated in a support group activity
and thus to some extent acquired a language for talking about
their suicide loss experience. At the end of each interview, the
children were asked how they felt after having talked about their
loss and grief experiences. Although the interviews brought up
painful thoughts and emotions, all the children seemed positive

about the interview experience. The children who expressed a
continuing need for professional support already had ongoing
contacts through school or health care. The research interviews
for the study were conducted in accordance with the ethical
guidelines for research in the human sciences and with the
permission of the Regional Ethical Review Board in Uppsala,
Sweden (Id. 2015/504).

RESULTS

The results are structured chronologically from narratives
about life before to life after the support program, with
meanings and changes highlighted. All the participants have
been given fictitious names and any personal details that could
reveal identity have been removed or altered in order to
maintain confidentiality.

Life Before the Grief Support Program
In the interviews, both children and parents were asked to
recall life before their participation in the grief support program.
Several children stated in a few words that they did not know
anyone else who had lost a parent through suicide, and that
they had avoided talking about their parent’s suicide outside the
family. Sometimes they said they did not feel the need to talk
about it within the family either. Most children described how
they had tried to live as before with a main strategy being to keep
quiet about thoughts and emotions associated with parental loss.
The children’s more limited narratives were contextualized by the
parents’ descriptions.Most children were living with both parents
at the time of the suicide, although a few parents had separated.
In the latter cases, the child either shared accommodation, living
every other week with each parent, or lived only with the
remaining parent based on an awareness of the reduced caring
capacity of the deceased parent due to psychological and/or
substance-related problems. All the children in the study told
how they had had a valued relationship with their deceased
parent, and the parent’s suicide had clearly caused a profound loss
in their lives.

Most parents had been in contact with the children’s
schoolteachers to inform them of the parental suicide and the
children’s classmates were often also informed. Some children
explicitly stated that they felt a sense of security knowing that
their teachers and peers knew what they had been through,
and some also reported that they had been offered professional
support from a school counselor or nurse. Two children told of
experiences of being bullied before their parent’s suicide. In these
cases, the information provided to the school seemed to have
reinforced a sense of otherness when it did not lead to sympathy
and support.

The children’s narratives show that the prerequisites for
mourning can vary. Many described an active social life on the
outside, involving school, peers and spare time interests, but
with grief vying for attention on the inside. Others described a
situation dominated by grief and loneliness. Vanja, 12 years old,
lacked friends and used to go into the school toilet to cry by
herself. In retrospect, she reflected on the importance of the grief
support camp: “I felt more alone before—that it was just us. Then
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when you came to the camp, it was like “it’s not just us, there are
many others as well’.”

Suicide as a Traumatic and Stigmatizing Event
In the parents’ narratives, a situation of chaos, loneliness and
actively seeking professional help dominated their descriptions
of life before participation in the grief support program. Kristina
is a case in point: “I was a single mom with two children living
at home and one that had moved out, and I felt very alone. I
started to search on the Internet and found this and felt in my
stomach that ‘I need help’.” Petra depicted the abrupt change in
their family life: “Of course it was a shock when it happened and
Johanna found him and I wasn’t at home and all. . . my parents
moved up to us and stayed the whole summer actually, until
school started.” A few parents, like Petra, described how they
had received emotional and practical support from relatives and
friends in their social networks, which was much appreciated
in their vulnerable situation. More common, however, was for
parents to speak about experiences of stigmatization, and lack of
understanding and support. Lisa, the mother of a 6-year old boy,
described how she stopped talking about her son’s father in their
social circle after encountering negative responses to his suicide,
such as hurtful comments or avoidant behaviors. She reflected
on the social judgements and insecurities surrounding suicide
and remembered an incident in childhood, when her mother had
talked about a mother who had died by suicide, that had affected
her own understanding of suicide.

“She has destroyed her children’s lives,” she said. And this mother

became a monster in my eyes. It was so awful, you couldn’t even

touch the subject, that was the feeling I got. Zero sympathy or

understanding for the mother, that she could have needed help,

or that she maybe was suffering or.. . . No, it was just. . . she was

demonized, and the children would get hell.

Similarly, Annika, the mother of a 14-year old boy, compared the
social responses to suicide to those after more “normal” deaths, a
difference that she believed hinders communication and support-
seeking after suicide: “They don’t know what to say. . . .If you’d
said that ‘he was killed in a car accident’ oh that would’ve been ‘so
tragic’ and ‘incredibly sad’, but when someone did it to himself it’s
another story. That’s why it’s so hard to talk to someone who has
not been through the same thing.” Kristina fell ill with a chronic
illness after her husband’s suicide. She described how she and her
teenage children were left alone in this challenging situation.

We’ve become alone (deep breath). Now it may be that I’ve also

been ill. That people withdraw for that reason too. So, I don’t

know if it’s been double for us, but friends and acquaintances

have just disappeared. You’d think that when something like this

happens, relatives might show up to help out with the kids, to

support the kids and such, but no.. . .

In the narrated material as a whole, the suicide stigma and related
difficulties of communicating about the parental suicide were a
shared experience among the participants. They were also said to
affect family interactions. The older children in particular sought
to normalize themselves by avoiding talking about the suicide.

Petra described how she negotiated between her conviction that
children need to talk about the death of their parent to process the
loss, and her daughters’ resistance to talking about their father’s
suicide: “I haven’t had a hard time saying that Mats took his own
life, but I’ve restrainedmyself for the children’s sake, because they
were not ready. I understand that, since there are so many taboos
and such about it.”

The Decision to Participate
The parents described how they had found out about the
BRIS grief support program mainly through local self-help
organizations or social networks for suicide-bereaved adults on
Facebook. Several children in the study said they were hesitant, or
even protested, when their remaining parent had suggested they
participate in the camp. Ivar, 14 years old, remembered that his
mother had already made up her mind so there was no point in
him protesting: “Well then I wasn’t very into it (laughs). It felt like
a really unnecessary and boring thing to do, but mom just went
“this is great, let’s go!”, and we kind of had no choice, we just
had to go with her.” Other children were positive about going.
Anders, 11 years old, for instance, told of his need to meet others
and to talk about his parental loss experience: “It’s hard to explain,
but I thought it’d be fun to go there because you’d get to meet
others and talk about it.” Later he added that he was bullied at
school and had never shared this experience with a peer.

All the parents considered that it might be conducive to
the grieving process to go away as a family and focus on their
suicide loss experience, in addition to meeting other families in
a similar situation. Descriptions of some children’s reluctance
to participate—especially among the teenagers—also appeared
in the parents’ narratives. Erika, the mother of two teenage
daughters, said: “I thought primarily of the girls, that. . . yes that
they’d get to meet other children who have also lost a parent. . .
and exchange experiences and see that it’s not just them.” She
convinced her oldest daughter who was unwilling to go that it
would be good for the family. Mona, the mother of two boys,
found it helpful to be supported in a home visit by the BRIS
leaders on how to respond to her teenage son’s resistance.

It was good that the children got to meet some of them as they

would meet later, and one of them talked to Ivar and said: “you’re

not so into this, are you?” (laughs). They said that “well, teenagers

are usually a bit negative before, but they’re the ones who are the

most positive after” (laughs). Then it was easier for me to “force”

him to come along.

However, the parents’ experiences also differed. Petra took the
initiative to participate after her oldest daughter expressed a
desire to meet others in the same situation.

Johanna said that she wanted to meet others who’d experienced

the exact same so. . . . Maybe it’s difficult to meet someone who has

been through the exact same, but here she could meet others who

are in a very similar situation. So, then I made up my mind and

realized somewhere that this is going to be tough and heavy, but I

still wanted us to do it.
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The Perceived Meaningfulness of the Grief
Support Program
The meanings that the children and parents attributed to their
participation in the BRIS grief support program are outlined
below. They perceived the encounters with other suicide-
bereaved persons, which contributed to support exchange and
normalization, to be the most meaningful, but also the help
gained to construct destigmatizing understandings of suicide.

The Importance of Connection and Normalization
Many children and parents expressed relief at having had an
opportunity to meet other suicide-bereaved. This was described
as having a normalizing effect that counteracted the reported
suicide stigma in their daily lives. The importance of connection
and normalization was mainly stressed in the youngest children’s
tangible appreciation of and joy at having met other suicide-
bereaved children and was more specific in the older children’s
and parents’ narratives. Hugo, 7 years old, just wanted to
contribute one thing to the interview. He sat down with his back
straight and stated in loud and determined voice: “I think you
should get to stay longer. . . and I’d like to come back. In 1 year,
there are 12 months and each month I think you should get to go
there for 1 week.” Agnes, 7 years old, exclaimed: “We got 1 day
less than the others because Vanja (her sister) got chickenpox. 1
DAY LESS.” She summarized her experience: “I think it’s good
that there are more who have parents who’ve died, but it’s not
so good that they’ve died.” Similarly, 9-year old Mira said: “It’s
nice in a way that you feel that you’re not alone.” The children
described how they formed new relationships mainly through
the playful activities that took place between the grief-oriented
group exercises. However, the exercises and conversations in
the group meetings represented the backdrop against which this
community was created, through a silent awareness of their
shared experience of parental suicide. The social parts of the
camp, the playful activities such as table tennis, floorball, and
crafts with their new-found friends in their spare time, were the
main interest, while their narrations about the content of the
group meetings were more limited. Anders described his own,
and he presumed the other children’s, focus of attention during
the camp.

I think it was fun because you got to meet new people and I

made new friends. Err that’s it really. We kids probably didn’t

think much about why we were there—that it would help us—we

didn’t really think about that. When we were doing [the exercises]

then we thought more, but there was also free time and then you

thought of it more as a get together with friends.

When the group meetings were discussed, the children became
serious and lowered their voices, which indicated that these were
a sensitive subject, probably because they were closely connected
to their parent’s death—something which most children said they
had used to avoid thinking and talking about in everyday life.
Elvin, 11 years old, may have been representative of many of the
children in terms of how he perceived the more grief-focused
conversations: “Yes, it was quite fun, when we didn’t talk about
what. . . when we did crafts and stuff. . . and had juice and biscuits

and so on and yes. . . but it was really hard when we talked
about what had happened.” Not many of the children described
what they took from the group exercises and conversations, but
Vanja said that it was helpful for her to talk about her own
grief experience and listen to others. She said that she recognized
herself in another girl’s telling but, while she listened, she became
aware of the time difference in their loss experience; that is,
having lost a parent recently compared to having managed for
several years without the deceased parent.

It was good to get to see how others felt. I don’t think there were so

many who wanted to talk, but there were some who wanted to tell

like everything. I recognized myself quite a lot and then there was

a girl who said: “I forget my dad more and more and then it feels

like I’m letting him down.” I feel the same. . . So, she has managed

without her father for one year and I’ve managed without mine

for 5 years—there’s a little difference.

Vanja likened the grief support camp to a place where broken
hearts could heal. She thought back to when they were crafting
in her group: “I remember that I painted a broken heart. Then I
took glue plus BRIS and glued the heart together. BRIS attracts
broken hearts and glues them together.”

Kristina believed that it was good for her teenage son and
daughter to meet other young people who were affected by a
parent’s suicide, with the explicit purpose of normalizing them in
relation to suicide: “I think it helped a lot to see other ordinary
children—that they weren’t strange in any way. Because that’s
how you’ve felt. . . stared at, everyone was talking about us. . . and
you felt very alone.” As she drew on her own experiences, she
added that she too found comfort in the meetings with similar
people mourning a suicide: “Yes spontaneously, as awful as it
may sound, precisely that there are others in the same situation,
similar boat, that there are more like us.” Erika was also grateful
to have met other suicide-bereaved families: “I thought it was
great to be there, both for me and for the girls, and to see that
we’re not alone in this and just talk to others who are in the same
situation and share experiences.” Louise, the mother of two boys,
stressed the significance of these encounters with reference to her
11-year old son’s negative peer experiences. She could see that
he was supported in his grief by an awareness that he was not
alone in his situation, and his still ongoing relationships with
other children from the camp. In fact, all the children said in
their interviews that they were pleased to have participated. This
account by Louise gives a good description of the development
that could be seen among the children during the camp stay,
and especially the teenagers who had initially expressed doubts
about participating.

What I remember as the absolute best of all moments on both

support weekends was to see these 13-year-olds who had been so

quiet and introvert in the beginning. When you had heard their

parents’ stories about how they. . . everything they had said and

done and enticed to get them there...and on the Sunday, after

lunch when we were going home, they ran around and hugged

each other and jumped for joy and hugged all the adults and “see

you soon,” and were so happy. Yes, I get chills.
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Finally, Lisa, who had previously described how she had been
silenced in her social circle, summed up her experience:

The community, the warmth, the love and how you didn’t feel

alone, I took all of this with me. It was very important, how

to relate to it all. For us, it feels natural to talk about it, not

for everyone, but there you got a space to do it and meet other

families. It was sad, but less lonely and isolating. You didn’t feel

strange or that you should apologize for what had happened. . .

that you should be ashamed. Otherwise, I wouldn’t have endured.

As the above shows, the participants were keen to express
how much they had appreciated the opportunity to meet
other suicide-bereaved families for normalization and support-
exchange. In fact, these encounters stood out in the participants’
narratives as the most meaningful contribution of the grief
support program. However, when people come together based on
an expected similarity, such as in the case of suicide bereavement,
there is always a risk of disappointment and heightened exclusion
if such a sense of belonging does not arise. One father described
such a lack of connection. He explained this himself by saying
that he is an introverted person who does not like to share
emotionally charged topics. In his bereavement story he also
positioned himself as different from the others; he said that
most parents had struggled with their spouse’s mental ill-
health before suicide, while he did not consider that his wife
was mentally ill. Another potentially negative aspect of this
community building is the psychological burden of listening to
others’ detailed stories about traumatic deaths. One mother told
howmuch she appreciated the group community, but at the same
time found engaging with the others’ suicide loss experiences
emotionally draining.

Support to Construct Destigmatizing Understandings

of Suicide
One educational element of the program that drew special
attention in the interviews from both children and parents
was how they had been assisted in age-appropriate ways to
construct destigmatizing understandings of suicide. The notion
that suicide is caused by a “thought disease,” depression or
emotional suffering was introduced and discussed in the groups,
adapted to the age of the children and the circumstances of death
described. The program theme had been accentuated by research
about the negative effects of suicide stigma onmourning families,
of which many participants already had lived experience.

In the youngest age group, which was children aged between
four and six, the leaders drew a large head on a whiteboard and
painted thoughts and emotions in different colors to illustrate the
variations in a healthy mind. Gradually, they painted this over in
black to show how dark thoughts shaped by a thought disease
dominated the mind. Finally, at the time of suicide, only a small
light remained in the deceased parent’s mind, which was all the
love for the child. What the parent may have felt and thought
before the suicide was discussed, as well as what the parent could
have done instead of dying. The children became involved and
told how they thought the parent felt sad and lonely, and had
difficulties finding a solution; they concluded with the leaders

that it was sad that the parent had not sought help. The youngest
children did not recapitulate this meaning construction in their
interviews, but several of the older ones did.

In the older age group, Johanna, 13 years old, described
how the leaders had likened the depressed mind to a withering
garden. The gardener can usually nurture most plants but
some are impossible to revive. Eventually, as the illness
progresses, the lush garden turns into a withered landscape, and
the gardener/depressed individual has difficulties finding new
solutions: “I thought it was good that we talked about suicide as a
thought disease and that it was nobody’s fault. It was that person’s
thoughts. . . it all came down to that.” Her reflection shows how
this interpretation of suicide could help to counteract self-blame
and stigmatization, since her conclusion opposes the notion that
someone is to blame for suicide. Similarly, Vanja developed her
thoughts on her father’s suicide:

Yes, it was a thought disease. I don’t know what it’s called... [I:

Depression?] Yes. That you only think sad thoughts. . . . It wasn’t

he who did it, it was the thoughts. He couldn’t think of anything

joyful in life. He just thought that life was wrong and everything.

Through their repeated interpretations of suicide in their
interviews, both girls illustrated how they had internalized
a destigmatized understanding of their fathers’ suicides long
after the intervention. Anders used the same knowledge in
his meaning construction. He saw his father’s suicide as the
result of negative thoughts and self-loathing: “He had a thought
disease. We heard that he died from a thought disease and when
you’ve got a thought disease you believe that you’re bad and
can’t manage anything. It’s like ‘It would all be better without
me’.” He told how he found this explanation reasonable and
comforting. The suicide could even be understood as an act of
love, since he stated that his father believed he was a burden
to his family, and that suicide would thus relieve the family of
suffering. These destigmatizing meaning constructions were also
attributed meaning in the parents’ interviews. Mona told how
this explanation of suicide had been recurrently re-established in
family conversations by her two sons.

That was something they could talk about. Then I thought that

they [the leaders] must have talked about it in a good way,

since they could talk about it (laughs). I think it’s so important

because it’s where I think it’s difficult. On the one hand, there

are many taboos among the children, that you sit with “I wasn’t

worthy enough for dad” or something like that. I think this [new

information] really came through. Because Elvin recounted it and

it’s so nice to hear it from him. He told me what he’d realized so

he really understood. I think this was one of the most important

things for the kids.

Most parents expressed gratitude for this help to find a shared
meaning construction of suicide in grief; they described how it
reduced feelings of guilt and shame, and became a model for
how they could continue to talk with their children about suicide.
One mother, however, held on to her resentment toward her
former husband who she considered had failed in his parental
responsibility to seek help instead of “deciding to leave.”
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Narratives of Change in the Grieving
Process and Life
In their interviews, the children displayed insights about grief as
a lifelong process and talked about how they used to cope with
it in their daily lives. There was a general perception among the
children that thoughts and emotions connected to their parental
loss felt to various extents more manageable than before. Most
parents, in turn, reflected on what they had learned and how they
used this knowledge in family life. Their increased understanding
of children’s grief was explained as helpful and contributing to
more supportive family communication. Many also told how the
program had contributed a more hopeful view of life ahead. The
main narrated changes are described below.

Children’s Strengthened Agency and Management of

Grief
In the children’s talk about their lives now, they drew on
lessons from the program and displayed agency by exemplifying
how they had adjusted their coping strategies to grief-related
emotions and needs. In the group sessions, the children had
shared their loss experiences and strategies in discussions and
were normalized and supported in their responses to loss. The
children also processed their grief individually. In one exercise,
the children had created their own first aid kit—a red glittery box
in which they put written or drawn tips for themselves about what
they could do to manage grief. Several children remembered the
advice they had given themselves. Some brought out the saved
boxes but declared that they no longer used them. Instead, they
described the strategies they now used. Their primary advice to
themselves from the program was to engage in different activities
such as: “go outdoors and ride a bike,” “bake cookies,” “build
with Lego” or “play with a friend,” aimed at distraction to avoid
thinking about the deceased parent. These and similar distraction
strategies were being used. Ivar is a case in point: “I don’t know,
I try not to think about it (laughs). I do something else like scroll
on YouTube or something. Focusing on something else is good.”
Selma, 9 years old, explained how she tried to activate herself
to counteract painful thoughts, but on other occasions allowed
herself to be sad.

Sometimes I just walk around the apartment and: “okay, what

can I do?” Then I start watering the flowers or something. . . and

I make drawings and put glitter on and stuff. . . I want to be

alone. Or I go to bed and cry a little bit. . . then I fix with my

mobile phone.

Johanna, described how she had also adjusted to recurring
moments of mourning connected to her father’s suicide: “I just
think about it. . . and I know that it’ll pass. Because I think about
it every day and you probably will for the rest of your life.” She
added: “If I’m really sad I talk to my friends or mum.” Anders
described how his primary strategy was to talk to someone if he
felt sad, although at that time he was not experiencing a need to
do so. “I usually talk about it at home, but now I don’t do that
so much.” He had also received support from a school counselor.
Agnes, 7 years old, said that she used to seek comfort by cuddling
with her hamster, but she said: “Now I run to mom instead.”

Finally, Vanja described her coping strategy in grief. “When I’m
sad I listen to Sofia and Alio.” She had earlier explained that
it had been helpful to listen to the other children’s narrated
experiences at the grief support camp and she had continued to
listen to others’ grief experiences in the form of song texts. In the
interview, she played specific songs that she found had a healing
effect on her. She reflected: “When I listen so Sofia, I feel like it’s
me who’s singing. It’s a beautiful song (she exhales). If something
is worse though, like with her, you can really feel ‘what a good life
I have’.”

In general, the children in the study showed an awareness
of their emotions and needs in grief, and conveyed a perceived
manageability in taking care of these. Grief was discussed as an
ongoing process. Intrusive thoughts of the loss were said to come
and go but were not considered dangerous or to be avoided at
all costs. Instead, the children portrayed how they had created
a space for grieving in their daily lives (27). In all the children’s
narratives, the remaining parent and sometimes other adults and
friends were considered available resources that they could turn
to for support.

Increased Parental Awareness of Children’s Grief

Responses and Needs
Most parents repeated pieces of advice that they had received
from the group leaders and described them as helpful in
interactions with their children. One main lesson that was
raised was to strive for open and honest family communication
about the suicide in order to support their children’s meaning
construction of their parent’s suicide. At the enrollment
interview, the parents were asked to tell the children that their
parent had died by suicide, but not all of the children were
aware of the detailed circumstances surrounding the death. Thus,
the parents told how they had initiated conversations with their
children after the camp to ensure that they received at least the
basic information. Manuel sought advice regarding when and
how he should tell his two preschool-aged daughters about their
mother’s suicide.

For me, it was very important to be able to reach a. . . new way

of dealing with the big issue with the children. Because I didn’t

really know when to tell. . . I’ve always been so busy with. . . their

lives and their primary needs and then came this question: “when

should I tell them?” Should I tell them when they’re 13 and ask:

“dad how did mom die?” I didn’t know. BRIS had a psychologist

who explained why it’s important for them to know the truth. For

me, that was the big thing. Going through this was very important

for me, and to get it done the right way. Talking openly with the

children feels good and like you’re doing the right thing.

Louise was also unsure about how much she should disclose to
her 9-year old son about his father’s suicide. She described how
her son was affected by his participation and the encounters with
other suicide-bereaved children in such a way that he had later
asked for more information. With guidance, the mother was able
to meet his needs.

Hugo told me that someone in his group had said that his father

had shot himself.... Then he told me: “my dad died, and I don’t
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know anything.” I remember talking to the leaders about it. I told

them that “Hugo doesn’t know” and I brought it up in the parent

group, because I’d initially been advised by a child psychologist

that when it comes to such small children one shouldn’t tell them

about the event. So, I thought I’d handled it correctly but then

I realized that it was a huge mistake that he didn’t know. It

also emerged in conversations we had afterwards that he’d been

thinking about horrible, bloody things out in the garage. . . and

that wasn’t at all what had happened. . . .

Among other things, the parents were informed that children
who lose a parent through suicide may experience feelings of
anger, shame and blame, which may be difficult to articulate in
grief. Mona had been inspired to help her sons express such
complicated dimensions of grief. Despite her efforts, however, her
sons did not show much interest in talking about their emotions.
She then drew on other advice from the program and changed
her position.

It was a frustration I had that they didn’t talk. I needed to pull

it out of them. We talked about Jakob in positive terms like “do

you remember. . . ?” and such, but not about. . . .But then Lena (one

of the leaders) said “you may think that it’s a monolog, but it’s a

dialogue that goes on in the children’s heads. You just can’t hear

it. They’ll think on it, but it may not be you who gets to take part

in it.” Then I felt that’s so true. Because if you’ve got something to

say you should say it, even though you don’t get a response. They

listen and then it continues. . . and if they feel a need to talk about

it, they’ll do just that.

Open Communication Within the Family and Social

Network
As noted above, the parents became aware through the program
of how they could support their children in an open and
honest family communication. The program content promoted
such communication and the parents also frequently referred to
specific exercises to illustrate the changes they had noticed. For
example, each family created a collage by cutting out pictures
from magazines to portray who the deceased parent was. Once
complete, the children and parent presented the deceased parent
to the other participants and received positive confirmations.
The exercise was intended to help reconnect to the parent as a
person separate from the suicide. Lisa described how it motivated
her and her preschool-aged son to remember and talk about his
deceased father: “The collage was such a good activity; to do it
together, but also that the children could explain and present. It
became such a good thing, to be reminded of his father, because
it felt like we didn’t talk enough about him.”

Annika reported the changes she saw in her teenaged son in
terms of him opening up to her in grief. He was an only child
and had not talked about his father’s suicide at all before their
participation in the program.

Our lives have really been affected by these weekends. They’ve

been absolutely crucial. Theymade such a difference. Just knowing

that there are more. Because it’s a huge difference to participate

here than going to a regular crisis group. It’s not the same at all.

Lars doesn’t talk much, but after this he opened up and he has

others to talk to as well.

Sibling relationships were sometimes also said to have improved.
Kristina noticed how her teenage son and daughter began to
share their grief after their participation and went to their
father’s grave together. Even communication in the families’
social networks was commonly mentioned to have been enriched
by the lessons from the grief support program. Louise described
how her oldest son had spoken to a few friends about his father’s
suicide before his participation, which set a rumor in motion.
After the program, he started to set boundaries for when and
with whom he wanted to talk about his father’s suicide, while
her younger son, who had never told anyone that his father died
by suicide, started telling the other children and teachers at his
preschool and placed a photo of his father on his cloakroom shelf.
Overall, participation in the grief support program was said to
have contributed to a process of destigmatization, which made
both parents and children feel more comfortable about talking
about their parental loss in their social networks and less sensitive
about the responses of others.

A Changed View of Life Ahead
The children who participated in the study often expressed a
positive commitment to leisure activities and friends, and seemed
preoccupied with life here and now, while the parents more often
reflected on the family’s future and expressed a more positive
view of life ahead. In addition, the children who had reported
previous experiences of bullying and loneliness in grief told of an
improved situation after the program through new friendships
and increased manageability of grief. Louise exemplified how
participation in the grief support program could be described
as a turning point in the participants’ lives. She described how
the more playful family activities had helped her to reconnect
with her former self as an active and playful mother, before her
husband’s suicide 2 years before.

I thought that the family activities were really great, because I

didn’t have the strength. . . I managed quite well to take care of

everyday life here at home, but I wasn’t. . . .If I think back on

myself from that time, I don’t know if I ever laughed, that’s how

it was. I’ve always been an inventive person who likes to go

outdoors and do things, but it disappeared quite a bit because I

had no energy and no desire or anything. . . all my energy went

on just surviving every day. So I was so incredibly grateful to

be in a context where someone else organized the activities,

where we got to laugh together again, and to do fun things that

everyone enjoyed.

She explained how she had been revitalized through the
meetings and the positive change she experienced in their family
interaction. All in all, this was said to have helped her create a
better life for herself and her children.

Going was a turning point in my life. After that I could live again.

It’s so clear to me that I also began to relate to the children in a

more natural way again, as it should be, not in a catastrophic way.

Not in worry and such. . . but that we can trust that maybe we can
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also get to live and have a good time. Although this horrible thing

has happened, we can probably actually do just that.

DISCUSSION

Discussion of the Main Results
This narrative evaluation has showcased the significance suicide-
bereaved children and parents attributed to their participation in
a family-based grief support program. The program is arguably
similar to a “compassionate communities approach”[c.f. (32)]
given that it aims to educate and support suicide-bereaved
families to facilitate their coping with loss as a complement
to existing healthcare. In addition, it draws attention to their
situation and needs to a general public. First and foremost,
both children and parents valued the opportunity to meet other
families affected by a parent’s suicide; this was said to contribute
support exchange and normalization in relation to suicide as
a stigmatizing death. An urgent need among suicide-bereaved
family members to meet similar grievers has been reported and
discussed in several studies, in order to share their experiences,
and to learn from others, for example, how to manage the pain
and the transition between life before suicide to life after suicide,
[e.g., (16, 33–35)]. The community that emerged for most of the
participants in this study was based on an overall quest to regain
meaning and joy in life after suicide, and this was supported
through the program structure and its content.

The result of this study backs up evidence from previous
studies (19, 20) that a structure that offers a variation between
“grief work” and outdoor recreation or play is particularly
appropriate for children, because it supports relationship
building and fits with children’s developmental need to “go in and
out of grief” to avoid suffering overly intense emotions (27, 29).
This has also proved suitable for suicide-bereaved families as
a whole. The parallel themed sessions in children and parent
groups, as well as the family-oriented grief exercises, were said
to facilitate a continuing dialogue in the family about sensitive
issues related to the parent’s suicide [cf. (5, 6)]. Similarly, the
playful activities strengthened family interactions and supported
a reorientation from the heavy yoke of grief to cheerful escapades
in the family. The latter were said to contribute the hope of
emotional survival of the suicide and for brighter prospects. This
is an important finding, given how bereaved families can lock
themselves into grief and tend to do fewer activities together
after a parent’s suicide (10). The overall empowering social
context of the grief support camp stands in stark contrast to the
descriptions of the social barriers to support in the participants’
daily lives linked to a prevailing suicide stigma. Like so many
people mourning a suicide in the family, the narratives in this
study echo how both suicide-bereaved children and their parents
usually struggled alone before arriving at the grief support camp.

A central element of the program is the help to construct a
tolerable meaning of parental suicide that does not stigmatize
the bereaved family. Through the meaning reconstruction in the
program, the participants learned that the parent suffered from a
psychological condition influenced by destructive thoughts, and
ultimately sought to escape emotional pain, which clarified that
no person was to blame. The children in particular voiced release

from self-blame and their self-esteem appeared restored through
this explanatory model and the specific message that they were
not unloved or rejected by the deceased parent (8). From a
social constructionist and narrative perspective on loss, grief and
trauma (36), such meaning reconstruction in the wake of loss is
desirable. It addresses the crisis of meaning (11) that arises when
suicide challenges previously taken-for-granted beliefs about this
life world and the self. It also has the potential to combat stigma
and contribute to reconciliation in relationships, including with
the deceased, restored identities and even post-traumatic growth
(36, 37). The above meaning reconstruction has health benefits
too, since feelings of blameworthiness have been associated with
grief difficulties, complicated grief, PTSD, depression and other
mental health difficulties (38), while the role of self-forgiveness in
suicide bereavement has been linked to a decrease in depression
and suicidality among suicide loss survivors (39). In addition,
the results show that even very young children, can benefit
from being included in family communication on and meaning
reconstruction of the parent’s suicide (40). The open and honest
communication that the program encourages between parents
and children opposes amore protectionist stance toward children
and empowers their position in grief. This is in line with current
recommendations that children should preferably be informed of
the true circumstances of a death in a developmentally adapted
manner (8, 35, 41).

The parents highly valued the educational elements of the
program on childhood bereavement after parental suicide and
gave several examples of how this knowledge was implemented in
family life. In general, the parents expressed increased confidence
about their capacity to support their children, which was
confirmed in the children’s reports on the parent as a resource
in their grief. Altogether, this supports the assumption, based on
research, that when parents are supported in grief and in their
parenting, this has positive effects on children [see (18)].

The narrated changes in the children’s grief processes and lives
indicated an increased sense of coherence (28). In their telling of
experience, the children seemed empowered in their relation to
the parental suicide and in their dealing with grief. They appeared
to have integrated non-stigmatizing comprehensions of their
parent’s suicide and performed agency and manageability in grief
by recounting their purposefully used coping strategies. They also
demonstrated interest in relationships and social activities they
found meaningful. This adds to the research on the effects of a
family-based approach to work with suicide bereaved children
[cf. (5, 6)].

Finally, this study describes an ethical approach to research
interviews with children on sensitive subjects. The children’s
responses showed that even though emotions related to a parent’s
problems and death can surface in an interview situation, they
appreciated being able to contribute their experiences to research
in the way they chose.

Limitations
A prerequisite for children’s participation in a grief support
camp of this kind is the remaining parent’s ability to identify
such a need. A challenge for research and practice is thus
to reach the suicide-bereaved children who do not have a
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supportive remaining parent—the children who themselves have
several risk factors for developing ill-health and suicidality. This
study is biased in this regard since all the parents reached
out for professional help. In addition, the self-selected sample
of participants constituted about half of all the families who
participated in the BRIS grief support program. It can be assumed
that those whowere particularly positive about their participation
wanted to “give back” out of gratitude or to help gain the program
permanent status. However, those with experiences of a different
kind might also be motivated to air their opinions in order to
improve program content or prevent such a process gaining
legitimacy. In telephone contacts with parents who refrained
from participating, their decision was motivated by an overly
pressing life situation as a single parent and/or problems with
their children’s functioning and well-being linked to grief, for
which they had sought professional help. All, however, expressed
gratitude for their participation in the program. A further
limitation of the study was that the children were not invited
individually by telephone, but only through an age-adapted and
personally addressed letter. The parents were subsequently asked
whether they and/or their children wanted to participate. Based
on their decision, plans were made for a home visit or the
contact was ended. It is possible that more children, especially
teenagers, would have been more inclined to participate in the
study if they had been in direct contact with the author. Lastly,
the long-term follow-up in the study made it possible for the
participants to reflect on how their lives had been affected by their
participation in the grief support camp 18 months later, but this
design made it difficult for the youngest children to remember.
From a child perspective, a longitudinal approach with an initial
short-term follow-up and further follow-up would have been
more appropriate.

CONCLUSION

This family-based grief support program in the format of a
weekend camp with a particular focus on children’s grief has been
shown to have helped to open up family communication and
strengthen family resources for coping with a parent’s suicide.
It has great potential to counteract complications in suicide-
bereavement—not least those induced by stigmatizing attitudes
and self-imposed blame for suicide—and to promote health and
well-being in this vulnerable group. Such a psychoeducational
measure is thus considered to be a highly effective intervention
with a relatively low cost compared to other traditional

approaches. However, although influenced by social relationships
and norms, grief is a unique and highly personal process, which
means that not everyone will benefit from professionally led
support groups. For example, individual preferences can make it
difficult to disclose one’s own experiences or listen to the stories
of others. Therefore, other professional measures should also be
considered with the aim of meeting the often-overlooked needs
for support after a suicide in the family.
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We examined expressed emotion (EE) and attributions in parents with schizophrenia

and compared them to parents without serious mental illness (SMI) in order to better

understand the emotional climate of families in which a parent has schizophrenia.

Parenting practices and parental reports of child behavior were also compared between

the two groups. The relationship of EE to attributions was examined in each group

separately. Relationships between parental mental health, EE, and attributions were

explored in the parents with schizophrenia only. The Camberwell Family Interview was

used to determine both EE and attributions in 20 parents with schizophrenia and

20 parents without SMI. We found that more parents with schizophrenia were rated

as high EE than those without (60 and 35%, respectively) although this was not a

statistically significant difference. Parents with schizophrenia demonstrated significantly

more hostility and criticism toward their children than those without SMI and made

more child-blaming attributions. Blame was associated with increased hostility, less

warmth, and fewer positive remarks. Parental warmth was related to greater parenting

self-efficacy, less harsh parenting practices, better child behavior, and a more positive

parent–child relationship. We conclude that EE and attributions are potential explanatory

variables to be considered in the development of preventative and early intervention

strategies for families with a parent with schizophrenia or other psychotic disorder.

Blame and warmth are modifiable factors that could be targeted within family and

parenting interventions.

Keywords: serious mental illness (SMI), psychosis, child behavior, family environment, warmth, blame

INTRODUCTION

Schizophrenia is a chronic and severe illness, with a high global disease burden and significant
economic cost (1). The majority of people with psychotic disorders such as schizophrenia are
also parents, and their children have been reported to be at significantly increased risk of poor
outcomes, including poorer mental health in adulthood (2, 3). Evidence suggests that both genes
and environment contribute to an increased risk of intergenerational transmission of schizophrenia
(4) and the family environment could plausibly be considered a modifiable environmental factor
contributing to this risk.

The importance of the family environment in the development and maintenance of childhood
socioemotional and behavioral problems and wellbeing has been well-established in families
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without a parent with SMI (5–8). There is evidence that
dysfunctional and stressful family environments negatively
influence parental executive functioning (9) and parenting
and family functioning more broadly (10). In families with
a parent with a psychotic disorder, who are additionally
disproportionately affected by parental unemployment, isolation
and poverty (11) these impactsmay be even greater. Psychosis has
been found to interfere with the establishment and maintenance
of important family routines (12) and stigmatization may serve
to prevent help-seeking in families that are struggling (13, 14).
Ultimately, children of parents with schizophrenia and other
psychotic disorders are more likely to be removed from their
parents’ care (15, 16) with long term consequences for both
parent and children’s well-being and at significant economic cost
for wider society.

Family environments can be explored using the concept of
Expressed Emotion (EE) (17). EE is a well-validated measure
of the emotional climate of the family which captures the
communication style and attitude of a relative when speaking
about another family member. Typically assessed by the
Camberwell Family Interview (CFI) (17), EE has been widely
studied in the family members of individuals with schizophrenia
and other psychotic disorders and has been found to be predictive
of relapse and hospitalization: Individuals who reside with
families characterized by criticism, hostility and emotional-over
involvement (“high-EE environments”) are more likely to relapse
than those who do not reside in such an environment (18).
Conversely, positive affect in the family (characterized by high
warmth) has been found to have a protective effect and reduce
the likelihood of relapse (19, 20). EE has also been associated with
symptoms and functioning in individuals identified as vulnerable
to a psychotic disorder (21).

Although, it is plausible that EEmay be a potential mechanism
of intergenerational transmission in schizophrenia, no research
has sought to determine EE in parents living with schizophrenia.
This is particularly surprising since parents with mental illness
are more likely to have been raised in a family environment
characterized by high EE themselves (22). Research to date
has primarily focused on families with a depressed parent,
finding that EE is typically higher in depressed parents than in
those without depression [e.g., (22)] and that in these families,
high EE is linked to poorer child behavior [e.g., (23, 24)].
Parental expressed emotion, particularly criticism, has also been
associated with the development and maintenance of a range of
childhood disorders in families without parental mental illness
(25) including increased behavioral problems in individuals with
autism (26, 27). Longer terms impacts have also been observed,
with parental EE linked to depression, anxiety, and substance
misuse in later adulthood (28, 29).

The mechanism of action is not yet established, but the
assumption underpinning EE research is that the way parents talk
about their relative is indicative of the way they behave toward
that relative on a day-to-day basis (30) and causal interpretations
of behavior, in the form of attributions, are believed to be the
driver of EE (31).

Attributions are beliefs about causality, and are expressions of
the way people think about the relationship between an event

and a cause (32). Attributional theory suggests that uncovering
what people believe about events and their causes is a way to
understand and predict their emotional and behavioral responses
to those events (33). In the context of parenting, attributions
ascribe meaning to children’s behavior and guide how the parent
relates and responds to their child (34, 35).The key dimensions
underlying causal thinking are locus of causality (whether the
parent believes the cause of the child’s behavior (the “event”) to
be internal to or external to the child), controllability (whether
the parent considers that the child could control (i.e., prevent)
the outcome) universality (whether the cause is personal and
unique to the child) and stability (is the cause likely to recur?).
Attributions that reveal the parent to consider the cause of an
event to be both internal and personal to the child, as well as
controllable by the child, are considered “blaming.”

When parents blame a child for behaviors or events their
parental responses tend to be more critical and their parenting
harsher (23, 24), further contributing to the development and
maintenance of child behavioral problems (34, 36, 37).

Exploration of parental EE and attributions may be an
effective way of understanding family dynamics in families
affected by parental schizophrenia, and EE could potentially be a
useful target for early intervention to improve family functioning
and improve long term outcomes in these families. Therefore,
we explored EE and attributions in parents experiencing
schizophrenia, and compared them to parents without serious
mental illness (SMI) in the first study of its kind. In line with
research conducted with depressed parents we predicted that
parents with schizophrenia would demonstrate greater criticism,
greater hostility and less warmth toward their children. We
also anticipated that they would make more child-blaming
attributions and that the frequency of these blaming attributions
would be related to EE (specifically, greater criticism and
hostility, and less warmth). Relationships between parental
mental health, parenting practices, attributions, and EE were
also explored in the parents with schizophrenia in order to
ascertain whether mental health was associated with facets of EE
or attributions and whether EE and attributions had a directly
impact on parenting practices.

METHODS

Ethical Approval
Ethical approval was obtained from Greater Manchester West
National Research Ethics Committee.

Sample
Participants were required to be over 18 years old; a
parent/primary care-provider, living with and having direct
parenting responsibilities for a child aged between 3 and
11 years. Spoken English was required in order to provide
informed consent and complete assessments. Families with
multiple children nominated an index child with whom
they expressed the greatest parenting challenges. Diagnoses
for the parents with schizophrenia were corroborated using
International Classification of Diseases (ICD-10) checklists and
case note review. Those meeting the criteria for schizophrenia
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(F20-F29) were eligible. To reduce risk of distress, participants
were excluded if they had recently been discharged from in-
patient care or if there were known intentions for their child to
be removed from their care.

Recruitment
Recruitment to the clinical group was from four NHS Trusts
across Greater Manchester, UK. Community Mental Health
Teams and Early Intervention Services were approached.
Voluntary sector and social services were also utilized, including
Local Authority Family Services. Adverts were also placed on
online parenting forums and in schools, local authority services,
GP surgeries and nurseries to boost recruitment to both groups.
Letters were sent to potentially eligible parents registered on
a research volunteer database at the University of Manchester.
Participants without SMI self-referred and contacted the research
team directly.

Measures
The Positive and Negative Syndrome Scale (PANSS) (38) and the
Psychotic Symptoms Rating Scales (PSYRATS) (39) were used to
determine symptom severity in the parents with schizophrenia.
The rater established inter-rater reliability after rating ten “gold
standard” video-recorded interviews prior to recruitment taking
place, achieving an average intraclass correlation coefficient of
0.85. Parental well-being was assessed in both groups using
the Warwick Edinburgh Mental Wellbeing Scale (WEMWBS)
(40) and negative emotional states were assessed using the
Depression, Anxiety and Stress Short Form Scale (DASS-21)
(41). Parenting and child behaviors were explored using a
range of measures: Parental self-efficacy was explored using the
Parenting Task Checklist (PTC) (42). The Parenting and Family
Adjustment Scales (PAFAS) (43) assessed parenting strategies
and family dynamics and the Parenting Scale (PS) (44) assessed
a range of parenting behaviors including the use of permissive
(lax) and harsh (over-reactive) approaches. Child behavior was
assessed using the Eyberg Child Behavior Inventory (ECBI) (45)
which determines intensity and frequency of problematic child
behaviors. Alpha levels were in the good to excellent range (α
= 0.70–0.95) for all measures except the setting subscale of the
parenting task checklist which measures parenting self-efficacy
in 14 different settings. Reliability for this subscale was very low
at α = 0.20.

The Modified Camberwell Family Interview
The original CFI is a standardized semi-structured interview used
to assess the emotional attitudes of relatives toward their family
member with schizophrenia (17) and is the “gold standard”
measure of EE. The modified CFI used in this study was based
on previous researchers’ adaptations (23, 46). These adaptations
focus the CFI on problematic child behaviors as opposed to
adult symptom behaviors. Procedures and rating classifications
remained unchanged. CFIs were rated for EE by a researcher
(LG) who had been formally trained by one of the original
developers of the CFI (CV). LG achieved excellent average inter-
rater reliability against criterion gold standard raters (0.94). The
modified CFI is available from the corresponding author.

The CFI provided ratings of EE on five dimensions: criticism,
hostility, EOI, warmth and positive remarks. To rate criticism
or “critical comments” statements indicating parental annoyance
toward particular behaviors or characteristics are noted and
frequency counts collected. Hostility, EOI, and warmth are coded
by making conclusions based on information from the entire
interview. Hostility is rated when criticism is either generalized
or there is rejection and is measured using a four point scale: 0
= no hostility; 1 = generalization only; 2 = rejection only; and 3
= generalization and rejection. EOI uses a six-point-scale with a
threshold of 3, and is rated when a parent demonstrates excessive
overprotective behaviors or emotional responses toward their
child (46). Warmth is an overall rating of sympathy, empathy,
interest in and closeness to the child scored from 0= no warmth
to 5 = extreme warmth. Positive remarks reflecting positive
parent–child relationships or closeness are noted and frequency
counts collected. Parents are classified as “high” EE if there are≥6
critical comments; ≥3 EOI ratings or hostility is present.

Causal Attributions: The Leeds Attributional Coding

System
In line with previous research [e.g., (23, 46)] spontaneous
parental casual attributions regarding child problem behaviors
were extracted from the CFIs using the modified Leeds
Attributional Coding System (LACS) (47). The LACS was
originally modified by White and Barrowclough (24) for parents
experiencing depression. A coding manual created by Peters et
al. (46) was adapted for the current study to include examples
from parents with schizophrenia. A copy is available from the
corresponding author.

Following extraction, attributional statements were coded by
the second author and an independent rater (AP) along the four
key dimensions included in the LACS: internal/external,
controllable/ uncontrollable, personal/universal, and
stable/unstable (see Table 1). Statements were coded in
accordance with the instructions given in the LACS, which
necessitates one rating on each attributional dimension, using
a binary scale for each side of the dimensions. A score of 1 was
given for the internal, controllable, personal, and stable ends of
the four dimensions and a score of 3 was given for the external,
uncontrollable, universal, and unstable ends. A score of 2 was
assigned when causes appeared to be a mixture of both ends
of the dimension (e.g., a cause that was partly controllable and
partly uncontrollable by the child).

Each attributional statement therefore generated four codes,
one for internal/external, one for controllable/uncontrollable,
one for personal/universal, and one for stable/unstable. A score
of 9 was used in rare cases where the cause could not be rated.
For each interview, the total number of attributions made that
were rated internal, controllable, and personal to the child were
counted (“blaming attributions”). Reliability of extraction and
rating between raters (LW and AP) was established on a sample
of eight randomly selected CFIs.

Proportional attribution scores indicate the general direction
of causality on each dimension and were calculated by dividing
the number of causes scored as “1” by the number of causes given
a score of 1 or 3 (46). They range between 0 and 1 and scores
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TABLE 1 | Attribution dimensions.

Dimension Description

Internal–external Internal: The cause is a “feature” of the child (e.g., personality traits, physical characteristics,

illnesses/symptoms, behavior, thoughts, feelings, knowledge, opinions, and beliefs).

External: Factors outside of or imposed on their child. e.g., Actions or traits of other people, the weather,

or location.

Personal–universal Personal: A specific cause leading to an event that would not happen to others (e.g., personality traits,

information that identifies that child from others/specific about their child).

Universal: Expected or understandable behavior for a child of similar age and/or gender (e.g., typical

behavior or reactions, conditions).

Controllable–uncontrollable Controllable: Belief that behaviors could be changed, influenced or controlled by child (e.g., Tantrums,

sulking, aggression, wanting attention, voluntary behaviors, habits, attitudes, laziness, and irritability).

Uncontrollable: Belief that that behavior is outside the control of the child, e.g., fear, accidents, illnesses,

personality traits/dispositions, characterizes, emotional responses, environmental, or situational factors).

Stable–unstable Stable: The cause as frequent feature or characteristic of the child (e.g., habits or behavior patterns, not

sleeping/tiredness, skills, socio-economic difficulties, or life events).

Unstable: The cause is in past tense or infrequent incidents (e.g., moods, ideas, thoughts, single

actions/behaviors, luck-fate, or accidents).

>0.50 represent attributions that were predominantly internal,
controllable, personal, and stable.

Data Analysis
Data were analyzed using SPSS version 25. EE Criticism and
hostility were not normally distributed and were log transformed
for analysis. Parents with schizophrenia were compared to
parents without SMI using t-tests and Chi squared tests.
Pearson’s r correlations were used to assess hypothesized
relationships between EE and attributions. Exploratory analyses
of relationships between EE, attributions, parental mental health,
and parenting also used correlation and t-tests. Multiplicity
adjustments were not made for these exploratory analyses,
despite the large number of tests conducted, in order to avoid
accidentally missing true effects (48). Multiple linear regression
was used to determine the relative impact of parental mental
health status (schizophrenia vs. no SMI) on EE and attributions
compared to demographic variables.

RESULTS

Participant Characteristics
Participants in the clinical group had diagnoses of schizophrenia
(n = 11) or paranoid schizophrenia (n = 9). Duration of
psychosis was 4–5 years (5%), 5–10 years (50%), 11–20 years
(30%), and >20 years (15%). Table 2 provides an overview of key
demographic characteristics and family circumstances for both
groups. Significant differences were observed with regards to
parental age, household composition and employment. Parents
with schizophrenia were younger [t(38) = 2.72, p < 0.05] and
more likely to be single parents [X2

(1) = 14.55, p < 0.001] and
unemployed [X2

(2) = 16.04, p < 0.001].

Expressed Emotion: The Modified
Camberwell Family Interview
A higher percentage of parents with schizophrenia were rated
as high EE overall (n = 12, 60%) compared to the non-clinical

group (n = 7, 35%) although this difference was not found to
be statistically significant. They made significantly more critical
comments than those without SMI and were more likely to be
categorized as highly critical with 50% making 6 or more critical
comments compared to 20% of those without SMI [X2

(1) = 3.96,
p < 0.05]. Parents with schizophrenia were also more likely to
be rated as “hostile” with seven (35%) meeting criteria for this
rating compared to just one (5%) in the non-clinical group [X2

(1)
= 4.33, p < 0.05]. Six of these seven parents made “rejecting”
comments. For the other dimensions of EE (EOI, warmth, and
positive remarks) there were no significant differences between
the two groups (see Table 3).

Spontaneous Parental Causal Attributions
A total of 950 attributions were extracted from the 40 CFIs
(567 from the parents with schizophrenia, 383 from the parents
without SMI). Themean rate of attributions per minute indicated
that the parents with schizophrenia made more attributions
than those without. Table 3 outlines the proportional attribution
scores for both groups indicating the predominant direction of
causality. Parents with schizophrenia made more attributions
that were rated as personal to the child and stable in nature. They
also made significantly more “blaming” attributions (attributions
rated as internal and personal to, and controllable by, the child).

Relationship of Demographic Variables to
Expressed Emotion and Attributions
Since the parents with schizophrenia differed significantly from
those without with regard to age, household composition, and
employment status (parents with schizophrenia were younger,
more likely to be single parents and less likely to be employed) we
conducted multiple linear regression analyses to determine the
relative impact of SMI status on the EE and attribution variables
where differences between the two groups had been observed. In
these regressions age, household composition (single vs. not) and
employment status (employed vs. not) were entered in the first
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TABLE 2 | Participant characteristics.

Parents with

schizophrenia

Parents without SMI

Parent gender, N (%)

Female 19 (95%) 19 (95%)

Male 1 (5%) 1 (5%)

Parent ethnicity, N (%)

White 15 (75%) 16 (80%)

Black 2 (10%) 1 (5%)

Chinese 1 (5%) 0

South Asian 1 (5%) 1 (%%)

Mixed 1 (5%) 2 (10%)

Parent age, mean (SD) 33.9 (7.5) 39.9 (6.4)

Number of children, mean (range) 2 (1–5) 2 (1–6)

Child’s gender, N (%)

Female 6 (30%) 7 (35%)

Male 14 (70%) 13 (65%)

Child’s ethnicity, N (%)

White 12 (60%) 15 (75%)

Black 1 (%) 1 (5%)

South Asian 1 (5%) 0

Mixed 6 (30%) 4 (20%)

Child’s age, mean (range) 8 (3–11) 6 (4–10)

Household composition, N (%)

Single parent household 15 (75%) 3 (15%)

Dual parent household 5 (25%) 17 (85%)

Parental employment, N (%)

Unemployed 19 (95%) 7 (35%)

Part time employment 1 (5%) 7 (35%)

Full time employment 0 6 (30%)

step and SMI status (schizophrenia vs. no SMI) was entered in the
second. We found that SMI status was not a significant predictor
of the two EE variables at the 5% significance level adopted for
the study, despite large R2 values (criticism: R2 change = 0.09, β
= 0.417, p = 0.056; hostility: R2 change = 0.07, β = 0.373, and p
= 0.096). SMI status predicted personal attributions (R2 change
= 0.09, β = 0.433, p = 0.033) but not stable (R2 change = 0.03,
β = 0.239, and p = 0.286) or blaming attributions (R2 change =
0.05, β = 0.320, and p= 0.147).

Parenting and Child Behavior
Table 2 highlights significant differences between the groups
with regard to parenting and parental reports of child behavior.
Parents with schizophrenia had poorer parenting self-efficacy and
were more likely to use harsh (over-reactive), permissive (lax),
and overly wordy (verbose) discipline strategies according to
their responses to the parenting scale. Parents with schizophrenia
were less consistent in their parenting than those without
SMI and reported a poorer parent–child relationship. The use
of coercion and positive encouragement was not significantly
different between groups. Parents with schizophrenia reported

TABLE 3 | Differences in expressed emotion, attributions, parenting, and reports

of child behavior between groups.

Expressed emotion Parents

with

schizophrenia

Parents without SMI p

Mean (SD) Mean (SD)

EE Criticism* 8.3 (7.20) 3.3 (2.25) 0.043

EE Hostility* 0.75 (1.21) 0.05 (0.22) 0.021

EE EOI 1.05 (1.05) 1.05 (1.15) 1.00

EE Warmth 1.80 (0.89) 2.25 (0.79) 0.099

EE Positive remarks 2.70 (2.45) 3.30 (1.98) 0.399

Proportional attributions

Internal

0.55 (0.09) 0.50 (0.17) 0.242

Personal 0.94 (0.08) 0.76 (0.17) 0.000

Controllable 0.86 (0.12) 0.81 (0.10) 0.159

Stable 0.79 (0.20) 0.65 (0.21) 0.032

“Blaming” 0.46 (0.14) 0.33 (0.18) 0.013

Parenting and child

behavior

Behavioral self-efficacy

(PTC)

44.17

(22.69)

85.2 (13.32) 0.000

Setting self-efficacy (PTC) 45.52

(25.04)

85.3 (13.76) 0.000

Parental laxness (PS) 4.50 (1.63) 2.35 (0.77) 0.005

Parental reactivity (PS) 3.63 (1.41) 2.54 (0.70) 0.005

Parental verbosity (PS) 4.56 (1.02) 3.91 (0.54) 0.017

PAFAS consistency 8.70 (2.70) 5.10 (2.44) 0.000

PAFAS coercion 7.65 (3.82) 5.90 (3.70) 0.149

PAFAS positive

encouragement

5.55 (3.35) 3.80 (3.27) 0.103

PAFAS parent–child

relationship

8.35 (2.51) 4.75 (2.81) 0.025

ECBI Intensity 164.55

(44.56)

106.70 (25.04) 0.000

ECBI Problem 21.15

(10.02)

8.35 (8.13) 0.000

*t-test performed on log transformed variables.

significantly more behavior problems in their children (ECBI
intensity) and found their children’s behavior to be more
problematic (ECBI problem).

Relationship Between EE and Attributions
Correlational analyses (Pearson’s r) were used to explore
hypothesized relationships between EE and attribution variables.
Parents with schizophrenia who perceived their children’s
behavior to be outside of the child’s control were warmer about
them (r = −0.47, p < 0.05), and less emotionally over-involved
(r = −0.69, p < 0.001). Parents with schizophrenia who had a
tendency to blame the child for the child’s negative behaviors
were more hostile (r = 0.47, p < 0.05) and less warm (r =−0.60,
p < 0.01) toward them. However, contrary to our predictions,
these parents were not more critical of the child. There were
no significant relationships between EE and attributions in the
parents without SMI.
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TABLE 4 | Correlations between EE, mental health, parenting and child behavior in parents with schizophrenia.

Criticism Hostility EOI Warmth Positive Remarks

DASS depression 0.22 0.31 −0.42 −0.71** −0.62**

DASS anxiety 0.25 0.11 −0.42 −0.38 −0.48*

DASS stress 0.25 0.31 −0.41 −0.63** −0.62**

WEMWBS total −0.19 −0.12 0.12 0.67** 0.47*

PANSS positive symptoms 0.23 0.04 −0.20 −0.42 −0.36

PANSS negative symptoms 0.14 0.09 −0.22 −0.53* −0.24

PANSS general symptoms 0.11 0.01 −0.11 −0.47* −0.24

PSYRATS hallucinations 0.05 0.04 −0.07 −0.39 −0.33

PSYRATS delusions 0.42 0.26 0.16 −0.60** −0.43

Setting parental self-efficacy (PTC) −0.43* −0.41 0.40 0.74** 0.57**

Behavioral parental self-efficacy (PTC) −0.23 −0.28 0.24 0.61** 0.52*

Parental laxness (PS) −0.14 0.09 −0.08 −0.40 −0.06

Parental reactivity (PS) 0.10 0.45* −0.34 −0.46* −0.02

Parental verbosity (PS) −0.01 0.11 0.18 0.05 0.18

PAFAS consistency −0.12 −0.08 0.15 −0.26 −0.33

PAFAS coercion −0.01 −0.08 0.16 −0.33 0.09

PAFAS positive encouragement −0.25 −0.06 0.23 0.13 0.34

PAFAS parent–child relationship 0.18 0.31 −0.35 −0.58** −0.29

ECBI Intensity 0.49* 0.39 −0.34 −0.62** −0.64**

ECBI Problem 0.39 0.44 −0.58** −0.78** −0.34

*p < 0.05; **p < 0.01.

DASS, Depression, Anxiety and Stress Short Form Scale; WEMWBS, Warwick Edinburgh Mental Wellbeing Scale; PANSS, Positive and Negative Syndrome Scale; PSYRATS, Psychotic

Symptoms Rating Scales; PTC, Parenting Task Checklist; PS, Parenting Scales; PAFAS, Parenting and Family Adjustment Scales; ECBI, Eyberg Child Behavior Inventory.

Relationship of Parental Mental Health to
EE and Attributions in Parents With
Schizophrenia: Exploratory Analyses
The majority of significant relationships between mental health
and EE centered on warmth (see Table 4). Higher levels of
depression, stress, negative and general symptoms and delusions
were each related to decreased warmth. Accordingly, warmth
increased as parental subjective wellbeing increased. Higher
levels of depression, stress, and anxiety were also related to
fewer positive remarks being made. No associations were found
between criticism, EOI, hostility and mental health, and well-
being. Attribution scores, including blaming attributions, were
not related to any mental health variables.

Relationship of Parenting Practices and
Child Behavior to EE and Attributions in
Parents With Schizophrenia: Exploratory
Analyses
Facets of EE were associated with several aspects of parenting (see
Table 4). Critical comments were related to setting specific self-
efficacy and ECBI intensity scores. Hostility was related to the use
of harsh (reactive) discipline practices and a t-test confirmed that
parents rated as hostile were more reactive than those who were
not [means = 4.60 (1.49) and 3.21 (1.19), respectively, t(18) =
2.23, p < 0.05]. Emotional over-involvement was related to ECBI
problem scores but not to self-efficacy or parenting.

As is clear from Table 4, warmth was once again the facet of
EE with the greatest number of significant associations. Lack of

warmth was related to reduced parenting self-efficacy and the
use of harsher (over reactive) parenting practices. Higher levels
of warmth were related to a better parent–child relationship and
better child behavior. A similar pattern of results was observed
for positive remarks: Increased frequency of positive remarks was
associated with reduced efficacy and lower ECBI intensity scores.

There were markedly fewer relationships between
proportional attributions and parenting and child behavior.
Internal attributions were not related to any parenting or child
behavior measures. A tendency to see problems as personal to
the child was linked to decreased parental behavioral self-efficacy
(r = −0.54, p < 0.05); problematic behavior (r = 0.46, p < 0.05)
and a poorer parent–child relationship (r = 0.46, p < 0.05). The
perception that the child could control their behavior was also
associated with more problematic behaviors (r = 0.47, p < 0.05)
and a poorer parent–child relationship (r = 0.57, p < 0.01). A
tendency to see the causes of behaviors as stable (and likely to
recur) was linked to less consistent parenting (r= 0.45, p< 0.05).
Finally, blaming attributions reflected a poorer parent–child
relationship (r = 0.62, p < 0.01) but were not related to specific
parenting behaviors otherwise.

DISCUSSION

This is the first study to examine EE and attributions in parents
with schizophrenia, or indeed with any SMI. It confirms that
parents with schizophrenia, like other parents, seek to explain
their children’s behavior and spontaneously make attributions
about behaviors they perceive to be negative (24). Furthermore,
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they do so at a higher rate than parents without SMI. In line with
our hypotheses, parents with schizophrenia differed from those
without SMI in terms of both expressed emotion and attributions.
The finding that parents with schizophrenia were more critical
and hostile about their children is an important one, since
parental EE has been linked to the development andmaintenance
of a range of childhood disorders (25) and to mental health
difficulties and substance misuse problems in adulthood (28).
Our hypothesis that parents with schizophrenia would be less
warm than their counterparts without SMI was not supported.
This was surprising given the numerous studies reporting poorer
parent-infant interactions in mothers with schizophrenia which
have highlighted a lack of warmth, sensitivity and responsiveness
[e.g., (49–51)]. We did however find that poorer parental
mental health was linked to decreased warmth: higher levels
of depression, stress and more severe negative and general
symptoms and delusions were all associated with lower levels of
warmth. It may therefore be the case that the lack of a significant
difference between the two groups of parents may in fact reflect
symptom variability within the parents with schizophrenia.

Parents with schizophrenia were more likely to attribute their
children’s behaviors to causes that were more stable and personal
to the child and in line with our prediction, they were more
likely than the parents without SMI to attribute responsibility for
the behavior to the child. This tendency to make more blaming
attributions was linked to hostility, which in turn was linked
to parenting practices: hostile parents used harsher discipline
practices than those who were not hostile. These findings provide
support to studies reporting that when parents believe their
child’s behavior is intentional and unique to the child, they tend
to use more coercive and harsh parenting practices (52–54).

Increased blame was also related to a lack of warmth, which
in turn was related to reduced parenting self-efficacy and the
use of harsher (over reactive) parenting practices. Blame has
previously been found to reflect higher levels of parental distress
in relation to child behavior (55). Although, we did not assess
parents’ anger or distress in relation to the child it is indeed
likely that this is the driver of a harsher style of parenting. If
parents believe that the child is responsible for their behavior,
they also believe that the child is capable of modifying it, and
parents may therefore engage in more negative feedback (56).
The finding that parents with schizophrenia tended to attribute
children’s behavior to causes that were more stable and personal
may additionally indicate a lack of hope for improvements in
behavior, further adding to parental distress. It is conceivable
that for the parents with the worst mental health, who evidenced
the lowest levels of parenting self-efficacy, the tendency to blame
children and be less warm toward them may constitute attempts
to preserve parental self-esteem and well-being. Future research
should aim to further explore the relationship between parental
mental health and parental beliefs about children’s behavior to
elucidate this further.

Owing to the socioeconomic differences between the two
groups we considered the possibility that the observed differences
in EE and attributions may instead reflect the social isolation and
financial stress caused by unemployment and single parenthood.
Our regression analyses revealed that this may well be the case.
SMI status was not found to independently predict EE although

a large effect was observed. This likely reflects the small sample
size. A larger sample, with a more closely matched control
group would be needed to test this properly. It is likely that
the social adversity experienced by parents with schizophrenia
is a key feature of the family environment and highly likely to
contribute to higher levels of EE toward their children compared
to families without SMI who are less likely to be experiencing
these stressors. Research shows that families characterized by
instability and lacking access to financial resources and social
support are families in distress, and this is a key factor in the
development of high EE (57).

It must be noted that several unmeasured variables may
also have contributed to the observed differences in EE and
attributions between the groups, such as comorbid parental and
child physical and mental illness.

Despite the study limitations, it is possible to conclude that EE
might explain some of the intergenerational risk in families with
a parent with schizophrenia. This study highlights opportunities
for the development of preventative and early intervention
strategies, beyond that of standard family intervention when
working with parents with schizophrenia. Parental attributions
and EE may offer insight into parenting practices and highlight
potential targets for intervention strategies to benefit both
parental mental health and longer term outcomes for children.
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Background: Parental mental health problems is a common source of concern reported

to child welfare and protection services (CWPS). In this study we explored to what extent

the child was invited to participate in the investigation process. We aimed to study:

(a) what was the current practice in the child protection service in Norway when the

CWPS received a report of concern about children whose parents were affected by

mental health problems or substance abuse, (b) to what extent were children involved

and consulted, (c) which factors predicted the decision to involve the children, and (d) in

cases in which conversations with children were conducted: what was the main content

of the conversations.

Method: The study was a cross-sectional case file study (N = 1,123). Data were

collected retrospectively from case records in 16 different child protection agencies. The

cases were randomly drawn from all referrals registered in the participating agencies.

Differences in how investigations were conducted in cases with and without concerns

about parental mental health were analyzed using t-tests and chi-square testes.

Predictors of child involvement in cases with parental mental health problems (N = 324)

were estimated by logistic regression analyses.

Results: When the referral to the CWPS contained concerns about parental mental

health, there were more consultations with parents, more frequent home visits and

the investigation took longer to conclude. The children, however, were less likely to

be involved. Children in such cases were consulted in 47.5% of cases. Predictors for

involving the children in those cases were child age, concern about the child’s emotional

problems and if the child was known from previous referrals.

Conclusion: In Norwegian child protection investigations, in which there were concerns

about the parent’s mental health, conversations with children were conducted to a
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significantly lower degree compared to cases where the child’s problem was the main

concern. In such cases, the CWPS workers have to overcome a threshold before they

consult with the child. The threshold decreases with child age and when case worker

already knows the child.

Keywords: parental mental illness, child involvement, child participation, child welfare and protection, concerns,

COPMI

INTRODUCTION

Given the adverse effects of parental mental illness, there is a
strong rationale for public health and preventive approaches
across services, to safeguard and support the children (1, 2). The
risk factors for children of parents with a mental illness (COPMI)
have been thoroughly documented in studies across the world
(3). In Norway it is mandatory for health care workers who treat
parents with mental illness to report concerns to the child welfare
and protection services (CWPS) if there is reason to believe that
the child is at risk. The Norwegian Health Personnel Act further
specifies that health care personnel must consult with patients
who are parents, about the children’s need for information or
support and to provide information, guidance and direct them to
relevant interventions for the family (4). Likewise, the CWPS are
mandated to involve children in cases concerning their welfare
and safety in accordance with age and maturity. The children’s
right to participate in the CWPS is established by law (The Child
Welfare Act, § 1–6). These mandates are the results of increased
awareness within social services and the health professional
community about the potential risk for children of parents with
a mental illness. Consequently, child participation is increasingly
seen not only as a legal requirement in case processing but also
as a mean to ensure child safety and to improve quality and
effectiveness of health care and social services (5).

Despite numerous professional, political, and legislative
efforts to strengthen children’s participation in health and social
practice, there is substantial documentation showing that child
involvement is a challenge to practitioners within adult mental
health care and the CWPS alike. A five-year follow-up study of
identification and support for children of mentally ill parents (6)
showed that even though there have been substantial efforts to
change practice within adult mental health services in the past
decade, children did not receive necessary support from health
personnel who were treating their parents.

Intervening early and targeting adverse influences on children
and parents may improve outcomes for children (7). Child
involvement and child participation is a key ingredient in
early intervention. Additionally, psychoeducation is a common
component across programs for parents with mental illnesses
and their children (8). In the context of parental mental illness,
psychoeducation is seen as a tool to reduce feelings of guilt
and shame from materializing in the children and their parents.
A lack of openness about mental illness is also thought to
restrain children from venting emotions such as anger, despair
and insecurities about their own life situation and that of their
parents. Subsequently, when there is a mental illness in the
family, children need accurate mental health information (9,

10). Not receiving information and support may severely affect
the lives of these children. Faugli et al. found that children
who sought information were often ignored by the health
personnel (11).

There is substantial documentation showing that establishing
a dialogue with children is a challenge to many adult helpers.
Many of the barriers to child involvement seem to be the same
across service settings, such as the professional’s attitudes and
skills (12).

Child welfare and protection workers strive to balance
children’s right to participate on the one hand, and the right to
protection on the other hand. This is especially the case when the
case concerns adult’s problems, such as parent conflicts, mental
health issues, and substance abuse. The workers are worried that
they will expose children to such problems because it may be a
burden or even harmful to them, which may be avoided by not
involving them (13, 14). Age may be another important factor. A
study carried out among Norwegian CWPS workers found that
the most experienced workers were also the most reluctant to
let children participate in child protection processing (15). Other
significant explanations for the reluctance to involve children
are social workers’ and health personnel’s lack of professional
confidence, skills and tools (14, 16, 17). Previous studies have
pointed out that the adult mental health services regarded their
competence and knowledge about support for the children of
their patients as limited, and that they considered the CWPS to
be a more suited service to provide for the children’s needs (18).
Furthermore, the results showed that adult mental health workers
lacked skills in how to approach the family, how to develop
trust and confidence, and how to discuss negative consequences
of the parental mental illness for the children. Additionally,
many reported that they lacked the competence to assess the
needs children may have and explained this by their educational
background not being child specific (19). On the other hand,
little is known about how the CWPS addresses cases of parental
mental health problems. We therefore do not know if the CWPS
involve the children of parents where there is a reported concern
aboutmental health issues. Studying the CWPS approach to these
children may inform us about important issues to be aware of in
the overall approach to support COPMI.

AIMS

The main objective of the current study was to explore the
child welfare and protection services’ approaches to families
affected by parental mental illness. Admittedly, child welfare
legislation does differ between countries, and some aspects

Frontiers in Psychiatry | www.frontiersin.org 2 January 2022 | Volume 12 | Article 784022102

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Vis et al. Child Involvement in Welfare Investigations

of professional practice may be specific to certain contexts.
However, as illustrated by the introductory review there are also
aspects of professional practice that is rooted in conceptions
about children’s abilities and vulnerabilities which transcends
borders and traditions. We therefore believe that studying if
families where there are concerns about parental mental health
are approached differently than families with other types of
concerns, is important. The aims of the current study were
therefore: (a) to identify who the CWPS in Norway consulted
when they received a report of concern about children whose
parents are affected bymental health problems, (b) to what extent
children were involved and consulted, (c) which factors predicted
the decision to involve the children, and (d) in cases where
conversations with children were conducted: what was the main
content of the conversations.

METHOD

The study is part of a large national research project that was
initiated in 2017. The project was approved by the Council for
Duty of Confidentiality and the Norwegian Center for Research
Data. The researchers were given access to social work records
by a decision from the Directorate for Children, and Family
Affairs in Norway. This decision allowed the researchers to
extract data from case files without seeking informed consent.
A license for handling and storage of data were granted by
the Norwegian Data Protection Authority on the 29.06.2017
(reference number: 7/00411-2/CDG).

Design and Procedures
The study was designed as a case file study which was carried
out retrospectively. A total of 1,365 child welfare and protection
cases were randomly drawn from all referrals registered in 16
participating agencies in the period of January 2015 to December
2017. The number of cases from each agency varied between 50
and 150 depending on the size of the agency. The reason why
we sampled agencies by size is that we wanted the number of
cases drawn from each agency to be about the same proportion of
the total available sample from that agency. Data were collected
and coded from case records. The researchers were given access
to the casefiles and to electronic systems for recordkeeping by
the CPS agency. All case files were coded on site at the agency
by the use of an electronic web-based data entry form that was
developed specifically for this purpose. The data entry form was
developed and tested for interrater reliability by independent
coding of 20 cases by two researchers. The results showed an
average interrater agreement of 86.9%. A total of 13 variables
had low reliability (<80% interrater agreement). Three of those
were eliminated from the form because it was concluded that
reliable information could not be obtained. The remaining 10
variables were reformulated, and the coding manual was revised
with better explanation of codes. After this revision the reliability
of the instrument was re-tested by independent coding of 42 cases
by two researchers. At this second step, interrater agreement
was 90.8%. In health research, an interrater agreement over 80%
generally are considered acceptable (20). The variables and the

codes from the form is available from the corresponding author
upon request.

Participants
For the current analyses we included all the cases that were
screened in for a child protection investigation (N = 1,123). Fifty-
three percentage of the sample were boys and the mean age was
8.9 years (SD= 5.1). In a total of 41.6 % of the referrals, the family
had immigrant background. Immigrant background was defined
as the child or one of the parents being born in a country other
than Norway.

Measures
Referrals to CWPS in Norway is most usually a free text letter
submitted by a concerned third party. We coded the concerns in
the referral letter as present or absent because this is all that safely
can be concluded with high level of reliability. The following
types of concerns was coded as present or absent in the referral
(i) parental mental health problems or substance abuse problems
(ii) child developmental problems, (iii) child externalizing
behavior problems (iv) child emotional problems. The main
characteristics of the investigation process was registered. This
included counting (i) the duration of the investigation measured
in number of days before the investigation was concluded, (ii)
number of meetings between CWPS and parents, (iii) number of
home visitations by the CWPS and (iv) if additional information
had been requested from health care services, school, police,
social services or other CWPS agencies. Whether or not there
had been a consultation with the child as part of the investigation
was registered. In instances in which such a consultation had
taken place (N = 680) the main content of the consultation
was coded into seven different pre-determined content Those
were (i) exploratory conversation about conditions at home,
(ii) information sharing, (iii) conversation to obtain child’s
opinions, (iv) investigative conversation about episode in the
family, (v) supportive conversation, (vi) general conversation
without specific aim, (vii) no information about the content.
These categories were developed by the researchers based
upon the theory of general procedures for the participation of
children (21).

Statistical Analyses
Bi-variate differences in the main characteristics of the
investigation process, with and without concerns about parental
mental health problems were analyzed using t-tests for
continuous variables and chi-square testes for categorical
variables. Predictors for child consultations in cases with parental
mental health problems (N = 324) were examined inmultivariate
analysis using binary logistic regression. In the regression analysis
all predictors were entered at together.

RESULTS

Our first aim was to identify who CWPS in Norway consulted
in the investigation when they received a report of concern
about children whose parents are affected by mental health
problems. When receiving a report of concern, the CWPS
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investigations most commonly consisted of consultations with
the child, consultation with a parent, and home visits. In
addition, the CWPS obtained information from other services
such as health care, school/kindergarten, police, and other
social services. We investigated if there were differences in how
CWPS investigations were conducted in cases reported with
parental mental health issues compared to cases in which such
problems were not reported. The results showed that when
the report to the CWPS contained concerns about parental
mental health there were more consultations with parents,
more frequent home visits and the investigation took longer
to conclude. The children however were less likely to be
consulted. On average children were consulted in 47.5% of those
cases (Table 1).

We also investigated which other child and case characteristics
that may explain whether children were consulted in cases with
referrals of suspected parental mental health problems. In the
multivariable analysis we identified three statistically significant
predictors. The first was child age. For a 5-year difference in child
age, the odds ratio for a child consultation were 3.18. This means
that a 12-year-old child were more about three times more likely
to be consulted than a 7-year-old child. The second predictor was
if a concern about the child’s emotional problems had been raised
in the report. Then the child was about 2.8 times more likely to
be consulted. The third predictor was if the child was known
by the agency from previous reports, then the chance of a child
consultation was increased by a magnitude of about 1.3 for each
previous report (Table 2).

A final aim was to study the cases where children were
consulted and identify what the content of conversations with
children was. The most common form of conversation in our
sample was exploratory conversations about conditions in the
home (72.6%). In such conversations, the child was encouraged
to talk about how it is at home without it being related to episodes
or specific events. In this category, there may also be exploratory
conversations about the child’s everyday life, for example how the
child is doing at school.

Furthermore, 36.9% of the child conversations took the form
of an informative conversation. An informative conversation is
characterized by the child receiving information about the case
and/or what will happen in the future. In 31.5% of the cases in our
sample, the focus in the children’s conversation was on obtaining
the child’s point of view or opinions. This wasmore frequently the
topic in cases with suspected parental mental health problems.
More frequent in those types of cases were also consultations
which had a supportive rather than an investigatory purpose
(Table 3).

DISCUSSION

The results showed that when the CWPS initiated an
investigation based on a report of concern about parental
mental health, the investigation was significantly more extensive
in time and efforts compared to investigations of other types
of concerns. In particular, the CWPS workers carried out
more consultations with parents and more frequently made
home visits. A reasonable interpretation of these findings is
that such reports were considered more serious by the CWPS
and hence that they conduct more thorough investigations.

TABLE 2 | Predictors for child consultation in CWPS cases with parental mental

health problems and/or parental substance abuse problems (N = 324).

B OR (95% CI)

Number of previous referrals 0.23 1.26 (1.07–1.48)**

Child sex = male 0.38 1.46 (0.86–2.47)

Child age 0.23 1.25 (1.18–1.33)***

Child immigrant background = no 0.03 1.03 (0.56–1.87)

Concern about child developmental problem = no −0.06 0.94 (0.24–3.78)

Concern about child externalizing problems = no −0.01 1.0 (0.42–2.36)

Concern about child emotional problem = no 1.02 2.76 (1.004–7.58)*

*p < 0.05, **p < 0.01, ***p < 0.001.

TABLE 1 | CWPS investigations in cases referred for parental mental health problems and/or parental substance abuse vs. other problems (N = 1,059–1,123).

Investigation activity Mental health/substance abuse problem in family N (%) Other problem N (%) χ
2 (df)

Consultations with the child = yes 154 (47.5%) 526 (65.8%) 32.3 (1)***

Information from health care = yes 232 (71.6%) 485 (60.7%) 11.9 (1)**

Information from school/child care = yes 177 (54.6%) 549 (68.7%) 20.0 (1)***

Information from police = yes 111 (34.3%) 253 (31.7%) 0.71 (1)

Information from social services = yes 78 (24.1%) 117 (14.6%) 14.3 (1)***

Information from other CPS agency = yes 21 (6.5%) 52 (6.5%) 0.0001 (1)

M (SD) M (SD) t (df)

Duration of the investigation (days) 72.6 (58.6) 64.6 (53.9) −2.19 (1118)*

Consultations with a parent (number of times) 3.18 (2.85) 2.77 (2.08) −2.34 (469a)*

Home visits (number of times) 0.95 (1.44) 0.70 (0.85) −2.90 (418a)**

*p < 0.05, **p < 0.01, ***p < 0.001. aAdjusted for non-equal variance.
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TABLE 3 | Differences in content of CWPS conversations with children (N = 680).

Content Referrals with mental health Referrals with other X2 (df)

problems (n = 154) problems (n = 526) P for the difference

n % n %

Exploratory conversation about conditions at home 114 71.1 374 71.1 0.50 (1)

Informational conversation 51 33.1 199 37.8 1.14 (1)

Conversation to obtain child’s opinions 61 39.6 152 28.9 6.35 (1)*

Investigative conversation about episode in family 20 13.0 126 24.0 8.50 (1)**

Supportive conversation 17 11.0 31 5.9 4.81 (1)*

General conversation without specific aim 8 5.2 31 5.9 0.11 (1)

No information about the content 19 12.3 34 6.5 5.72 (1)*

*p < 0.05, **p < 0.01.

Another interpretation is that the CWPS workers, who are
social workers and not health personnel, feel less competent
and more insecure about how to evaluate the seriousness of
mental health problems. This assumption might explain why
these investigations became more extensive with respect to time
spent and the number of consultations with parents. Parents’
fear of the CWPS and subsequent resistance to inform CWPS
workers about parental mental illness may also result in more
complicated and time-consuming investigations compared to
other types of problems. Establishing a trusting and cooperative
relation with the parents, particularly when there are concerns
about alcohol and/or substance abuse can be more difficult and
time consuming.

When examining to what extent children were involved in
cases of parental mental illness, we found that the child was
less involved when the report concerned parental mental health
or substance abuse. It is hard to understand what explains this
practice, especially since the CWPS workers spend more time
investigating these cases compared to other cases. However, this
finding resonates with previous research which shows that one
of the most important reason why caseworkers do not talk to
children about difficult topics is that the belief that it may be
a burden for children to become involved in adults’ problems
(14). There is nevertheless no reason to believe that resistance
to talking to children in such situations is specific only to the
child welfare and protection services. The same belief has been
identified among health personnel (18).

In terms of which factors may predict the decision to consult
the children, we found that child consultations were more likely
to take place with increasing child age. Age is however not
solely a predictor for involvement in cases with reported parental
mental health concerns, but in all cases within the CWPS. This
finding is an expected one, in line with many other studies (22–
24). The main reason for this is that children are increasingly
able, and perhaps also willing, to talk about family problems
as they mature, or that the CWPS considers them to be less
vulnerable compared to younger children and therefore more
frequently initiate consultations. Although child age should not
automatically disqualify children from an opportunity to talk to
the social worker, we do recognize that there are limits to what

can reasonably be expected from the youngest children. However,
as younger children are more dependent of developmental and
social support from their parents, they are alsomore vulnerable to
lack of proper care, and hence social workers should acknowledge
this in their work with younger children.

Another result of interest is that previous referrals increased
the likelihood of children being involved. One plausible
explanation may be that when there are previous referrals the
CWPS already has knowledge about and may be acquainted
with the family and the child. When the caseworker already has
established a relationship with the child, this may contribute to
reduce the fear that reaching out to the child will be disruptive
or harmful for the child. It is known from previous studies (25)
that many previous referrals are used as an indication that there
is increased risk of child abuse or neglect. Increased perception
of risk for the child due to the conditions at home may offset the
fear a case worker has of disrupting the child by consultations.

There are good reasons to consult with children when there
are concerns about the child’s emotional problems. First and
foremost because internalized mental health problems cannot
readily be assessed without the contribution from the person
in question, some form of self-report is usually required and
recommended (26).

In terms of identifying what the main content of the
conversations with children were when such conversations
had been conducted, we found that nearly two-fifths of the
conversations were aimed at giving the child information about
the ongoing investigation. Usually, the social worker will have
to explain to the child what the reason for the investigation is
and thus disclose some information about the parents’ problems
in order to initiate a conversation with the child. As discussed
above reluctancy to disclose such information may explain why
consultations are less likely to occur. However, when they do
occur this provides an opportunity to not only seek information
from the child but also to provide some basic psycho-educative
support. This is of great importance given the high risk these
children have for developing mental health issues themselves
(1, 27–29). This is particularly important when we take into
consideration the relatively high chance that the case will
ultimately be dismissed without any further service provision
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for the child or the family (28). It is positive that conversations
with an aim to support the child were more often recorded in
cases with reported parental mental health problems, albeit the
frequency of this types of conversations were overall very low.
We are quite certain that more than 11 % of the children in such
cases are in need of support given the high prevalence of mental
health issues among COPMI (30, 31). Admittedly, for practical
and legal reasons there are limitations to how comprehensive
support measures can be at this stage in CWPS case processing.
However, as a minimum it could be expected that (i) the situation
is explained to the child with emphasis upon the reason for
contact with the CWPS, (ii) that the child is informed about
what is going to happen and eventually that (iii) the reasons for
subsequent decision are clearly explained. Interview studies have
indicated that this is expected by children (32).

In overall 31.5% of the cases in our sample, the focus in
the conversations with the child was on obtaining the child’s
point of view or opinions. In relation to children’s right to
be heard, this may seem to be a somewhat low number. The
child’s point of wiew was, however, more often part of the
conversation if the concern was about parental mental health
(39.6%). It is possible that the CWPS has talked to the child
about the child’s opinions and wishes without recording it.
Nevertheless, the child’s voice and what the child thinks about
the case should emerge in a larger proportion of cases. We
therefore call upon all professional partners to collaborate and
to keep pushing the participation agenda forward. It is our
belief that it is helpful for the development and health of
COPMI children.

IMPLICATIONS FOR PRACTICE

The shortcomings in current practice in terms of involving
children in cases where a parent has mental health problems
have not previously been documented. However, previous studies
in Norway have shown how the CWPS investigates their cases
and their process from concern to decision-making (33). It was
concluded that there is a need for a quality system to achieve
quality assurance in practice. Studies have documented that
the professionals would prefer to have more guidance and a
framework to assist the assessment of risk (28). Furthermore,
research has shown that the way investigations are carried out
also differs between agencies (28). A national knowledge-based
system and focus on the child’s needs, can contribute to better
documentation and a CWPS practice that to a larger extent
involves the children. In January 2022, several changes will be
made to the Norwegian Child Welfare Act. The intention is to
strengthen prevention of child maltreatment. Children’s right
to participate will also be strengthened. It is, however, unclear
how the amendments will be implemented in practice. There
is no reason to believe that amendments in legislation will
take place without an operationalized system to support a new
practice. The findings of this study highlight the need for national
guidelines that makes it mandatory to include children in all child
protection cases.

LIMITATIONS AND STRENGTHS

This analysis is based upon what was recorded in case files.
Not everything a social worker does during case processing
goes into written records. It is therefore possible and likely that
the numbers presented here slightly underestimates the extent
and type of contact between social workers and children. That
being said, the findings do not deviate substantially from what
has been reported by others. The case files included in this
study were solely from child welfare and protection services,
and not from adult mental health services. Subsequently, we
do not have information about the parents’ diagnosis. We do
not know if the type of mental health problems the parent had
may have influenced the decision to not involve children in
some cases.

It is a substantial strength that our data were randomly drawn
and represents a large and representative sample.

CONCLUSIONS

In child protection cases in which the concern is mainly about
the parent’s mental health or substance abuse, conversations
with children are conducted to a significantly lower degree
compared to other cases. The CWPS are more likely to consult
with older children and if the child has been referred before.
The findings indicates that social workers perceptions about
child vulnerability is a major obstacle for child inclusion and
participation in child protection investigations. More children
should be consulted in cases with reported concerns about
parental mental health. Knowing that a substantial proportion
of these children have or will develop problems themselves
we cannot maintain a high threshold for consulting them. In
our view, a child consultation should not only seek to extract
information from children but should also seek to utilize the
potential preventive effects that lies in basic psychoeducation.
The CWPS workers are in the best position tomake sure the child
is involved and receives information. Child involvement is a goal
that can be achieved.
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NOMENCLATURE

COPMI: Children of parents with a mental illness CWPS: Child
Welfare and Protection Services CRC: Convention of the Rights
of the Child
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This participatory action research explores the perceived social support of youth whose

parents have a mental illness during their transition to adulthood. Social support is

an important protection factor during this developmental period, but few studies have

explored how these young adults perceive their social support. Nor has any study

assessed whether participation in a group-based participatory action research project

could improve these youth’s sense of support.

Purpose: (1) identify which aspects of social support these youth spontaneously

address when talking about their experiences in Photovoice workshops; (2) explore how

participants view these types of workshops as a good way to improve their sense of

social support and belonging.

Methodology: Ten young adults (nine women and one man) between the ages of 18

and 25 who have at least one parent with a mental illness participated in Photovoice

meetings in 2019. These group meetings aimed to explore and share their experiences

as young adults whose parents have a mental illness. The testimonies were combined

with data obtained from the abbreviated version of the Social Provisions Scale and the

Scale of Social Belonging.

Results: The quantitative results suggest that participants consider their social support

levels to be high, but their qualitative statements highlight low level or absence of parental

support in terms of emotional, informative or instrumental levels. They see themselves

as an important source of support for their parent and discuss the importance of having

other supports figures (romantic partner, employer, friends, sibling, etc.). Conversely, they

have difficulty asking for help for various reasons (including fear of stigma). They consider

that their participation in this Photovoice project allowed them to feel heard, supported

and to develop a sense of belonging to a group.

Discussion: To conclude, clinical issues to be considered for psychosocial intervention

with young adults of parents with a mental illness are discussed.
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INTRODUCTION

The transition from adolescence to adulthood is a pivotal period
of development occurring approximately between the ages of
18 and 25 (1), sometimes as early as age 16 (2, 3). This
period is recognized as being fraught with many significant
challenges (e.g., important choices to be made, autonomy to
be acquired, professional domain or post-secondary education
to be discovered, maintenance or adoption of healthy lifestyle
habits, etc.) (1, 4, 5). Because of these challenges, this transition
is particularly conducive to the emergence or worsening of
mental health problems (6–8) that could then impact the entire
adult life (9, 10). Findings from several studies suggest that
the transition to adulthood may be particularly challenging
for youth who have a parent with a mental disorder, who
represent 12 to 37% of youth (11–13). Compared to their peers,
these youth are more likely to have a mental illness, report
more psychological distress, both internalizing and externalizing
symptoms, feelings of isolation and powerlessness, relationship,
academic, and professional difficulties, substance use problems,
and delinquent behavior (14–22). Knowing that unaddressed
difficulties at this age of life could jeopardize the entire adult
trajectory, in addition to generating significant economic and
human costs (23), it is urgent to identify the levers likely to
promote a successful transition to adulthood for these youth.

Social Support as a Determining Variable
During the Transition to Adulthood
For young people in the general population, informal (e.g.,
parental availability and supervision, friendships, presence of
meaningful adults) and formal (e.g., program, community,
policies, recreation, meaningful stakeholders) social support is
one of the key predictors of the ability to cope with the challenges
of transitioning to adulthood (2, 6, 10, 24–26). In particular, social
support promotes the establishment of stable relationships and
improves school perseverance during this period (10, 27).

Perceived social support, which refers to a person’s belief in
and evaluation of their connections with others, is particularly
important. One meta-analysis has highlighted the link between
youth’s perceived social support and well-being (28), while
another has exposed an inverse link between perceived social
support and depressive symptoms in youth (29). Also, results
from both reviews have suggested that the quality of social
support is more strongly associated with well-being and
depression than the size of the support network. Similarly, results
of five longitudinal studies have found that social support acts
as a protective factor against depression in youth during their
transition to adulthood (26, 30–33). Notably, in Scardera et
al. (26) longitudinal study of 1,174 young adults, those who
perceived high levels of social support at 19 years old were less
likely to report mental health problems such as depressive and
anxiety symptoms, at 20 years old.

The social support network of young people transitioning to
adulthood, in addition to being crucial for their psychosocial
adaptation, undergoes profound transformations during this
period. Young people going through this developmental period
face major changes in their social interactions and new

challenges, such as the development of autonomy toward their
parents and the emergence of stability and intimacy in their
social and romantic relationships (32). To varying degrees across
youth in this age group (25), parental support tends to decline
while peer and romantic partner support increases (34). The
relative influence of parental vs. peer or romantic partner support
is still a source of debate in the scientific literature. Findings
from several studies have suggested that parental support is a
central protective factor in the transition to adulthood (6, 25, 29),
particularly in reducing depressive symptoms (35). Instead, other
studies have highlighted the role of peers, explaining that they
can, in some cases, mitigate more difficult family dynamics or
even compensate for poor parental support (36). Specifically,
at this age, youth tend to associate more closely with people
who share their interests (e.g., sports, community, peer group,
volunteering) and with whom they feel a connection (37). Social
interactions can greatly influence their sense of social belonging,
through regular encounters with their friend group, the affects
generated (38), the ability for the individual to name their
expectations and fears, and the development of a shared language
(39). The role of the romantic partner should also be a factor to
consider, at a time when love life is gradually becoming more
important to many youth (36, 40). In particular, the emerging
young adult gradually perceives their romantic relationship to
be more reliable. A shared intimacy accentuates mutual support,
and their partner provides a significant contribution by meeting
various needs (36). For many young people transitioning to
adulthood, their romantic partner becomes a primary source
of support, which can strengthen their resilience and reduce
their stress (36).

Social Support for Young People With a
Parent With a Mental Illness
Some literature points out that the role of social support in
promoting well-being among youth transitioning to adulthood
may be even more significant for youth considered more
vulnerable during the transition to adulthood, including those
from disadvantaged backgrounds or vulnerable families (29, 41),
as is the case with youth that have a parent with a mental illness
(8). This idea is in line with results of studies highlighting the
buffer effect of social support against the negative effects of
parental mental illness on child and adolescent mental health
(42–44) and, more broadly, in line with the stress-buffer model,
which suggests that the positive effect of social support should be
greater in a context of adversity or significant stress (45).

The successful transition to adulthood for youth that have
a parent with a mental illness may be intimately linked to the
presence of support from those around them (24, 46). The
presence of a positive relationship with the parent (46) and
reciprocity within that relationship (24), as well as commitment
and cohesion among family members (46) seem to have an
influence on the young adult’s well-being and resilience. In
addition, the presence of positive support from peers, significant
others or competent stakeholders, could act as a cross-domain
buffering by helping youth that have a parent with a mental
illness cope with what they are experiencing at the family level
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(47). In general, friendly support could temper psychological
(e.g., irrational thoughts, isolation) and emotional processes (e.g.,
decreases shame and fear, reassurance of one’s worth), especially
through the guidance and assistance of a significant peer (36, 48).
Moreover, several support programs targeting these young adults
and enabling them to connect with their peers, especially through
professionally supervised online forums, have made it possible to
offer social support (8) and have shown positive effects (49, 50).
In contrast, a lack of social support (e.g., parental, friendship,
romantic partner, mental health professional) is an additional
vulnerability factor for youth that have a parent with a mental
illness at the dawn of their transition to adulthood (24, 46).

To date, the few empirical studies that have explored how
youth transiting to adulthood who have a parent with a mental
illness perceive the social support they receive and offer, illustrate
that they generally receive little parental support in terms of
emotional, instrumental or cognitive support (14) and are also
often important providers of support for their parents (46, 51).
Many of these young people provide emotional, financial or
even instrumental support to parents from childhood onwards,
through various roles and responsibilities related to the demands
of daily life. The child might then fulfill various responsibilities
which become more pronounced with age, which can weaken
their adaptation and lead to a process of parentification (14). This
process occurs as a result of parenting gaps, but can become a
burden for children of all ages, including emerging adults (14,
51). Additionally, some literature points to barriers in accessing
formal resources for youth that have a parent with amental illness
of all ages (51), including the lack of knowledge among mental
health professionals and parents with a mental illness regarding
the impacts of parental mental illness on their child’s experience,
as well as their support needs (8, 52, 53). The paths of youth that
have a parent with a mental illness are also negatively colored by
associative stigma related to their parent’s mental disorder (54).
Associative stigma represents social disapproval and negative
reactions toward young people due to their proximity to someone
with a mental illness, often reported by youth that have a parent
with a mental illness (55) and hampering their willingness to seek
informal or formal support (54).

In addition to being few in number, studies that have
considered the perspectives of youth of parents with a mental
illness transitioning to adulthood on the social support they
provide and receive all adopt “traditional” research designs
by interviewing youth using questionnaires or interviews, with
the limitation of restricting their responses by pre-established
questions. The value of using participatory research methods that
focus on artistic mediums-such as the Photovoice method that
relies on photography and storytelling (56)-has been underlined
with other clienteles, particularly in the mental health field (57,
58). Participating in this type of research stimulates participants’
reflections and expression while allowing them to become
more aware of the recurring issues they encounter, to consider
solutions that make sense collectively, and to feel that they are
contributing to social change by producing data that will be
brought to the attention of decision-makers. Furthermore, no
research has evaluated the extent to which participating in a
group action research project can improve the perceived social

support of these youth. This question is of major interest given
that this type of project could be put in place as part of prevention
and intervention programs for youths that have a parent with a
mental illness.

OBJECTIVES

The present study pursues two main objectives: (1) identify
which aspects of social support youth whose parents have a
mental illness during their transition to adulthood spontaneously
address when talking about their experiences in Photovoice
workshops; (2) explore how participants view these types of
workshops as a good way to improve their sense of social support
and belonging. As the results of studies that have highlighted the
relevance of using the Photovoice methodology with emerging
adults (58), it is possible to formulate the hypothesis that
proposing a Photovoice project to children of parents with a
mental illness transiting into adulthood could have a beneficial
effect on their feeling of belonging to a group and of feeling
recognized, valued and supported.

In the present study, social support is defined as a
multidimensional construct, which corresponds to a person’s
perception of caring or helping behaviors from people in their
network (45). These behaviors can be categorized into several
dimensions, including emotional (e.g., affection, empathy),
instrumental (e.g., transportation) and informational (e.g.,
counseling) support (59). The present study will focus on self-
reported perceptions of social support.

METHODS

This study is based on a secondary analysis of data from
a participatory action research conducted with youth whose
parents have a mental illness, using a Photovoice approach.
This initial study, conducted in 2019, aimed to: (a) explore the
challenges faced by youth living in such a family context during
their transition to adulthood; (b) co-create with participants
a recommendations report and tools that could support the
transition to adulthood of youth living with a parent with a
mental illness; (c) identify the benefits of participating in such
a project, from the perspective of the participants themselves.
It was conducted using a concurrent nested design (60) mainly
focused on qualitative data (oral and written testimonies of the
participants during the Photovoice meetings) and considering
certain quantitative data to complete the portrait produced.

To reach the objectives of the present study, all qualitative and
quantitative data shared by participants during the initial study
that were specifically related to the theme of social support (e.g.,
group sharing around the issue of social support, evaluation of
benefits in terms of perceived social support) were extracted from
the initial corpus and have been analyzed. The next subsections
present the methodology of the initial study and describe how the
social support data were collected, specifically.

Recruitment Procedures
A promotional poster was installed in strategic locations
of two targeted regions (Gatineau, Saint-Jerome, in Quebec,

Frontiers in Psychiatry | www.frontiersin.org 3 January 2022 | Volume 12 | Article 793344112

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Villatte et al. Social Support in Vulnerable Young Adults

TABLE 1 | Family characteristics of participants.

Affected parent Diagnosis Chronicity

Participant 1 Mother and father Depressive/substance use disorder Since about 10 years

Participant 2 Mother Depressive/substance use disorder Since about 7 years

Participant 3 Mother Anxiety/depressive disorder Since about 11 years

Participant 4 Mother Borderline, depressive and anxiety disorders Since about 12 years

Participant 5 Mother No diagnosis but anxiety/depression Since about 20 years

Participant 6 Mother and father Anxiety/depressive disorder Since about 11 years

Participant 7 Mother and father Anxiety/depressive disorder Since about 10 years

Participant 8 Mother Anxiety disorder Since about 7 years

Participant 9 Mother Anxiety/bipolar disorder Since about 10 years

Participant 10 Mother and father No diagnosis but anxiety/depression Since “always”

Canada). Also, the advertisement was distributed widely through
the mailing lists of educational institutions and community
mental health organizations, as well as on various social
media groups and pages. Interested potential participants were
directed to the website of the research laboratory. After
viewing a detailed presentation of the project, they could
complete the information and consent form. This online
registration was a preamble to a telephone interview which
validated the eligibility as well as the informed consent of the
potential participant.

Sample
The inclusion criteria for this study were: (a) to be between 16
and 25 years of age; (b) to have a parent with mental health
problems that significantly impaired their functioning in the past
18months, as perceived by the youth; (c) that the parent’s primary
disorder not be substance abuse; (d) to reside within a 50 km
radius of either of the two main campuses of the Université du
Quebec en Outaouais (Gatineau and Saint-Jerome); and (e) to be
able to speak and understand the French language.

Eighteen youth responded to the recruitment advertisement
but eight of them ultimately did not follow through to meet with
the research assistant for a pre-project interview or chose not to
enroll in the Photovoice workshops following the interview due
to a scheduling conflict. Therefore, ten participants (including
nine young women) from two administrative regions of Quebec,
Canada, took part in the project. It should be noted that
one participant stopped coming to the meetings after the first
workshop and a second stopped after the third Photovoice
workshop, both for unknown reasons.

Of these ten participants, 70% lived exclusively with their
parent(s), 20% had moved out of the family home and 10%
stayed with their parent(s) occasionally. These young people
reported a wide variability in the frequency of contact with their
parents, ranging from never to several times a day. The youngest
participant was 18 years old and the oldest was 25 years old
(average age 21.6 years of age). The majority (90%) have brothers
and/or sisters. Eighty percent of the participants were attending
a post-secondary institution while also having a part-time job.
In addition, half of the sample felt they were in a precarious
financial situation.

All of the youth reported having a mother with a mental
illness and 40% of them reported the presence of a disorder on
their father’s side as well (see Table 1). Reported parental mental
illnesses were various: major depressive disorder, borderline
personality disorder, and anxiety disorder, sometimes with
comorbid substance use problems. All participants indicated that
their parent’s mental disorders had been present for several years.

As for the mental health of the participants, 40% of them
indicated that they had received a diagnosis, ranging from anxiety
disorders, mood disorders or borderline personality disorder.

Data Collection
The conduct of the Photovoice project, the number of meetings
and the number of participants were planned according to the
recommendations of Wang and Burris (56). The participants
were divided into two groups, according to their location and
themeetings were conducted in presence spanning April through
June 2019. Two facilitators (one male and one female), trained in
the method and supervised by the research team throughout the
project, accompanied each group by providing information and
stimulating participation and discussion (e.g., by inviting youth
to elaborate on their comments). In the first meeting, participants
were first asked to answer the pre-participation questionnaire
allowing, among other things, to evaluate their level of perceived
social support. Then, the facilitators introduced participants to
the Photovoice methodology, to the ethical stakes of such an
approach and to the theme around which they would be led
to express themselves using photos. before workshops. Over
the course of the four next 2-h meetings, each participant had
the opportunity to present his or her photos taken to testify to
the experience of having a parent with a mental disorder to the
group. The group members could react to each other’s photos by
naming how they related to their own experiences, for example.
The participants’ comments during these group meetings were
recorded in audio format and a verbatim transcription was made.
In addition to oral comments on the photos, participants were
asked to write a caption and a title summarizing the message
conveyed by each of their own photos. These written texts were
given to the facilitators at the end of each meeting and were
transcribed. The last three meetings allowed the youth to create
awareness tools for different audiences, in order to convey the
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major issues that emerged from their discussions (see https://
lapproche.uqo.ca/projets/photovoice1625/ for an overview of the
tools co-created with the participants). During the last meeting,
participants were asked to respond to the post participation
questionnaire (level of perceived social support and their sense of
social belonging to the project). Then, 6 months later, an online
questionnaire was sent to participants, concerning the perceived
benefits of their participation in the Photovoice group meetings.

Variables and Measures
Perceived Social Support
The verbatim excerpts and written captions of the photos
addressing content related to the concept of perceived social
support were combined to form the qualitative data corpus.
This selection was carried out by the principal researcher and a
master’s student.

In order to enrich this qualitative information, the social
support variable was also examined pre- and post-project
using Caron’s (61) abbreviated version of the Social Provision
Scale (SPS-10). This 10-item self-report questionnaire assesses
the youth’s perception on five social support dimensions
(Attachment, Social integration, Reassurance of worth, Reliable
alliance, Guidance and Opportunity for nurturance), that
correspond to the social support functions identified in Boucher
and Laprise’s (59) theoretical model. Thus, the SPS-10 proposes
two items for each of the dimensions, for example: “I feel I am
part of a group of people who share my attitudes and beliefs”
(social integration); “I have people close to me who provide me
with a sense of emotional security and well-being” (attachment);
“There is someone with whom I could discuss important
decisions that affect my life” (guidance); “I have relationships
wheremy competence and expertise are recognized” (reassurance
of worth); “There are people I can count on in case of emergency”
(reliable alliance). Respondents were asked to rate themselves
on each of these items using a four-point Likert-type scale
ranging from Strongly Disagree (=1) to Strongly Agree (=4).
The possible individual score on the SPS-10 ranges from 10 (very
low social support) to 40 (very high social support), with a score
of 30 and above meaning that the individual has high social
support, either accessible, available, and satisfactory (62). The
psychometric properties of this scale demonstrate its suitability,
including excellent concurrent validity (61, 63). In addition, the
internal consistency of the SPS-10 is excellent (alpha= 0.88).

Sense of Belonging
The sense of belonging to the project variable was documented
in a post-project measurement with the acceptance subscale of
the Sense of Social Belonging Scale (64). This subscale has 5 items,
for example: “In my relations with the other participants, I felt
supported,” on which the participants must position themselves
using a seven-point Likert scale ranging from Don’t agree at all
(=1) to Very strongly agree (=7). The score obtained can vary
from 5 (very low sense of social belonging) to a maximum score
of 35 (very strong sense of social belonging). The questionnaire
presents very satisfactory psychometric qualities (64): internal
consistency is excellent (Alpha= 0.90), criterion validity is robust

with scales evaluating social support (65) and temporal stability
is satisfactory (ICC= 0.70).

Perceived Benefits of Project Participation
An online questionnaire, sent to participants 6 months after the
end of the project, assessed the perceived benefits in terms of
support and social belonging. The items in this questionnaire
are open-ended, such as “How would you describe the climate
and exchanges that took place within your group,” “What
elements or factors led you to initially participate in the
project?,” “What elements or factors invited you to maintain
your participation?”

Data Analyses
To respond to the first objective of the present study, Paillé
and Mucchielli’s (66) technique was used to make sense
of the qualitative data (verbatim of the meetings and the
photo captions). Hence, the PI conducted a content analysis
of the transcribed data using an inductive method. As the
data were read, codes were assigned to each new concept
and then grouped into categories to create a thematic tree
using NVivo12 software. After presentation of the coding
tree to the research team and necessary adjustments, a
final interpretation of the results was proposed. Descriptive
analyses of the data collected during the pre-measure
of the Social Provision Scale were analyzed using the
Statistical Package for Social Sciences (SPSS, Standard
edition 25.0). As stated by Creswell and Plano Clark (60),
the combination of data provides a more accurate picture of the
explored phenomenon.

To reach the second objective of the study, a content analysis
was carried out based on the responses to the open-ended
questions (post 6-month online questionnaire) using the method
proposed by Thomas (67). Also, statistical analyses of the pre
and post measure on the Social Provision Scale, as well as the
post measure of the Social Belonging Scale were conducted, using
SPSS 25.0. Paired sample t-tests were conducted to identify any
changes in participant’s perceived social support and frequency
statistics were used to outline the participant’s perception of social
belonging at the end of the project.

RESULTS

Participant’s Perceptions of the Social
Support Offered and Received
Thematic analysis of verbatims and photo captions addressing
perceived social support allowed us to distinguish four main
dimensions: the social support offered and received in the youth-
parent relationship; the impact of this family dynamic on the
youth; the importance of social support from people other than
the parent; the challenges associated with seeking outside help.
The following subsections describe what participants say about
each of these dimensions and provide additional insight from
the quantitative data obtained with the pre measure of the Social
Provision Scale.
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A Caregiver Role With the Parent: “Giving Without

Expecting to Receive in Return”
During the group discussions, the participants addressed a major
point in their journey, namely the fact that they embodied one
of the main sources of support within their families, being at the
same time supervisors, friends, guardians, and providers for their
parents: “Well, I call her...always...Sometimes I would clean her
house completely. I would make her meals” (Claudia1), “I clearly
gave all the money I made to my parents so we wouldn’t lose the
house” (Daniel), “My mother drinks a lot, so I told her ’I promise
not to ask you any questions or judge you, but when you drink,
you call me so I can go get you” (M.C.). This role of support
provider seemed to be adopted even outside the relationship with
the parents. Participants emphasized howmuch they contributed
to supporting their siblings, friends, or romantic partners, for
example: “With my friends, I’m the one who listens (. . . ) and I take
care of my brother a lot.” (Daniel).

The participants seemed to be aware that this support was
beyond what a young person is usually expected to provide to
his or her parent: “Act as a parent instead of the parent.” (Joany);
“. . . As a child, you’re not supposed to have that role with your
parents” (Bianca).

In addition, they point out the contrast with the little support
they receive from the parent. Indeed, all of the participants
mentioned the absence or low level of parental support,
particularly in terms of emotional, instrumental and informative
functions but also in terms of supervision: “There are never any
congratulations” (Claudia).

“Making my lunch, taking my bath, going to bed on time when I

was little, it wasn’t necessarily mymother who would tell me to do it

or who would do it for me (. . . ). I knew there was something wrong,

something different about mymother, but it wasn’t named, it wasn’t

presented to me, it wasn’t explained to me” (Marianne).

Through their comments, they expressed needs that were unmet
by their parents, such as those for comfort, being listened to
and feeling loved. They also pointed to the fact that they did
not feel free to express themselves: “I can’t tell my mom I’m not
well” (M.C.).

According to the participants, weak parental support could be
explained in part by the manifestations specific to their parent’s
disorder, which in turn lead to a lessening of the interactions
between the young adult and their parent. A parent with a mental
illness may be less emotionally available and demonstrate more
anger leading to rejection: “They can’t take it, they already have
enough of their own to deal with, so, you have to find someone else
(. . . ). When she (my mother) is like that, I can’t talk to her. She
just screams and cries. I have to do it on my own” (Marie-Pier).
The stigma surrounding mental health problems would also help
explain why parents do not discuss their difficulties with their
children: “It’s taboo, we don’t talk about it” (Marianne).

1Some participants chose to keep their first name, others chose a pseudonym.

FIGURE 1 | Hand-in-Hand: Being a caregiver for a relative with a mental

disorder means offering support, encouragement and guidance without

expecting to receive anything in return. It is a team effort. It means offering

support, encouragement, accompaniment and help to the other person, but

also forgetting oneself and risking being dragged down when the parent

relapses. It also means playing the role of parent to your parent and becoming

a tool for their well-being. It tinges your emotions: it’s both satisfying and

disappointing. But it does make you grow in any case. (Bianca).

Impact of This Youth-Parent Dynamic: “Both

Satisfying and Disappointing”
The role of caregiver to the parent is discussed ambivalently by
participants, who report both positive impacts andmore negative
issues about it. Figure 1 illustrates this.
Specifically, participants report a number of “positive” impacts
as a result of providing strong support to their parent. The
numerous tasks carried out in the perspective of supporting
their parent, even their family, have contributed, according to
several young people, to the development of their autonomy (e.g.,
ability to accomplish household tasks, set goals and maintain a
budget) and social-emotional qualities (empathy, maturity, etc.)
and thereby to their self-esteem: “By always practicing this on
a daily basis (supporting the parent), I consider myself a better
person: more empathetic, more open to the problems of others.
Sometimes I find that people are too superficial and self-centered”
(Daniel). The satisfaction of being able to help someone and the
feeling of being connected to the parent were alsomentioned: “It’s
like being a team, doing everything together” (Claudia).

The vocational identity of the young people also seems to
be strongly influenced by their experiences as caregivers. Three
of the young people in the sample chose to pursue a career
path based on helping others: “. . . I’m not interested in it, but it’s
something that’s part of me too. I was born into it and it’s going to
follow me all my life” (Victoria). The two participants who were
already involved in a helping profession underlined the risk of
overload that such a position can entail and the importance of
setting limits: “I can’t intervene on what is too close to me, I can’t
intervene with people who have an alcohol problem” (M.C.).
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While providing support to their parents might have had some
positive effects, participants noted that this role had also had
significant negative repercussions. The amount of time, money
and energy spent on family support may make it difficult for
the young person to meet his or her own needs (e.g., thinking
about what he or she would like to do with his or her life, having
time to see friends.) Some participants were concerned about
leaving their parents alone or leaving the family nest, while others
tried to preserve the emotional well-being of their parents first,
sometimes at the expense of their own well-being.

“. . . I’m going to be stressed out about, like, going out at night

because I know that she, she doesn’t feel well. So then I start to make

scenarios in my head. . . I’m afraid all the time. . . is she going to fall

back into alcohol? Is she going to have suicidal thoughts because of

me?... I try to comfort her in everything”. (Marie-Pier).

These repercussions of the caregiving role can lead to cognitive
and emotional fatigue, which was mentioned by six of the
participants, using the following terms: “feeling worn out and
old” and “really tired.” The following comments illustrate
these repercussions:

“Sometimes I tend to carry all his emotions on my shoulders,

in addition to all that I’m going through... It’s like I go through

everything twice... there are responsibilities, that yes a child has

because deep down we love our parent, but I think it can become

heavy. . . ” (Marie-Pier).

“. . . it got me down. In the sense that you know yes, you give a lot,

you give a lot, but at one point it takes your energy away, it takes

your time away, it brings you down”. (Marianne).

The lack of access to information and advice can, on the other
hand, generate a lot of misunderstanding and frustration toward
their perception of an optimal parental support. A chain reaction
can then arise, between the unspoken words, the lack of access
to information, the altered communication and several negative
repercussions for youth that have a parent with a mental illness
(i.e., frustration, guilt, sadness, as well as psychological distress or
mental health symptoms).

“It made me angry not to understand, not knowing what was going

on. . . and also angry toward myself, toward my mother, toward

my family for not explaining it to me. It’s scary to go and talk to

someone, to get help”. (Marianne).

Finally, the lack of parental support may be particularly
detrimental during the transition to adulthood, when young
people need a positive role model to build their future adult
identity (see Figure 2).
In the face of all of these impacts, many participants emphasized
that limiting the support to be given to the parent and mourn
the long-awaited parental support are important strategies for
protecting oneself.

“I have come to understand that you can’t help someone who doesn’t

want to help themselves. You have to learn to understand that you

can’t do more than the person wants” (Bianca).

FIGURE 2 | Growing Up Small: As we transition into adulthood, we may feel

small and insecure because of the lack of role models growing up. Perhaps

our role models had difficulty holding on to life themselves because of their

difficulties. So, we don’t feel equipped to deal with this big world and still see

ourselves as small. (Victoria).

“At some point, in a tiredness that might have made sense, I felt

compelled to set my limits. So I said to her: “You know, Mom,

something really needs to happen here. This can’t go on” (M.C.).

“It’s mourning the loss of one’s parents, although you still have hope

that things will get better, of course, you always have hope, but when

it’s continuous, consecutive through time. . . well, at a givenmoment

there’s this letting go, this resignation a little bit also, because of the

fact that well, I don’t want to have too much hope because. . . it’s

always like this” (Daniel).

More than half of the participants mentioned that they
sometimes had to distance themselves from their parent in order
to refocus on themselves or to self-soothe. They attempt to
recharge their batteries, as an adaptive strategy that allows them
to self-regulate and let go in the face of repercussions generated
by their parent’s mental illness: “I started to think more about
myself than about others. I only went to see my mom on the
weekends. Doing things just for me” (Marianne).

Social Support as a Protective Factor: “What Helps in

Dealing With the Challenges of Having a Parent With

a Mental Disorder Is to Be Supported”
Having the support of one or more people around you is
considered to be one of the most protective factors in dealing
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FIGURE 3 | Together: What helps us feel better about the challenges of

having a parent with a mental disorder is social support. It allows us to confide

in each other during difficult times, to share our happiness and to dream

together. My girlfriend and some of my friends offer me a lot of support in my

daily life. (Victoria).

with the above-mentioned impacts. Victoria’s words and photo
(see Figure 3) testify to this.

“You are looking out for your parent’s well-being, but you are

looking out for your own well-being elsewhere, by seeking support

elsewhere because you are not necessarily going to get it from your

parent” (Victoria).

Almost all participants (except one) mentioned the presence of
other people in their environment who played a major role in
their lives and quantitative data indicate that they report a social
support score that is considered high (62). In the original sample
(n = 10), the mean score on the Social Provisions Scale (pre
measure) was 35.2 (26.00–40.00). Only one participant fell below
the threshold of 30 with a score of 26. This result is consistent
with results of studies conducted on samples of emerging adults
from the general population, which highlight that 10% of the
sample typically does not meet the threshold for high social
support (62). The results show that the dimension of social
integration (e.g., “There are people who enjoy the same social
activities as I do”) has the lowest mean score (x = 3.25), while
tangible help (e.g., “There are people I can count on to help
me in times of real need”) is the dimension with the highest
mean score (x = 3.7). It thus seems that these young people
better perceived the help from those around them in cases of real
need or emergency (items concerning reliable alliance) vs. from
participating in social activities or being part of a group (items
concerning social integration). Table 2 shows the average score
obtained on the SPS-10 by dimension in the pre-project measure.

Siblings, extended family members and friends are examples
of support figures mentioned. For example, one participant
recounted how fortunate she was to have a strong bond with
her sisters which helped her cope with and normalize daily life
while facing parental mental illness. This form of sibling support

endured, and her strong positive assessment of it referred to
mutual feedback and to the development of her own self-esteem.
In the same vein, the notions of non-judgment and recognition
were valued and raised when it came to proximal relationships:

“My uncles were there and they encouraged me more than my

mother. And when they saw me. . . “Congratulations, we are proud

of you!”” (Bianca).

The period of transition to adulthood, with the opportunities for
encounters that it offers, allows the appearance of new support
figures. The discussions highlighted that romantic partners
become an important resource in terms of social support.
Six participants explained that their romantic partners fulfilled
many functions and that the latter enabled them to develop
in a healthier way. This type of social support responded to
all their support needs, such as emotional, instrumental, and
informational. For example, participants indicated that their
romantic partners “have their back” (comforting, loving and
being loved), that part of their success was “because of their
partner” (advice, guidance, acquiring skills), that he or she helped
them overcome “obstacles” (meeting the demands of everyday
life or dealing with problems) and that he or she contributed to
their self-esteem. The great importance given to their romantic
partners was mentioned several times during the meetings:
“Stability within my relationship is something. . . as unstable as my
life has been, it’s the opposite for my couple.” (Bianca).

“And I’m proud of what I am, vs. what I could have been if, for

example, my boyfriend had not been inmy life, if he had not advised

me”. (Joany).

In-laws and employers can also act as new support figures during
this period: “It’s been about two years since I’ve started having the
impression that I have a role model in my life and it is my boss who
is very warm and very maternal too”. (Victoria).

Challenges Encountered in the Search for External

Support: “It’s Not Always Easy to Get Help”
Participants in this study mentioned that the support of people
close to them was sometimes no longer sufficient to meet their
needs. The dimension in which they seem to consider the
support of their relatives as sometimes insufficient concerns the
space they would need to be able to talk about what they are
experiencing with their parent. The participants emphasize that
talking about what they are experiencing with their parent could
be a good coping strategy (“It helps a lot to be able to talk about
it,” Claudia), but indicate that they rarely find people to whom
they can talk about the parental mental disorder.

Participants highlighted the impact the lack of information
and the stigma surrounding mental health issues can have
on the support they received. Notably, 80% of participants
felt that most people did not understand their situation, are
uncomfortable hearing what the youth has to say or would be
judgmental of the youth and family: “In my circle, that’s how it’s
perceived: “Oh, when you talk about your mother... Oh, change
the subject. . . , I never have the opportunity to talk about it. I
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TABLE 2 | Social provision scale mean score (pre-project results).

Subscales

Attachment Reliable alliance Social integration Guidance and opportunity for nurturance Reassurance of worth Total score

Participant 1 4 4 3.5 4 4 39

Participant 2 4 4 4 4 4 40

Participant 3 4 4 4 4 3.5 39

Participant 4 3.25 3.5 3 5 2.75 30

Participant 5 4 4 3.5 4 4 39

Participant 6 3.5 3.5 2 4 4 34

Participant 7 3 3 3 1 3 26

Participant 8 4 4 4 4 4 40

Participant 9 3.5 4 2.5 3.5 3 33

Participant 10 3 3 3 3 4 32

x = 3.63 x= 3.7 x= 3.25 x = 3.65 x = 3.63 Mean score = 35.2

always feel like I’mmaking them feel uncomfortable” (Joany). Two
participants reported never being comfortable discussing their
parent’s mental illness with anyone (friend, colleague, mental
health professional, teacher, close family member). The fear of
associative stigmatization (disapproval and negative reactions
toward them) and auto-stigmatization (internalization of the
stigma) were present in the discourse of participants and it is
important to specify that they developed in an environment
where they themselves had little or no information about mental
illness: “I’m so suspicious of people. . . to be told. . . that I’m not
normal because of my parent.” (Joany).

The feeling of being the only young person around them living
with a parent with a mental disorder fuels their feelings of guilt,
shame and ambivalence about seeking help and support, as raised
in this excerpt:

“You’re isolated in this because you don’t know that there are other

people like you. You don’t want to talk about it because you’re

afraid of other people’s judgement, you’re afraid that other people

will tell you: we don’t care”. (Daniel).

While some named the challenge of verbalizing a request for
help, other participants report that sometimes, they did not know
where to turn for help:

“When I was crying because I felt guilty... I didn’t know who to cry

to, I didn’t know who to call... You go through your contact list three

times, you don’t call anyone after all because like, who am I going

to tell this to”. (Victoria).

“It’s not that I was alone. I had lots of people, but I couldn’t talk to

them.” (Daniel).

These feelings of not being able to turn to others for fear
of misunderstanding or fear of being stigmatized can lead to
voluntary social withdrawal. The following example illustrates
this point:

“After that you isolate yourself because you don’t want to tell others

about it, you want to get better. Well, feel better”. (Marianne).

Participants also mentioned that the felt emotional load (e.g.,
guilt, fear, doubt) sometimes became too high, forcing them
to seek external professional help. Thus, by themselves, in a
self-taught way and as a last resort, Five participants said that
they had consulted professionals such as psychiatrists, doctors or
psychologists in recent years, that is, during their transition to
adulthood. Personal development and the urgency to take care of
oneself were their main motivations.

“I’ve tried a lot, but I’m at the point where I need to see a

psychologist... which I didn’t want to do at first, but now I’m at that

point”. (Marie-Pier).

Again, there are several fears that appear to be barriers to seeking
formal help, including fear of being stigmatized and fear of
harming the family system: “You’re afraid to go and see them
(social workers), to tell them what you’re going through, and then
they call the Youth Protection and you leave. It ends up that you
don’t go see anyone” (Bianca), “You don’t want the other students
to see you coming out of the social worker office, because they know
that there’s something wrong with you or your family” (Joany).

The Perceived Effects of Their
Participation in the Project on Social
Support and the Feeling of Belonging
Perceived Effect of Their Participation on Sense of

Support and Social Belonging
First, participants rated the Photovoice experience as positive:
excellent (n = 3), very good (n = 4) and good (n = 1). Also, all
youth say they would recommend participation in an equivalent
project to all other young adults that have a parent with a
mental illness.

Second, all participants spoke of the normalization felt and
conveyed through the project as a result of countering their
feelings of social isolation: “It normalizes a lot to see that we are
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not alone.2” Quickly, they recognized each other through their
own experiences and, for the first time, they met young people
with a similar background. In addition, several excerpts from
the group discussions made it possible to identify a link between
participation in meetings, the perception of social support and
the feeling of belonging generated. The young adults took a look
at their journey together and were unanimous in expressing the
fact that they felt listened to, as evoked in the following extract:
“We needed to speak and we found this space. . . it’s like a first
source of support”.

Moreover, an additional effect noted by the participants was
that the exchanges allowed them to underline their respective
resilience as well as to offer a discourse that conveyed hope.

“It’s true that this normalizes things and it takes us away from this

view of our experience, which is a bit victimizing, where we feel

alone in what we are going through, and that it’s very sad...when

we can just change our perspective”.

Participants point out that their continued participation and
mobilization are due to the enriching interactions between
members, the desire to support other youth living this reality, and
the positive repercussions on their sense of well-being.

“What motivated me was that I felt I didn’t have a space outside to

talk aboutmy parent’s mental health issue and I thought I could find

that space and availability, while building something bigger with

our experience.”

“The group discussions allowing to understand each other and have

strong emotional exchanges, introspection and awareness.”

In addition, the collected responses highlight two important
characteristics of this study that allowed the experience to be
considered positive. Firstly, participants described the climate
within the group as respectful, offering an atmosphere of
openness and listening, which led to mutual trust between them.
Second, they said that the support in their respective groups was
understanding, empathetic and non-judgmental. One participant
explained that her feeling of being supported allowed her to feel
comfortable to name her personal challenges to the group.

Complementary Insights From Quantitative Data

About Perceived Social Support and Sense of

Belonging
The average score of participants on the Sense of Belonging Scale
following their participation is 31.12 (25.00–35.00), which is
considered high, considering that the maximum score is 35 (64).
The results highlight that the item “In my relationships with
other participants, I felt listened to” is the one that obtains the
highest score. Moreover, all the answers are at the high end of the
proposed Likert scale, which validates a high level of agreement
toward the feeling of belonging generated within the group by the
collective project.

2The questionnaires completed six months after participation in Photovoice

meetings were completed anonymously. It is therefore not possible to identify

which participant made the comment.

TABLE 3 | Social provision scale mean score (by dimension; pre and post-project

results).

Subscales Pre Post

Attachment 3.63 3.80

Reliable alliance 3.71 3.68

Social integration 3.25 3.56

Guidance and opportunity for nurturance 3.42 3.69

Reassurance of worth 3.38 3.75

Total 35.2 37.0

Furthermore, the descriptive statistics from the pre- and
post-measures with the SPS-10 reveal that the total mean score
increased from 35.2 to 37 out of 40 (see Table 3), as did the
mean scores for each dimension, with the exception of the
reliable alliance dimension (e.g., “I have people I can count on
in an emergency”). The greatest increase in the average score is
granted to the dimension measuring the reassurance of worth
(e.g., “I have relationships where my knowledge and competence
are recognized”). The young people therefore evaluated having
a high sense of social belonging within their group and
their perception of social support improved following their
participation in the project. The following verbatim illustrates the
results obtained:

“We sympathized with each other a lot, I think, with our

lifestyles...Finally yes, it’s true, I’m not alone. And, I have proof

because we are very similar.”

DISCUSSION

This participatory action research first documented how
emerging adults whose parent has a mental illness talk about
the social support they provide to their loved ones, as well as
the support they receive from those around them. According
to them, young people provide a great deal of support to their
mentally ill parent, in all areas, in accordance with several
previous studies (24, 51). Also, all youth rated their parental
support as low and some as non-existent. This finding is
consistent with the literature on children of parents with a
mental illness of all ages, who report receiving little parental
support (46, 55, 68, 69).

However, the comments exchanged during the meetings and
the average score obtained by the participants on the Social
Provisions Scale-compared to that reported in similar studies (62)
show that they feel they receive a high level of social support. If
their parents are perceived as unavailable and unapproachable
to meet their needs, due to their mental health problems
(e.g., fatigue, consumption, irritability), the youth participants
perceive positive support coming from their broader social
network: romantic partners, close or extended family members,
bosses, friends, teachers or mental health professionals. All these
sources of support remind one that the transition to adulthood,
rich with opportunities to meet new people and to free oneself
from parental supervision, is a period conducive to resilience
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(1, 2, 70, 71). Results thus suggests that because they are faced
with low parental support, young adults of parents with a mental
illness seek support elsewhere to meet their needs, especially
emotional ones. Indeed, these different sources of support fulfill
various functions, such as allowing young people to feel loved,
recognized and encouraged, to receive advice and to express
themselves. Consistent with work that highlights how critical
these are to the development of young people in transition to
adulthood in the general population (6, 25, 36), the young people
who have a parent with a mental illness in our study considered
them to be “vital” support, mitigating the impact of inadequate
support from their parents. This qualitative finding, however,
diverges significantly from the results of a large longitudinal
study conducted among young people in transition to adulthood
with a depressed parent, in which quality of social functioning
was not identified as playing a significant protective role in
resilience among youth with a depressed parent, in comparison
with the parent-child relationship or the youth’s intelligence
quotient (46). More research is needed to clarify the nature and
strength of the links between the perception of positive non-
parental social support and the development of resilience in
young adults with a parent with a mental illness.

Our results also made it possible to observe the little
informational support that young people receive about parental
mental illness, which is in line with the results of some
previous studies (13, 51, 69), as well as their difficulties in
mobilizing their support network and in seeking help (54).
In fact, this study highlights that a range of factors create
difficulties in seeking help or social support in general, such
as the taboo surrounding parental illness, which seems to
persist despite efforts made in recent years to reduce the
stigma surrounding mental health problems (54). This finding
is consistent with what several authors have noted about the
impact of stigma (54) and developmental issues (such as the
search for autonomy) (72) which complicate help-seeking during
the transition to adulthood. Considering that participants say
they want advice on mental health and the development of
skills to better manage the family situation, and that half of
them had asked for the advice of a mental health professional
in recent years, it seems crucial to promote their access to
informational social support and formal help regarding parental
mental health (8, 69).

Finally, our results highlight that children of parents with a
mental illness transiting to adulthood tend to isolate themselves
on purpose, particularly in times when they encounter challenges.
Indeed, many participants reported consciously distancing
themselves from their parent or friends to regulate their negative
emotions and protect themselves from the judgment of others.
As well, some of them said that they had given so much to
their parent that they perceived solitary withdrawal as a time
of respite. Studies of other groups of youth facing bullying or
stigmatization have shown that social withdrawal can be used
as a coping strategy (73, 74), but the present study is the first
to highlight this practice among young adults of parents with a
mental illness. However, although in the short term this strategy
allows youth to avoid stress and cut themselves off from the

source of discomfort or suffering, it carries a risk of isolation and
low social reciprocity (73).

Regarding the second research question related to improving
perceived social support, notably through the feeling of belonging
generated by participating in a common project, our results are
encouraging. First, perceived social support increased for all the
youth following their participation and their felt social belonging
in this co-construction project turned out to be high. Also, at
the 6-month post-project measurement, effects as well as social
and relational gains from their participation were still mentioned.
For some, it was about normalizing what they experienced or
reducing their feeling of isolation, while others stated a better
understanding of their relationship with the parent. Our findings
are consistent with other studies from general population that
have found beneficial influence of participation in participatory
action research using Photovoice on emerging young adults
(57, 58), particularly in terms of perceived support (75). The
participatory and group-based approach seems to be a means
of fostering a sense of belonging, particularly through the
recognition of experiential knowledge (25, 39), and subsequently
improving the perception of social support through exchanges
between group members (38).

Clinical Implications
Results of this study makes it possible to highlight certain
specific clinical implications for mental health and education
professionals who work with young adults of parents with a
mental illness. First, it is suggested that professionals advocate
for the development of resources specific to these vulnerable
youth in schools, communities and care institutions, as well
as promote the resources that are available to the latter, as
young adults may not be aware of them. Because of the
taboos that still surround mental health issues, their self-
directedness in terms of seeking social support but also a
tendency toward self-sufficiency specific to the transition to
adulthood, these youth may have difficulty seeking help despite
recognizing that it could be helpful. Recommendations for
facilitating access to services and interventions are highlighted,
based on the reflections of young adults of parents with mental
illness who participated in a complementary component of
this study (76). They suggested, among other things, greater
visibility and diversity of mental health resources, adaptation
of communication channels for youth their age (e.g., online,
anonymous, interactive, social via networks), and explanation of
rights and confidentiality rules as part of appropriate support.
In addition, participants recommended that mental health and
education professionals be open in their approach, advocate for
an egalitarian relationship and provide a discreet environment.
In particular, professionals need to consider the difficulties
these youth may face, such as fear of being judged on their
experiences and their lack of knowledge about parental illness
due to poor communication.

Second, results of this study underline the relevance
of systematically evaluating the quality of social support
from various sources, both intrafamilial (parents, siblings)
and extrafamilial (friends, romantic partners, colleagues,
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employers), as well as both informal and formal (e.g., intervener,
support group) among these youths. Apart from standardized
evaluation instruments, the proximity circle, an interpersonal
psychotherapy (IPT) clinical tool, could be used to help youths
identify important people and resources in their social network,
in a more informal way (77). In addition to evaluating this
aspect of the young adult’s experience, results of this study,
in accordance with recommendations from recent studies,
advise that professionals support youth of parents with a mental
illness in their social needs (78), including by helping them find
strategies to maintain or improve their support network. This
can be achieved through various manualized individual, group-
based, or online interventions (79), or through the use of an
informational booklet (80). In the same vein, it is also suggested
that professionals experiment with various intervention
modalities (e.g., discussion groups, digital platforms) to transmit
information and offer support to young people whose parent has
a mental illness, and use various mediums (e.g., photography,
writing, art) to reduce the barriers to help-seeking and promote
participant introspection. The development of a participatory
group project may be an interesting strategy to facilitate a sense
of being heard and sharing with others (peers and supportive
adults). It would be beneficial to the resilience of these youth
who are used to dealing with stigma and rejection within
their usual peer group and who report lacking support from a
parental figure (81).

In addition to providing psychosocial services and ensuring
that they are accessible (e.g., by offering them online and
in the environments frequented by young people on a daily
basis) and visible, particularly through attractive promotion
on social networks, it is important to provide a variety of
concrete assistance measures (e.g., financial support, logistical
assistance such as meal deliveries, academic accommodations
to facilitate school-work-family balance) so that young people
feel supported. The recent implementation of a Policy for
Caregivers in Quebec (82), which aims to raise awareness among
different audiences of what young caregivers may experience,
while recognizing and valuing their role more and offering
them assistance measures (e.g., respite), seems to be a promising
avenue for young people who play a caregiver role to feel
recognized and supported.

Support for families is also an important avenue. Improving
the adult care system and providing support to parents could
also relieve the youth of a sense of responsibility. Working with
families to support parents in becoming more stable, in offering
a secure and positive home for their children, and having a
sufficient safety net around them would probably make it easier
for the youth to become independent and to project themselves
positively into their adult lives.

Continued efforts to reduce the stigma surrounding mental
health problems and to promote positive mental health and
support-seeking as an effective strategy for living a fulfilling
life seems, at last, essential (76). The more young people who
have parents with mental health problems are exposed to people
who are aware of what they may be experiencing and the right
strategies for individual and collective self-care, the more likely
they are to feel supported.

Strengths and Limits
One of the strengths of this study is that it allowed the youth
participants to have an initial space to talk about what they were
experiencing and to explore their reality with other young people
living in similar situations. This first step brought a sense of
normalization and provided a stepping stone to further define
themselves and find meaning in their difficult family situations
(52). By recognizing their lived experience, the Photovoice
method contributes to the involvement and commitment of
young adults (83). In fact, the participants stated that they would
recommend participation in a similar project to all young adults
of parents with a mental illness like themselves.

However, the study has some limits that need to be clarified.
First, the sample size is small, which provides unrepresentative
results; therefore, it is not possible to infer or generalize the
results to all young adults of parents with a mental illness at
the outset. The research design also does not make it possible to
determine causal links. Furthermore, the scope of the results is
limited since the sample ismainly composed of women and youth
whose parents have anxiety-depressive disorders. On another
note, some dimensions of social support were not examined in
this study (59). Although the SPS-10 has excellent psychometric
qualities (63), it would be beneficial to combine its use with
instruments assessing the diversity and size of the network, as
well as the quality of relationships (84) in order to capture the
multiple facets of the concept of social support in future studies.

CONCLUSION

In conclusion, this participatory action research study
documented the perception of social support among young
people transitioning to adulthood whose parent has a mental
illness. The results highlight low levels of felt parental support,
as noted by all the participants, and their great difficulty in
soliciting support from their social network, even though
they considered it essential, even vital. Participants pointed
to the major importance of other significant people in their
environment, such as their romantic partners, friends or mental
health professionals, as a source of formal social support. In
general, our results underline the relevance of providing young
adults whose parent has a mental illness with resources that
meet their needs and recognizing the specific issues related to
their transition to adulthood, especially in a context where they
frequently provide major support to their parent.
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Background: According to amended legislation implemented in Norway in 2010,

personnel in healthcare services for adults are obligated to identify patients’ minor

children and to assess the family situation. Health personnel is also obligated to

contribute to adequate support to families affected by parental mental illness or

substance use disorders. The intention behind the amendment was to support and

protect children of mentally ill parents, as they are at risk of developing problems of their

own. The aim of the present study was to evaluate health personnel’s practice during the

years 2010-2020, more specifically; (a) to what extent children of patients with mental

illness and substance use disorders are registered in patient records, and (b) to what

extent activities relating to the assessment and support of patients’ minor children are

documented in patient records.

Method: The participants in the study are patients admitted to Division for Mental Health

and Substance Use at the University Hospital of North Norway in the years 2010–2020.

The data was drawn from patient records during October 2021.

Results: The registration of patients’ minor children is considerably strengthened since

the introduction of the newNorwegian Health Personnel Act in 2010, and estimates show

that 56% of patients’ minor children are identified. However, only 31% of cases where

patients have identified minor children this result in health personnel performing activities

to support the children.

Discussion: Based on the rising proportion of identified minor children throughout the

10-year period, it seems evident that the dissemination efforts have contributed to the

development of some new skills among health personnel. However, compared with the

national estimation that 35% of mentally ill and substance abusing patients have minor

children, a large proportion of children remains unidentified. After identification, there

seem to still be a long way to go before minor children are systematically offered support.

Different solutions to strengthen the implementation of new skills in clinical practice, to

ensure the identification of minor children and provision of necessary support for them

is discussed.

Keywords: change of clinical practice, children of mentally ill parents, provision of support, prevention of

socio-emotional problems, identification of risk status
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TRANSGENERATIONAL TRANSMISSION
OF MENTAL DISORDERS

The transgenerational transmission of mental disorders is a
significant cause of mental illness, and children of parents
with mental illness or substance use disorders (COPMI) are
at risk of developing mental illness themselves (1). Elevated
risk for COPMI has been demonstrated across the diagnostic
spectrum and is both diagnosis-specific and general (2). In
addition, parents’ symptomatology also have an impact on their
social functioning and may in turn shape the way parents
interact with their children. Impairment of parenting skills,
reduced quality of care parents provides and problems in the
parent-child interactions, is often a result of psychopathology
in parents (3, 4). Furthermore, such impairments may in turn
lead to insensitivity, hostility directed at the child, rejection and
neglect (3), with possible subsequent insecure attachment (5, 6),
emotional dysregulation, negative emotionality and pathological
coping strategies as well as psychopathology in childhood,
adolescence and adulthood (1, 3). As a consequence of hereditary,
social and parent-child interaction factors, COPMI are very likely
to constitute the next generation of mentally ill persons and
parents (7).

Many children live in families with parental mental health
problems and one in five has a parent with mental illness (8).
In Norway, it has been estimated that 450,000 minor children
(41.5 % of all children) have parents with mental illness or
alcohol use disorder (9). The National Institute of Public Health
(NIPH) has calculated this based on prevalence studies of the
number of adults who qualify for a psychiatric diagnosis or
alcohol dependency in 1 year. The numbers are adjusted for the
fact that people with diagnosable mental illnesses have children
to a smaller degree compared to healthy people, and that they
often find partners with diagnosable mental illnesses. Since the
estimate represent a cross section of the data throughout a
year, consequently the number of children with parents with
diagnosable mental illnesses throughout their childhood is even
higher. Other researchers (10) have also estimated that one third
of the patients at Norwegian hospitals have care responsibilities
for minor children. Even though there is a solid evidence
base for the many risk factors related to the transgenerational
transmission of mental illnesses, research shows that it has been
very difficult for professionals working with mentally ill patients
and substance use problems to identify and support their children
(2, 11, 12). In Norway, these children have not traditionally
been registered in their parents’ records and hence have not
been identified. Without routines to assess whether patients have
children, it is impossible to safeguard children who are affected
by parental mental illness and related family problems. For these
reasons, Norwegian authorities made legislative amendments
in 2010 to safeguard minor children (0–18 years) of patients
with mental illnesses and substance use disorders by adding
new paragraphs to the Norwegian Health Personnel Act (13).
Health personnel have since 2010 been required to provideminor
children with information and necessarily follow up related to
parental mental illness and substance use. The new regulations
require all health professionals to; (1) register dependent children
in the patient’s record, (2) inform the parent about children’s

need for information and support, (3) assist in providing the
children in the family with information, (4) provide the children
with information about the opportunities to visit parents at
the hospital, (5) assess children’s and the family’s needs, and
(6) obtain parents’ consent to cooperate with other services in
establishing necessary support (14).

IMPLEMENTATION OF PRACTICE
CHANGES

Implementation is defined as targeted effort to carry out plans,
decisions or interventions in a municipality, organization or
general practice (15). This definition implies that implementation
processes are targeted, managed and described in great
enough details for independent observers to be able to
observe the process and evaluate it. A model for degrees
of implementation was developed by Fixsen et al. (15). The
model categorizes goals and results of an implementation
process as either paper implementation, process implementation
or skills implementation. In paper implementation, decisions
about innovations are rooted in formal resolutions. In process
implementation, procedures and systems are changed to make it
possible to materialize the innovations, and relevant participants
are provided with necessary training. In skills implementation,
relevant participants are conducting the innovation in such
a way that new skills are manifested in clinical practice and
can be measured. The legislation related to COPMI represent
paper implementation according to Fixsen et al.’s model, as the
planned innovation was rooted in new paragraphs in existing
legislation and regulations related to these. The legislative
authorities also described how the new laws and regulations
should be operationalized, thus representing the next level in the
implementation model, process implementation.

Changing human behavior is however challenging (16). This
is also true for changing health personnel’s practice related to
patient’s minor children (11, 17). Implementation science focuses
on studying methods for promoting the uptake of consolidated
research findings into routine healthcare practice and health
policy, and many researchers have studied which factors have
an impact on the implementation of new practices (16, 18,
19). A recent scoping review conducted by Fakha et al. (18),
identified an interplay of 25 main factors that acted as barriers
and facilitators during the implementation of diverse health
care innovations (18). There is a wide range of interrelated
factors existing at multiple levels that determine the success of
the implementation of innovations (18), which explains why
changing clinical practice is challenging, time consuming and
needs to be monitored over time.

In a previous study at the University Hospital in North
Norway (UNN), which is the largest hospital in the region,
results showed that only 4–7% of patients were registered with
minor children, even though 35.3% of patients were estimated to
have minor children (20). Given the speed of implementation in
year 2015, it was calculated that it would take ∼19 years before
patients’ children were registered, and hence identified the way
they should according to the amended legislation from 2010.
There may be many reasons to why health personnel do not
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register or identify patients’ children in patient records. First, they
may have low professional awareness related to the fact that many
patients are caring for minor children, and that these children
are at risk of developing social and/or mental health problems
themselves (21). Second, health personnel who work with adult
patients may feel insecure in discussions about childcare and in
including patients’ children in the treatment, because they are not
trained or educated to do this (12). Third, the financial structure
of health services in Norway is based on client contacts and
as patients’ children are not clients, contact with COPMI does
not result in any financial support or refund. Fourth, it may be
unclear whose responsibility it is to register patients’ children in
the journal. Fifth, time constraints in clinical work at hospitals
may result in health personnel not prioritizing assessment of
whether the patient has children or the needs of these children
(22). A recent study showed that the rate of registering patients’
minor children was higher in university hospitals compared to
smaller hospitals in the country, and that Norwegian hospitals
had implemented change in clinical practice related to COPMI at
a medium level (13).

SPECIFIC ACTIONS TO SUPPORT
IMPLEMENTATION OF THE AMENDED
LEGISLATION IN NORTH NORWAY

A crucial instrument to change the clinical practice related
to patients’ minor children, was to make it mandatory for all
hospitals in Norway to appoint child responsible personnel
(CRP) in wards, clinics and institutions. The intention was that
CRP should be responsible for promoting and coordinating
support for patients’ minor children (23). The University
Hospital in North Norway (UNN) also chose to establish a
new function named CRP-coordinator in each clinic and these
served as managers of all CRP in their clinic. Furthermore, The
Northern Norway Regional Health Authority made guidelines to
describe the mandated clinical practice to identify and support
COPMI, and these were effective from 2012. The guidelines
described which information about COPMI should be registered,
who should register, how to document the information in the
electronic patient records (EPR), as well as where in the EPR
this information belonged. The EPR utilized by the hospitals
in North Norway is called DIPS, which is the largest supplier
of eHealth systems to Norwegian hospitals. DIPS provides a
software package for EPR, which in turn provide health care
workers with an integrated and unified electronic presentation
of all important and relevant clinical information about patients,
including patients’ minor children. In DIPS patients’ minor
children should be registered at the front page in the EPR, among
central patient administrative information.

In addition to the provision of specific guidelines and
procedures related to the process implementation of the
innovation, The Northern Norway Regional Health Authority
provided health personnel with opportunities to participate in
training programs related to service provision for COPMI. From
2013 they financed even larger parts of the implementation
process, and a considerable sum were used to train health

personnel and to support implementation activities. In 2014,
UNN was also provided with a 50% position as CRP coordinator
managing all CRP and COPMI related activities in the hospital,
in order to support implementation activities related to the
innovation. In 2016 a National Professional Procedure for
patients with minor children was implemented and approved by
the National Health Library. This procedure and the guidelines
from the regional health authority coincided and put even greater
pressure to change clinical practice accordingly. Furthermore,
from 2017, UNN decided to change the terms for CRP-
coordinators in each clinic and chose to pay health personnel in
20% positions to support the implementation process. In sum,
The Northern Norway Regional Health Authority have taken
control over a variety of implementation activities, and it seems
safe to say that the legislative changes related to COPMI in
UNN has been followed by implementation support at both the
local, regional and national level. However, until now, it remains
unclear whether the implementation of the innovation represents
what could be characterized as changed clinical practice through
acquirement of new skills related to COPMI.

THE PRACTICE CHANGES TO BE
MONITORED OVER TIME

In this particular study, the practice changes to be monitored
over time is linked to the amended legislation (the new
paragraphs in the Norwegian Health Personnel Act from 2010),
where the registration of COPMI was the core intention, as
well as documenting activities related to provision of support
for patients’ minor children. All COPMI activities should be
documented in the EPR by a COPMI report. The COPMI report
should include information about identification and assessment
of the child, conversations about the child and family with
the patient, conversations with the child and family, consent
or no consent to cooperate with other services, evaluations of
the situation of the child, as well as further follow-up. The
COPMI reports have changed throughout the ten-year period
from several separate documents to five documents which can be
utilized in the EPR in 2020. As of now, the main COPMI report is
designed as a form which could be continued with new entries as
new activities are performed in clinical practice. The intention
with this report is to provide an easily accessible overview of
relevant information regarding the patient’s minor children and
how they have been informed and supported. According to
the mandatory guidelines, all patients with mental illnesses or
substance use disorders who are registered with minor children
should have at least one COPMI related documents in EPR and
this is a COPMI report.

AIMS OF THE CURRENT STUDY

The present study is part of a longitudinal COPMI project
at the Arctic University of Norway, in which the goal was
to support the implementation of new routines arising from
legislative amendments, as well as to evaluate the process of
change (20). The aim of the present study was to evaluate (a) to
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what extent health personnel registered children of patients with
mental illness and substance use in electronic patient records
(EPR) during the years 2010–2020, and (b) to what extent
activities relating to the assessment and support of COPMI are
documented in EPR according to the mandatory guidelines.

METHODS

Participants
Participants in this study were all patients in the Division for
Mental Health and Substance Use disorders in the largest hospital
in North Norway. The University Hospital in North Norway
(UNN) is responsible for the delivery of mental health care
services at the specialist level in the two most northern counties
in Norway (see Figure 1). Northern Norway is an area with
large geographical spread, covering an area two times larger
than Denmark. UNN is one of four public health undertakings
in the region, all part of The Northern Norway Regional
Health Authority.

FIGURE 1 | Norwegian Regional Health Authorities. The Northern Norway

Regional Health Authority in circle.

Design and Procedure
This study is a retrospective registry study based on anonymized
data from EPR. Data from all patients were drawn from DIPS
EPR in October 2021 and consisted of:

• Information regarding the patients’ children, registered in the
administrative front page of the EPR.

• Information regarding COPMI related activities, registered in
COPMI reports in the EPR.

Recruitment
UNN’s participation in this quality assurance study is rooted in
a collaboration between The Arctic University of Norway - UiT
and a project manager at UNN.

Ethical Considerations
Quality assurance studies in UNN do not require patient
consent. All analyzed data was anonymized. The project has been
approved by the Data protection officer at UNN.

Statistical Analyses
Statistical analyses were computed using SPSS (version 19) and
Excel R© for Microsoft 365 MSO.

Based on data from Statistics Norway (SSB) we have estimated
the probability of an adult person having children between the
age of 0 and 18 years old. Using Bayes’ formula (24) we calculated
the probability of mentally ill adults in Norway having children.
These calculations are based on statistical information from
SSB and the Norwegian Institute of Public Health (NIPH). SSB
provides data on the number of households in Norway, the
portion of married, co-habitants and single adults, as well as to
what degree people in these groups have children. In a study from
NIPH (9) researchers estimated the relative risk of beingmentally
ill when you have children vs. being mentally ill in the general
population.We included this information in our calculations and
calculated the probability for the degree to which mentally ill
patients in Norway have children. Our analyses showed that the
chance that mentally ill adults in Norway have children is 33.5%.
In addition to that the Norwegian Institute of Public Health has
estimated that there is a 5.4% elevated risk to have mental illness
when one is a parent, compared to the risk of this in the general
adult population (9).We added this risk into our calculations and
the result showed that there is a 35.3% chance to have children
when adults are mentally ill (25).

Time series modeling in SPSS was used to predict how many
years it would take to adhere to the amended legislation related
to COPMI.

RESULTS

Patients Registered With Minor Children in
EPR
A total of 28,906 unique patients received mental health care
at Division for Mental Health and Substance Use Disorders at
UNN during the years 2010–2020, in outpatient and inpatient
units/wards at several locations (see Table 1). The mean age of
patients ranged from 39 (median 38) in 2010 to 38 (median
35) in 2020. The results show that the number of patients with
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TABLE 1 | Total number of patients per year, estimated number of patients with minor children, actual number of patients with registered minor children, and actual

number of patients with registered minor children and at least one COPMI report documenting mandated COPMI activities in the EPR.

2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020

Total number of patients* 6,244 6,563 6,695 6,579 6,612 6,950 6,952 7,080 7,150 6,981 6,507

Estimated number of patients with

minor children

2,204 2,317 2,363 2,322 2,334 2,453 2,454 2,499 2,524 2,464 2,297

Number of patients with minor

children**

2 51 181 280 484 682 844 977 1,088 1,188 1,286

Number of patients with minor

children and at least on registered

document related to COPMI***

20 230 181 204 189 244 279 268 343 369 401

*Data from HN LIS available from The Northern Norway Regional Health Authority.
**Data collected by using DIPS Report 2531765.
*** Data collected by using DIPS Report 2531754.

registered children in the years 2010–2020 increased rapidly
from the first year with new legislation and onward. Based on
the estimated probability of 35.3% that mentally ill patients in
Norway have children, results show that the number of patients
with minor children vary from 2,204 to 2,524 during the period
from 2010 to 2020. The percentage of registered COPMI, based
on these estimates, have increased from 0.1% in 2010, to 27.8% in
2015 and to almost 56% in 2020.

Many patients are however patients over a longer period of
time than 1 year or have been admitted more than one time
during the 11-year period. In such cases they are counted as
unique patients every year they were admitted as a patient in
the Division for Mental Health and Substance Use Disorders,
and hence possibly more than one time. Subsequently, minor
children of these patients may also be registered every year they
were admitted. Table 2 presents patients registered with minor
children for the first time per year and the actual number of
minor children these patients were registered with. Of the 455
children that were registered in 2019, a total of 238 of them
were younger than 6 years of age. Results show that a total of
3,476 unique minor children have been identified during the
10-year period.

Based on the speed of changes related to the identification of
patients’ minor children from 2010 and onward the results show
that it will take a total of 18 years until all minor children are
identified, and hence this could be a reality in year 2028.

COPMI Related Documents in EPR for
Patients With Registered Minor Children
The results show that COPMI related documents are registered
in the EPR of 35.5% of patients with registered minor children or
lower, during the 11-year period (see Figure 2).

Figure 2 shows that not every patient with registered minor
children had at least one COPMI report in the EPR as mandated.
In 2020 only 17.5% of patients estimated to have minor children
had documented activities related to COPMI in EPR. Results
show that during the last 3 years the number of patients with
registered minor children and at least one document in EPR
have stabilized at around 31% (31.5% in 2018, 31.1% in 2019
and 31.2% in 2020), indicating that more than two thirds of
patients with registered minor children did not have mandated
documents related to COPMI in the EPR. More specifically, the

results show that in 2020 a total of 1,286 patients were registered
with minor children (56%), whereas only 401 of these (31.2%)
had registered documents related to COPMI in the EPR (see
Figure 3). Figure 2 presents the estimated number of patients
with unregistered minor children, actual number of patients with
registered minor children and number of patients with registered
minor children and at least one document related to mandated
COPMI activities in 2020. The estimated number of patients with
unregistered minor children in 2020 is 1,011.

Based on the speed of changes concerning documentation
of COPMI related activities for patients with registered minor
children the results show that it will take a total of 82 years from
2010 until this clinical practice is implemented, and hence this
could be a reality in year 2092.

DISCUSSION

The first aim of the present study was to evaluate to what extent
health personnel registered children of patients with mental
illness and/or substance use disorders (COPMI) according to
the Norwegian Health Personnel Act in electronic patient
records (EPR) during the years 2010–2020. The result from this
study shows that the identification of COPMI has improved
considerably since the introduction of the newNorwegian Health
Personnel Act in 2010. It is very positive that more children
are identified, as this is a necessity to provide COPMI with the
information and support they are entitled to. According to the
straightforward procedures on how to register patients’ children
in the EPR, it seems that this is not time-consuming and is
feasible for most health personnel.

Based on the rising proportion of identified COPMI
throughout the 11-year period, it seems evident that the
implementation steps and activities that have been utilized at
UNN have contributed to the development of new skills among
health personnel. The willingness to organize the implementation
process, finance core activities and positions, as well as providing
the workforce with training opportunities represents important
steps to support development of COPMI related skills such as
identifying patients’ minor children.

However, compared with the national estimations that 35.3%
of patients with a mental illness and/or substance use disorders
have minor children, a large proportion of children still remains
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TABLE 2 | Total number of patients registered with minor children for the first time per year, and the total number of children they were registered with in the EPR.

2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020

Total number of patients

registered with minor children

first time*

4 54 125 128 285 295 318 309 329 316 263

Total number of minor children

registered first time*

4 60 166 177 391 405 443 442 466 455 467

*Data collected by using DIPS Report 2531765.

FIGURE 2 | Estimated percentage of patients with minor children, actual percentages of patients with registered minor children and percentages of percentages of

patients with registered and one document related to mandated COPMI activities in 2010–2020.

unidentified. To our knowledge, there are no reasons to believe
that patients in the Division for Mental Health and Substance
Use Disorders at UNN have children to a lower extent than the
national estimates. Furthermore, there are no available data to
support that the population of the two northernmost counties in
Norway are parents to a lower extent than the rest of the country.

The actual age distribution among patients may also be
relevant in this context, if the patients were too old to have
children aged 0–18. However, our data shows that the mean age
of patients in the Division for Mental Health and Substance Use
disorders at UNN are in line with national reports on patient
data where 70% of all patients in Norwegian mental health care is
between 18 and 49 years. The national figures for age distribution
among these patients are overlapping with our results, and hence
most patients receiving mental health care services are in the age
where the probability of having children aged 0–18 is very high.
In addition, very few contacts or brief stays in the hospital per
patient, could also explain the lack of registered minor children,
because of the reduced time frame for doing this among health
personnel. However, the mean amount of contacts per patient
were five, and hence personnel had several chances to register
patients‘ minor children.

Based on our results, it seems safe to conclude that not all
health personnel have developed the skills to identify COPMI,
and hence that the implementation has not moved beyond paper
and procedural implementation for all. One implication of the
result that an estimated number of 44% of patients with minor
children are not registered with children, is that thousands
of COPMI during the 11-year period are unidentified. These
children may still be invisible to public services and are at even
higher risk of developing social, emotional and mental health
problem themselves, since they cannot be reached with effective
support and/or interventions. It has taken 11 years to fill in about
half of the gap between existing and identified COPMI. New steps
are warranted to increase the number of identified children until
all COPMI are identified according to the law.

Several changes in the implementation processmay contribute
to further improvement of the identification of COPMI. In
previous studies researchers have pointed to changes in the
software of the EPR as a source of strengthening the identification
of COPMI (24). One suggested solution was that health personnel
should not be able to make entries in EPR unless they had
registered if the patient had minor children and had entered
the names and birth dates of these children in the front
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FIGURE 3 | Total number of patients with minor children and patients with registered minor children and one document related to mandated COPMI activities in 2020.

administrative page of EPR. This would automatize identification
skills among health personnel and result in full identification
of COPMI. Another suggested solution was that patients’ minor
children were imported directly via the link between the EPR and
the National Population Register, as for other patient variables
such as id number. However, DIPS EPR is a complex software
package, and changes like this have never been made.

Researchers have also suggested that the identification of
patients’ minor children and documenting COPMI related
activities in EPR should be included as national quality
indicators (13, 25). As such quality indicators also constitute
the basis for the funding of the five regional health authorities
in the country this could reinforce the adherence to the
law and related guidelines for health personnel. The most
recent recommendations included the establishment of national,
regional and local implementation teams to strengthen the
implementation support in all health care institutions (13).
Skogøy et al. (13) have characterized the Norwegian process to
implement legislation to protect COPMI as diverse and separate
dissemination efforts, rather than a coherent implementation
strategy (13). It is widely agreed that interventions to change
professionals’ practice need to be clearly specified (26). A
coherent implementation strategy in this context should involve
(a) defining the actions to be taken by health personnel, (b)
an operationalization of the new practice, and (c) defining the
mechanisms that are thought to result in change. In our view,
the participating hospital has come a long way in terms of a
and b but seem to lack a clear definition of the skills needed to
fully implement the new practice as intended in the legislative
amendments. According to Fixsen and colleagues’ model of
degrees of implementation, it is the skills level that represent
the active mechanism for change (15). We believe there is still
important work to do to define the skills needed in all health
personnel in terms of identifying COPMI.

The second aim of the present study was to evaluate to what
extent health personnel performed activities or interventions for
minor children that was documented in the EPR according to
the mandatory guidelines during the years 2010–2020. When a
document concerning the patient’s minor children is created in
the EPR, it shows that ameasurable activity related to provision of
information and support to COPMI has been documented. The
creation of such documents does not inform about the quality
of activities, only the fact that it has been created. Therefore,
such documents do not represent any form of quality assurance
that the child is provided with the support they are entitled
to. In order to evaluate that, one would have to enter each
document and assess the quantity of the work documented in
the reports. However, every patient in the Division for Mental
Health and Substance Use Disorders at UNN with identified
minor children should have at least one document concerning
their minor children in their EPR. Lack of such documents, as
the result in this study shows for the large majority of registered
children, indicate that the mandatory guideline has not been
followed, and hence that the implementation process has not
reached the skills level for health personnel in this aspect either.

These finding are not unique, and in a study on the content
of conversations with patients who are parents and conversations
to support minor children (27), researchers explored data from
EPR in 2010–2015. Results showed that very few patients
registered with minor children received any type of documented
parenting support, and that only a tiny fraction of registered
children were included in conversations about their parents’
mental health. Along with the results from the present study
this clearly shows that the implementation and documentation
of COPMI related activities lacks behind the identification of
COPMI. After identification, there seem to still be a long way
to go before COPMI are systematically offered support. This
may be due to the lack of clearness around what this kind
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of activity should entail. Regardless of the reasons for the gap
between registered minor children and the provision of support
for these children, identifying COPMI and not offering support
is ethically questionable in light of the existing knowledge about
transgenerational transmission of mental disorders.

On the positive side, documentation in DIPS EPR is currently
being developed so that procedural coding can be used to
quantify different clinical activities at UNN. It is The Norwegian
Directorate for Health and Social Affairs that are developing the
codes, and DIPS implement them into EPR. Examples of such
codes are family assessment of patients with minor children,
conversations with patients about COPMI, conversations with
COPMI, and collaboration with municipal services such as
schools, day care centers, public health nurses, child welfare and
protection services and so on. A total of 10 codes have been
developed for COPMI so far and these activities can be coded in
DIPS EPR.

However, even though these codes exist, health personnel
are not mandated to use them yet. This means that health
personnel may or may not code, and that whether they do or
not have no consequences. A practice where health personnel
utilize these codes for every patient with minor children will
provide information about the quantity of all COPMI related
activities in the future. Such practice will thus inform hospitals
about to which degree they follow the law and provide children
with necessary support and follow up. It is not a necessity that
all patients with minor children have reports for each code,
because some activities are based on consent from patients. This
implies that only one or two coded activities may reflect a clinical
practice in accordance with the law, if the patient did not consent
for all possible activities. Furthermore, every patient and their
children may not need all the same interventions. Many families
struggling with mental health issues may have been identified in
the health and social services in the communities where they live,
and if this is the case many of them may receive support and
interventions locally.

Coding registration of patients’ minor children and activities
related to COPMI in EPR may be experienced as an extra
workload for health care personnel. It may however also motivate
them. An example of how coding could be used as a motivational
tool for COPMI, is how some diagnoses directly provides
more funding for some wards. Serious malnutrition is one
such diagnosis, and coding this diagnose provide wards with a

specific amount of money per patient. To make such coding a
mandatory part of the activity-based funding for hospitals seems
like a reasonable step to prevent COPMI from being the next
generation of mentally ill persons and parents. According to
recently published principles and recommendations for working
with children and parents living with parental mental illness
(28), three take-home messages seem especially important for
the adult mental health care services, even in Norway where
legislative amendments have been made to protect minor
children. These are:

• At intake, identify parenting status including pregnancy.
• Engage with clients in their parenting role and responsibilities.

• Engage with clients’ children to identify, and respond to,
their needs and/or initiate and coordinate agency referrals
for children.

It seems that the participating hospital in this study has
come a long way in terms of identification of parenting status,
whereas engaging with parents about parenting issues and
providing support for the children and families still needs to
be developed.
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Background: Translating evidence-based practice to routine care is known to take

significant time and effort. While many evidenced-based family-focused practices have

been developed and piloted in the last 30 years, there is little evidence of sustained

practice in Adult Mental Health Services. Moreover, many barriers have been identified at

both the practitioner and organizational level, however sustainability of practice change

is little understood. What is clear, is that sustained use of a new practice is dependent

on more than individual practitioners’ practice.

Design and Method: Drawing on research on sustaining Let’s Talk about Children

in adult mental health services and in the field of implementation science, this article

proposes a model for sustaining family focused practice in adult mental health services.

Sustainability Model for Family-Focused Practice: An operational model developed

from key elements for sustaining Let’s Talk about Children identifies six action points

for Adult Mental Health Services and their contexts to support the sustainability of

family-focused practices. The model aims to support Services to take action in the

complexity of real-world sustainability, providing action points for engaging with service

users and practitioners, aligning intra-organizational activities, and the wider context.

Conclusion: The model for sustaining family-focused practice draws attention to the

importance of sustainability in this field. It provides a practical framework for program

developers, implementers, adult mental health services and policy-makers to consider

both the components that support the sustainability and their interconnection. The

model could be built on to develop implementation guides and measures to support

its application.

Keywords: sustainability, family-focused practice, mental health promotion, parents, mental ill-health, Let’s Talk

about Children intervention

INTRODUCTION

Research in the past 30 years has explored the impact of a parent’s mental ill-health on family
life, raising awareness of the importance of family-focused practices for parents and their children
(1–6). Such work in mental health services identifies a dual focus (i) improving the outcome for
the person with the mental illness and (ii) reducing distress in family members while building their
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resilience and well-being (7–9). In Adult Mental Health Services
(AMHS), family-focused practices encompass approaches,
programs, interventions, models and frameworks that
acknowledge the whole family context of the person receiving
services (2, 10). These take into account the relational nature
of recovery and therefore attend to the person’s parenting
role and family relationships and provide support to the
parent in the context of their children and family, while also
attend to the intergenerational mental health needs (10–12).
Components of effective interventions include psychoeducation
directed at both parents and children, adapting parenting
behavior through increasing parent agency and skill building,
and improving family communication particularly about
mental illness (13).

There is now established evidence that these family-focused
practices have an impact on supporting the parent in their
parenting role and their mental health recovery (10, 14–17) and
on protecting children and promoting their resilience (18–21).
There are now many evidence-based family-focused practices or
programs and documentation of ongoing delivery of programs
(22–24). There is, however, little evidence of the use family-
focused practices in routine care within AMHS (25–30).

To understand the lack of use of evidence-based family-
focused practice in AMHS, research efforts have explored
barriers at the practitioner and organization level. Inadequate
family-focused training has been identified at the practitioner
level, as has a lack of the necessary knowledge, skills and
confidence in family-focused practice, limiting their ability
to identify and support the parenting role of their clients
while also holding their clients’ children in mind (31–39).
These barriers are reinforced by organizational contexts
that do not routinely identify their client’s parental status
(29, 40–42) and are funded to work with individuals within
a biomedical professional-centered approach that is focused
on treatment in acute episodic care (10, 11, 20, 43). The
formalized, centralized organizational structures common in
AMHS are also known to foster the continuation of existing
cultures, making innovation and change more difficult (44).
These shape the work and the workforce to make it difficult
to prioritize working with whole families with the preventive
and early intervention approach inherent in family-focused
practices in under-funded settings (2, 43, 45). Additionally,
a lack of government and organizational structures such as
policies and directives, create an authorizing void for the
promotion of family-focused practices and impede leadership
support for translating such practices into practitioner’s
everyday work (45–48).

In recent years, greater attention to the process of
implementing family-focused practices has resulted in
developments to address these barriers. These include practice
guidelines and frameworks for family-focused practice in AMHS
(19, 49, 50), integrated training, implementation and research
programs (51–53) and international collaboration supporting
the integration of policy and research (54–56). While these
significantly contribute to the understanding of what is needed
to sustain family-focused practice in AMHS, there is a need
to draw this knowledge together to consider the multiple

components in combination to assist AMHS to implement and
sustain family-focused practice. This article proposes a model for
sustaining family-focused practice in AMHS.

DESIGN AND METHOD

The barriers to family-focused practice noted above illustrate the
multi layered factors that impact sustainability and show it to
be intimately linked with implementation. While sustainability
is focused on the degree to which the intervention can
continue to deliver its planned benefits, it relies on practitioners
who are able to faithfully deliver it, who in turn need
support from their organizations to enable them to deliver its
core elements (57).

The field of implementation science studies strategies and
structures to support implementation of research into practice
and has developed a growing body of frameworks, models and
theories (58, 59). It has been posited, however, that much of the
work developed in implementation science is used to support
other researchers but is not yet common knowledge within
the practice world (60). Acknowledging healthcare settings as
complex entities, has additionally led to a call for integrating
complexity science with implementation science to enable amore
dynamic approach to implementation research and practice that
fits the reality of change in healthcare setting (61–63).

Sustaining family-focused practice is the work of the
healthcare setting. While researchers, purveyors or innovators
may develop, trial, pilot, or even implement a family-focused
practice, the ongoing work of sustainability is dependent on those
within the healthcare setting making the ongoing adjustments
necessary for the practice to be ongoingly delivered (57, 64, 65).
Equipping healthcare services to apply implementation science
knowledge could assist them with evidence-based strategies
for applying the necessary adjustments locally. This, however,
requires the development and application of implementation
tools, described by Westerlund et al. (60) as user- or practice-
friendly tools, that are suitable for the context and flexible and
able to be adapted to fit settings.

A model is an intentional simplification that can provide an
accessible description to guide an implementation process or
investigation and so can be applying theory to practice (58).
Building on what is known about practitioner and organizational
barriers to family-focused practice and frameworks from
implementation science, this article proposes a model for actions
to support the sustaining a family-focused practice in AMHS.

The model is drawn from a series of five mixed method
studies exploring the sustainability of the family-focused practice,
Let’s Talk about Children (LTC) in eight AMHS in Victoria,
Australia, involved in a RCT of LTC (52). The series of
studies documented practitioner use and organizational capacity
in the eight AMHS and developed an explanatory model of
factors enabling sustainability in one AMHS (45, 66–69). The
research series used a participatory research approach working
in partnership with change agents within AMHS across Victoria.
This helped to ground the model in practice wisdom and
supporting it to be what Westerlund et al. (60) describes as
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TABLE 1 | Key elements influencing sustainability of LTC.

Cluster of

influences

Influencing elements

Parent Parent identification data

Parent trust/connection with practitioner

Practitioner Access to parents on caseload

Adapt LTC to parent-consumers needs and working model of

team

Use of practice support where available

Team’s workload

Characteristics (gender, profession, prior experience)

Practitioner’s use of LTC monitored

Practitioner connection with parent

Organizational Organizational ownership of implementation

Senior leadership communicating priority

Middle management enabling fit to everyday work

Feedback loops connecting data collections

Organizational structures

• Allocation system accounting for parenting role

• Practitioner training and support infrastructure

• Data collection systems -parent numbers, trained

practitioners, practitioner’s application post training

• Reporting systems that consider parent, child and family

well-being

• Organizational adjustments to fit LTC

Wider

Context

Introduction of recovery-oriented policy

Parent, child and family focused Mental Health Act

Government funded family-focused service development

positions in AMHS

Implementation

context

Research trial with trusted organizations

Supported localized implementation

Internal implementers within AMHS

Parallel innovations - free online training and

resources package

“practice-friendly.” The outcomes of these studies were clustered
deductively using sustainability and implementation models and
frameworks (65, 70, 71). Five clusters of key elements were
identified as influencing LTC’s sustainability (69). These clusters
related to (1) the parent, (2) the practitioner, (3) the organization,
(4) the wider context and (5) the implementation context (see
Table 1). While these elements can be considered individually,
the studies’ outcomes highlight the intersectionality between
these elements as an important contributor to sustainability.

For example, a parent cannot be offered the family-focused
practice if the practitioner allocated to them is not equipped
with the skill and confidence to use it. Without a system to
identify clients as parents, skilled practitioners may not be
allocated parents. A skilled practitioner will find it difficult to
maintain confidence if they are only rarely allocated a parent.
Without a monitoring system, there will be no way of knowing
if a practitioner is applying their skills, and if parents are
being offered the family-focused practice to know if is being
sustained. Additionally, without monitoring there is nothing to
inform decision making and provide input for troubleshooting
difficulties. If the wider systems do not fund AMHS to work with
families or prioritize preventative mental health, an organization
may find it difficult to integrate the family-focused practice into
their model of care.

Conversely, a training program does not ensure sustainability,
as trained practitioners may not be able to implement their
new skills in practice. A system for identifying the parental
status of clients will, in itself, not ensure that they are allocated
for their care to trained practitioners, or have practitioners
who are endorsed with the time and scope to use their skills.
Data collected without feedback loops to adjust implementation
cannot inform policy, training, support and allocation structures.
These are each part of the picture of sustainability but on their
ownwill not enable sustainability. They are required to be applied
in combination.

SUSTAINABILITY MODEL FOR
FAMILY-FOCUSED PRACTICE

Working from these known key elements influencing
sustainability of the family-focused practice of LTC, the
following model was developed to operationalize the action
points for AMHS and their external contexts to support
family focused practice practice more broadly (See Figure 1:
Sustainability model for family-focused practice). Framed
in outcomes focused language to help operationalize action
and reflecting the interconnecting nature of the elements, the
model identifies six points of meso (intra organizational) and
macro (broader contextual) level action, each incorporating
multiple elements. Designed as an intentional simplification
for a practical purpose, this model aims to support AMHS
to hold in mind the complexity of sustainability and the
requirement of simultaneous actions while providing actionable
starting places. The first two actions points relate to how the
AMHS engages with its service users and their practitioners.
The next three action points focus on internal organizational
activities important for implementation and sustainability.
The last action point articulates important actions in the
wider context.

Recognize, Allocate, and Measure
Outcomes for Parents, Children, and
Families
Recognition of a client’s parental status can allow for service
delivery to be tailored to address their, their children’s and
their family’s needs. Knowledge of prevalence of parenting
amongst the organization’s clients can be used to drive the
number and location of skilled practitioners needed to adequately
enable parents, children and families to access family-focused
practice. Organizations can support parents by allocating them
to practitioners with the skills and confidence to deliver family-
focused practice. Flexible allocation systems that can attend to
the match between parent and practitioner readiness can support
the therapeutic alliance and enable family-focused practice to be
delivered. Recognition of parenting status also can support the
organization’s capacity to apply appropriate measures that assist
them in monitoring both what services are delivered and if they
give the expected benefits for parents, children and families.
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FIGURE 1 | Sustainability model for family-focused practice.

Select, Support, and Monitor Practitioners
The selection of practitioners needs to take into account factors
such as access to parents on their caseload, the practitioners’
skills and knowledge of the impact of mental illness on
parents, children and families, as well as their ability to hold
a dual perspective while working with an individual. Building
practitioners’ skills and confidence to use family-focused practice
requires flexible practice support that facilitates their capacity
to reflect on and monitor their own practice against expected
outcomes. Such support structures need to be co-developed so
as to be tailored to fit practitioners’ specific needs. Developing
systems to monitor practitioners’ application of family-focused
practice provides a feedback loop that can help to identify support
needs, communicate priority and address fidelity issues.

Integrate Within Organization Identity and
Structures
Aligning family-focused practice within an organization’s
identity and integrating it into policy structures, can enable

models of care to be tailored to fit family-focused practice,
and support the incorporation of its core competencies into
position descriptions and recruitment processes. Embedding
family-focused practice into organizational policy also supports
the development of infrastructure to enable practice, such as
practitioner training, support and monitoring systems, and
parent recognition and allocation systems. Organizational policy
can additionally provide an anchor for family-focused practice
in times of personnel or structural change that can facilitate its
continued use. Furthermore, integrating outcome measures and
reporting structures that incorporate whole-of-family well-being
can help to reinforce a preventative mental health focus that is
foundational to family-focused practice.

Leadership to Drive Sustainability
Organizational ownership is needed to support the internal
adjustments required for the integration and sustainability of
family-focused practice in AMHS. Adjustments to complex,
internal structures need whole-of-organization commitment that
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requires leadership at multiple levels within the organization.
At a higher level this includes communicating this work as
a priority, developing training and support infrastructure,
creating feedback loops and reporting systems. At the level
of middle management this includes building cultures that
promote recovery-focused family-inclusive mental health
practice, facilitating the translation of family-focused practice
into everyday practice and utilizing the feedback loops to support
practice. Held together, the multiple levels of leadership and the
structures they provide can help to minimize paradigm conflicts
that exist for family-focused practice in AMHS.

Local Support for Implementation and
Sustainability
Having an internal implementer to support leadership in the
implementation process can help support sustainability. The
presence of the internal implementer can be an anchor to the
priority of the work and provide resources for leadership to build
practitioners’ skills and confidence. Working with leadership,
they can assist in monitoring implementation through feedback
loops that can enable ongoing adaptation of implementation
processes to support sustainability.

Incorporate Family-Inclusive Preventative
Mental Health Care in the Wider Context
Incorporating a family-inclusive, preventative lens within the
funding and political context within which AMHS operates,
creates a foundation for sustaining family focused practice.
Integrating these lenses into recovery-focused mental health
practice can support shifts in the funding models from an
individual to whole-of-family perspective and the valuing of
preventative mental health work that underpins family-focused
practice. These shifts create an authorizing environment for
AMHS leadership to give priority for delivering family-focus
practice and the integration of family-focused practice into
AMHSmodels of practice. These shifts also reinforce the need for
reporting measures that account for parent, children and family
outcomes and that emphasize resilience and well-being rather
than risk.

IMPLICATIONS/APPLICATION

This model for sustaining family-focused practice in AMHS
provides points of action for AMHS and their external contexts.
The model extends existing peer reviewed work that identifies
barriers and facilitators of implementation and models that
explain sustainability, through drawing these together to provide
actionable points of focus for those within an adult mental
health system. It is intended to provide a practical framework for
integrating the evidence in implementation science as applied to
family-focused practice. The model is envisioned to be a tool for
program developers, implementers, AMHS and policy-makers to
consider both the components that support the sustainability and
their interconnection.

As noted here, there is a need for ongoing attention to the
complexity and importance of sustainability in the field of parents

with mental ill-health, and their children and families. As AMHS
are complex and changing entities, ongoing attention to the
interconnection between practice, and the organisation’s capacity
to support practice, is required to enable continued quality of
care. Sustaining family-focused practice, shifts the focus from
the program, innovation or practice being implemented, to the
mechanisms that enable them to be able to be utilized beyond
the focused implementation or research trial. As sustainability
happens within the work of the health service, equipping AMHS
to not only implement but also sustain family-focused practice
is pivotal for the field to promote better outcomes for parents,
children and families.

This model goes some way to assist this process by identifying
points of actions for AMHS and their external contexts, that are
articulated as part of a whole, in order to address the complexity
and work toward sustainability.

Further work is required to develop practice-friendly tools to
support the application of this model. Practical implementation
guides could operationalize each of the points of action.
Monitoring and measuring tools could provide feedback loops
on sustainability for AMHS. Coproduction of these application
tools would support their usability by AMHS for their specific
contexts. Additionally, this model provides a framework for
developers of innovations, practices or interventions to build
practice-friendly tools to support their sustained use in AMHS.

CONCLUSION

The model showcases the importance of actions that need
operationalization at the organizational and wider context level
to be able to influence the multiple systems involved in
creating sustained family focus practice. This level of complexity
can be overwhelming and difficult for program developers,
implementers, AMHS and policy-makers to hold in mind,
leading to a focus on the actions or elements in isolation. The
model, however, highlights the inadequacy of an isolated view of
actions or elements if the aim is to build sustainability at the local
level that fit their context.
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The experience of psychosis can present additional difficulties for parents, over and

above the normal challenges of parenting. Although there is evidence about parenting

interventions specifically targeted at parents with affective disorders, anxiety, and

borderline personality disorder, there is currently limited evidence for parents with

psychotic disorders. It is not yet known what, if any, interventions exist for this population,

or what kinds of evaluations have been conducted. To address this, we conducted

a scoping review to determine (1) what parenting interventions have been developed

for parents with psychosis (either specifically for, or accessible by, this client group),

(2) what components these interventions contain, and (3) what kinds of evaluations

have been conducted. The eligibility criteria were broad; we included any report of an

intervention for parents with a mental health diagnosis, in which parents with psychosis

were eligible to take part, that had been published within the last 20 years. Two reviewers

screened reports and extracted the data from the included reports. Thirty-eight studies

of 34 interventions were included. The findings show that most interventions have been

designed either for parents with any mental illness or parents with severe mental illness,

and only two interventions were trialed with a group of parents with psychosis. After

noting clusters of intervention components, five groups were formed focused on: (1)

talking about parental mental illness, (2) improving parenting skills, (3) long-term tailored

support for the whole family, (4) groups for parents with mental illness, and (5) family

therapy. Twenty-three quantitative evaluations and 13 qualitative evaluations had been

conducted but only eight interventions have or are being evaluated using a randomized

controlled trial (RCT). More RCTs of these interventions are needed, in addition to further

analysis of the components that are the most effective in changing outcomes for both the

parent and their children, in order to support parents with psychosis and their families.

Keywords: review, intervention, psychosis, parenting, children, mental health
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INTRODUCTION

Parenting can be challenging for parents who experience
psychosis. Psychotic symptoms include positive symptoms, such
as hallucinations and delusions, and negative symptoms, such
as apathy and blunted affect (1). Psychosis has other associated
difficulties, including memory and concentration problems,
co-morbid affective conditions, difficulties in understanding the
mental states of others, and sensitivity to stress and poor sleep (2).
Individuals who experience psychosis also often have to cope with
side-effects from anti-psychotic medication, particularly sedation
(3). These symptoms and side-effects can make it more difficult
for parents to empathize with their children and communicate
clearly, and to offer the consistent, responsive care required for
healthy child development (4–6). A diagnosis of psychosis is also
associated with adverse childhood experiences, such as sexual,
physical, and emotional abuse (7, 8), which may affect parents
forming stable attachments with their own children (9). During
an acute episode of psychosis, parents may find it difficult to care
for their children at all (10) and family life can be disrupted if the
parent is hospitalized (11).

Although not all parents with psychosis experience problems
with their parenting, those who report more severe symptoms
and a longer duration of illness are more likely to show
such problems (12). However, it is not only symptom severity
that makes parenting challenging; a diagnosis of psychosis is
associated with many environmental factors that can precipitate
further difficulties, including being a single parent, (13),
poor social support (14), financial instability (15, 16), and
unemployment (17). These socioeconomic factors, in turn,
are associated with more frequent experiences of psychiatric
symptoms (18), and predict a poorer quality of parenting (14).
This social adversity may even be more detrimental to parenting
than the direct effects of parental mental illness (19).

Intervening with these families could lead to positive
outcomes for both the parent and their child. Elements of
a successful intervention may include crisis management in
anticipation of future relapses (20), links to other services to
provide parents with practical support (21), as well as help with
parenting skills (22). Custody loss is experienced by parents
with serious mental illness more often than parents without
mental health problems (23, 24). It is a fear of many of these
parents (25), which can mean some parents are reluctant to seek
help and take part in parenting interventions (26). Therefore,
appropriate interventions should acknowledge the parenting role
as an important part of recovery (27, 28), which could then
help to prevent custody loss (29), while also reducing the risk of
the children developing mental health problems themselves (30).
Research with children of parents with mental illness has shown
that they want to understand their parent’s mental illness (21),
and explanation about their parent’s illness may be protective for
these children (31).

Parenting interventions aim to improve parenting skills and
relationships within the family (32) by providing parents with
skills focused on encouraging positive behavior and education
about child development (33, 34). Parenting interventions often
have a focus on parents whose children are demonstrating

behavioral difficulties (35) and there is good evidence that
they can reduce emotional and behavioral difficulties for these
children (34). More recently some of these interventions have
been amended to support parents with mental health problems
[e.g., (36)] or the intervention has been used in its original form
with a group of parents with a mental health diagnosis, like Triple
P (37) and Tuning into Kids (38). Parenting interventions that
are tailored toward parents with mental health difficulties were
initially designed for parents with affective disorders (39), and
this client group is still the focus of many such programs (40, 41).
Specific programs have, however, also been developed for parents
with other types of mental health diagnoses, such as anxiety
(42), and personality disorders (43). However, the availability
of interventions for parents with psychosis is limited, with the
majority focusing onmothers experiencing postpartum psychosis
(44), leaving a significant gap with regard to interventions for
parents with psychosis who have older children. To address
this gap, we need to know which interventions exist, as well as
what elements these interventions contain in order to address
the needs of families with parental psychosis. Ways in which
these needs may be addressed include planning for periods of
hospitalization (20) and improving parents’ ability to understand
their child’s mental states (45).

This review is the sequel to a Cochrane systematic review (46)
in which a search was undertaken to identify the evidence for
parenting interventions designed to improve parenting skills or
the parent-child relationship in parents with psychosis. However,
only one study was identified, which was published almost
40 years ago. Other similar reviews include Schrank et al.
(47) and Suarez et al. (48). Schrank et al. (47) conducted a
systematic review of interventions that reported quantitative
findings, in which at least 50% of the participants were parents
with severe mental illness (which they defined as psychotic
or bipolar disorders) and identified 15 interventions. Suarez
et al. (48) conducted a scoping review for interventions for
mothers with any kind of mental illness that had described
some kind of outcome for the study participants, and identified
nine interventions.

The aim of this review is to identify what interventions are
available for parents with psychosis, to describe the content
of these interventions, and provide a narrative synthesis about
existing evaluations and what they have found.

Research Questions
1. What parenting interventions have been developed for parents

with psychosis (either specifically for, or accessible by, this
client group)?

2. What are the components of these interventions?
3. What kinds of evaluations have been conducted to determine

their acceptability and effectiveness, and what do the
findings show?

METHODS

The current scoping review systematically searched all relevant
databases, trial registries and gray literature with the aim of

Frontiers in Psychiatry | www.frontiersin.org 2 January 2022 | Volume 12 | Article 787166143

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Radley et al. Scoping Review of Parenting Interventions

mapping current research about parenting interventions for
parents with psychosis. In contrast to Radley et al. (46), Schrank
et al. (47), and Suarez et al. (48), it treated as eligible any
report of an intervention regardless of the level of evaluation
to which it has been subjected. The inclusion criteria were also
broader in that any intervention for parents with mental health
problems was included. Interventions for parents with specific
mental health diagnoses in which parents with psychosis were
not eligible to take part were excluded from this review since
these interventions may not be appropriately designed to address
the needs of parents with psychosis. In order to address the gap
that exists around interventions for parents with psychosis with
older children, we only included studies in which the children
were older than 2 years. This review was also limited to papers
published within the last 20 years in order to describe what may
be currently available for these parents.

This manuscript is written in accordance with the PRISMA
guidance for reporting scoping reviews (49).

Protocol and Registration
The protocol was uploaded to the Open Science Framework
(https://osf.io/3d7t9/) in May 2021.

Eligibility Criteria
This review followed the scoping review framework by Arksey
and O’Malley (50). It included peer-reviewed papers, trial
registries, and gray literature including Ph.D. theses, websites,
and preprints. To be included, reports had to be written in the
last 20 years and include an evaluation or description of an
intervention for parents with a mental health diagnosis, in which
parents with psychosis were eligible to take part. The intervention
could be child-focused, parent-focused, or family-focused as long
as there was a specific component for the parent.

The following were excluded:

• Reviews.
• Interventions designed for the children of parents with a

mental health diagnosis with no parenting component.
• Interventions designed to improve service-response or

healthcare professional knowledge of parental mental illness
with no parenting component.

• Interventions that excluded parents with psychosis.
• Interventions that targeted parents with children under the age

of 2 years.

Records were also excluded if they were written in any language
apart from English. However, it became clear that a large number
of potentially eligible German papers were being excluded. It was
decided the review would be incomplete without consideration
of these papers, and therefore a German-speaking author, BM,
reviewed all of these records at full-text stage.

Information Sources
Eight databases were searched on January 11th 2021, and updated
on November 6th 2021, for records published since January 2001
in PsycINFO, Embase, MEDLINE, CINAHL, ASSIA, Scopus,
Web of Science, and ProQuest Dissertations and Theses. The
search strategy was designed in collaboration with an experienced

librarian and altered to suit the requirements of each database.
The records found in each database were deduplicated after
importing them into EndNote. The ICTRP was searched for
trial registries.

Once the included reports had been identified, their reference
lists were searched for further eligible reports. Finally, titles of
included reports were entered into Google Scholar to find more
recent published work that had cited these reports. This was done
in April 2021, and updated in November 2021.

JR searched the reference lists of any similar reviews known
to the authors or any reviews found during the search for any
additional eligible reports in April 2021.

Search Strategy
An original search strategy was created in collaboration with
a librarian. After trialing this, it was clear that more general
words for “mental health” needed to be added to retrieve papers
in which parents with psychosis might have been involved, but
where psychosis was not mentioned in the title or abstract. It also
became clear that searches using index subject headings were not
as effective as searches using key terms. Therefore, only searches
using key terms were used for the final search strategy. The full
electronic search strategy for MEDLINE was as following:

1. ((schizophreni∗ or smi or “serious mental illness” or “severe
mental illness” or psychosis or paranoi∗ or “mental health” or
“mental∗ ill∗” or “mental∗ disorder∗” or “mental∗ impair∗”
or “psychiatric”) adj4 (parent∗ or mother∗ or father∗ or
maternal∗ or paternal∗)).ab,ti.

2. (psychotherap∗ or therap∗ or intervention∗ or train∗ or
education∗ or program∗).ab,ti.

3. limit 1 to yr= “2001-Current”
4. limit 2 to yr= “2001-Current”
5. 3 and 4

A similar search strategy was adapted for other databases, trial
registries, preprint servers and websites. Websites were searched
using Google Advanced, by limiting the domain to org.uk, gov,
gov.uk, com.au, nhs.uk, or org.

Selection of Sources of Evidence
After the records obtained from the database search were
deduplicated using EndNote, they were imported onto Rayyan,
which is an online platform designed for multiple reviewers to
work on systematic reviews (51). Reviewers are kept blind to
each other’s decisions, and are able to mark records as “include,”
“exclude,” or “maybe” and can also mark exclusion reasons or add
notes. This process was used to determine which records would
be brought forward to full text review. All records were reviewed
by JR, then FH andMLK each screened 50% of records, such that
each record was screened twice. Every record that was deemed
to be eligible by at least one researcher was brought forward to
full text review (i.e., if there was a disagreement, this record was
brought forward to full text review).

Full text review was completed using Excel. JR retrieved the
full texts for every paper. NS reviewed a random sample of 25%
of the records, and a Cohen’s kappa of 0.90 was achieved (52).
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FIGURE 1 | Flow diagram of identification of reports.

The German records were screened at full-text stage by BM only.
Reasons for exclusion are detailed in Figure 1.

Trial registries, preprint servers and websites were reviewed
by JR only.

Data Charting Process
JR, LJ, and JB discussed the included papers and decided
which details to extract from each report in order to satisfy
the research questions. An excel form was created to capture
this data with limits in terms of what values could be entered
under each section. JR extracted data from all reports, then
NS and RD extracted data from 50% of the papers each, such
that each included paper underwent double data extraction.
Where information was not available in the paper, the relevant
field in the data extraction form was left blank. Disagreements
were resolved through discussion. BM extracted data from the
included reports which were written in German.

Data Items
Each data item was a study of an intervention. Data were
extracted from each report on (1) location of the intervention,
(2) who the intervention was intended for, (3) who delivers
the intervention and how much training they receive, and
(4) the format of the intervention. When an intervention
provided separate components for the parent and the child, only
components relevant to the parent intervention were reported.

Details about the components of each intervention
were extracted e.g., explaining mental illness to children,
psychoeducation, parenting skills, case management. Where the
same intervention had been trialed by different teams but no
adjustments had been made to the components, it was collapsed
into one item.

If an evaluation had been completed, or registered as a
protocol, participants’ demographic details, and the design and
results of the evaluation were extracted.

Qualitative evaluations were only included when participants
were given the opportunity to answer open-ended questions, as
part of a survey or an interview. When available, the themes
produced from a qualitative analysis were extracted, otherwise
the most salient elements from the qualitative research were
extracted. If multiple intervention members were interviewed
(e.g., parent, child, facilitator), only the data produced by
the parents that were specific to the parenting intervention
were extracted.

For quantitative evaluations, outcome measures related
to the parent or child were extracted, and classified into
“child behavior,” “child psychosocial,” “child quality of life,”
“parenting,” “parent psychosocial,” or “parent quality of life,”
and any significant differences obtained on these measures
were indicated.

The final data charting form can be found in
Supplementary File 1.

Synthesis of Results
Once the data charting form was completed, frequency data on
the interventions was reported. After charting the components of
each intervention, interventions with similar components were
grouped into five categories. After inspection of the clusters of
components in these similar interventions, these categories were
named: (1) Talking about parental mental illness, (2) Improving
parenting skills, (3) Long-term tailored support for the whole
family, (4) Groups for parents with mental illness, and (5) Family
therapy. A narrative summary was provided for the qualitative
and quantitative evaluations of interventions.

RESULTS

Selection of Records
After duplicates were removed, a total of 22,171 records were
screened by at least two reviewers at the title and abstract stage.
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If at least one reviewer decided a record should be included to
full text stage, it was brought forward, which was the case for
635 records. Of these, 23 could not be retrieved from library
journal databases, and the remainder were assessed for eligibility
at full text stage. The main reason for exclusion (n = 502) was
that the report did not describe an intervention (see Figure 1

for further detail). A total of 96 reports were included in the
review. After looking at their reference lists as well as using
Google scholar to search for more recent reports that had cited
them, 14 more reports were found, making a total of 110. Most
interventions had multiple reports describing them, such that
the 110 reports described 38 studies of interventions, which
accounted for 34 interventions in total. Three reports were
written in German. All reports that were included can be found
in Supplementary File 2.

Records were identified from database searches and trial
registries. No additional records were identified through
organizational websites, preprint servers or through searching
the reference lists of other similar reviews.

Characteristics of Interventions
Many interventions had been delivered in more than one
country. The country that had developed the most interventions
was Australia (n = 7), followed by the UK (n = 6), Germany (n
= 5), the Netherlands (n = 5), and the USA (n = 5). There was
also a report of an intervention from each of the Scandinavian
countries: Sweden (n= 3), Finland (n= 2), Denmark (n= 1), and
Norway (n = 1). Switzerland and Israel had two interventions
each and Portugal and Ireland had one each. Table 1 presents the
data extracted from each of the included studies.

Most interventions were designed either for parents with any
mental illness or parents with severe mental illness, as defined
by the study authors. Only two interventions were trialed with
a group of parents with psychosis—Triple P (93) and Family
Talk (68)—neither of which had been adapted from their original
format. Eighteen interventions were designed for the whole
family, six were for the affected parent and their child(ren) and
13 were for the affected parent only. Most interventions were
led by a mental health professional or a social worker, or were
in the form of self-help except for Family Options which is led
by a graduate in psychology (63) and the Godparents programme
which is led by a non-professional (71).

Many interventions were designed to be delivered in an
outpatient community setting (n = 13), seven in a home setting,
and eight interventions either in a community and home setting,
or involved both a community and a home element. Three
interventions were provided online, and it wasn’t possible to
determine the location of five interventions. Most interventions
were delivered on a one-to-one basis (n = 22), a smaller number
having been designed to be delivered using a group format (n
= 8), or using both individual and group components (n = 7).
Group interventions were more likely to be for the parent only or
for both the parent and the child with a parent group and a child
group being held separately.

The shortest intervention was Let’s Talk about Children in
either the meeting format, with two to three sessions (75), or via
a self-help booklet (77). Some interventions were open-ended,
meaning the parents could attend for as long as they liked

[e.g., (67)] and the Godparents programme lasted for at least 3
years (71).

Intervention Components
Out of the 38 studies included in this review, four described
Beardslee’s Family Talk (65–68) and two described the Triple P
self-help workbook (92, 93). Therefore, these 38 studies described
34 unique interventions. Of the 34 interventions listed in Table 2,
most covered parenting skills (n = 21), aimed to strengthen the
parent–child relationship (n= 18) or contained psychoeducation
on child development (n = 17). Many interventions also had a
focus on the child by including psychoeducation for the parent
either on how their illness might impact upon their child (n
= 16) or explaining mental illness to the child (n = 16). The
intervention that comprised the most components was VIA
Family, which contained 12 out of the 20 total components.
Interventions were grouped into the following five categories
depending on their focus.

Talking About Parental Mental Illness
Eight interventions focused on explaining parental mental illness
to the child[ren] in the family and giving family members the
space to talk about their experiences of parental mental illness.
Family Talk was originally designed in the USA to target families
with affective disorders (39) and has since been used with
parents with any mental illness. Depending on its adaptation, it
usually involves six to eight sessions, includes separate meetings
for the parents and the children, and concludes with whole
family meetings. Let’s Talk about Children is a similar, but much
shorter intervention in which the children are not invited to the
meetings, and instead the parents are given advice on how to
talk about their mental illness to their child (76). Let’s Talk about
Children also exists in a booklet form (77). The Effective Child
and Family Program (61) offers either Family Talk or Let’s Talk
about Children, as well as self-help material with the potential
for a multiagency meeting for the family, if any problems
are identified. The CHIMPS intervention in Germany (59) has
adapted Family Talk by including psychodynamic elements.Child
Talks+ (57) aims to enable the parents to explain mental illness
to their children and for family members to get a chance to talk
about their experiences. It consists of four meetings, with the
first two being only with the parents, and the children attending
the final two. The Child and Family Inclusive Program (54) has
a similar focus but allows families to choose whether children
are seen together with the parents, or separately. KidsTime (73) is
an intervention that both children and parents attend, in which
children take part in a drama group and parents take part in a
parent group. Everyone meets at the end of the session to watch
the children perform, and the content of these performance often
centers on the parent’s mental illness.

Improving Parenting Skills
Eleven of the interventions had a focus on improving parenting
skills. Four interventions (36, 37, 91, 93) were based on the Triple
P, originally designed for the parents of children with behavioral
difficulties (99). Triple P teaches parents about enhancing their
relationship with their children, encouraging certain behaviors,
discouraging others, and setting clear boundaries (99). In this
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TABLE 1 | Characteristics of 38 studies of interventions.

Intervention and authors

of primary report(s)

Country Parent diagnosis

and child age

Who takes part

in intervention

Who delivers

intervention and

training

Setting of

intervention

Referral method Group or

Individual

Length of

intervention

Manualized

BROSH program (53) Israel MI, 0–18 Whole family Mental health professional

or social worker

Home Adult mental

health or child

services

Individual 3 h weekly meeting

for 2 years

No

Child and family inclusive

programme (54, 55)

Australia MI, 4–18 Whole family Mental health professional

or social worker

Community or

home

Adult mental

health or

self-referral

Individual 3–8 60–90min

sessions

No

Child resilience programme

(56)

USA (Indiana) SMI, 8–18 Whole family Unknown Community Adult mental

health

Both 7–8 weekly

individual family

sessions

2+ monthly

group therapy

No

Child Talks+ (57, 58) Norway, Portugal,

the Netherlands

MI, 0–18 Whole family Mental health professional

or social worker

Two days

Community or

home

Adult mental

health

Individual Four weekly or

biweekly 1 h

sessions

Yes

CHIMPS intervention (59) Germany and

Switzerland

MI, 3–19 Whole family Mental health professional

Two days

Community Adult mental

health

Individual 8 × 60–90min

sessions over a

period of 6 months

Yes

Counseling and support

service (60)

Germany MI Whole family Mental health professional Community Adult mental

health

Individual No

Effective child and family

program (61, 62)

Finland MI Whole family Mental health professional

or social worker

Seventeen days

Community or

home

Adult mental

health

Individual 6–8 sessions for

Family Talk OR

2–3 for Let’s Talk

1 family meeting

Yes

Family options (63, 64) USA

(Massachusetts)

SMI,

18 months−16

Whole family Psychology graduates Home Adult mental

health or child

services

Individual Weekly meetings

for 12 months

No

Family Talk (65) Germany MI Whole family Unknown Community Self-referral Both 2 × 90min group

sessions for

parents

5 group sessions

for children

One individual

family session

Over 3 months

Yes

Family Talk (66) Ireland MI, 5–18 Whole family Mental health professional

or social worker

Online training–15 h and

monthly supervision

Community or

home

Adult mental

health

Individual 7 weekly

60–90min

sessions

Yes

(Continued)
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TABLE 1 | Continued

Intervention and authors

of primary report(s)

Country Parent diagnosis

and child age

Who takes part

in intervention

Who delivers

intervention and

training

Setting of

intervention

Referral method Group or

Individual

Length of

intervention

Manualized

Family Talk (67) Sweden MI, 8–18 Whole family Mental health professional

or social worker

5 days of theory, 5 days of

supervision in a year

Unknown Adult mental

health

Individual 6 or 7 sessions Yes

Family Talk (68, 69) Sweden Psychosis, 8–17 Whole family Mental health professional

or social worker

Unknown Unknown Individual 6 or 7 sessions Yes

FWA Newpin service (70) UK (London) MI, 0–5 Parent and child Social worker Community Unknown Both Meetings held

twice a week

No

Godparents programme (71) Switzerland MI, 0–18 Whole family Non-professionals

Introductory event, regular

peer supervision, two-four

supervisions with

coordinator a year

Home Adult mental

health or child

services

Individual Regular meetings

for at least 3 years

No

Integrated family treatment

(72)

USA (New

Hampshire)

SMI Parent and child Mental health professional Home Adult mental

health

Individual 1–5 years of

sessions

No

Invisible children’s project

(20)

USA (New York) MI Unknown Social worker Unknown Child services

referral

Unknown Unknown No

KidsTime (73, 74) UK, Germany, Spain MI Parent and child Mental health professional

or social worker

Two days

Community Adult mental

health or child

services or

self-referral

Group Monthly meetings

lasting 2.5 h

Yes

KopOpOuders (22) The Netherlands MI, 1–21 Parent Mental health professional Online Adult mental

health or child

services or

self-referral

Group 8 weekly 90min

sessions

Yes

Let’s talk about children

(75, 76),

ACTRN12616000460404

Finland, Sweden,

Australia

MI, 0–18 Parent Mental health professional

Two days online and 4 h

face to face

Unknown Adult mental

health

Individual 2 or 3 weekly

60min sessions

Yes

Let’s talk about children

booklet (77)

Australia MI, 0–18 Parent Self-help Community or

home

Adult mental

health

Individual Open-ended No

Living with under fives

(78, 79)

Australia SMI, 0–5 Parent and child Occupational therapist Community Adult mental

health or child

services

Group Weekly meetings

lasting 2 h

No

Parenting internet

intervention (80)

USA (Pennsylvania) SMI, 0–18 Parent Self-help Online Self-referral Individual 12 weekly 30min

sessions

Yes

Parenting with success and

satisfaction workbooks

(81–83)

The Netherlands SMI, 0–21 Parent Self-help with option of

Mental health professional

Four days

Community or

home

Adult mental

health

Both Weekly meetings

for a year

Yes

(Continued)
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TABLE 1 | Continued

Intervention and authors

of primary report(s)

Country Parent diagnosis

and child age

Who takes part

in intervention

Who delivers

intervention and

training

Setting of

intervention

Referral method Group or

Individual

Length of

intervention

Manualized

Preventive basic care

management (PBCM)

(84, 85)

The Netherlands MI, 3–10 Whole family Unknown Home Adult mental

health

Individual 18 months No

SEEK (86)* Germany SMI Parent and child Mental health professional Child inpatient unit Adult mental

health or child

services

Group 6 × 90min

sessions over 5

weeks

Yes

Strengths based parenting

programme (87)

Australia MI Parent Mental health professional Community Adult mental

health or

self-referral

Group 5 weekly 2 h

sessions

No

The lighthouse (leuchtturm)

parenting programme (88)*

Germany SMI, 0–14 Parent Psychologist, social

worker, psychiatrist,

nurses

Adult inpatient unit Adult mental

health or

self-referral

Both 5 individual

sessions (2 with

video feedback)

One session with

care worker

4 group sessions

Weekly over

12 weeks

Yes

Therapeutic group (89) Israel MI Parent Mental health professional

or social worker

Community Adult mental

health or child

services

Group Weekly meetings

for 21 months

No

Think family whole family

programme (90)

UK (Leicester) MI Whole family Mental health professional

or social worker

Two days

Unknown Unknown Individual 8 sessions Yes

Triple P (91)* Germany SMI, 2–10 Parent Mental health professional

10 sessions of training

Community Adult mental

health or child

services

Individual 8–10 weekly

50–60min

sessions

Yes

Triple P – every parent’s

self-help workbook (92)

UK (Manchester) MI, 2–12 Parent Self-help with option of

mental health professional

45–60min

Home Child services

referral

Individual Booklet is

completed over 10

weeks

Yes

Triple P – every parent’s

self-help workbook (93)

UK (Manchester) Psychosis, 3–10 Parent Self-help with option of

mental health professional

Home Adult mental

health or child

services

Individual 10–14 weekly

visits for 1.5 h

Yes

(Continued)
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TABLE 1 | Continued

Intervention and authors

of primary report(s)

Country Parent diagnosis

and child age

Who takes part

in intervention

Who delivers

intervention and

training

Setting of

intervention

Referral method Group or

Individual

Length of

intervention

Manualized

Triple P + CBT (37) Germany MI, 1.5–16 Whole family Mental health professional Community Adult mental

health

Both 25–45 sessions

CBT

8–10 sessions

Triple P

Weekly or

bi-weekly sessions

for 6–12 months

Yes

Triple P + mental health

components (36)

Australia MI, 2–12 Parent Mental health professional

or social worker

Community or

home

Adult mental

health or child

services or

self-referral

Both 6 weekly 2.5–3 h

group + four

individual visits

Yes

Tuning into kids (38) Australia MI, 3–12 Parent Mental health professional Community Adult mental

health

Group 6 weekly 2 h

sessions

Yes

VIA family (94) Denmark SMI, 6–12 Whole family Child psychiatrist, child

psychologist, adult mental

health nurse social worker,

and a family counselor

Community or

home

Adult mental

health

Individual 1–2 sessions

introduction

2–4 sessions

lifeline and history

6–8 sessions

psychoeducation

3–10 sessions

Triple P

8 sessions groups

for children and

parents

All over 18 months

No

You are okay (95, 96) The Netherlands MI, 10–20 with

mild individual

disability

Parent and child Self-help with option of

support from social

worker

Online Child services

referral

Individual 5 sessions online

for parents +

10 weekly support

group sessions

for children

Yes

Young SMILES (97, 98) UK (Manchester) SMI, 6–16 Whole family Mental health professional

or social worker

Three days

Community Adult mental

health or child

services

Group 5 weekly 2 h

sessions

Yes

MI, mental illness; SMI, severe mental illness.

*Indicates paper written in German.
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TABLE 2 | Components of 34 interventions, separated into five categories.

Intervention and

Primary report(s)

Explaining

mental

illness to

child(ren)

Psycho-

education

on how

PMI

impacts

on child

Psycho-

education

on mental

health

Psycho-

education

on child

develop-

ment

Chance for

family to

talk about

experiences

of PMI

Parent-

child

relationship

Parenting

skills

Parent

well-

being or

self-care

Parent

social

support

Parent

emotional

support

Peer

support

Money

manage-

ment

Goal

setting

Crisis

planning

for

periods

of poor

MH

Family

therapy

Case

manage-

ment

Interagency

or multi team

collaboration

Signposting

to other

supportive

agencies

Mentalizing

component

Separate

child

element

TALKING ABOUT PARENTAL MENTAL ILLNESS

Family Talk (65–69) X X X X X

Let’s Talk about

children (75, 76),

ACTRN12616000460404

X X X

Let’s Talk about

Children booklet

(77)

X X X

Effective Child and

Family Program

(61, 62)

X X X X X

CHIMPS

intervention (59)

X X X X X X X X

Child Talks+

(57, 58)

X X X X X X

Child and family

inclusive

programme (54, 55)

X X

KidsTime (73, 74) X X X X X X X X X

IMPROVING PARENTING SKILLS

Triple P self-help

workbook (92, 93)

X X X X

Triple P + CBT (37) X

Triple P + mental

health components

(36)

X X X X X

Triple P (91)* X X X X X X X X X

Tuning into kids (38) X X X X X X

The lighthouse

(leuchtturm)

parenting

programme (88)*

X X X X X X X X

Strengths based

parenting

programme (87)

X X X X X X X X X X

KopOpOuders (22) X X X X X

You are okay

(95, 96)

X X X X X

Parenting internet

intervention (80)

X X X X X X

Parenting with

success and

satisfaction

workbooks (81–83)

X X X X

(Continued)
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TABLE 2 | Continued

Intervention and

Primary report(s)

Explaining

mental

illness to

child(ren)

Psycho-

education

on how

PMI

impacts

on child

Psycho-

education

on mental

health

Psycho-

education

on child

develop-

ment

Chance for

family to

talk about

experiences

of PMI

Parent-

child

relationship

Parenting

skills

Parent

well-

being or

self-care

Parent

social

support

Parent

emotional

support

Peer

support

Money

manage-

ment

Goal

setting

Crisis

planning

for

periods

of poor

MH

Family

therapy

Case

manage-

ment

Interagency

or multi team

collaboration

Signposting

to other

supportive

agencies

Mentalizing

component

Separate

child

element

LONG-TERM TAILORED SUPPORT FOR THE WHOLE FAMILY

Invisible children’s

project (20)

X X X X X X X

Family options

(63, 64)

X X X X X X X X

Integrated family

treatment (72)

X X X X X X X

VIA family (94) X X X X X X X X X X X X

Preventive basic

care management

(PBCM) (84, 85)

X X X X X X

Godparents

programme (71)

X X X X

BROSH program

(53)

X X X X X X X X X X X

GROUPS FOR PARENTS WITH MENTAL ILLNESS

Living with under

fives (78, 79)

X X X X X X X X

FWA newpin

service (70)

X X X X X

Therapeutic group

(89)

X X X X X X X X

Young SMILES

(97, 98)

X X X X X

SEEK (86)* X X X X X X X X X X X X

FAMILY THERAPY

Child resilience

programme (56)

X X X X X X X X X X X

Think family whole

family programme

(90)

X X X X X X X

Counseling and

support service (60)

X X X X

Total 16 16 10 17 12 18 21 8 14 8 6 3 7 11 5 6 12 14 4 11

PMI, parental mental illness.
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TABLE 3 | Participant characteristics in 23 completed evaluations of included interventions.

Intervention

name

No. of

parent

participants

Percentage

with

psychotic

diagnosis

Age of parents

(mean, standard

deviation or

range)

Percentage

of mothers

Ethnicity of

parents

Marital or

living status

of parents

Education of

parents

Employment

of parents

Age of children

(mean,

standard

deviation or

range)

Percentage

of daughters

Number of

children in

family

Percentage of

children living

with parents

BROSH program

(53)

11 36.4% Mean = 39.2

Range = 32–57

Unknown Unknown 27.3% single

27.3% divorced

45.4% married

Unknown 57%

unemployed

Range = 2

months−11.5

years

Unknown Unknown Unknown

Family options (63) 22 4.6% Mean = 36

SD = 8.3

100% 77.2% White

9.1% Black

9.1% Hispanic

4.6% Asian

36.4% lived

with a

significant other

More than 80%

completed high

school

18% part or

full-time

employed

Unknown 52% Mean =

between

2 and 3

SD = 1.3

Range = 1–5

88.5% of

children lived

with parents

Family Talk (67) 66 13.6% Unknown 80.3% Unknown 32% single Unknown Unknown Median = 12 Unknown Unknown Unknown

Family Talk (68) 8 100% Unknown 75% Unknown Unknown Unknown 100%

unemployed

and unable to

work

Range = 8–15 57.1% Unknown 86% lived with at

least one parent

14% placed in

foster care

Family Talk (65) 37 0% Unknown Unknown Unknown Unknown Unknown Unknown Mean = 10.41

SD = 2.66

Unknown Unknown Unknown

Integrated family

treatment (72)

8 Unknown Range = 20–41 100% 100%

Caucasian

37.5% not living

with partner

62.5% married or

living with partner

62.5% at least

high school

education

Unknown Unknown Unknown Range = 1–4 Unknown

KidsTime (74) 5 Unknown Unknown 100% Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown

KopOpOuders (22) 48 6.3% Mean = 37

SD = 6.8

85.4% 90% Dutch

10% Belgian,

Turkish or

Danish

58% dual parent

families

56% married

42%

intermediate

education

27% higher

education

52%

employed

Mean = 6.7

SD = 5.3

Unknown 83% of parents

had 1 or 2

children

Unknown

Let’s talk about

children (75)

39 42.5% Mean = 39.9

Range = 26–62

94.9% Unknown 51.2% single

parent household

Unknown Unknown Mean = 9.5

Range = 6

months−18

years

Unknown Mean = 1.8

Range = 1–5

Unknown

(Continued)
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TABLE 3 | Continued

Intervention

name

No. of

parent

participants

Percentage

with

psychotic

diagnosis

Age of parents

(mean, standard

deviation or

range)

Percentage

of mothers

Ethnicity of

parents

Marital or

living status

of parents

Education of

parents

Employment

of parents

Age of children

(mean,

standard

deviation or

range)

Percentage

of daughters

Number of

children in

family

Percentage of

children living

with parents

Let’s talk about

Children booklet

(77)

19 0% Mean = 42.9

Range = 34–60

89.5% 94.7% born

in Australia

5.3% born

overseas

26.3% single

57.9% married or

living together

15.8% separated

or divorced

5.3% primary

education

42% intermediate

education

52.7% higher

education

Unknown Unknown Unknown Mean = 1.8 84.2% lived full

time with

children

10.6% lived with

children more

than half the time

5.2% lived with

children less

than half the time

Parenting internet

intervention (80)

60 13.3% Mean = 37

SD = 7

100% Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown

Parenting with

success and

satisfaction

workbooks (82)

26 7.7% Range = 21–52 76.9% Unknown 42% unmarried

19% married

39%

divorced/widowed

54% primary

education

42% intermediate

education

4% higher

education

42% employedUnknown Unknown 35% had

1 child

65% had 2–4

children

69% were legally

responsible for

their child

12% were legally

responsible with

a foster poster

19% were not

legally

responsible for

their child

Preventive basic

care management

(PBCM) (85)

99 Unknown Unknown 87.9% 33% Dutch

19%

Moroccan

15% Turkish

14%

Surinamese

7% Netherland

Antilles

12% other

46% single

parent family

Unknown Unknown Mean = 6.08 45% Mean = 2.13 Unknown

(Continued)
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TABLE 3 | Continued

Intervention

name

No. of

parent

participants

Percentage

with

psychotic

diagnosis

Age of parents

(mean, standard

deviation or

range)

Percentage

of mothers

Ethnicity of

parents

Marital or

living status

of parents

Education of

parents

Employment

of parents

Age of children

(mean,

standard

deviation or

range)

Percentage

of daughters

Number of

children in

family

Percentage of

children living

with parents

SEEK (86)* 26 Unknown Mean = 37.1 92.3% Unknown 34.6% single

53.8% married

11.6%

divorced/separated

65.4% living with a

partner

3.4% primary

education

65.3%

intermediate

education

30.7% higher

education

Unknown Mean = 5.92 46.2% Unknown Unknown

Strengths based

parenting

programme

(unnamed) (87)

4 25% Mean = 36.75

Range = 23–48

75% 100% Anglo-

Australian

Unknown Unknown Unknown Mean = 9.6

Range = 2–21

Unknown 50% had

1 child

25% had 2

children

25% had 8

children

Unknown

The lighthouse

(leuchtturm)

parenting

programme (88)*

5 0% Unknown 100% Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown

Therapeutic group

(unnamed) (89)

35 14.3% Mean = 43 45.7% Unknown 50% divorced or

separated

Unknown Unknown Mean = 2.7

Range = 1–9

Unknown Unknown Unknown

Triple P (91)* 42 0% Mean = 37

SD = 5.1

83.3% Unknown 70% married or

living with partner

17%

single/separated/

divorced

13% Unknown

Unknown Unknown Mean = 6

SD = 2.7

43% 61.5% had

one child

27% had two

children

11.5% had three

children

Unknown

Triple P + mental

health

components

(36, 103)

86 4.7% Mean = 32.6

SD = 6.4

90.7% 93% Not

aboriginal or

Torres Strait

7% Aboriginal

or Torres Strait

38% single

62% married or

living with partner

Unknown Unknown Mean = 4.9 38% Unknown Unknown

(Continued)
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TABLE 3 | Continued

Intervention

name

No. of

parent

participants

Percentage

with

psychotic

diagnosis

Age of parents

(mean, standard

deviation or

range)

Percentage

of mothers

Ethnicity of

parents

Marital or

living status

of parents

Education of

parents

Employment

of parents

Age of children

(mean,

standard

deviation or

range)

Percentage

of daughters

Number of

children in

family

Percentage of

children living

with parents

Triple P self-help

workbook (93)

10 100% Mean = 33

Range = 26–48

100% 80% White

British

10% Black

other

10% Chinese

90% sole parent

household

10% cohabiting

30% primary

education

10% intermediate

education

60% higher

education

10%

employed

part-time

90%

unemployed

and not able to

work

Mean = 8

Range = 4–10

40% Mean = 2

Range = 1–5

Unknown

Tuning into kids

(38)

8 12.5% Unknown 87.5 Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown

You are okay (95) 41 Unknown Mean = 43.9 85.4% 87.8% born

in the

Netherlands

51.2% single

parent family

26.8% primary

education

63.4%

intermediate

education

9.8% higher

education

53.7%

unemployed

Mean = 14.1 38.2% Unknown Unknown

Young SMILES

(97)

33 9.1% Unknown 90.9% 91% White

British

6% Asian

3% Unknown

81.8%

unmarried

81.8%

intermediate

education

12.2% higher

education

3% Unknown

96.9%

unemployed

Mean = 10.6 60% Unknown 100% of children

lived with

parents
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TABLE 4 | Design and results of 28 completed evaluations or protocols for evaluations of included interventions.

Intervention

name

QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

Design Quantitative results Data collection

and analysis

Qualitative results

Studies with both quantitative and qualitative evaluations

Let’s talk about

children (75)

Quasi-

experimental

– Parenting

◦ Parenting stress scale

– Parent psychosocial

◦ General functioning index of MFAD

Semi-structured

interviews

Interpretative

phenomenological

analysis and

thematic analysis

• Insight

◦ Parents commented they focused on their child more

after LT

◦ Parents felt they family was more connected after LT

• Normalizing

◦ LT gave parents more confidence in their own parenting

• Family communication

◦ Families talked about PMI more after LT

• Clinician support for the parenting role

◦ One parent said her case manager now better sees her

in the context of her family

• Additional support required

• Parents saw LT as the start of a conversation and identified

the next stages including helping their children to regulate

their emotions

Let’s talk about

children booklet

(77)

Within group

pre-post analysis

– Parenting

◦ Parenting self-agency measures,

Parenting and mental illness scale

No significance testing

Semi-structured

interviews

Thematic analysis

• General feedback regarding the resource

◦ Parents felt they could relate to the resource

◦ Some parents felt the resource could be upsetting

◦ The booklet helped with asking for support

• How the parents used the resource

◦ The resource helped parents feel they could start a

conversation with their child about PMI

◦ One parent questioned whether it was important to have

conversations about PMI

• Recommendations for dissemination

◦ The resource is useful for parents at all stages of their

illness

• One parent suggested that it would only work for those

who had accepted their diagnosis

The lighthouse

(leuchtturm)

parenting

programme (88)

Within group

pre-post analysis

– Parenting

◦ EBI

No significance testing

Unknown • Parents enjoyed the mentalization metaphors

• Parents enjoyed the group format and speaking to other

parents with mental illness

• Some parents asked for longer and more sessions

• Parents reported their stress levels decreasing

• Parents reported their parenting self-efficacy increasing

Parenting with

success and

satisfaction

workbooks (83)

Non-randomized

controlled trial

– Parenting

◦ TOPSE

– Parent psychosocial

◦ PES

– Parent quality of life

◦ WHOQOL-BREF, EUROQOL-VAS*

Semi-structured

interviews

Unknown analysis

• Parents could identify relevant support systems following

intervention

• One parent said she felt she had made progress in her role

as a mother

Triple P +

mental health

components

(36, 103)

Within group

pre-post analysis

– Child behavior

◦ ECBI*

– Parenting

◦ Parenting scale*

Semi-structured

interviews

Thematic analysis

• Being in a group with others with mental illness

◦ Knowing others also had a mental illness reduced

anxiety

◦ Parents felt they had similar experiences to others in the

group and felt understood

• Focus on child development and parenting with a mental

illness

◦ Parents felt they learnt techniques on how to handle their

child’s behaviors

◦ Parents could identify their own triggers so felt more in

control

◦ Parents felt they understood their children more after

Triple P

• The home visits

• Parents felt the home visits at the end of the intervention

helped embed the learning from Triple P

(Continued)
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TABLE 4 | Continued

Intervention

name

QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

Design Quantitative results Data collection

and analysis

Qualitative results

Triple P self-help

workbook (93)

Within group

pre-post analysis

– Parenting

◦ Parenting tasks checklist, Parenting

scale*, Parenting and family

adjustment scales*

– Parent psychosocial

◦ Psyrats*, DASS-21, PANSS,

Calgary Depression Scale, PSP*,

WEMBWBS*

– Child behavior

◦ ECBI*, SDQ*

Semi-structured

interviews

Interpretative

phenomenological

analysis

• The discovery of self and lost possibilities

◦ Parents felt positive about taking part in Triple P

◦ Parents spoke about the relationship between mental

health and parenting

◦ Parents felt they were more in control after Triple P

• The transition to appropriate parenting

◦ Parents felt their parenting had improvement after Triple

P e.g., less screaming and more open communication

with their child

◦ Parents thought their children were happier after Triple

P and that family life was better

• Parents took more pride from their role as a parent after

Triple P

Tuning into kids

(38)

Within group

pre-post analysis

– Parenting

◦ Parents concerns questionnaire*

– Parent psychosocial

◦ K10, DERS, PESQ

Open-ended

questionnaire

Conventional

content analysis

• Parents felt comfortable in the group format

• Some parents felt they were more skilled in their parenting

at Tuning into Kids

• Some parents identified communication with their child was

better

• One parent said she felt she could help her daughter with

her anxiety more

Young SMILES

(97)

Feasibility RCT – Child quality of life

◦ PedsQL, KIDSCREEN, CHU9D

– Child psychosocial

◦ RCADS

– Child behavior

◦ SDQ

– Parenting

◦ Mental health literacy questionnaire,

Parenting Scale, PSI

No significance testing

Semi-structured

interviews

Thematic analysis

• Intervention coherence

◦ Some parents felt there was not enough focus on them

as a parent

• Affective attitude

◦ Parents were keen for their child to understand PMI

◦ Parents felt hopeful for the future after attending Young

SMILES

◦ Some parents felt comfortable with the group approach

and some didn’t like it

• Burden

◦ Parents felt anxious about going to the group

◦ Some parents felt pressured to attend the group

• Ethnicity

◦ Some parents valued separate parent and child groups

and some wished they had been with their children

◦ Parents enjoyed the setting of the Young SMILES

intervention

• Opportunity costs

◦ One parent interpreted Young SMILES as claiming her

mental illness was damaging her child

◦ One parent said the assessment was too invasive and

her mental health declined as a result

• Perceived effectiveness

◦ Parents felt their children were coping better after Young

SMILES and that the family environment was more

relaxed

◦ Parents enjoyed being in a group with others who had

similar experiences

• Self-efficacy

◦ Parents spoke highly of the facilitator and the non-

judgmental nature of the group

• Parents felt respected in the group

Studies with only a quantitative evaluation

BROSH

Program (53)

Within group

pre-post analysis

– Parent psychosocial

◦ CANS subscale—impact on

caregiver

– Child psychosocial

◦ CANS subscale—affect regulation

No significance testing

(Continued)
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TABLE 4 | Continued

Intervention

name

QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

Design Quantitative results Data collection

and analysis

Qualitative results

Child talks+ (57) Protocol

Full RCT

– Child quality of life

◦ KIDSCREEN-27, PEDS

– Child psychosocial

◦ READ, GSQ-APMI, Children’s

mental health literacy scale

– Child behavior

◦ SDQ

– Parenting

◦ Parent-child communication scale,

PSCS

CHIMPS

intervention (59)

Protocol

Full RCT

– Child psychosocial

◦ Schedule for affective disorders and

schizophrenia for school aged

children, Youth self-report, Children

global assessment scale

– Child behavior

◦ CBCL

– Child quality of life

◦ KIDSCREEN

– Parent psychosocial

◦ BSI, Health questionnaire, Global

assessment of relative functioning,

Oslo social support questionnaire

– Parent quality of life

◦ EQ-5D

– Parenting

◦ FB-A

Family options

(63)

Within group

pre-post analysis

– Parent psychosocial

◦ Global Severity Index of BSI*,

Posttraumatic Stress Symptom

Scale, SF-8, MOS-SSS

Family Talk (65) Non-randomized

controlled trial

with healthy

control group

– Child behavior

◦ CBCL**, SDQ**

– Parenting

◦ Knowledge about mental illness

questionnaire**

Family Talk (66) Protocol

Full RCT

– Child behavior

◦ SDQ

– Child psychosocial

◦ RCADS, SCARED-5, CYRM-12

– Parent psychosocial

◦ BASIS-24, CSE

Integrated family

treatment (72)

Within group

pre-post analysis

– Parenting

◦ HOME, Parent Stress Inventory

– Parent psychosocial

◦ BSI

– Child quality of life

◦ Lehman Quality of Life interview

No significance testing

KopOpOuders

(22)

Within group

pre-post analysis

– Parenting

◦ Parenting Scale*, OOO*

– Child behavior

◦ SDQ

Parenting

internet

intervention (80)

Full RCT – Parenting

◦ PSCS**, HFPI**, MOS-SSS, Family

Coping Inventory

(Continued)
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TABLE 4 | Continued

Intervention

name

QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

Design Quantitative results Data collection

and analysis

Qualitative results

Preventive basic

care

management

(PBCM) (85)

Full RCT – Parenting

◦ HOME, Parenting skill subscale of

FFQ**, Parenting Daily Hassles

– Child behavior

◦ SDQ

SEEK (86)* Non-randomized

controlled trial

– Parenting

◦ EBI*

– Parent psychosocial

◦ HSCL-25

– Child behavior

◦ CBCL

Triple P (91)* Non-randomized

controlled trial

with healthy

control group

– Parent psychosocial

◦ DASS-21**

– Parenting

◦ EFB-K

◦ PEV

– Child behavior

◦ SDQ**

Triple P + CBT

(37)

Protocol

Full RCT

– Child behavior

◦ CBCL

– Child psychosocial

◦ Kinder-DIPS

– Parent psychosocial

◦ DIPS, BSI, PID-5-BF

– Parenting

◦ EFB, ESF, Child knowledge about

mental disorders

– Child quality of life

◦ KIDSCREEN-10

– Parent quality of life

◦ EUROQOL, AQoL-8D

VIA family (94) Protocol

Full RCT

– Child behavior

◦ CBCL

- Child psychosocial

◦ CGAS, Days absent from school

– Parenting

◦ FAD, HOME

You are okay (95) Quasi-

experimental

– Child behavior

◦ SDQ*

– Child psychosocial

◦ Self-perception profile for

adolescents, COMPI specific

cognitions, NRI-BSV

– Parent psychosocial

◦ SSL-12-I

– Parenting

◦ Perceived parental competence,

Parental involvement with child’s

treatment, Parenting Scale

Studies with only a qualitative evaluation

Family Talk (67) Open-ended

questionnaire

Unknown analysis

• Important for parent’s recovery that the children understood

how they had experienced their illness

• Relationship with partner strengthened post Family Talk

• Communication was easier post Family Talk

• Parents felt they learned to focus on children more

(Continued)
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TABLE 4 | Continued

Intervention

name

QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

Design Quantitative results Data collection

and analysis

Qualitative results

Family Talk (68) Semi-structured

interviews

Qualitative content

analysis

• Information

◦ Family Talk improved family members’ knowledge about

PMI

◦ FT meant the child knew who to turn to if their parent

became ill

• General parenting and child support

◦ Some parents felt they had received good advice on

parenting

◦ Some parents felt that FT had not given them any

specific support or made any concrete changes

• Communication

◦ Before FT, parents hesitated to talk about PMI

◦ Some parents felt FT allowed them to communicate with

their child about PMI, and others still found it too difficult

to talk about

• Understanding

◦ Family members felt their understood each other’s

experiences better after FT

◦ Parents who did not have custody of their children felt

FT gave them an insight in their children’s daily lives

• Structure

◦ Parents appreciated that their child was able to talk to

the professional delivering the intervention

◦ Parents appreciated the structure of the intervention and

that the professional followed a manual

◦ Some parents asked for a more holistic structure,

where their illness wasn’t the focus, and other family

problems could be discussed

KidsTime (74) Semi-structured

interviews

Thematic analysis

• Aims and impact

◦ Parents felt they could communicate about PMI to their

child

◦ Parents gained more awareness about how PMI

affected their child

◦ Parents enjoyed being in a group of others with similar

experiences

◦ Parents felt their relationship with their child has

improved, and that they feel more confident in their

parenting role

• Nature of referral process

◦ Parents appreciated that they were referred by the

school in contrast to being referred by a health or social

care system

• Need for extended support

◦ Parents wanted more support for their children in

schools

Strengths based

parenting

programme

(unnamed) (87)

Written reflections

and semi-structured

interviews

Thematic analysis

• Parents felt the programme helped them communicate

effectively with their child

• Parents felt they could relax a bit more during difficult

parenting moments

• Parents felt their understood their emotions better and

could help their children to do so too

Therapeutic

group

(unnamed) (89)

Open-ended

questionnaire

Grounded theory

• Overcoming difficulties to connect to the children and

maintain relationships with them

◦ Parents provided suggestions to each other on how to

maintain contact with their child

◦ Parents felt comfortable in the group to share these

difficulties

(Continued)
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TABLE 4 | Continued

Intervention

name

QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

Design Quantitative results Data collection

and analysis

Qualitative results

• Speaking with the child about the mental illness

◦ Group members discussed whether or not to tell their

child about their mental illness and how to do this in an

age appropriate way

• Improving parenting skills and developing the role of a parent

◦ Parents expressed insecurities in their own parenting

◦ Group members gave each other advice on setting

boundaries and discipline

• Hopes and fears regarding parenting

◦ Parents spoke about their goals which including

meeting child more often, developing a good

relationship with their child, and taking more

responsibility for their child

AQoL-8D, assessment of quality of life; BASIS-24, behavior and symptom identification scale 24; BSI, brief symptom inventory; CANS, child and adolescent needs and strengths;

CBCL, child behavior checklist; CGAS, children’s global assessment scale; CHU9D, child healthy utility 9D; CSE, coping self-efficacy questionnaire; CYRM-12, child and youth resilience

measure 12; DASS-21, depression anxiety and stress scales short form; DERS, difficulties in emotional regulation scale; DIPS, diagnostic interview of mental disorders for parents

and children; EBI, Eltern-Belastungs-Inventar; ECBI, Eyberg child behavior inventory; EFB, erziehungsfragebogen; ESF, elternstressfragebogen; FAD, family assessment device; FB-A,

allgemeiner familienfragebogen; FFQ, family functioning questionnaire; GSQ-APMI, guilt and shame questionnaire for adolescents of parents with mental illness; HFPI, healthy families

parenting inventory; HOME, home observation for measurement of the environment; HSCL-25, Hopkins symptom checklist-25; K10, Kessler psychological distress scale; MOS-SSS,

medical outcomes study, social support survey; NRI-BSV, network of relationships inventory-behavioral systems version; OOO, Ouderlijke Opvattingen over Opvoeding; PANSS, positive

and negative syndrome scale; PEDS, parents’ evaluations of developmental status; PES, psychological empowerment scale; PESQ, parents emotional style questionnaire; PEV, positives

elternverhalten; PID-5-BF, personality inventory for DSM-5-brief form; PSI, parent stress index; PSCS, parenting sense of competence scale; PSOC, parenting sense of competence;

PSP, personal and social performance scale; PSYRATS, psychotic symptom rating scales; RCADS, revised child anxiety and depression scale; READ, resilience scale for adolescent;

SCARED-5, screen for child anxiety related disorders; SCORE-15, systematic clinical outcome and routine evaluation; SDQ, strengths and difficulties questionnaire; SF-8, short form-8;

SSL-12-I, Dutch social support list-interactions; TOPSE, tool to measure parenting self-efficacy; WEMBWBS, Warwick Edinburgh mental well-being.

*For sig. improvement with intervention group pre vs. post.

**For sig. improvement between intervention and control group post intervention.

review, the Triple P Every Parents’ Self-Help Workbook (92, 93)
was used for parents with mental illness, and Stracke et al.
(37) combined Triple P with cognitive behavioral therapy. Both
Phelan et al. (100) and Kuschel et al. (91) add two additional
components about parental mental health to the Triple P
syllabus. Two interventions were based on mentalization. The
Lighthouse (Leuchtturm) Parenting Programme (88) is rooted
in mentalization-based therapy, and aids parents in better
understanding their child’s mental states, and teaches behavioral
management skills. Tuning into Kids focuses on teaching parents
how to recognize and respond to their child’s emotions (101),
and Isobel et al. (38) trialed it with parents with mental illness.
McFarland et al.’s (87) strengths based parenting programme
took elements from Triple P and Tuning into Kids, and also had
a focus on talking about parental mental illness to the child.
KopOpOuders (22) is an online course which covers boundary
setting, communicating, child development and emergency
planning. You are Okay (95) is an intervention for parents with
mental illness whose children have an intellectual disability. It
has a support group for the children as well as an online course
for parents which is based on the content of KopOpOuders. The
Parenting Internet Intervention designed by Kaplan et al. (80)
contained modules on child development, stress management,
the effects of parental mental illness, and setting boundaries.
Parenting with Success and Satisfaction (PARSS) (81) is a series
of three workbooks, and has a focus on parenting skills. One of
the workbooks is designed for parents not currently living with
their children.

Long-Term Tailored Support for the Whole Family
Seven interventions offered longer-term support (at least 1 year
long) for families with parental mental illness, and often involved
case management and collaboration with other agencies. The
Invisible Children’s Project (20) is mandated as part of a child
welfare plan in the U.S. and involves case management for
the whole family. Family Options (64) is an intervention in
the U.S. where Family Coaches are assigned to a family to
provide many types of support, including emotional support,
advocacy, and goal setting. These Family Coaches can be
contacted 24 h a day in the case of an emergency. Integrated
Family Treatment (72) in the U.S. offers a range of home-based
services to families including psychoeducation and signposting
to other forms of support. VIA family (94) in Denmark assigns
families a case manager, and offers a range of supports including
psychoeducation, Triple P (99), advocacy, social support, and
liaison with schools. Preventative Basic Care Management
(PBCM) (84) in the Netherlands also assigns families a case
manager and coordinates the services involved in the families’
care. The BROSH program (53) lasts 2 years and is a collaboration
from child welfare, child mental health and adult mental health
services is Israel. It consists of weekly home meetings either with
the parent or the whole family where parents learn about child
development, mentalizing skills, and can get help with financial
issues. The children are also offered individual psychotherapy.
The Godparents programme (71) takes a different approach, in
which lay people are trained to perform the godparent role in
Switzerland. They are assigned to a family for at least 3 years and
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act as another adult figure for the child and social support for
the parent.

Groups for Parents With Mental Illness
Five interventions were designed as groups for parents with
mental illness. Living with Under Fives (78) and FWA Newpin
(70) are both designed for parents with children up to 5 years
old and provide a space for the parent and child to play together
alongside other families. Living with Under Fives also offers
components on psychoeducation, parenting skills, budgeting,
and links parents with other agencies. Shor et al. (89) describe
a long-term therapeutic group for parents where they can raise
parenting issues and give each other advice. The primary aim
of Young SMILES (97) is to improve the quality of life of
children affected by parental mental illness by teaching children
about mental illness, recognizing stress, and accessing support
networks. It includes a parent group that has components on
supporting their children and successful family communication.
SEEK (86) was developed as a compulsory part of treatment
for parents with mental illness whose children are currently
in inpatient treatment. It involves psychoeducation on mental
illness, talking to children about mental illness, and family stress.

Family Therapy
Three interventions were focused on providing family therapy.
The Think Family Whole Family Programme (90) is based on the
Meriden Family Programme (102), which is a behavioral family
intervention that teaches communication and problem-solving
skills. The Think Family Whole Family Programme adds further
elements about parental mental illness. The Child Resilience
Program (56) provides family therapy with separate parent and
child groups, as well as sessions on psychoeducation, parenting
skills, and building resilience. Becker et al. (60) briefly describes a
counseling and support service for the whole family.

Evaluations of Interventions
Twenty-three out of the 38 included studies of interventions had
some kind of quantitative evaluation of parent or child outcomes,
and 13 studies involved a qualitative evaluation of acceptability
from the parents. Eight studies had both a quantitative and
qualitative evaluation.

Table 3 lists the demographic details of participants. All
interventions had more female participants than male. In all
studies apart from Wolfenden (93) and Strand and Meyersson
(68), in which every participant had a psychotic diagnosis, the
proportion of participants with a psychotic diagnosis ranged
between 0 and 42.5%, or was unknown. There were in total at
least 53 participants with a psychotic diagnosis in the studies with
a quantitative evaluation, and at least 60 in the studies with a
qualitative evaluation.

Table 4 lists the studies that contained completed evaluations
or protocols for evaluations, and reports their design, outcome
measures used, and qualitative results.

Quantitative Evaluations
Out of the 23 quantitative evaluations, 11 had a control group and
only eight randomly assigned the participants to the control or

intervention group. Out of these eight randomized control trials
(RCTs), five were protocols. The three completed RCTs evaluated
PBCM, (85), the Parenting Internet Intervention (80), and Young
SMILES (97). The number of participants in completed studies
ranged from eight to 99.

Most interventions had an outcome measure for both the
parent and the child. The interventions that only involved the
use of a measure for the parent included Family Options (63),
Let’s Talk about Children in both the face-to-face and booklet
format (75, 77), Parenting with Success and Satisfaction (82),
Tuning into Kids (38), The Lighthouse (Leuchtturm) Parenting
Programme (88), and the Parenting Internet Intervention (80).
There was very little consistency in terms of which outcome
measures were used. For example, while both Child Talks+ and
Let’s Talk about Children aimed to enable the parent to explain
their mental illness to their child, Child Talks+ included six child
outcome measures and two parent measures on communication
and self-efficacy (57) while Let’s Talk about Children only used
measures on parenting stress and family functioning (75). There
was also variation in which measure each study had seen an
improvement. For example, You are Okay (95) and Family
Talk (65) appeared to have an impact on child behavior, whilst
KopOpOuders and Mental Health Triple P appeared to have
improved parenting skills.

Randomized controlled trials are the gold standard for
the assessment of effectiveness, with non-randomized trials or
trials without a control group being susceptible to a range of
sources of bias (104). Three RCTs were included in this review.
Young SMILES did not conduct significance testing or report
effect sizes as it was a feasibility trial. The other two RCTs,
Preventative Basic Care Management and the Parenting Internet
Intervention both showed improvement on parenting measures
of skills and self-efficacy (80, 85). Preventative Basic Care
Management reported improvement on the parenting subscale
of the Family Functioning Questionnaire (85). The Parenting
Internet Intervention showed improvement on two measures of
parenting: Healthy Families Parenting Inventory and Parenting
Sense of Competence Scale, but not on the Medical Outcomes
Study—Social Support Survey (80). The Parenting Internet
Intervention did not include any child outcome measures (80).
Preventative Basic Care Management measured child behavior
using the Strengths and Difficulties Questionnaire, but did not
find any significant differences between the intervention and
control group following the intervention (85).

Qualitative Evaluations of Acceptability
Table 4 provides a narrative summary of the qualitative results
of the included reports. Thirteen studies involved a qualitative
evaluation with eight reporting themes. Parents reported in eight
out of 13 studies that they felt they could communicate more
easily with their children about parental mental illness after
receiving the intervention. This included two studies reporting
on the Family Talk intervention (67, 68), both studies on Let’s
Talk About Children (75, 77) and KidsTime (74), in which the aim
of the intervention is to enhance communication. Parents in five
out of 13 studies felt their parenting had improved following the
intervention, which includes four studies in which the aim was to
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enhance parenting skills, two Triple P studies (93, 103), Tuning
into Kids (38), the Lighthouse (Leuchtturm) Parenting Programme
(88), as well as Shor et al.’s (89) therapeutic group. Parents in
seven out of 13 studies reported that they understood, and could
focus, on their children’s needs more. Parents in one evaluation
of Family Talk said that the intervention played an important part
in their recovery (67).

For the six interventions that were held in a group format,
parents all commented on how they enjoyed being in a group
with other parents who have experienced similar difficulties,
although some of the parents who took part in Young SMILES
reported they felt anxious and pressured about attending. The
parents in Mental Health Triple P also commented that they
enjoyed the home visits (103).

These results suggest that most interventions have a
good level of acceptability to parents, and there was also
appreciation for different intervention formats including groups
and home visiting.

Parents in four studies highlighted potential improvements on
structure of the intervention. In the Family Talk intervention for
parents with psychosis, parents said they would have preferred
an intervention where their illness was not the focus (68).
Some parents who received the Let’s Talk about Children booklet
found it upsetting (77). In Young SMILES, parents felt there
was too much emphasis on their child and not enough on
them as a parent, and one parent reported that the focus on
her mental illness felt damaging (97). Parents in the Lighthouse
(Leuchtturm) Parenting Programme stated they wanted a higher
number of sessions which were longer in duration (88). In
two out of 13 studies, parents spoke about the next stages,
which included wanting more support for their children in
schools (74) and wanting to help their child regulate emotions
better (75).

DISCUSSION

Summary of Evidence
This scoping review involved a systematic search of relevant
databases and other sources to establish what a parenting
intervention for parents with psychosis might look like. The
three aims of this review were to determine (1) what parenting
interventions were available for parents with psychosis, (2) what
components these interventions provided, and (3) what kinds of
evaluations had been undertaken, and what they showed in terms
of outcomes. Thirty-eight studies were included which described
34 interventions.

What Parenting Interventions Are Available for

Parents With Psychosis?
Thirty-four interventions were described, of which most were
designed for either parents with mental illness or parents with
severe mental illness. When parents with psychotic diagnoses
were included in these interventions, there were often in the
minority compared to parents with other diagnoses. Both
researchers (105) and parents diagnosed with mental illness
(106) have recommended the use of diagnostic-specific groups,
and recently, RCTs of parenting interventions for parents with

anxiety (42) and with borderline personality disorder (43) have
been conducted, and report promising results. In this review,
only two interventions focused solely on parents with a psychotic
diagnosis, and both had a sample size of 10 participants or fewer.
These were Family Talk (68) and Triple P (93), both of which were
unchanged from their usual delivery format. It may be the case
that parents with psychosis would benefit from specific additions
to parenting interventions, like safety planning for acute episodes
(107), or a focus on regaining self-confidence during periods of
stabilization (108).

Parents with mental illness often want their family to be
involved in their treatment (21), and parenting can be a valued
part of one’s personal recovery (27). Reflecting this desire,
most interventions in this review were designed either for the
parent with a mental illness and their child, or for the whole
family, which typically included the parent with a mental illness,
their children, their partner, and sometimes additional family
members. When interventions were designed solely for the
parent, they were often delivered in a group format. Parents
with mental illness can often face social isolation (14), and an
intervention in a group setting could be one way of alleviating
this. Parents with psychosis, specifically asked for a group
intervention in order to be able to meet others in a similar
situation, share parenting tips, and find social support (109).
However, parents in the Young SMILES intervention found that
attending a group can also be anxiety provoking (97).

Despite the fact that these parents can face poor social and
emotional support, only a few interventions incorporated peer
support, where someone who has also experienced poor mental
health is involved in delivering the intervention (110). Having
parent peers involved in delivering parenting interventions may
help alleviate the lack of social support, and could also help to
reduce the stigma felt by parents (111).

When considering the availability of interventions, it is
important to note that geography is one of the biggest limiting
factors in terms of which interventions parents can access. The
38 studies included in this review came from 14 countries, the
majority of which were from Australia, who have also been a
leader in policy advancement for parents with mental illness and
their children for the last 20 years (112). As well as integrating
interventions in mental health and social care services, the
parenthood status of patients must be identified. This has
been done well in Norway where, alongside the Child Talks+
intervention, an assessment form has also been implemented
to improve recording and identification of patients’ dependants
(113). It is not enough for these interventions to be developed
and tested, they need to be recommended in policy and made
available to the parents who would benefit from them.

What Are the Components of These Interventions?
The interventions identified in this review were grouped into
five categories, depending on the cluster of their components.
It is important to consider which of these five categories of
interventions best address the needs of parents with psychosis.

The largest group, which consisted of 11 interventions,
had a focus on improving parenting skills, and the one RCT,
Kaplan et al.’s (80) Parenting Internet Intervention, demonstrated
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improvement on measures of parenting satisfaction and coping
skills. Parents with psychosis have demonstrated difficulties in
reflective functioning and parental sensitivity (6, 14, 114), and
this is particularly true for individuals with a higher severity
of illness (12, 115). However, parents with psychosis and their
families may need more support that goes beyond just addressing
parenting skills.

The children affected by parental mental illness have expressed
a desire for their parent’s symptoms to be explained to them
(19, 21), and the second largest group of interventions was
developed in response to this need. Eight interventions had a
focus on explainingmental illness to the children. Often, they also
included psychoeducation about the effects of parental mental
illness on the child. Additionally, these interventions provided
an opportunity for the children and, sometimes, the parent’s
partner, to talk about their experiences of parental mental illness.
However, psychoeducation about parental mental illness alone
may not be sufficient to bring about positive change for the parent
or for their child (116). Parents with psychosis who participated
in Family Talk stated that they wanted less focus on the effects
of their illness (68), and parents who had participated in Young
SMILES stated they wanted more parenting components, and not
solely a focus on their children (97).

The third largest group consisted of seven long-term whole
family interventions, which typically lasted longer than the other
interventions, and were more holistic. These often involve case
management, whereby the family receives continuous care from
one individual, interagency collaboration and links with other
supportive agencies. Often crisis planning for potential relapses
is also incorporated, as well as help with other difficulties that
affect these families, such as financial issues. An example of one
of these interventions is VIA Family, which had multiple stages.
First the family is introduced to the intervention, then a life
history is taken, and the family received psychoeducation. Then
Triple P is offered and, finally parent and children groups are
provided. Throughout the intervention, there are many optional
extras, such as psychological treatment for the child’s mental
health difficulties, advice on finances, and social support for the
parent (94).

The needs of parents with psychosis are often complex
and diverse. Parents with severe mental illnesses have reported
difficulties with practical issues such as finances and household
tasks as well as fears about custody loss (25). Parents with
psychosis and their families additionally struggle with parenting
skills (6, 14, 117), self-confidence (109), and relapse of symptoms
and subsequent hospitalization (117). Furthermore, these needs
may be different during acute episodes of psychosis and periods
of stability (108, 117). Therefore, interventions that solely
address parenting skills or aim to explain mental illness to
the children of these parents are likely to be insufficient, and
more holistic long-term interventions may be the most suitable
to address the needs of this group of parents. However, a
more complex intervention will come with higher costs. Only
Preventative Basic Care Management has been subjected to a
cost-effectiveness evaluation (118). The authors stated that the
intervention was more costly than care as usual, but could not
conclude whether it was cost-effective or not (118). Identification

of the essential components needed to enhance the well-being
of these parents and their families is needed to enable us to
implement effective interventions both in terms of psychosocial
and economic outcomes.

It is also necessary to note that inpatient facilities in Germany
often provide many components described in this study, such
as selfcare, peer support, and signposting, as part of routine
inpatient treatment (119) and that those receiving the SEEK
intervention (86) and the Lighthouse Parenting Programme (88)
will have also benefitted from these elements.

What Kinds of Evaluations Have Been Conducted to

Determine the Acceptability and Effectiveness of

Interventions for Parents With Psychosis and What

Do They Show?
Parenting interventions for parents with mental illness are
relatively new, and as such have an emerging evidence base.
Around two-thirds of the interventions described in this review
had been evaluated in some way, and only eight of these
evaluations were RCTs, with only three having results available.
One of these RCTs, Young SMILES (97), did not conduct
significance testing since it was a feasibility trial. The other two,
Preventative Basic Care Management (85) and Kaplan et al.’s
(80) Parenting Internet Intervention, demonstrated significant
differences between the parents in the intervention and control
groups on measures of parenting. Therefore, it seems there is
initial evidence that parenting interventions for parents with
mental illness can improve aspects of parenting, such as skills
and self-efficacy.

Children of parents with any kind of mental health diagnosis
are more likely than children without parental mental illness to
exhibit internalizing and externalizing problems (16) and are at
risk of developing a mental health problem (120, 121). While,
in theory, enhancing parenting skills should improve the child’s
quality of life and later psychosocial health (122), it is nevertheless
still important to assess changes in children’s functioning
following such intervention. The RCT with the longest follow-
up in this review was Preventative Basic Care Management (85),
and did not report any difference in child behavior between the
intervention and control group after 18 months of intervention.
There is therefore, currently a lack of evidence demonstrating
the effectiveness of parenting interventions in producing positive
outcomes for the children of parents with mental illness. The
longest two RCTs that are currently taking place are VIA Family
(94) and Triple P combined with CBT (37), and it will be
noteworthy to see if these interventions have any impact on
children’s functioning at follow-up.

Thirteen studies involved a qualitative evaluation of a
parenting intervention. Most studies reported positive comments
made by parents on intervention content and format, indicating
that most interventions have a good level of acceptability.
However, some parents who received the Let’s Talk about Children
booklet found it upsetting (77), which highlights the importance
of parents with mental illness being supported by a professional
during the delivery of parenting interventions. Parents in the
Family Talk intervention and Young SMILES wanted less focus
on their mental health (68, 97), and parents in Young SMILES
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also wanted more focus on them as a parent rather than solely on
their child (97). These results suggest that interventions should be
careful not to stigmatize or blame parents, and should recognize
the centrality of their identity as a parent (27).

STRENGTHS AND LIMITATIONS

This review has updated the results from the reviews conducted
by Schrank et al. (47) and Suarez et al. (48), which identified
fifteen and nine interventions, respectively. In contrast to
Schrank et al. (47) and Suarez et al. (48), this review did not
set a limit for what proportion of the study sample needed a
psychotic diagnosis, and included interventions that had not yet
been evaluated. Additionally, many of the interventions included
in this review have been published in the 5 years since Schrank
et al. (47) and Suarez et al. (48) conducted their reviews. Since this
review did not solely include interventions which had been tested
with a certain proportion of parents with a psychotic disorder, it
identified many interventions that could be helpful for parents
with psychosis and their families.

Scoping reviews do not necessarily need a quality assessment
(50). However, one limitation of this review is that the lack of
quality assessment means the results of the studies included in
this review are not contextualized alongside an assessment of
their risk of bias. The main limitation of this review is that it
only included papers that are published in English or German.
Fifty reports were rejected at full-text review due to being written
in another language, and it is likely that some would have been
eligible for inclusion in this review. Another limitation relates to
how we identified the components of each intervention, in which
we only extracted the components that had been described in the
report of each study, some of which did not always contain much
detail. It may well be the case, therefore, that some interventions
included more components than indicated in Table 2.

FUTURE DIRECTIONS

Future research needs to investigate which components are
the most effective in improving outcomes for both the parent
and the child. The needs of parents with psychosis and their
families are complex, and it is not sufficient for interventions to
aim solely to enhance parenting skills or explain mental illness
to their children. Only two interventions in this review were
conducted exclusively with parent participants with a diagnosis
of psychosis (68, 93), and yet they had been unchanged from
their usual delivery format and therefore not tailored toward the
needs of parents with psychosis. Interventions must attempt to
address practical issues, periods of unplanned hospitalization,
and parents’ own self-confidence and self-efficacy.

When addressing parenting skills, a psychotic diagnosis does
predict deficits in social cognitive abilities (45), which affects
parents’ ability to understand their child’s mental states (114).
Therefore, parents with psychosis would likely benefit from
interventions with a mentalizing component, which was the case
in four interventions included in this review (38, 53, 70, 88).

When interventions did include parents with a psychotic
diagnosis in their evaluation, they were often in the minority
compared to parents with other mental health conditions.
Interventions which are designed for parents with any kind of
mental illness should endeavor to include more parents with a
psychotic diagnosis when evaluating the intervention in order
to determine whether these interventions are indeed effective for
those with more severe mental illnesses, like psychosis.

It is promising that some of the interventions in this review
are currently being tested in an RCT. As well as testing
interventions, we must investigate what types of interventions
are most effective, in order to produce evidence-based and cost-
effective programs.

CONCLUSIONS

Many parenting interventions exist for parents who have
experienced mental illness, from which parents with a diagnosis
of psychosis and their families may benefit, however no
intervention has been developed and evaluated to specifically
support parents with psychosis and their families. Five categories
of intervention were identified, reflecting their key components.
The two largest categories were “talking about parental mental
illness” and “improving parenting skills.” The third category
described holistic long-term interventions targeting the whole
family, and which often involved the provision of a wide range
of components, with implications in terms of cost. Of the 34
studies included in this review, only two RCTs provided evidence
for the potential effectiveness of the parenting interventions,
thereby highlighting the significant evidence gap. In order to
help parents who have experienced psychosis and their families,
we need to know which components are effective in improving
outcomes for both the parent and their children, and whether any
psychosis-specific components would benefit these families.
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Providing support to parents and their children to help address the cycle of

intergenerational impacts of mental illness and reduce the negative consequences for

children is a key focus of selective prevention approaches in public mental health.

However, a key issue for children of parents with a mental illness is the lack of

access to early intervention and prevention support when needed. They are not easily

identifiable (until presenting with significant mental health issues of their own) and not

easily accessing the necessary support that address the complex interplay of parental

mental illness within families. There are significant barriers to the early identification

of these children, particularly for mental health care. Furthermore, there is a lack of

collaborative care that might enhance identification as well as offer services and support

for these families. The “It takes a Village” project seeks to improve mental health

outcomes for children through the co-development, implementation and evaluation

of an approach to collaborative practice concerned with the identification of families

where a parent has a mental illness, and establishing a service model to promote

child-focused support networks in Austria. Here we describe the development of

service delivery approach for the “It takes a Village” project that aims to improve

identification and support of these children within enhancements of the existing

service systems and informal supports. The paper describes the use of codesign

and other implementation strategies, applied to a research setting, with the aim of

impacting the sustainability of workforce reform to achieve lasting social impact. Results

highlight the steps involved in translating evidence-based components, local practice

wisdom and lived experience into the “It takes a Village” practice model for Tyrol,

Austria. We highlight through this paper how regional context-specific solutions are

essential in the redesign of care models that meet the complex needs of children

of parents with a mental illness. Service system and policy formation with local and
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experienced stakeholders are also vital to ensure the solutions are implementation-ready,

particularly when introducing new practice models that rely on organizational change and

new ways of practice with vulnerable families. This also creates a solid foundation for the

evaluation of the “It take a Village” approach for children of parents with a mental illness

in Austria.

Keywords: codesign, family focused, strength-based, children, parents with mental illness, family intervention,

prevention, early intervention

INTRODUCTION

International studies estimate that one in four children currently
grows up with a parent with mental illness worldwide (1).
Children whose parents have mental illness have an increased
risk of developing behavioral, academic, and/or mental health
problems due to a range of genetic, environmental, and
psychosocial factors (2). A key issue for these children is that they
are often considered “invisible” from view of the existing service
system in accessing early intervention support (3). Increased
engagement with these children from services that may come into
contact with their families can help provide supports to promote
the healthy development of these children (4).

Mental illness typically occurs within families, impacting
parents, children, and the whole family situation (5). Population
estimates indicate that over 50% of people with a lifetime
diagnosis of mental illness are parents (6), and worldwide,
between 12 and 45% of adults attending adult mental
health services are parents (7). These parents face similar
parenting issues as all parents and while not all parents
with a mental illness struggle, there are many that do, often
due to issues such as poverty and social isolation usually
associated with mental illness (8). Furthermore, because of
the increased likelihood of stigmatization and discrimination
accompanying a mental illness, these families may face
greater challenges accessing support. This, in combination
with a lack of visibility for early intervention support, may
explain why less than one in six children are currently
receiving support for emerging mental health issues at any one
time (9, 10).

Family-focused service delivery in mental health services is
a model that views the person with the mental illness in the
context of their family relationships (e.g., being a parent) (4, 11).
Family focused practice, targeting support toward supporting
parenting and child well-being, has been a promising selective
prevention strategy as a way to enhance public mental health
at the population level (12). This type of approach focusses on
supporting families to buffer against the impacts of mental illness
on all family members, including children (13, 14). However,
this type of service delivery is not as common in services who
might be coming into contact with these parents and their
families (15). In adult mental health, for example, a change to
this type of service delivery is slow, as it is in conflict with
the predominant medicalised individual client care model, and
enhanced by limiting supportive administrative structures to
encourage family focused practice (16–19).

Providing targeted intervention support to parents and
their children can help break the cycle of intergenerational
transmission of mental illness and improve outcomes for
children of parents with a mental illness (20). Several approaches
to address the intergenerational impacts have been outlined
worldwide (21). Early intervention programs targeting parents
with a mental illness have been shown to be effective in reducing
vulnerability of young people to mental illness or negative social
outcomes (22). A meta-analysis has shown that intervention with
families can reduce the incidence of children developing similar
mental health issues by up to 40% (22). Analysis of randomized
control trials found that individual, group and family-based
interventions were effective in reducing internalizing behavior
and, to a lesser extent, externalizing behavior in children of
parents with a mental illness (22, 23).

Interventions targeting parental behavior or parent-child
interactions have typically shown small but significant positive
outcomes on sensitivity and responsiveness between parents and
children (24). Parenting support models have been developed
as an early intervention approach addressing parenting behavior
and understanding of child development through social learning
models (25). Adaptation of parent support programs is
commonplace though, to respond to the fear of negative
judgement and stigma and shame that can accompany mental
illness and/or co-occurring substance misuse for parents (26).

As mentioned, there are challenges for children experiencing
a vulnerability to their mental health in accessing early
intervention support (2, 4). They are not easily identifiable (until
in significant need of their own treatment) and do not easily
access the necessary support to address the impact of mental
illness within families (3). Furthermore, support in adult focused
services has typically been focused on engaging the parent in the
care of the child, with limited consultation regarding the nature
of that support that addresses the needs and listens to the “voice”
of the child (27).

A need still exists for systemic change which emphasizes the
early identification and prevention of risk factors for children’s
mental health (28–31). Making these children visible involves
both direct support to children and parents focussing on
improving behavioral outcomes; as well as a need to draw on
strategies to promote motivation to change for those families
deeply affected by systemic disempowerment (4, 5, 32, 33).
Whole of family approaches and integrated models need to be
considered moving forward to address the multiple and complex
needs of these families, and addresses the influences that affect
generations with mental health challenges (13, 34–37).
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There is emerging evidence for the role of collective impact
and integrated models supporting parents with mental health
challenges and their children. In Finland, a brief intervention
model such as Let’s Talk About Children (38), helping parents
with mental illness to support the everyday life of the child,
has shown effectiveness when implemented across adult, child,
and family focused services in a region. The program has
been shown to improve outcomes for children and parents in
terms of emotional symptoms, parental self-efficacy, and result
in a significant decline in child protection referrals when the
intervention is implemented across all service systems interacting
with families (39).

We have recently developed a similar integrated early
intervention model using codesign and open innovation in
science methods in Austria (40). Our international, multi-
disciplinary-led initiative takes the concept of “raising the village
to raise the child” and applied it to an early identification and
collaborative support approach to improve outcomes for children
of parents with a mental illness and their families (“It takes
a Village” practice approach) (3). The approach is aimed at
improving early identification of children and adolescents whose
parents have a mental illness (sensitive identification; SENSE)
and enhancing the support networks around the child and
their family by increasing their informal and formal resources
(Collaborative Village Approach; CVA). The project aims to focus
on the children’s perspective (of their support network) and
design an approach that is collaborative, strength-based, and
offers support to the family in the region of Tyrol, Austria (8).

This paper describes this early intervention model in detail. In
doing so, we describe the process of development of the practice
approaches—SENSE and CVA through an extensive scoping
and codesign process to develop evidence informed practice
approaches that not only draw on practice wisdom and local
context knowledge, but also draw on the international research
on interventions for these children and their families. The co-
design approach utilized in the Village project is influenced by
the notion of participatory research, whereby researchers work
together with key stakeholders with a good understanding of the
local system, to use their collective experiences and creativity to
co-create a new product, practice or newway of addressing a local
issue (41, 42). This approach benefits from the value it places on
sharing the production of knowledge across disciplines or across
contexts, as a way to enhance the usability and social relevance of
the knowledge generated, particularly for community-based or
health-based services (41, 43).

Based on the premise of participatory design, the development
of knowledge in this way in partnership with those who will use
it, is believed to facilitate knowledge translation and support the
integration of the practice approaches in the real world setting
for evaluation. The translation of evidence into the routine
delivery of family focused practice supporting families where a
parent has a mental illness continues to be a significant challenge
in this field (44). Here we invited community stakeholders
including people living with a mental illness or their children
and professionals, to participate in a creative group process with
the goal of designing new practice approaches for adult mental
health and other support services to provide support for children

of parent with mental illness (3). The rationale behind the idea of
designing practice approaches in a participatory manner is that
the approaches better suit the context, are accepted and valued
by stakeholders and are more sustainable than producer-push
approaches (45).

MATERIALS AND METHODS

This paper continues on from the protocol paper published in
Volume 1 in this special interest topic (3) by showcasing the
results of the codesign process, in which the development of the
practice approaches was formed. Here, we describe and present
findings from the participatory process to understand:

1) The contextual needs, what is currently working and not
working for children of parents with a mental illness (drawing
on data from the scoping stage),

2) The key elements and a conceptual understanding of best
practice for COPMI (evidence review findings),

3) The desired practice elements of the approach to develop a
model (codesign workshop findings), and

4) The conditions necessary to implement and trial the practice
approaches (implementation design).

Scoping Data Sources
A number of research activities were conducted in preparation of
the co-design process aimed at understanding the local context
and understanding international best practice. The following
data were used and is now published: (a) a situational analysis
of Tyrolean societal and service provision context in relation
to families (46), (b) an analysis mental health care service
uptake (47), (c) a mapping of mental health service usage in
Tyrol (47), (d) a synthesis of the knowledge from the literature
and international experts about what works, for whom, and
in which context (48). These secondary data sources were
narratively summarized to give an overview of the results of the
scoping phase.

Co-design Process Data
A series of six codesign workshops were conducted locally
in 2018–2019, with live-video conferencing as needed, to
develop the key design concept (49). The findings of the
codesign workshops were documented in the workshop
planning documents, transcripts from audio recordings of the
workshops, as well as workshop materials such as slides and
outcome documents. These documents described the aims
and activities of the workshops, presented content delivered
during the workshop, results and summaries of the decisions
made, transcribed and translated audio recordings of the
workshop discussions, and observations and reflections from
the researchers participating in the workshops. Content analysis
(50) was used to examine the key decision-making steps that led
to the development of the practice model throughout the series
of workshops.

While the workshops were mainly held in German, some
aspects of the workshops were conducted in English to
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accommodate participation and delivery of content from non-
native German speaking researchers (JP, MGo). All documented
material, including audio transcripts, were translated to English,
and examined by both a German speaker (IZK) and an English
speaker (MGo) for accuracy and consensus in the content
analysis (50).

RESULTS

The practice approaches were developed through a series of
stages: (1) scoping; (2) co-design; (3) acceptance of the design;
(4) aspects of feasibility and suitability of practice approaches to
local context. Those stages are now described in detail below.

Stage 1: Scoping—Identifying the Existing
Context and Service System, Needs of
Families, and International Best Practice
Firstly, scoping was conducted to understand the local context
(46). The region of Tyrol is in the Western part of Austria,
and geographically consists of many mountains and valleys. The
population size is roughly 750,000 from which 140,000 (19%)
are dependent children (0–18 years). Just over 85% of Tyroleans
are Austrian citizens. Catholic religion plays the most important
role regarding religious communities. With respect to economic
structure, 50% of the population is actively working in paid
employment, the remainder is either retired (20%), in education,
or in other forms of activity (parental leave, household leading
only, military service). Tourism industry accounts for 20% of the
Tyrolean gross domestic product (46).

Data about the existing practices, barriers, and facilitators
to support for children of parents with a mental illness in the
existing service in Tyrol, Austria, were drawn from the scoping
stage. Essentially this stage determined the scope of the unmet
need and gaps in the existing service system.

Defining the Unmet Needs and Gaps
Service usage data indicated that the most parents in Tyrol
were seeking treatment within the primary health system (e.g.,
medication prescription from a family doctor, GP), but the
majority of severely ill parents were seeking treatment in the
adult mental health inpatient hospital system (47). Support
services, however, directly targeting children of parents with a
mental illness were extremely limited in the region. Publicly
funded mental health care or psychotherapy for children
and adolescents were also limited, although privately funded
outpatient psychotherapy/psychiatry was available for those
families who could finance this themselves.

During the scoping stage, it was clear that there was an
identified awareness and need to support children of parents with
mental illness in the region. Stakeholder interviews identified
many existing practice challenges in care for children of parents
with a mental illness in Tyrol (46). These included:

• A lack of standardized identification and recording of parents
with mental illness accessing treatment services. This included
little or no documentation on the children of parents
seeking treatment.

• A lack of standardized documentation, training, and education
for professionals regarding identifying children who are living
with a parent with a mental illness, particularly in talking with
parents who are presenting to treatment services.

• A lack of awareness and practice guidelines in how to support
children of parents with a mental illness and where to seek
support for a family.

In terms of existing services provided, there was a recognition of
the need to ask about a child’s welfare if the parent presented to
hospital or emergency services as unwell. However, there were
little formalized processes of support services to refer children
and their families for support, unless detrimental issues were
identified. The main approach taken by adult mental health
professionals involved contacting the child and youth welfare
system or social worker within the hospital to address the crises
needs of the family. This process of accessing support could
lead to installing family support services, however, the system of
support was triggered by referral due to an identified risk issue
for the child (referral to child and youth welfare) (46).

Some social services were available including youth centers,
parenting support programs, and mental health self-help groups
for adults. Some voluntary support offers were also available
such as “host grandmothers” and volunteers for tutoring in
educational needs. One potentially relevant service was identified
(“Kinderleicht”), specifically addressing the support needs of
children of parents with addictive disorders. However, this
service was small and only servicing one region of Tyrol. Issues
were also identified across the region with equity of access to
programs and support, with more service options available in
urban areas compared to some of the rural regions of Tyrol
(46, 47).

International Best Practice
Interviews with international experts in the implementation
of family focused practice for these families found a number
of key themes to understand more about the nature of the
challenges and also enablers to practice in order to produce
desired outcomes for children of parents with a mental illness.
As described in (48), core components of programs included a
focus on building strengths of parents in their parenting skills
and helping children to understand parents’ mental illness. The
interviews also highlighted the interplay between practitioner,
parent, and child outcomes; and the need for sufficient resources,
such as training and supervision and organization support for
family focused practice [see (48) for more detail].

Bringing in the Evidence Base
Brief scoping reviews were conducted in between the workshops
to understand the core practice elements of the codesigned
practice approaches, and to bring in international evidence
for local adaptation. Key peer reviewed research articles were
reviewed that covered practice guidelines and recommendations
for practice and were expanded to using key literature searches
in Medline, PsycINFO and Google Scholar for the terms
“identification”, “social support,” “collaborative practice,” “practice
guidelines” “family intervention” “parents with a mental illness”
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and “children” or “children of parents with a mental illness”
or “COPMI.” In addition, the Village team of international
researchers were each asked to review and explore known family
focused interventions from their own and similar countries of
origin to contribute to the existing approaches determined in
the literature review. Core elements from the literature and
selected best practice approaches were presented to workshop
participants with a series of activities that enabled participants to
select and discuss how to transfer the international evidence into
the local context. See Appendix 1 for an example.

Stage 2: A Series of Codesign Workshops
With Local Community Stakeholders to
Develop the Design of the Practice
Approaches
Following a review of the key components of participatory
codesign methodology (43, 45, 51–55), a series of workshops
were designed by the Village Project team. The overall aim of
the series of workshops was to develop practice approaches that
were evidence-informed, suited to the context, are acceptable to
local stakeholders, and feasible and ready for dissemination. As
part of this process, it was anticipated that designated networks
amongst stakeholders could be built to support the translation
of the practices into local services, and a commitment and
authorization by stakeholders managing local services could be
gained to implement the codesigned practices in their own
environment. The practice approaches and tools were developed
to increase the identification of children and to support them in
everyday life by strengthening networks of formal and informal
support systems of the child and their family in Tyrol. A key focus
of the design included a focus on including the “child’s voice” in
exploring and designing their “village” of support.

Participants
Key stakeholders were identified to participate in the workshops
and included a representation from a variety of fields. The
aim was to include a maximum of perspectives based on the
findings from the scoping stages on identified potentially relevant
organizations and professionals who may come into contact with
these families (46, 47). Participants were then selected based on
a number of criteria including field (practice, policy); sector;
profession; target group; function (management etc) and gender.
Another important consideration was also to ensure the number
of participants did not exceed 18 per workshop to maintain a
productive working atmosphere.

A total of 26 individuals representing 14 different local
organizations participated across the six workshops. In addition
to this, a total of 13 persons from the interdisciplinary research-
partner team attended across the six workshops. On average,
16 community representatives and 4 research team members
attended each workshop. There was higher representation
from the health care sector, practice-focused professionals, and
participants were more likely to work in the medical profession
compared with other professionals (see Table 1 below). Adult
mental health services were more strongly represented than
others, more females than males and more participants were

TABLE 1 | Characteristics of workshop participants.

Sector (n) Field (n)a

Health care 11 Practice 14

Social care 6 Research 4

Education 2 Policy/Payer 4

Informal/voluntary 2

Other (1)

Profession (n) Service sector (n)

Medical doctor 4 Primary care 2

- Psychiatrist 4 Adult mental health 7

- General practitioner 1 - inpatient 7

Nurse 1 - outpatient 5

Social worker 2 Child mental health 3

Psychologist 3 - inpatient 3

Pedagogue 1 - outpatient 3

Public health specialist (1) Children’s service 3

Social scientist (1) Parental service 2

Peer worker (1) Service for families 3

Other (1) Not applicable 2

Sex (n)b Function within organization (n)

Female 13–15 Top management 4–6

Male 6–7 Middle management 7–11

Front line staff 3–6

Not applicable 2

asome stakeholders represented more than one field; bnumber dependent on proxies that

attended; brackets indicate that these categories were not represented in each workshop.

in middle management roles. Not all participants attended all
workshops, but attending participants could nominate a proxy
in their place if they wished.

The Workshops—Designing the Practice Approaches
The workshops included both presentations and group work
facilitation exercises to develop up the concepts of the “It takes
a Village” practice approach. Key decisions were made at each of
the workshops to focus and consensus was sought on the design
concept. Several facilitation techniques were used and these are
described in (56).

The aims and key decisions of each workshop are described
in Table 2 below. The workshops involved presenting
international best practice examples and evidence on effective
approaches. Workshop participants then identified options
on how those might be implemented locally in Tyrol. The
aim was to find a balance between evidence-based practice
and feasibility within the local context and constraints
(57, 58).

The Workshop Results
Key Decisions
Each codesign workshop was constructed to make key decisions

about the development of the practice model, the evaluation, and
the implementation to be delivered as part of the Village project,

as outlined above.
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TABLE 2 | Co-design workshop aims and key decisions in the development of the “It takes a Village” practice approach.

Workshop

(no. attendees)

Aims Key decisions that resulted

1 (n = 15) Awareness of group participants and their relationship with the issue of

COPMI.

Development of a sense of identity as a codesign group.

Understanding of the principles of open innovation and codesign and

their role in this process.

Introduction to the Village Project and a background introduction to the

needs of COPMI from research and local scoping results.

Presentation of three case vignettes outlining case journeys for COPMI

within the region (information elaborated on from scoping) to identify

areas of change.

Agreement on terms of reference.

Agreement on rules for communication.

Identification of key areas for change from the presentation of case

vignettes of child focused care found in the scoping stage.

2 (n = 15) Development of a shared vision.

Familiarizing with a theory of change.

Prioritizing areas for change.

Agreement made on the roadmap for the design of the practice

approaches in the codesign workshop series.

Agreement on common vision, assumptions and priority goals.

Selection of max. nine prioritized areas for change.

3 (n = 17) Identifying practice options for four prioritized areas for change around

improving identification of COPMIs in adult mental health in Tyrol;

based on proposed practice approaches in the literature and

international expert interviews.

Agreement on options for transferring Phase 1—SENSE practices on

identification to Tyrol

(e.g., who should be asking about parent status, which questions to be

asked, options on how parents admitted to hospitals can stay in

contact with their child, options on how/where/when to talk with the

child about the parental mental illness, options on how to address

social resources around the child/family for the first time); agreeing on

the stance (e.g., strength-based, acknowledging privacy, empathic and

respectful, non-judgemental).

4 (n = 18) Identifying practice options for the remaining five prioritized areas for

change around improving support of children via a collaborative village

approach (CVA); based on proposed practice approaches in the

literature and in the international expert interviews.

Agreement on options for transferring Phase two—CVA practices on

activating support around these children in Tyrol (e.g., how to refer the

child/family to support program, which organizations could host the

“facilitators” who would work with the child/family, which practice steps

are involved in working with the children/families to activate support,

which qualifications are required.

5 (n = 16) Finalizing the practice concepts on identification and collaborative

support from previous workshop.

Identifying key aspects of the evaluation design (How to evaluate the

change process as well as its results).

Agreement on the first point of identification, referral pathway and key

practices of Village Facilitators in working with children/family as well as

options for hosting the facilitator based on previous workshops.

Agreement on inclusion/exclusion criteria, study design, options for

outcome indicators. [see (48) for more detail of the outcomes]

6 (n = 13) Defining feasibility, commitments and next implementation steps. An agreed approach to practice, implementation and evaluation

procedure is available including a commitment of organizations and

persons to implement changes in their every-day practice.

In workshop 1, areas for change were selected from reviewing

several case vignettes of existing practice drawn together from the

scoping data [see more in (49)]. Areas for change from reviewing

these vignettes were identified by the workshop participants.

These were:

• Improving family communication about mental illness

(parents and children).
• Improving education to families about mental illness.
• Asking parents about their children when seeking treatment.

• Providing psychoeducation to children in schools.
• Establishing adequate infrastructure for children to visit

parents in adult psychiatry.
• Support contact between parents and children when parents

are unwell and in treatment.
• Begin a conversation with families as early as possible when a

parent is unwell:

◦ Inform children of their parent’s mental ill-health.

◦ Develop standardized processes to identify social
resources around the child.

◦ Develop guidance and knowledge of ‘good enough’
parenting as an orientation for adult mental
health professionals.

◦ Include development of a crisis plan in standard process
of care.

◦ Include family members and children in the development
of crisis plans and decisions.

• Primary health care to actively work with families of parents
with a mental illness (provided the GP is aware of the
parent’s illness).

• Educate families/relatives about the importance of children
needing support, as with physical illnesses in parents.

• Increase availability of social workers in adult mental health
for family/child coordination.

• Adult Mental Health to refer families for support outside
of psychiatry.
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• Schools to provide supports for children of parents with a
mental illness.

• Improve communication between organizations.
• Raise awareness in the community that children of parents

may need support as much as children of parents with a
physical illness.

• Organize mental health care earlier in a way that avoids the
need for acute crisis care (avoid trauma for children).

• Improve information on available support in families, adult
mental health, other relevant organizations and communities.

InWorkshop 2, a consensus was reached about the common goal
for the design:

The Village approach promotes the healthy development and

mental health of COPMI.

Several preconditions and assumptions were agreed on for the
design of the practice approaches. These included: the service
provider has information of the parent’s mental illness; there is
increased help-seeking from families through better information
and understanding of mental illness; and knowledge and
awareness of mental health needs to increase in the community.

Workshop participants prioritized the areas identified in
workshop 1 in terms of what is the best way forward to achieve
the agreed vision. These were selected as follows:

1) All providers in adult psychiatry (for example
psychosocial services) actively ask patients about their
children/family situation.

2) Healthy caregivers and children are (kindly) informed about
parental mental illness; talks take place as early as possible
without hierarchy (child focused).

3) There are standardized procedures for identifying social
resources around the child; caregivers are informed.

4) Contact between the affected parent and children is actively
supported in the acute phase.

5) At each visit, a family contingency plan is prepared—
mobilizing existing resources; caregivers. Children are
involved in an age appropriate way. Decisions included; talks
take place “at eye level.”

6) Families are actively invited by family doctors, supports if a
parent is mentally ill.

7) Psychoeducation is developed and implemented for schools.
8) All providers know existing offers and their contents (for

example, are better informed about child and youth welfare).
9) Support for children is actively organized and families are

cared for continuously, while “normalization” is respected.

An agreement was made that the focus would be for activities
within adult mental health—but other areas such as primary
health and school system would be beneficial to include at a
later stage. It was deemed that prioritized areas 1–3 were to be
designed as part of Phase 1—sensitive identification (SENSE) and
areas 4–9 were seen as steps within Phase 2—the collaborative
village approach (CVA).

The Design Concept (Results From Workshops 3–4)
The product at the end of the workshop series included two
practice models: (1) a visualization of a pathway for the
identification of children of parents with a mental illness—a
standardized and systematic SENSE process in selected hospital
adult mental health and primary care institutions (Figure 1); and
(2) a visualization of the process of establishing both informal and
formal support (the Village) for children of parents with mental
illness and their families—the Collaborative Village Approach
(CVA) (Figure 2). These draft concepts were agreed to by the
workshop participants as the primary design outcome, that
would be implemented and evaluated in the next stage of the
research project. Some details (e.g., with regard to coordination
responsibilities) remained unsolved at that point in the design
process (indicated by question marks in the figure). For some
points within the pathway, options were specified.

The process steps were unpacked separately as part of the
workshop process, and are shown in Figures 3–6.

Key Steps in the practice model that were agreed to were
as follows:

1. Identifying parenting status and child and family
characteristics and responsibilities (SENSE 1; Figure 3).

2. Exploring with a parent about the child’s adjustment—
strengths and challenges (SENSE 2; Figure 4).

3. Developing a shared understanding with parents and children
on the day to day life of the child and the supports in place and
needs to strengthen these supports (CVA 1; Figure 5).

4. Develop a support plan to strengthen and maintain the child’s
supports through a network meeting (CVA 2; Figure 6).

5. Review the support plan, troubleshooting and addressing
issues for sustainability into the future (CVA 2; Figure 6).

Sensitive Screening/Identification of
Children Living With a Parent Who Has a
Mental Illness
SENSE 1: Identifying Information and Building Trust
The goal of phase 1 of the SENSE approach is to identify whether
a patient with a mental illness has children and is therefore a
father ormother (Figure 3). Identification questions are intended
to be used during admission or during a visit of the treating
physician or during a visit to the general practice.

One initial outcome required from this SENSE approach is
the recording of the parenting status of the adult patient, their
family caring roles, and their children’s gender and age and

living situation.

SENSE 2: Short, Goal-Focused Conversation About

Parenting and the Daily Life of the Child
The outcome of phase 2 of the SENSE approach (Figure 4:
Practical elements of SENSE phase 2) is a more in-depth
conversation with parents about their parenting strengths

and challenges, strengths and vulnerabilities for their child’s

adjustment, and a brief understanding of the existing child’s

social support network. The parent could also be asked about
any immediate needs and wishes they may have for enhancing
the strengths of their child, or in relation to their parenting
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FIGURE 1 | SENSE (Identification) pathway. CVA, collaborative village approach; SENSE, sensitive screening; GP, general practitioner.

FIGURE 2 | Pathway for the Collaborative Village Approach (CVA).
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FIGURE 3 | Practical elements of SENSE phase 1.

FIGURE 4 | Practical elements of SENSE phase 2.

FIGURE 5 | Practical elements of CVA Phase 1.

FIGURE 6 | Practical elements of CVA Phase 2.

strengths and challenges. Sensitive, open questions to understand
the current living situation of the parents and the child are
important here, for example, Can you tell us a little about your
parenting and caring roles at the moment in your life?

Enhancing the Social Network: The
Collaborative Village Approach (CVA)
The idea of CVA is to help build a day-to-day life that ensures
the best possible support for the child/youth in their local
support network, or “village” and thereby promote the healthy
development of children of parents with a mental illness. This
should be driven by parent and child in partnership and
supported through conversations with the Village Facilitator. In
this part the village facilitator takes on a key capacity building
and curious role. The Village Facilitator works together with the

family and their social network to strengthen the social support
for the child. Working directly with the child and seeking their
perspective is a key component of the CVA.

CVA 1—A Shared Understanding the Support

Network of the Child
The first step of the CVA approach involves the Village
Facilitator engaging with a parent for the first time in the
role of the Village Facilitator (Figure 5). The primary focus
of this first interaction is to build engagement and the
beginnings of a collaborative relationship to promote the well-
being of the parent’s child. As part of this interaction, a
series of activities and questions are asked to learn about
the child’s social network from the parents’ perspective.
The aim is to develop a common understanding of the
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child’s everyday life, existing support and possible gaps and
potential for improvement between the parent and Village
Facilitator. The role of the Village Facilitator is to identify the
parent’s view of the child support network and ask specific
questions when needed to understand missing persons or
institutions who are capable to close potential network gaps for
the child.

The next step in this phase is for the facilitator to support
the children to contribute their understanding of their social
network. This step helps create a common understanding
with parents and children about the child’s everyday life
and existing support, as well as to identify what is needed
to improve the situation. The activities described are aimed
for children from 4 years of age. The aim of the activities
is to hear directly from the children about their support.
This activity visualizes the existing networks and identifies
gaps in support. Ultimately, the child should help define
what their “village” looks like and this network should be
made visible.

Following an analysis of the parent and child support network
results, a family meeting is conducted to help develop a shared
understanding of the support network and identify areas for
enhancement or improvement. The idea of this step is to develop
a common idea of how the subsequent network meeting in CVA
2 should be organized.

CVA 2—The Network Meeting and Support Plan Is

Developed and Reviewed
The concept of the network meeting (Figure 6) is derived
from the “Family Group Conferencing” practice (other common
names: Social Network Conference, Family Group Conference,
Family Council, Relatives Council). The concept for our CVA
network meeting was informed by early developments in family
conferencing in New Zealand and has since then been applied in
a wide range of fields (e.g., child protection, domestic violence,
youth justice) including mental health (59–61).

Through an independent coordinator (in our case “Village
Facilitator”) informal and formal support systems are brought
together, while at the same time the family and especially the
children are encouraged to take responsibility for decision-
making. In other words, the Village Facilitator is responsible for
the process, but not for the outcome of those meetings. The
underlying ethos of the networkmeeting is based on the principle
that the family and its social network are capable of finding their
own solutions to support children with mentally ill parents (they
have control over the solutions and are recognized as experts in
their own lives).

The role of professional service providers and community
members is to facilitate and resource plans and decisions that
are consistent with securing and supporting a child’s resilience
in their daily life. The focus is to support the child’s day to day
activities, and the provision of practical, emotional, and social
support. At the end of the network meeting, there should be
an agreed support plan which enhances the daily life of the
child, both from formal and informal support providers for the
child. Following 3 months of implementation of the support
plan, the plan is reviewed for any future refinements. At the

end of a 6 months phase of engagement, the idea is that the
work of the village facilitator is handed fully over to families and
support personnel to lead and maintain the network of support
where needed.

Theoretical Basis of the Approach
As discussed in the workshops the theoretical approach and
stance is a core part of family interventions for families
where a parent has a mental illness. It was agreed that the
practice approaches are delivered with the following theoretical
perspectives in mind:

1. Motivational interviewing
2. Capacity building approaches for families and practitioners
3. Consideration of the social determinants of health
4. Working within an understanding of the sociology

of childhood
5. Focusing on building self-regulation skills and promoting

self-determination and choice in families

Core Practice Principles
The Practice Approach is built on the following principles
of practice:

• Orientation on strengths of the family (members) instead
of weaknesses

• Recognition of the decision-making competence of parents
and children (building self-determination)

• Trauma Sensitivity: Awareness of the effects of traumatic
events in families and children and creating an atmosphere in
which all persons feel safe, welcome, and supported

The aim of the described practices is to develop a sense of
trust and a feeling of confidence for the concerned parents
and children. All elements of the described practice approach
open up the possibility that the parenting experience with a
mental illness and growing up in a family where one parent is
mentally ill will be normalized (with the experience of not being
alone) and recognized. The focus is also on a non-judgmental,
interested stance toward families, which helps to create a trustful
and supportive atmosphere for parents and children and which
helps mental health professionals, general practitioners, or village
facilitators to have a meaningful conversation with parents
and children.

Another central principle of all the practice steps described
above is that, whenever possible, the viewpoint of the children
and the parents is integrated into all processes and decisions. The
perspective of the families concerned serves as an essential basis
for understanding their needs and developing a common social
support for the children.

Stage 3: Acceptance of the Design
Commitments for participating in the different practice steps
were sought and documented inWorkshop 6. A commitment for
the SENSE approach was obtained and these sites would serve
as the pilot sites—one hospital inpatient based (Innsbruck), 1
day clinic based (Zams). The possibility of identifying parents
in primary health through GP practices was also suggested. The
CVA approach was seen to be a process outside of psychiatry, in
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community services; with the exception of the day clinic (Zams)
that proposed a model where CVA process could be delivered as
part of the routine treatment team.

Stage 4: Aspects of Feasibility and
Suitability of Practice Approaches to Local
Context
At the completion of workshop 6, participants undertook an
activity to identify barriers and enablers for the implementation
of the codesigned practice approaches. In terms of where the
practice approaches could take place, participants deemed SENSE
could feasibly be delivered in adult mental health services or
general practice clinics, without the need for additional resources
or costs. Participants stressed that it would require, however,
equipping existing staff with the procedures and supportive
structures to undertake SENSE and refer parents with mental
illness to the Village Project. Structured documentation and
leadership were deemed to be important to support staff
to undertake SENSE. Primary health care needed structured
questions, and Adult Mental Health needed question prompts
documentation to ask questions that identify children of adult
patients as part of routine practice.

For the CVA process, workshop participants indicated that
in most situations this process was outside adult psychiatry
and would need to be resourced through additional funding.
Although one adult mental health service identified they could
embed a village facilitator within the treating team, if they were
commissioned and funded to do so (the hospital in the village
of Zams, Tyrol). Clear referral pathways to CVA were needed,
as well as knowledge of the possible support network options
available in the region needs to be clearly documented.

Several uncertainties to the implementation were identified
by the workshop participants. Concerns were raised regarding
a lack of time, money and staffing resources to deliver the
practices; lack of willingness from informal care providers; lack
of suitable physical resources and infrastructure available; lack of
organizational support for village facilitation role; difficulty co-
ordinating attendees for network meetings; difficulties seeking
informed consent from families; language and communication
barriers; and skills in talking sensitively with parents and
children. Several options were discussed as part of the activity
that might help overcome these situations (see Appendix 2 for
more information).

• Finally, workshop participants indicated the willingness of
their organizations to implement the practice approaches.

• Commitments were made to implement the SENSE in two
Adult Mental Health settings and potentially 1–3 primary
health care settings.

• Commitment to take part in CVA network meetings in 11 out
of 14 participating organizations.

• Expression of interests to provide staff for village facilitator
role in 4 represented organizations.

• Commitment to participate in the implementation check-
ins (local implementation team, multi-agency implementation
team, advisory board) by organizations that will implement
practice changes.

DISCUSSION

This paper showcases a process of intervention design to
address a gap in service delivery for children of parents
with a mental illness in Tyrol, Austria. The intervention
“It takes a Village” approach consists of evidence-informed
and codesigned practice elements, developed with people
with lived experience in practice and also with those living
with the challenges of mental illness in the region (3).
The approach includes elements of practice that assist adult
treatment providers to sensitively identify parents of dependent
children who may be seeking treatment for their mental
health challenges (SENSE). The second component consists
of practices and steps for facilitators to enhance the “village”
of support for a child living with a parent with mental
health issues, and includes a focus on informal and formal
support structures as well as understanding the parent and
child’s perspective on the child’s daily life (Collaborative Village
Approach, CVA).

The “It takes a Village” practice model, as outlined in this
paper, is built around a participatory process from all areas
of the project, including in understanding (1) the contextual
needs, what is currently working and not working for children
of parents with a mental illness (scoping), (2) key elements
and a conceptual understanding of best practice for families
where a parent has a mental illness (evidence review), (3)
practice elements of the approach to develop a model (codesign),
and (4) understanding the conditions necessary to implement
and trial the practice approaches (implementation design).
Alongside this, was the development of an evaluation logic and
realist approach framework to design the outcome measures
of the evaluation of the village approach (48). From this
process, we achieved a high agreement from stakeholders
to trial the practice approaches, where relevant, in their
organizational setting.

The process draws on approaches outlined in the
implementation science field. Here we have applied best
practice from implementation science in applying principles
of codesign and a series of structures and strategies to help
integrate best practice evidence into “real world” settings
(62). We have utilized a participatory design approach where
those involved in delivering the intervention or using services
shape the evidence of what works into a practice approach
suitable for their contextual setting. These approaches are
becoming fundamental to the transfer of innovation that when
applied involve changes to practice, particularly in mental
health settings (42). A paradigm shift toward recovery-oriented
practice, from a predominantly bio-medical focused one
has encompassed a strong focus on consumer involvement
in service design and resulted in a range of successes in
service delivery approaches. This shift in service delivery
has been found to occur more successfully when there is
a whole of organization approach involving organizational
leadership as well as consumers with lived experience
in the design and support for the delivery of these new
methods of practice (63). We expect the process described for
development of the practice approaches in Tyrol will show
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similar ease in the transfer to practice and service delivery for
families locally.

As shown in the workshop series, the codesigned practice
approaches were developed on the evidence base for
interventions and supports for families where a parent has
a mental illness. Steps outlined for the practice approach in
this paper have similarities with practice elements outlined in
other well-known evidence-based interventions such as Let’s
Talk About Children (38, 64), Family Talk (65), Parenting Well
(66, 67), and Social Network Conferences (38, 68), and other
evidence-based practice elements described in the research
(4, 11, 69).

A fundamental basis to the “It takes a Village” practice
model is drawn from the use of motivational interviewing
techniques to assist in outlining rapid engagement techniques
that can support practitioners in talking with parents and
their children. Motivational interviewing skills uses various
communication techniques to improve a person’s self-efficacy
or sense of their own capability, and enhances their motivation
for changes through a focus on a person’s desired behaviors
(70–72). Because of this, motivational interviewing has parallels
with the promotion of self-determination and self-regulation
in a person (73), two areas of change that has more recently
been linked as core elements for families benefitting from
family interventions (5). Motivational interviewing skills also
prove useful in managing parent ambivalence or engagement
issues in child and family social work (74). Similarly, self-
regulation skills are also proving useful in working with
parents with mental illness for engagement in parenting
support programs (75). Interestingly, they are also now
being considered as a strategy in supporting practitioners in
the change process to implement new practice approaches
themselves (76).

A common criticism of selection prevention approaches for
children of parents with a mental illness has been a lack of
theory or conceptual framework in the evidence base of family
interventions for these families (77, 78). This presents a problem
for not only the design of evaluation or outcome studies, but also
in understanding the assumptions underlying the mechanisms
of change associated with mental health, family functioning,
and child development that selective prevention programs
are usually targeted toward (79). Some family evidence-based
interventions in this area though report strong theoretical
foundations associated with strengths-based, recovery-focused
or resiliency frameworks (65, 80, 81). Drawing on the
international evidence, the codesign workshop series described
in this paper was able to explore the theoretical perspectives
and evidence base to formulate practice approaches built
on concepts of being strengths-focused and trauma-informed;
built on theories of self-determination and self-regulation;
and integrating an understanding of social determinants of
health, and the sociology of childhood in its design. These
perspectives are operationalized in the designed practice
approaches through the stance and curiosity lens of the
approach. This encompasses a focus on the “how” a practice is
delivered as well as the “what” in terms of components of the
practice approach.

This essential aspect of the designed practice approaches
is reinforced through the questioning and engagement stance
adopted by those working with these families in the delivery of
the practice approaches. The stance highlights the values that
underlie the practical action and determines why a professional
may do something in a certain way when working with
parents and their children. The principles of practice outlined
in the stance include: (1) An orientation on strengths of the
family (members) instead of weaknesses; (2) Recognition of
the decision-making competence of parents; (3) Integration
of the child’s voice and perspective as a fundamental basis
to the support plan design; and finally, (4) cultural and
trauma sensitivity in practice. The focus is also on a non-
judgmental, interested stance toward families, which helps to
create a trustful and supportive atmosphere for parents and
children and which helps a clinician, general practitioner, or
village facilitator to have meaningful conversations with parents
and their children. This focus is not new though to family
interventions for children of parents with a mental illness.
These are reported components of interventions such as Family
Talk (65), Let’s Talk about Children (5, 38, 64) and Family
Options (80, 81).

A core part of the participatory process of the design of
the Village approach was in designing a practice model that is
acceptable and feasible for implementation in the local context.
Participants were able to prioritize areas for change based on
a thorough scoping stage, and also adapt the evidence base
to the local setting of what might work within the region of
Tyrol, Austria. The stakeholders with decision making abilities
or policy influences were also able to indicate an agreement
and willingness to implement the practice approaches at the
completion of this codesign process, securing the beginnings
of the next stage of the research project for “real world”
implementation and evaluation. This participatory process
has many advantages but is particularly encouraged in the
development of innovations to help address the lag in efficiencies
to translation to practice of evidence of what works, particularly
for the reduction in burden of disease in public health approaches
(42, 82).

Community stakeholders, in this study, however, identified
that even with a process of codesign, there still remained
challenges and uncertainties to the implementation of the
practice approaches in the local setting. These barriers were
believed to require organizational support to be overcome
in the relevant practice settings. They included an allocation
of time, resources, and funding to support the practice
approaches to be delivered; alongside various skill-based training
supports, policies and procedures to undertake the identification
process (SENSE); and a flexible approach to the delivery of
network meetings and requirements of informal and formal
support providers. While not new, the application of family
focused practice in mental health care settings continues to
be accompanied by significant challenges in its implementation
(21, 83). The integration of implementation science principles
that aid in creating drivers to support practice change is
becoming an important vehicle for effective translation to
practice of evidence-based interventions in this area (44, 84, 85),
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as well as working in partnership between researchers, policy
makers and service providers as part of support and sustaining
change (86).

Selective prevention strategies, such as parenting or child
focused interventions for families with mental health challenges,
remain an effective public mental health strategy to improve
child outcomes for children of parents with a mental illness
(12, 87, 88). Such interventions have been shown to reduce
the relative risk of a child developing the mental illness as its
parent by about 40% (22). It is expected the “It takes a Village”
model, which draws heavily on other effective interventions, will
also improve outcomes for children (48). Interventions such
as this—that focus on a two-generational approach (a parent
and the child)—and on drawing together or improving elements
within a child’s daily life or ecology of influence—have also been
shown to be effective in other selective prevention programs
such as in child welfare with multi-stressed families (44, 89–
91). Core to positive outcomes in research in this area, however,
rely on program fidelity and implementation support strategies
to that ensure program elements are delivered as intended (92,
93).

Equity of access to mental health-care, particularly for
selective prevention approaches, remains a significant global
challenge (21). Of note, in the design of the “It takes a
Village” approach, implementation of the practice approaches
were designed for primary health as well as adult psychiatry,
a decision we expect will improve access for a number
of parents who might be seeking medication support from
their general practitioner only. We know from the scoping
analysis that this will contain a significant number of Austrian
families (47). While providing options for improving reach
of the research study, this implementation approach is also
in line with a focus on more community based and stepped
care model of mental health care, whereby people have
access to treatment outside hospital based mental health
services (12).

In terms of limitations, it must be noted that this is not a
study of the effectiveness of the practice approaches. While it
broadly is expected to produce the desired outcomes for children
of parents with a mental illness, there is evidence to suggest
that family interventions in Austria for vulnerable children
can have poor uptake (94). Therefore, there are significant
unknowns about how these practice approaches may work in
socio-cultural norms of Tyrol, and an understanding of the
impact on child outcomes is yet to be determined in the
project. We anticipate though, that with thorough consultation
and design with local stakeholders as well as an understanding
of best practice and implementation from the international
literature, we are positioning the “It takes a Village” approach
with solid foundations for achieving positive outcomes for
families where a parent has a mental illness in Austria. A realist
framework is being utilized in the evaluation of the practice
approaches in Tyrol (3, 48) and it is anticipated that this selective
prevention approach will be effective in improving the social and
emotional well-being of children and their parents with mental
health challenges.

In conclusion, the paper outlines a key process to developing
evidence informed changes to practice and service delivery
in mental health care for families. The participatory process
itself, with key stakeholders, is a vital element in developing
the translation to practice to suit local contextual needs.
This is necessary to ensure effective elements of service
redesign can meet and address existing gaps in care to
intervene in addressing the intergenerational transmission
of mental illness within families. Future studies in this
project, however, will ultimately determine the direct
benefits for families, practitioners, and the service system
in Austria.
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Background: High Expressed Emotion (HEE) has been identified as a risk factor for the

exacerbation and course of mental illness. EE has been investigated as a caregiver’s

response to an offspring’s problem behavior and pathology. The present meta-analysis

regards EE from a transgenerational perspective and as one mechanism that might

explain the transgenerational transmission of mental disorders.

Method: We identified a total of 13 studies relying on 16 independent samples of parent-

child dyads of parents with a mental illness and healthy controls; these were included in

our analysis. Results were synthesized into one effect size per sample; meta-regression

on additional effects of parental diagnostic category, child mental illness, and child age

were also applied.

Results: Parents with a mental illness are classified as HEE significantly more often.

Effects were established for high criticism, albeit of small size (OR = 1.45), although they

become stronger whenever offspring exhibit mental illness themselves (OR = 2.82).

Conclusion: The current study highlights the dearth of studies on EE in families

in which a parent has a mental illness and its effects on their children. Our findings

highlight EE as a potential mechanism for attributing the transgenerational transmission

of mental disorders, especially for the EE-variable criticism, indicating dysfunctional

parent-child interactions.
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display_record.php?ID=CRD42019117609, identifier: CRD42019117609.
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INTRODUCTION

Worldwide, about 12.1–38.5% of children and adolescents are
living with a parent who experiences a Mental illness1 (1–4). A
parent’s mental illness is a powerful risk factor (OR 2.4) for their
offspring to develop mental health problems (5), and about one
third of the children of parents with a mental illness experience
serious mental illness later in life (6). Many studies have shown
adverse outcomes in children of parents with a mental illness,
including children’s attachment problems, internalizing, and
externalizing behavior problems as well as social, cognitive,
physical, and mental illness (6–10).

The Transgenerational Transmission of Mental Disorders
system was developed and advanced to provide a comprehensive
model to explain such transgenerational transmission of
disorders in children of parents with a mental illness (9). This
model identifies four major domains (i.e., 1. parent, 2. family, 3.
child, 4. social environment) that interact with their respective
systems and are influenced by five transmission mechanisms
(i.e., 1. genetics, 2. prenatal factors, 3. parent-child-interaction,
4. Family, and 5. social factors) (11). Child development over
its life span is considered, as are the concepts of multi-
and equifinality, concordance, and specificity (9). Specifically
parent-child-interaction is considered to be a core mechanism
contributing to the heightened risk of children of parents with
a mental illness for developing a serious mental illness (9, 12, 13)
(see Figure 1).

Parent-Child-Interaction
Parenting behaviors are influenced by parental psychopathology,
attitudes, attributional styles as well as the child’s characteristics
on a dyadic level (14, 15). Interaction patterns in families
of parents with a mental illness are characterized by elevated
rates of insensitive, for example, intrusive, hostile, and critical
parental behaviors, the lack of parental warmth and the shortage
of acknowledgment of children’s developmental, emotional,
and attachment needs (7, 10). However, different mental
disorders have a different impact on parental behavior and its
manifestation (6). Disrupted parental behavior poses a risk for
child development and usually is studied with restriction to
one diagnosis, but not comparing multiple diagnosis within
one study. For instance, mothers with postnatal depression
(for example, lower amount of affectionate touch, sensitivity,
reciprocity) show a different relational behavioral profile when
interacting with their child than mothers with anxiety disorders
(e.g., maternal overstimulation of the child, high maternal
intrusiveness, parent led interaction) (16). Traditionally, parent,
child and dyadic behavior is assessed with standardized,
videotaped paradigms and coded with behavior observation
schemes (17). Besides these standardized behavior observation
schemes, Expressed Emotion (EE) appears to be indicative
of dysfunctional parent-child interactions (18), and thus an
assessment of interest in this context.

1Mental illness as diagnosed by a validated, standardized clinical assessment tool

(e.g., clinical interview).

Over the past five decades, EE has been a concept of
interest in the field of family relations, and is regarded as an
indirect measure of the emotional family climate. Developed for
parents of adult patients with schizophrenia, EE was identified
to play an important role in the course and relapse of mental
illness (19). After controlling for patient variables, such as
severe behavior or work impairment, EE still appears to be
indicative of negative interactions within a family (20). EE
reflects a person’s affective attitude toward a close relative
and is believed to play an important role in the development
and perpetuation of mental disorders in offspring (20–22). It
is differentiated in High (HEE) or Low Expressed Emotion
(LEE). HEE reflects a high amount of criticism, hostility
(CRIT), and/or Emotional Overinvolvement (EOI), whereas LEE
is characterized by positive or neutral remarks, low hostility,
criticism or emotional overinvolvement toward a close relative
and in relationships within families (22, 23). High CRIT levels
are linked to negative parental behaviors, such as more parental
antagonism, harshness, negativity, and disgust. Low levels of
CRIT are associated with more responsive and supportive
parenting behavior (18). A current meta-analysis by Rea et al.
(24) on the Five-minute Speech Sample (FMSS) in children
and youths with internalizing and externalizing symptomatology
supports the overall validity of HEE especially with CRIT in the
context of child and adolescent health, while the EOI measure
appears less robust in such contexts. Nevertheless, the analysis
identifies a very small but significant effect between parental
EOI and child internalizing symptoms however this result should
be interpreted with caution, as the authors point out, that the
effect may be caused by specific EOI criteria rather than the
construct as a whole (25) and EOI may require more clarification
and adaptation (24). Therefore, HEE, and predominantly CRIT,
can be perceived as one mechanism of disrupted parent-child
interactions in the Transgenerational Transmission of Mental
Disorders. EE can be assessed via the Camberwell Family
Interview (21, 26, CFI), the FMSS; (27), the Preschool Five-
Minute Speech Sample (28, PFMSS), and questionnaires such
as the Family Attitude Scale (29, FAS) or Family Questionnaire
(30, FQ). Despite the incorporation of hostility in the CFI,
it is not captured within the FMSS coding guidelines, as it
shows a great overlap with CRIT (31) and does not appear with
enough frequency (27). Therefore, the hostility rating is not
included in the present analysis and this paper focuses on CRIT
and EOI.

Parents With a Mental Illness and EE
EE traditionally was developed to assess caregiver’s attitudes
on adult patients with schizophrenia. Attributions that perceive
the cause of problem behavior as internally controllable by the
patient/offspring result in more negative emotional responses
(32, 33), and there is a strong link between attribution theory
and EE. There appears to be an attribution-negative affect
link in HEE relatives linking hostility and CRIT to negative
affect (15). CRIT is assumed to be a correlate of the typical
cognitive and attributional style of mothers with depressive
disorders (8) and has been identified as a possible moderator
of the association between maternal depression and a child’s
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FIGURE 1 | Model of transgenerational transmission of mental illness adapted from Hosman et al. (9) and Christiansen et al. (11).

internalizing and externalizing symptoms (34, 35). In contrast
to this, fathers with depression do not present with higher
levels of CRIT, but do make fewer warm and positive remarks
than healthy controls (36), although this is no component of
the traditional HEE component. Based on such finding, a sex
difference regarding CRIT and parental depression might be
assumed. Mothers and fathers with a mental illness are five to
nine times more likely to be classified as HEE than parents
without any mental health condition (37). Parental EE status
seems to be relatively stable over time (38) creating a challenge
for vulnerable, genetically predisposed children, and it therefore
has the potential to promote a self-perpetuating cycle of children’s
problem behavior and HEE within a family (39). Given that
parents with a mental illness may have been exposed to parental
HEE themselves, they may be prone to reacting more negatively,
hostilely, and improperly when facing their children’s challenges
and problem behavior and therefore exhibit HEE, especially
CRIT (40, 41). While there are indications that HEE is more
prevalent in families in which a parent has a mental illness,
predominantly depression (42, 43), generalizable evidence is
lacking. Previous research on EE in the field of child and
adolescent psychology has been focusing on clinically referred
children (44) or the emotional family climate within families
of children with internalizing and externalizing symptoms,
respectively (24).

EE in the Field of Child Psychology
In the field of clinical child and adolescent psychology, HEE
is regarded as an indicator of the quality of the parent-child-
relationship (45). As EE reflects parental attitudes (38, 39) and
HEE is a correlate of negative parental behaviors (18), it is
not clear whether negative parental attitudes result in more
negative parental behaviors, or vice versa. Parental HEE is linked
to difficult child temperament (38, 46), and is a correlate of
disruptive attachment patterns (47). Parental EE is considered
a stable predictor for the course of mental illness and treatment
response in children and adolescents (37, 44, 48–50). Low levels
of warmth, increased hostility and critical comments have been
associated with children’s behavioral problems (44, 45, 51–
53) and antisocial behavior (49). Parents of children with one
axis I diagnosis are significantly more likely to be classified
as HEE than parents of healthy controls (37, 54, 55). They
appear even more critical when children carry an additional
axis I diagnosis to depression (56, 57). Moreover, HEE has been
positively identified in predicting the onset of attention deficit
hyperactivity disorder (ADHD) (38), comorbid oppositional
defiant disorder (ODD) (58), the clinical course of childhood
anxiety, bipolar and depressive disorders (49, 59, 60), as well
as the treatment response of adolescents suffering from eating
disorders (61–63). Neither an offspring’s sex nor a family’s
socio-economic status (SES) are associated with the parental EE
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status (37, 64) and the assessment of parental psychopathology
or burden has achieved little attention when studying EE and
child development. Therefore, EE has been and remains a risk
factor of interest in the field of clinical psychology and a potential
mechanism for explaining the transgenerational transmission of
mental disorders. While most articles claim EE to be stable over
time (38, 65–67), other methods (e.g., clinical interviews) show
some evidence that EE might be somewhat able to change (68).
This warrants further research because it might be an interaction
with changes in offspring’s behavior due to developmental steps,
especially at the time before school entry.

Aims
Although extensive research has been carried out on EE and
offspring’s psychopathology, comparatively little is known about
EE in families in which a parent had a mental illness. The
following meta-analysis aimed to investigate HEE as a typical
cognitive and affective style of parents with a mental illness.

Moreover, we focused on children of parents with a mental
illness and parental EE, assuming EE to be a transgenerational
mechanism facilitating the development of mental illness in
children of parents with a mental illness (39). The current study
aimed to contribute to the current literature by first presenting
a comprehensive, quantitative report on the prevalence of HEE
in families in which a parent has a mental illness and control
families. Secondly, we aimed to identify moderators of the
relationship between parental psychopathology and HEE to
compute a meta-regression. Therefore, we predicted that parents
of younger children tend to show less HEE. Parental diagnosis,
sex, and presence of youth psychopathology may account for
additional effects on the parental EE status.

METHODS

Data Sources and Searches
This meta-analysis was performed according to the “Preferred
Reporting Items for Systematic Reviews and Meta-Analyses”
(PRISMA) statement (69). We conducted our search in the
following databases: PubMed, The Cochrane Library, PsycInfo,
Web of Science, ERIC, and PubPSYC (see Appendix A for
search terms). We restricted our search to experimental and
observational studies and meta-analyses published in the
English or German language until November 2021. Search
criteria included parents of minor children as the population
addressed, all mental disorders, and the standardized assessment
and report of EE or employing a shared measure of EE (see
Appendix A). The review protocol is registered on PROSPERO
(http://www.crd.york.ac.uk/PROSPERO/display_record.php?
ID=CRD42019117609; registration number CRD42019117609).
In total, 1,159 studies were identified. Figure 2 shows the
flowchart with all study extraction stages.

Inclusion Criteria
Abstracts of all studies identified from the initial search were
screened based on specific inclusion criteria. Studies were
included if they reported (a) an experimental or observational
design based on (b) a sample of parents of children aged 18

years or younger, (c) a standardized assessment or screening of
parental psychopathology and a diagnosis according to DSM or
ICD, and (d) a valid measure of parental EE such as the CFI
(21, 26), FMSS (27, 70), PFMSS (28), FAS (29), or FQ (30), or
results of common parental EE scales, such as HEE or LEE, EOI,
or Criticism.

For our meta-analysis of parental psychopathology and
expressed emotion, parents had to be classified as the index
patient to ensure an estimation of predictive effects. Control
conditions had to be no intervention or an internal comparison
in case of cohort studies. Furthermore, parents and children
had to be free of pervasive developmental disorders to avoid
adverse factors caused by these. Studies comparing an active
intervention with medication (i.e., psychotherapy vs. medication
only) were excluded. All studies included had to provide
sufficient information to calculate effect sizes (e.g., means and
SDs, T-tests for independent samples, n per subgroup, r, Odds
Ratio).

Study Selection
Studies, titles, and abstracts were screened by one reviewer (JF)
and relevant studies were extracted that matched our aim and
inclusion and exclusion criteria specified for this review. In
this respect, a systematic two-stage screening process to identify
relevant studies was applied and two authors (JF and LMD)
carried out full text screening independently. Discrepancies were
resolved through discussion with a third author (HC).

Study Characteristics/Data Collection
Process
Each study was coded on several different domains including
publication year, country, primary study aims, study design
(e.g., control group), setting, recruitment method, length of
follow up, inclusion and exclusion criteria, study participants
(i.e., age, sex, diagnosis of parent and children) characteristics
of the applied diagnostic instruments or screenings, assessment
measure and report of EE status, and the blinding of EE raters.
Furthermore, parental diagnostic category was dummy coded,
differentiating on a superordinate level of diagnosis, for example,
depressive disorders, anxiety disorders. Since information on the
children’s diagnoses was lacking, only the presence or absence
of a diagnosed mental illness was coded. As studies reported
inconsistent EE outcome categories, presence or absence of
HEE/LEE, CRIT, and EOI was coded in the first step. As
CRIT was reported predominantly and information on EOI was
lacking, only data on CRITwere extracted. Presence or absence of
statistical parameters (M, SD, SE, CI, correlation and regression
coefficient, β, χ2, B) and N per subgroup was coded. As not all
studies reported children‘s mean age but rather age ranges, we
coded age categories as well (infants ≤ 20 months, preschoolers
> 20 months and ≤ 6 years, school age children > 6 years and
≤ 12 years, and adolescents > 12 years and ≤ 18 years). When
defining the age range for the school aged children, we followed
the typical age of school entry inGermany even though thismight
deviate from school entry ages in other countries, as that is where
the authors of the study are based.
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FIGURE 2 | Study flowchart.

A subset of study data was extracted by two raters
independently, and inter-rater reliability was calculated for each
variable. Inter-rater agreement for the coded study characteristics
was k= 1.00 indicating perfect agreement, except for the variable
type of comparison with k = 0.43 that resulted in moderate
agreement (71).

Interrater-agreement for the coded moderator variables was

between k = 0.57–1.00, indicating substantial agreement. Study
quality was coded with the Newcastle Ottawa rating scale for

observational studies NOS (72) by two independent raters (JF

and NB). The coders completed a standardized form for each

study independently to compute inter-rater reliability. An overall
quality score was calculated by adding up all the criteria resulting

in a maximum score of 9 for each study described in the
Supplementary Material. Inter-rater agreement was k = 0.49
indicating moderate agreement (71). This is in line with results

from recent research, indicating poor to medium inter-rater
agreements on the NOS rating scale (73).

Effect Size Calculation
For themeta-analysis reporting on parental psychopathology and
EE, correlational data were transformed into Fisher’s z, studies
reporting continuous data/means and standard deviation were
transformed into Cohen’s d and binary/dichotomized data into
log odds ratios (74). Conversion of Effect sizes into Log Odds
Ratios and variance was performed with esc Version 0.5.0 for
R (version 3.6.1). Log Odds Ratio was used as the common
index for meta-analysis to analyze the odds of being classified
as HEE in groups of parents with a mental illness and healthy
controls, and transformed back into Odds Ratios (OR) afterwards
for improved intelligibility (74). In the case of studies comparing
parents with a history ofmental illness with currentmental illness
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and to healthy controls, we chose the group currently suffering
from symptoms. In case of different articles reporting on the
same study but referring to a subsample’s different sample sizes
(e.g., the subsample of mothers or fathers with incomprehensible
dropouts), the paper with the highest quality rating was chosen
for meta-analysis to ensure one effect size per sample entering
the analysis (75).

Meta-analysis was performed with Metafor Version 2.1-0
for R (Version 3.6.1) using the random effect model (REM)
with DerSimonian-Laird method estimator for effect variance
τ 2 (76, 77). Furthermore, heterogeneity of the estimated true
effect was calculated using Cochran’sQ-test for homogeneity and
the I2-statistic (78). Moderator analysis followed heterogeneous
effects to identify influencing variables. For continuous variables,
moderator analysis was performed with metafor using univariate
metaregression models (MEM). Categorical moderator analyses
were performed with metafor, recoding categorical variables
into dichotomous dummy variables. For all estimated true
effects, sensitivity analyses were performed using fixed effect
models (FEM) as implemented in Metafor to examine biases
due to the choice of the meta-analytic model. Additionally,
the influence of potential outliers was examined by using
studentized deleted residuals (79). Furthermore, publication
bias was examined by funnel plot inspection and test of
asymmetry with a rank correlation (80) and regression
test (81).

RESULTS

Data on 16 independent comparisons (parents with a mental
illness vs. without) derived from 13 studies with a total of
N = 2815 parents (n = 2,254 mothers, n = 561 fathers)
were available for our analyses. The sample consisted of
607 parents with a diagnosis of a mental disorder, 675
healthy parents. Further, 1,533 parents could not be assigned
to the group of parents with or without a mental illness
because only correlational data on the association between
EE and parental mental illness was reported from both
parents with and without a mental illness within the same
group (see Table 1). Nevertheless, OR were computed for the
correlation based data. Studies were conducted in the USA, UK,
and Australia.

For details on the studies as well as parental disorders, see
Table 2. Study quality (Table 2; Supplementary Material) was
generally medium with 6.25 on the NOS (min. 2, max. 9). Studies
predominantly reported CRIT and lacked information on EOI.
Because of this, the future analysis only refers to data on the
CRIT specification of the HEE construct. Across 13 studies with
k = 16 independent samples and unique effects, overall parental
psychopathology was positively associated with CRIT (µ̂0 =1.34
[95% CI = 1.01–1.77] p < 0.05). Cochran’s Q-Test suggests
variability among true effects (Q = 35.28, df = 15, p = 0.022).
The variance in the true effect is estimated to be τ 2 = 0.15.
The amount of total variability between the observed effect sizes
due to heterogeneity is estimated to be I2 = 57.49%, and was
“moderate” (78).

TABLE 1 | Characteristics of parental psychopathology and EE studies with

means, SDs, percentages.

Parental disorder Maternal depression: 11 studies

Maternal and paternal depression: 2 studies

Anxiety disorder: 1 study

Affective disorder, not further specified: 1 study

Family composition 80% mothers-child dyad

20% father-child dyad

Parental age 36.68 years (SD = 6.68 years)

Children’s age ≤ 20 months (infants): 3 studies

≤ 6 years (pre-schoolers): 3 samples

≤ 12 years (school age kids): 7 samples

≤ 18 years (adolescents): 3 samples

Children’s sex 54.7% female

Study design Observational: 0

Longitudinal studies: 9

Experimental: 0

Controlled trials: 3

Randomized controlled trial: 1

Assessment setting Clinic: 1 study (8%)

Home: 4 studies (31%)

Home and centre based: 3 studies (23%)

Not reported: 5 studies (38%)

EE assessment tool FMSS: 10 studies (79%)

Preschool Five Minute Speech Sample: 1 study: (7 %)

Camberwell Family Interview: 1 study (7%)

Family Attitude Scale: 1 study (7%)

Grouping Parents with a diagnosis of mental illness: N = 607

(n = 184 male, n = 423 female)

Parents without any diagnosis of a mental illness:

N = 675

(n = 219 male, n = 456 female)

Group Membership n.A. due to correlational data: 1,533

Sensitivity Analyses
Two samples of one study (91) were identified as outliers by
using externally standardized residuals. Controlling for those
samples did result in marked differences; thus those samples
were excluded from further analysis. Reiterating the analysis for
the reduced sample under the REM revealed a small effect (92)
between parental mental illness and CRIT (µ̂0 =1.45 [95% CI =
1.19–1.76] p < 0.001) (see Table 3, Figure 3).

With the reduced sample, we tested the data under the
FEM. The common true effect of the included studies is
estimated to be θ̂ = 1.43 [95% CI = 1.23–1.68], z = 4.51, p <

0.0001). These findings are almost identical to those obtained
applying the REM, and results seem to be robust for choosing a
meta-analytic model.

Publication Bias
In terms of potential publication bias, a funnel plot inspection
revealed no asymmetrical distribution of the observed effects
around the average true effect (see Figure 4). The visual
inspection is supported by the rank correlation test (Kendall’s τ

= −0.09, p = 0.67) and the regression test (z = −0.15, p = 0.88)
indicating no funnel plot asymmetry.

Performing Cochrane’s Q-Test with the reduced sample,
heterogeneity remained insignificant (Q = 16.58, df =
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TABLE 2 | Studies included for meta-analysis with the dependent variable parental EE.

Study Country Disorder

studied in

parents

Clinical

assessment

tool

Setting Female rate Parent’s age

in years (M)

Child’s age

(M)

EE

assessment

Study

quality

N OR

Psychogiou et al. (82) UK Depression SCID, PHQ-9 Home 48% 3.9 years

(SD = 0.8)

PFMSS 9 302

Mothers 36 144 1.55

Fathers 39 158 1.34

Mellick et al. (83) USA Depression SCID-I N.A. 100% 40 10–16

months

FAS 6 81 2.08

Gravener Davis (84) USA Depression DIS-IV, BDI Home and

centre based

100% N.A. 24 months FMSS 4 205 1.73

Gravener et al. (34) USA Depression DIS-IV, BDI Home and

centre based

100% 31.68 20 months FMSS 8 198 1.87

Burkhouse et al. (85) USA Depression SADS-L,

BDI-II

N.A. 100% 38.56 9.97 years FMSS 7 100 0.87

Tompson et al. (86) USA Depression SCID, BDI Home and

centre based

100% 42.2 8–12 years FMSS 0 171 2.82

Gibb et al. (87) USA Depression,

anxiety

disorder

SADS-L, BDI N.A. 100% 38.56 9.97 years

(SD = 1.32)

FMSS 6 100 0.86

Netsi (36) UK Depression SCID-I, EPDS Home 50% 33.11 12 months FMSS 7 103 0.70

Frye and Garber (42) USA Depression SCID N.A. 100% 38.56 11.88 years

(SD = 0.55)

FMSS 7 194 2.36

Nelson et al. (88) USA Depression SCID-IV, BDI Home 100% 41 15.2 years FMSS 9 739 1.31

Brennan et al. (89) AUS Depression SCID Home 0% 25.58 (at time

of birth)

15.2 years FMSS 8 300 0.68

Hirshfeld et al. (90) USA Depression,

anxiety

disorder

DIS Clinic 100% N.A. 11 years FMSS 8 70 3.00

Schwartz et al. (91) USA Affective

disorders

SADS-L N.A. 100% N.A. CFI 4 252

1–9 years 25 4.8

10–14 years 104 0.06

15–19 years 123 1.25

Annotation: Studies are ordered by publication year with the most recent being at the top. N.A., not available; SCID, Structured Clinical Interview for DSM Disorders; SCID-IV, Structured

Clinical Interview for DSM IV Disorders; PHQ-9, Patient Health Questionnaire-9; DIS-IV, Diagnostic Interview Schedule for DSM-IV; BDI, Beck’s Depression Inventory; BDI-II, Beck’s

Depression Inventory Revision; SADS-L, Schedule for Affective Disorders and Schizophrenia- Lifetime version; EPDS, Edinburgh Postnatal Depression Scale; EE Assessment, Expressed

Emotion Assessment; FMSS, Five Minute Speech Sample; PFMSS, Preschool Five Minute Speech Sample; CFI, Camberwell Family Interview; FAS, Family Attitude Scale; N, total number

of participants; OR, Odds Ratio.

TABLE 3 | Summary statistics regarding parental psychopathology and CRIT.

Study sample Mean ES (OR) 95% CI z score Q τ 2 I2 k N

Initial sample 1.34 [1.01–1.77] 2.06 35.28** 0.15 57.49 16 2,815

Reduced sample 1.45*** [1.19–1.76] 3.71 16.58 0.02 21.58 14 2,686

Initial sample, all studies included in analysis; Reduced sample, sample after outlier removal; CI, confidence Interval; Q, Homogeneity statistic; τ2, variance between true effects; I2

amount of true variance among total variance; k, number of comparison- controls; N, total number of participants.

*p < 0.05; **p < 0.01; ***p < 0.001.

13, p = 0.22). The variance of the true effect is estimated
to be τ 2 = 0.0277 (SE = 0.0514). The amount of total
variability between the observed effect sizes due to
heterogeneity is estimated to be I2 = 21.58%, and was
overall low (93). Nevertheless, the moderator analysis seemed
appropriate due to the low sample numbers (k) included (see
Table 4).

Meta-Regression
We performed the meta-regression with the reduced set of
samples. Moderator analysis revealed child age as not significant
when entered as a continuous variable (β̂i = −0.001, QModel =

0.002, df = 1, p = 0.96). Child age was a significant moderator
for the strength of the association between parental mental illness
and Crit, when entered as a categorical variable into the model
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FIGURE 3 | Forest plot for the odds ratio based on the log scale of the association between parental psychopathology and high Expressed Emotion derived from 13

studies (based on 14 independent samples).

FIGURE 4 | Funnel plot for the odds of the association between parental

mental illness and CRIT after removal of outliers.

(infants: β̂i = 0.40,QModel = 12.36, df = 2, p = 0.0021; pre-
schoolers: β̂i = 0.36, QModel = 12.23, df = 2, p = 0.0022; school-
age children: β̂i = 0.36, QModel = 12.25, df = 2, p = 0.0022;
adolescents: β̂i = 0.30, QModel = 12.30, df = 2, p = 0.0021). In
accordance with those results, the absence of a child’s diagnosis
was a significant moderator when analysed as a dichotomous
moderator (β̂i = 0.43, p < 0.0001, QModel = 1.86, df = 2, p =

0.17) as τ 2 was reduced, thus explaining the variance through
the moderator.

Study quality proved to be a non-significant moderator (β̂i

= −0.06, p = 0.31) (QModel = 1.03, df = 1, p = 0.31), as
did parental diagnostic category (QModel = 1.02, df = 2, p =

0.60). When parental sex was examined (QModel = 2.49, df
= 1, p = 0.11), we observed significant associations with the
female (β̂i = 0.43, p < 0.0001) but not male sex (β̂i = −0.42,
p= 0.11).

TABLE 4 | Results of meta-regression including hypothesized moderators.

Moderator β̂i SE 95% CI

Intercept 1.83** 0.67 [0.51, 0.316]

Infant −1.31 0.70 [−2.68, 0.06]

Pre-schooler −1.19 0.72 [−2.6, 0.23]

School age −1.06 0.65 [−2.33, 0.21]

Adolescent −1.50* 0.68 [−2.83, −0.16]

Child diagnosis −0.80* 0.31 [−1.40, −0.18]

Male gender −0.54 2.9 [−1.10, 0.01]

β̂i , estimate of regression parameters; SE, adjusted standard error of regression

parameter; CI, confidence interval.

p < 0.1; *p < 0.05; **p < 0.01; ***p < 0.001.

When entering parental sex, presence of the child’s diagnosis
and child-age category as predictors into the regression model
(see Table 4) (QModel = 11.87, df = 6, p = 0.06), the amount of
unaccounted variability decreased (I2 = 0%) and the moderators
accounted for R2 = 100 % of the heterogeneity. The child-age
category adolescence (β̂i = −1.495, p = 0.02) and presence of
the child’s diagnosis (β̂i = −0.80, p = 0.01) remained significant
predictors in the multiple meta-regression with adolescents
producing small effects (µ̂ = 1.40) and children with a diagnosis
producingmedium effects (µ̂= 2.82) (92) on EEwhen living with
a parent suffering from a mental illness.

DISCUSSION

The aim of the present meta-analysis was to estimate the overall

effects of a parental mental illness on EE compared to controls
without any mental illness within the literature. With respect
to existing studies on EE and youth psychopathology, we were

able to depict a small but significant overall effect (OR = 1.45)
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between parental mental illness and CRIT. This finding provides
support for our assumption that parental CRIT is a specific
reactional style of parents with amental illness andmore frequent

in parent-child relations within their families. Parents with a
mental illness tend to react more critically andmakemore critical
statements when asked about their relationship with their child.
For this reason, HEE cannot be regarded as only a reaction to
children’s psychopathology (44), but as an interactional style in
families in which a parent has a mental illness. The existence of
a critical, negative family climate and harsh, intrusive parenting
behavior thus proves to be a robust risk factor for a child’s
socio-emotional development (94), and as a stressor that may
interact with a child’s vulnerability (39) and stress reactivity
(95). Thus, parental criticism may act as one mechanism in the
transgenerational transmission of mental illness (9, 10). This
effect proved to be stable toward the choice of the meta-analytic
model and without significant publication bias.

Our analysis was limited to the coding of CRIT and lacks
information on EOI, because data on EOI was neither sufficiently
available nor reported, and the present studies mainly reported
on CRIT. This is not very surprising as the use of EOI
in studies on children lacks validity and is under discussion
(24). An adaption of the EOI construct has already been
demanded elsewhere and suggestions have been made to only
incorporate self-sacrifice and overprotection, as those appear
developmentally salient. Statements of attitude, excessive detail,
and emotional displays within EOI do not appear striking when
made by a parent about a minor child (24, 25, 96).

Surprisingly, only one (91) out of 13 studies used the CFI to
assess EE. There appears to be a trend in studies published after
1997 using the shorter FMSS rather than the CFI, which initially
was considered as gold standard tool to assess EE (21, 26).

Unfortunately, our sample only consisted of parents with
depression and anxiety disorders, and our findings are limited
to that diagnosis spectrum. CRIT can be regarded as reflecting
the attributional and cognitive style typical of depression (97).
However, information on EE in the families of parents with
mental disorders other than depression and anxiety is urgently
required to improve our understanding of family interactions,
especially EE, as a mechanism of transmission.

Our sample consisted predominantly of mothers with a
mental illness, and female controls. Unfortunately, 1,533 dyads
could not be allocated to the clinical or control group due
to correlational data from the studies included. Future studies
should aim for a more balanced sex relation and be clear
about group allocation. Female sex functioned as a significant
moderator. Nonetheless, we cannot draw any conclusions about
fathers and CRIT based on our data. This finding is congruent
with the literature, because fathers have been neglected in
the research on parents with a mental illness (98). There are
indications that fathers with depression do not present with
higher levels of HEE or CRIT, but that they do make fewer
warm, positive remarks than healthy controls (36). This indicates
a potential sex difference in the reactional and interactional
style of parents with a mental illness, but it is a difference that
needs clarification. The presence or absence of paternal warmth

should come to the fore when studying fathers with a mental
illness in the future, because that factor is not automatically
included in the HEE/CRIT code and only is depicted indirectly
within the LEE rating as it is one component that is rated
and conglomerated into LEE/HEE. Parental sensitivity and
warmth appear to be strong behavioral protective factors for
children’s development and pathology in the preschool age in the
Transgenerational Transmission of Mental Disorders (99). Based
on this consideration, a sex difference in the EE of preschoolers’
parents and especially of the positive component warmth, is
particularly important. Future studies should consider to report
the level of parental warmth in addition to the HEE/LEE rating.

Implementing adolescent age into the regression resulted
in small effects (OR = 1.40), but we can make no statement
about younger ages. We were able to show a significant increase
in overall effects (OR = 2.82) when children were presenting
with a mental health problem themselves, providing support
for EE CRIT acting as a mechanism in the transgenerational
transmission of mental disorders. Considering HEE’s prognostic
power in predicting treatment response in adolescents (61–
63), this finding appears fundamental. Adolescents with eating
disorders show worse treatment response when living with a
HEE parent. But the parental attitude about the relationship to
the child does not only seem to be influenced by the burden
provoked by the child’s mental illness but the parent’s mental
health as well. Parents with a mental illness make more CRIT
statements than healthy controls. These results support that
children of parents with a mental illness are exposed to more
CRIT in their home environment and, as they develop symptoms
themselves, face even more parental CRIT and therefore are
exposed to greater challenges in responding to treatment.
Assessing parental psychopathology should be implemented in
future studies observing EE and child treatment response.

One additional possible explanation is that genetically
vulnerable children who may have a difficult temperament are
exposed to overly critical parents, develop problem behavior and
psychopathology over time. The children’s problem behaviors
provoke even more negativity and criticism from already
burdened parents, leading to an internal vicious circle of mental
illness, critical cognitions, attitudes, and reactions the children
might adapt while growing up that appear on the level of family
interactions in the Transgenerational Transmission of Mental
Disorders system.

To our knowledge, this meta-analysis is the first to assess the
overall effects of the presence or absence of a parental mental
illness on CRIT, and to integrate the concept of CRIT within
the Transgenerational Transmission of Mental Disorders system.
It is important to identify CRIT’s wider prevalence in parents
with a mental illness, because future therapeutic interventions
may identify and target parental CRIT as a specific component
of parent-child-relations and reflection of the family climate in
clinical assessments. As behavioral observations of parent-child-
interactions are so time-consuming, costly, and require extensive
training of observers, EE carries the potential to detect disrupted
intra-family interactions within families of parents with a mental
illness in everyday therapeutic interventions.
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Limitations
We were unable to differentiate the children’s mental illnesses,
nor whether they were suffering from either internalizing
or externalizing disorders. There was also a lack of specific
information on children’s age in the studies included. It is
important to clearly differentiate children’s age, and not just
age categories, because the exposure to CRIT at an early age
predicts the development of problem behavior later in life (38).
This is essential, as during the first 3 years of life, children
are especially vulnerable to dysfunctional, insensitive parent-
child-interactions (100, 101) and the risk for psychopathology in
offspring rises when a child is exposed to a stressful, critical home
environment (51) and HEE parental attitudes. In future studies it
would be worthwhile to focus on particularly vulnerable ages and
insensitive parenting, in particular CRIT, to be able to adapt and
implement preventive programs at an early stage.

Study quality did not function as a moderator, and inter-
rater-agreement was medium despite the extensive training of
coders. Furthermore, inter-rater agreement of the study variable
type of comparison was moderate due to the difficulty of
rating comparisons in population-based studies. Our search was
restricted to articles in English and German, which may have
precluded the identification of other relevant studies, although
we included the gray literature to avoid the “file drawer-
problem”, as published studies most often report significant
findings that disturb the overall balance of results. Furthermore,
data was exclusively descended from English speaking countries
within the Organization for Economic Co-operation and
Development (OECD).

The systematic literature search was updated last in November
2021, thus potentially new articles published after November
2021 are not included in this review. However, in order to be
able to complete a review and meta-analysis, one has to come to
a decision of when to stop and we believe that we were able to
arrive at significant results with the studies included, especially
in light of the fact that results of the publication bias analysis
do not indicate a distortion and according to fail safe n analysis
k = 36 studies would need to be included to change the result
to non-significance.

CONCLUSIONS

The current study highlights the dearth of studies on EE in
families of mentally ill parents and their children, who already
carry a higher risk of developing mental illnesses themselves.

Established effects of CRIT and parental mental illness are
significant, although generally small, and become stronger as
offspring develop mental disorders themselves. These results
support the importance of HEE/CRIT as a mechanism in the
Transgenerational Transmission of Mental Disorders and as
a firm component of dysfunctional parent-child-interactions.
Future studies are needed to deepen our understanding of
EE and particularly of EOI and warmth in families in which
parents suffer from a mental illness. The research on EE in
families of children of parents with a mental illness has the
potential to guide future preventive interventions and may
be exploited in interventions especially developed to improve
parent-child-relations.
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APPENDIX A

Table A1 | Full search strategy for databases; terms within categories were

combined with OR, between categories with AND.

Population Disorder Intervention

• Parent*

• Child

• Maternal

• Parental

• “Mentally ill parents”

• Mental*

• Mental illness

• Mentally ill

• Mental disorder*

• Mental health problems

• Mental disease

• Affective disorder*

• Bipolar disorder

• Anxiety disorder

• Phobia

• Specific phobia

• Generalized anxiety

disorder

• Depression*

• Panic disorder*

• Substance abuse

• Addictive disorder

• Addiction*

• Eating disorder*

• Anorexia nervosa

• Bulimia nervosa

• Insomnia

• Obsessive compulsive

disorder* (OCD)

• Impulse control disorder*

• Adjustment disorder*

• Post traumatic stress

disorder* (PTBS)

• Personality disorder*

• Borderline

• Somatoform disorder*

• Hypochondria

• Psychososmatic disorder*

• Expressed Emotion

• EE

• Five minute speech

sample

• Camberwell family

interview

• Family questionnaire

• Family attitude scale

*truncation or wildcard.
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Background: Traditional models of evidence-based practice assume knowledge is

developed in research settings before being installed in practice settings. The role

practice settings can play in enhancing effectiveness and enabling sustainability is not

therefore acknowledged. Developing interventions in-situ alongside developing their

evidence base, provides another pathway to evidence-based practice. One example is

Let’s Talk about Children (LTC), a brief family-focused intervention that promotes parent,

family and child wellbeing. Let’s Talk about Children has been developed and adapted to

respond to the context into which it has been established, leading to different descriptions

reported in its 20 year collection of evidence. Collating the diverse literature on LTC,

this paper showcases an evidence-based practice developed in-situ in order to guide

future innovation.

Method: Using an integrative review, key literature using LTC were identified through

electronic databases and snowballing techniques. Constant comparison analysis

synthesized the data to develop patterns and themes.

Findings: From the 26 records, three forms of LTC were identified and outcomes related

to parents, family and child wellbeing, implementation and sustainability were collated.

Consolidated outcomes show overall agreement in effectiveness and acceptability

outcomes across different settings and populations. Implementation and sustainability

impacts are entwined with the context, and influenced by its development in-situ.

Conclusions: The study documents that the in-situ model is effective at developing

sustainable evidence-based practice. In consolidating the evidence, the review clarified

LTC’s forms and outcomes, and draws attention to the importance of research on

mechanisms of change.

Keywords: Evidence-based practice, Let’s Talk about Children, family-focused practice, parental mental health,

mental health promotion, child wellbeing, prevention in child mental health

INTRODUCTION

Evidence-based practice emerged in the concept of evidence-based medicine in the 1990’s (1)
which stressed applying evidence from relevant research to clinical decision making rather than
relying on intuition. Evidence-based practice’s endorsement led to the rise of interventions created
and tested under research conditions that would then be disseminated to practice. This has
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been described as a ‘pipeline’ process; developing efficacy–testing
if a practice could work under tightly controlled conditions, then
effectiveness–testing if it does work in less controlled conditions,
before disseminating–getting the practice to be utilized in service
settings (2, 3). Emphasis on each of those phases has shifted, with
efficacy dominating the early years of evidence-based practice,
moving to effectiveness to build more generalizability and then
to dissemination to improve uptake in routine practice (3,
4). More recently, this latter phase has shifted to a focus on
implementation, seen as a more active process of equipping
services to adopt and sustain such practices (4).

The concept of applying evidence to practice is hard
to argue with, however, debate about what constitutes as
evidence, and how it is applied has raised questions about the
concept and development of evidence-based practices (5–7). The
pipeline approach to developing interventions has resulted in
interventions that may appear successful but not continue to
provide benefits to end-users due to difficulties in implementing
or sustaining them in practice (8). Additionally, the 15–20-
year process can result in the implemented practice being
already outdated by new evidence (4). Hawe (7) indicated that
the pipeline process assumes a unidirectional pathway from
research to practice, with knowledge developed in research
domains before being “installed” into practice domains. Such
a unidirectional process of knowledge development does not
recognize the role practice settings can have in shaping
evidenced-based practices in general, and especially where local-
level adaptations may be important for enhancing effectiveness
or driving sustainability (7, 9–11).

Another pathway to evidence-based practice has placed a
greater value on the practice setting, by developing and adapting
interventions in-situ while building evidence. One example of
this is the Finnish, Lapset puheeksi, or in English, Let’s Talk
about Children (LTC), a family-focused practice with a specific
emphasis on the parenting role and the needs of their children
(12). The second author developed the first version in 2001, as
a component of the Effective Child and Family (ECF) program
[Toimiva lapsi & perhe -työ], a promotive and preventative
approach to child wellbeing which included a suite of tools as
documented inTable 1 (12, 20, 21). A large ongoing government-
supported nation-wide initiative, the ECF program included
training, implementation and research. It aimed to equip health
and social services tomeet theminimum standards of the Finnish
Child Welfare Act to address dependent children’s need for care
and support (12, 20, 22).

LTC served as a control group intervention to a more
resource intensive preventative family intervention, ‘Family Talk
Intervention’ (FTI) in the ECF program (18, 22). LTCwas created
to fit a health system with limited capacity to provide intensive
family treatment for all consumers who were parents (12). So
as to be used in adult-focused services, LTC was designed to
be delivered by professionals with no experience or training in
child development and assessment in the course of their ordinary
work (12).

The purpose of LTC is to promote family mental wellbeing
while also mitigating and/or preventing mental health issues
for both parents and children (12). LTC takes an ecological
understanding of child development, resilience and wellbeing

that sees the child in the context of their relationships with their
environment (23). Central to LTC is engaging parents in the
support of their children. It works from the assumption that
families are key resources for supporting child wellbeing and that
everyday interactions are the stage on which child development
plays out (22). Along with research and clinical experience, LTC’s
development was informed by international interventions for
families where a parent has a mental illness including a Dutch
mini-intervention and the US-originated FTI (12).

LTC is described as a “low threshold public health
intervention” (23) because it is brief, low resource-intensive
and has been applied in different settings and with different
populations (12, 24). It has been translated, adapted and utilized
across a range of countries and cultures including Estonia,
Norway Sweden, Greece (25), Japan (26), Australia (27–29) and
the USA (30, 31).

Drawing together the evidence for a practice developed in-situ
can pose unique complications. As it is adapted and developed
to fit the practice settings and the population, the way it is
described in the literature can vary and its focus audience differ.
As a consequence, a clear understanding of the evidence-base can
be challenging.

Using LTC as an example, this paper showcases an evidence-
based practice developed in-situ in order to guide future
innovation. The study collates the diverse literature on LTC, to
identify its forms and outcomes, and explore the implementation
and sustainability impact of developing evidence-base practice
in-situ. This study used the following questions:

• What was the context of the study (country, population,
study type)?

• How was LTC described?
• Was LTC studied alone or with other interventions?
• What outcomes, implementation and sustainability impacts

were documented?

METHODS

An integrative review method which permits reviewing
qualitative and quantitative literature was used to consolidate
what was known about LTC based on the research questions (32).

Search Strategy and Eligibility Criteria
Key literature on LTC published from 2001-July 2021 was
sourced through six health and social databases (Medline,
APA PsychArticles, PsychInfo, Embase & Embase plus, Emcare,
CINAHL, Scopus) using the search terms of Let∗ Talk about the
Children and Let∗ Talk about Children. Additional peer-reviewed
and gray literature was found through “snowballing techniques”
(33) and direct contact with developers and implementers. Given
the limited articles published, no exclusion criteria were applied
except being published in English and that it met the criteria of
documenting outcomes for LTC.

Screening, Selection, and Data Extraction
A total of 149 records were identified via the database search with
an additional 7 records via snowballing. After duplicates were
removed, 89 records were screened at title and abstract removing
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TABLE 1 | Effective child and family program’s suite of tools.

ECF suite of toolsa Purpose Details

Let’s Talk about Children Discussion (LT-D) Map child’s life & develop an action

plan to promote child’s wellbeing

2–3 structured conversations between parent & practitioner. These include an

invitation, and two structured conversations using an age-appropriate log and

providing parents with the guidebooks (13)

Let’s Talk about Children Network meeting

(LT-N) also known as Effective Family Network

meeting (EFN)

Build a network around the child &

family

Parent & practitioner identify people to help facilitate wellbeing of the child i.e.,

family’s own network of supports & services such as child psychiatry, school,

housing (14).

Information booklets for parents & young

people (12).

Self-guided psychoeducational

material

How can I help my children? A guidebook for parents with mental health problems

or issues (15)

How can I care for my children? A guidebook for parents struggling with drug or

alcohol use (16)

What’s up with our parents? A guidebook for young people whose parents have

a mental health problem (17)

Family Talk Intervention (FTI) also known as The

Effective Child & Family Intervention

(ECFI)/Beardslee Family Intervention, Family

Intervention, Preventive Family Intervention (PFI)

or Let’s Talk Family intervention

Facilitated family conversations by

practitioner

A 6–8 session practitioner-led intervention that facilitates conversations between

parents and children about the impact of the mental illness on family life (18)

Vertti child and parent group activitiesb Peer support group program A 10-week parallel peer support psychoeducation group for children and their

parents (19)

a information and links to training can be found at https://mieli.fi/en/development-projects/effective-child-and-family-work.
bECF training does not include training in this program.

an additional 31 records. The remaining records’ full text were
then assessed for documenting outcomes for LTC, resulting in 26
records included in review (see Figure 1).

Analysis
Data was extracted by the primary author and entered into a
matrix according to review questions. Constant comparison was
used to group extracted data into systematic categories to enable
data synthesis through the identification of patterns and themes
consistent with integrative review methods (32).

FINDINGS

Records
The study identified 26 records documenting outcomes for
LTC; five of randomized control trials (RCT), three Quantitative
papers, five Qualitative papers, seven of mixed method
studies and six descriptive and commentary records (see
Supplementary Materials 1, 2). The records highlight that the
emerging evidence-base of LTC is derived from a set of discrete
research endeavors in diverse settings beginning in Finland and
now including Greece, Japan, Australia and USA. The variety
of settings included adult mental health settings both clinical
and Non-government, general hospital psychiatry, child and
family services and universal settings (12, 20, 21, 25, 27, 34–
36). The range of populations studied included families where a
parent has depression, bipolar disorder, life threatening cancer,
schizophrenia, schizoaffective disorder, borderline personality
disorder, anxiety, Post-traumatic stress disorder, gambling and
other co-occurring issues. The early studies were of the version
of LTC developed for the RCT (LT-1) and later have been on the
manualised intervention of two or three sessions (LT-D) designed
for either treatment or universal settings. In some studies, LTC

has been included as part of a suite of interventions (12, 20, 25, 35,
37). RCT’s on LTC have compared it to a more intensive family
intervention (20, 22, 25, 37) as well as to usual practice (36).

The research endeavors in regards to LTC have included a
focus on its effectiveness, safety and acceptability in its different
forms, in different settings and in different populations (20, 25–
27, 38). There is also documentation of its implementation (12,
21, 29, 30, 34, 39) and on its sustainability (21, 40–42).

Different Forms of LTC
The records document LTC as evolving to fit its context. While
the controlled adaptations to LTC resulted in changes in the
way it was described in the literature, its different forms are
recognized as developments of the same intervention as noted
in Table 2.

Initially, LTC (LT-1) was described as a conversation with
parents about their children, and included the provision of
guidebooks (15–17) and development of an action plan to
address the strengths and vulnerabilities identified in the
discussion (12, 20). LTCNetworkmeeting (LT-N), was developed
to further address the strengths and vulnerabilities through
linking the child and family to support (12, 14, 21). While the
LT-N was recommended, at first it was not officially part of LTC.

After the data collection for the ECF RCT ended in 2006, LTC
was described as a series of structured conversations including
an introduction invitation and a set of two discussions which
used a structured log and provided parents with guidebooks
(LT-D) (13, 21, 26). The structured log was developed at the
request of adult mental health practitioners who, with no
training in child mental health, needed more detailed support
for conversations about children’s strengths, vulnerability and
need for further support. Systematically mapping the child’s life,
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FIGURE 1 | Search and screening.

it provided a comprehensive picture of the child and family’s life
and wellbeing.

Subsequently, LTC was adapted to a Finnish public health
intervention delivered to the general population without an
underlying risk or problem. The motto being “Every child is
worth a discussion” (mieli.fi/letstalk). This incorporated a whole-
of-region approach with education settings and services working
together as part of the national strategy (35, 44). New versions
of the log were developed to facilitate the parent, teacher and
child (as appropriate) to jointly map the child’s life with the
aim of creating concrete support for the everyday life of the
child also at school and in daycare. LT-N was incorporated
into LTC making it a two-step intervention with LT-D, with
municipalities made responsible to organize relevant services
and support people to come together for the network meeting
(35). This LTC approach, called the Let’s Talk about Children
Service Model (LT-SM), facilitates systematic promotion of child
wellbeing and development in universal settings (35).

Evidence Base
Summary of Evidence Base
The first RCT on LTC, carried out in Finland, was based on LT-1
(20–22, 37), with the rest of the studies using the structured LT-D
with or without LT-N. LT-N was used in the first RCT but was not
officially part of LTC, while in the Greek RCT it was.

As the outcomes of LTC’s different versions are in agreement,
the following documentation does not differentiate by version.
LTC has been found to be acceptable for parents (20, 26, 27)
and for mental health practitioners (13, 25, 29, 38). The records
make connections between parent, family and child wellbeing
outcomes, which are explored in detail below. Additionally,
implementation and sustainability outcomes and impacts have
been documented both in focused studies (21, 40–42) and from
the context of other studies.

Parent and Family Outcomes
Studies on LTC document improvements in parents’ mental
health and wellbeing, in their parenting skills and confidence,
and in their relationship with their children. Mental health
and wellbeing improvements included decreased anxiety and
depression (20, 25–27, 36), increased motivation for mental
health treatment (20, 26), improvements in their own social
support (25) and a greater future orientation with increased
confidence in the child’s and family’s future (20, 26).

Shifts in parenting included improved confidence in parenting
and greater self-acceptance (20, 22, 26) withmore parenting ideas
(20) and a decrease in parenting stress (27). Parents also reported
less guilt, shame and worries about their children (20, 22, 26).
Improved parent-child connection was documented through an
increased understanding of their children (20, 25). The family
outcomes are in line with the parent outcomes, with improved
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TABLE 2 | Descriptions of the versions of LTC.

Let’s Talk about Children Versions Details

Let’s Talk about Children Discussion-One (LT-1) Early version of LTC used in the RCT with a conversation guide but without the structured

log. Documented as conversations with parents about their children and providing parents

with the guidebooks taking between one 15min or two 45min sessions. All practitioners,

however, used more than 15min (20) with 75% using one full session and 24% using two

sessions (22).

Let’s Talk about Children Discussion (LT-D) Structured version of LTC using a series of 2–3 structured conversations including an

introduction invitation and set of two discussions (LT-D) and providing parents with the

guidebooks (13, 21, 23, 26). Discussion 1 uses an age-appropriate structured log to assist

the parent to map the strengths and vulnerabilities within the everyday encounters and

routines in the child’s life (23). Discussion 2 builds on the previous discussion exploring how

the parents can promote the child’s wellbeing through building resilience in the systems

around the child. Utilized in two different settings:

1. Child development & education. Early childhood, primary schools & high schools each

have own log.

2. Service settings including both in treatment or care settings (i.e., psychiatric services,

palliative care units, consultation psychiatry, child protection) and in promotive settings

(i.e., maternal child health, community health). Six age-appropriate logs.

Let’s Talk about Children Network meeting (LT-N) also known as Effective

Family Network meeting (EFN)

An extension to LT-1 and LT-D that facilitates linking the child and family to support by

building a network around the child. Used after LT-1 and LT-D as required, the parent

identifies people including the family’s own network of supports, schools, as well as

services such as child psychiatry, housing etc. that may be able to help facilitate the

wellbeing of the child (12, 14, 43). This became the second step of the two-step model of

LTC.

Let’s Talk about Children Service Model (LT-SM) Use of LTC for collective impact through connecting systems across whole regions.

Regional implementation strategy starts with community engagement and includes

establishing a regional senior management group to enable service coordination and

collaboration, as well as local management groups to oversee local implementation (35).

Includes the two-step model of LTC: the parent and worker first use LT-D to chart the

child’s everyday life and develop an action plan to enhance strengths and support

vulnerability. If a second step is needed, the LT-N is used to broaden the network of

support for the child and family (35).

family connection and communication, confidence to talk about
mental illness (20, 27), leading to mutual understanding in the
family (20, 25, 27).

Child Outcomes
LTC studies document a decrease in negative outcomes and
an increase in promotive factors for children. Improvements
included a decrease in child depression (25), anxiety and
behavioral problems (22, 25). Increases were documented for
the prosocial behavior needed to solve interpersonal conflicts
and promote relationships (22, 25), as well as their subjectively
perceived social support and health-related quality of life (25).
An increase was also seen in children’s positive and functional
thinking, which was associated with improvement in children’s
symptoms of depression and anxiety (37). In two studies,
these outcomes were seen later than the parent and family
improvements, at 10–18 months after LTC was delivered (22, 37).

Child outcomes were significantly associated with
improvements in family functioning (25). Child prosocial
behavior, emotional/behavioral problems, anxiety and health
related quality of life were also associated with improvements in
parenting and the parent’s social support (22, 25). The linking
of child outcomes to shifts in family processes highlighted LTC
as a preventative and promotive intervention for child mental
health for families where parental anxiety and depression is
present (22, 25, 37). The study by Niemelä et al. (35) documents

a significant reduction in children being referred to child
protection in the region in which LT-SM was implemented.

Implementation and Sustainability Impacts
The records document different contexts impacting
implementation and sustainability of LTC. These include
diverse approaches to building workforce capacity, adaptations
made or required, and commonalities of organizational capacity
to support practice.

LTC was developed and implemented to meet a need to
develop adult mental health practice that satisfied Finnish
minimum standards in welfare and health care legislation
(12, 20, 21). Consequently, its implementation in Finland was
embedded within a broader government initiative to incorporate
promotive and preventative approaches to child wellbeing. LTC
was documented as being feasible for use in Finnish general
psychiatry and adult mental health settings (13, 20). The ECF
approaches, including LTC, were recorded as being in use in two
thirds of the health districts in Finland after 5 years and endorsed
in national recommendations for Finnish health services (12, 13,
36).

Records note implementation outside Finland as piloting or
trialing a cost-effective evidence-based practice and/or testing
its applicability to the different cultures or populations (26,
27). In Australia, implementation is documented as part of
localized pilots and trials of LTC in adult focused mental health
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settings in the context of national government supported online
training and resource development (38, 45). Time constraints,
high caseloads and tension between child protection concerns
and the therapeutic relationship are noted as challenges for the
fit of family-focused practice including LTC, in clinical mental
health services (29, 38, 39). In Greece, implementation was
part of a multiphase government-funded 3-year child mental
health promotion program that first tested the ECF’s fit to the
context within the RCT, finding it feasible for use and family
culture in Greece. It was then scaled up to 90 mental health
services where 529 families received an intervention and a
majority of practitioners chose LTC (25). Implementation in
Japan is recorded as testing LTC’s fit to context, finding it safe
and feasible to be used in parents with mood disorders in
Japanese culture (26). In the USA, implementation was in the
context of a statewide initiative incorporating a research-service
collaboration to adapt LTC to their service delivery context (30).
The brevity of LTC was identified as promoting its ability to
build to scale in public health in Finland (13, 20, 21, 36) and in
Greece (25).

To enable LTC to fit these cultures and populations, self-
help booklets and the log were translated (25, 26, 38, 45), and
handouts were tailored for different settings (cancer, gambling)
to guide discussions with children (13, 34). The adapted material
was documented as acceptable to parents in Australia and Japan
(26, 45).

Different approaches were used for building workforce
capacity to deliver LTC. Where implementation was embedded
within broader shifts, such as in Finland, building workforce
capacity included an initial broad awareness-raising process prior
to the method training. Regional campaigns aimed at the public
and professionals in health, social services and education sectors,
ran open seminars and media coverage. These built awareness
on family and child experiences of parental mental disorder,
the importance of prevention and promotion in child and
family mental health and the basics of preventive interventions
(12). The subsequent method training in the new approaches
included training and supporting master trainers from within
organizations and the provision of practice supervision (12, 13,
21). Training infrastructure for LTC’s sustainability in Finland
is presumed from documentation of master trainers training
others, a pool of trainers, large numbers of trained practitioners
(12, 21, 35) and its use in routine practice with families affected
by parental cancer (13, 36).

Where implementation was piloting or trialing a cost-effective
evidence-based practice, such as Australia and Japan, specific
LTC method training is documented as the focus of workforce
capacity building. In Australia, this took a variety of approaches;
a train the trainer model (27, 46), online training modules only
(38) or online with face-to-face training (29). The studies of the
latter two, identified a need for support to apply the training
to practice and suggested incorporating opportunity for practice
into training, observing others’ use LTC and Post-training follow-
up (29, 38).

In the USA, where implementation was embedded within
an adaptation process, a comprehensive change process using
a learning collaborative was documented that incorporated

in-person training, virtual hubs, coaching and debriefing (30).
While costly, this approach was noted to have multifaceted
impacts to support implementation (30).

Overall, the training of LTC was identified as effective for
increasing practitioners’ skill and knowledge about the impact of
mental illness on parents, children and families (21, 30, 38, 46)
and on supporting families (21, 29, 38). Change in practice is
noted with parents reporting having ongoing discussions about
family and children after delivery of LT-1 (20) and improvements
in practitioners’ ability to gauge a parent’s understanding of
their children, reflect on the impacts on children and work
together with the parent to address impacts and provide
resources/referrals where necessary (29, 36, 38). Practitioners
indicated that using the practice increased their enjoyment and
motivation at work (21). All Finnish trained practitioners were
noted as using the suite of ECF interventions, implying the use
of LTC (21). Documentation specifically of practitioner’s delivery
of LTC is only documented in one Australian record which
noted over half offering and less than half delivering it (41).
Adaptations to delivery were also documented, with practitioners
delivering it in less sessions or without the structured log to
enable LTC to fit everyday practice (29, 41). Such adaptations
were not accompanied with monitoring parent, child and family
outcomes and core mechanisms of change for LTC are not
clearly articulated.

Common organizational capacities important for
implementing and sustaining LTC are identified in the records.
Organizational ownership with multiple levels of leadership
and internal implementers is noted as vital for sustainability
(35, 39, 40, 42). Senior leadership in particular was identified as
giving or needed to give authority and vision (34, 35, 40, 42) while
other leadership was important for integrating into practitioners’
everyday work (39, 42). Infrastructure identified as supporting
implementation and LTC’s continued use included training
structures, data collection and feedback systems on parent
numbers, training gaps and practitioners use, and integration
into committee structures and policy (40, 42). Municipal cross-
sector collaboration with multilevel implementation support
and regular data collection was seen as important for LT-SM
sustained use (35).

DISCUSSION

We studied the consolidated evidence of LTC as an example of
an evidence-based intervention developed in-situ, focusing on
parent and family, child and implementation and sustainability
outcomes. It demonstrates the relevance of this approach to
developing evidence-based interventions.

Development in-situ means that intervention development is
influenced by context and knowledge from evolving experience
over time (9). This contrasts to evidence-based practices
developed via the pipeline approach which are often understood
as finished by the time of implementing into practice settings
and universally applicable via an implementation process (7).
While adaptations can be seen as threats to fidelity and the lack
of sustained practice as an implementation issue, development
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in-situ allows the practice context to influence the shaping of the
intervention (47).

Our study demonstrates how intervention development in-
situ enabled a rapid response to an acknowledged problem, rather
than waiting for a fully-developed intervention with a research
base. LTC’s initial practice was able to immediately address a
known need while continuing to evolve, based on knowledge of
the practice setting and the needs and experiences of practitioners
and family members.

The current review of LTC highlights that developing an
intervention to fit the setting while simultaneously developing
its evidence-base may also be advantageous for building
interventions that can be sustained in real world settings. The
alignment between the setting and LTC, vital for sustainability
(8), can be seen in this study with increased structure built
within the intervention and organizational support as it evolved.
Building interventions in-situ brings the work on effectiveness
and implementation together. Under these circumstances, it is
less likely that an intervention that does not fit the practice
setting could be deemed effective and the suitability of an
intervention is measured in the light of adjustments made
within the organization. The documentation of the spread and
sustainability of LTC within Finland (12, 21, 35, 36) suggests this
approach is a useful pathway to evidence-based practices that fit
settings and can be sustained.

A challenge for developing evidence-based interventions in-
situ, however, is the ability to consolidate the evidence base and
draw together a clear understanding of the practice. As seen in
this study, the intervention’s description shifted as it was adapted
to context, culture and population, and outcomes were published
in different fields over many years. The three forms of LTC
identified in this review are thus consistent with a practice shaped
by the setting, with an evolving body of evidence. Regardless
of LTC version, the studies document similar outcomes for
children, parents and families. The referenced studies in this
review, however, lack detailed descriptions of LTC’s adjustments
and analysis for subsets of families, limiting clear understanding
for who it is and is not a good fit for. This remains a task for
future studies. Collectively, the evidence also draws attention to
possible core mechanism of change for LTC. Having these clearly
articulated could promote adaptations that result in the same
expected outcomes and provide guidance for its implementation
and evaluation.

The example of LTC invites different ways to consider
evidence-based practice. Rather than the action of an
intervention being defined and manualized, the evidence-base
for the core mechanisms of change could be clearly articulated,
to enable practices to be fitted to settings. The focus shifts then
from fidelity of a manualized intervention, to measuring how
the core mechanisms are enacted within practice. As seen for
LTC, it is uncommon, however, for these core mechanisms of

evidence-based practices to be articulated and have measures
identified (48), or for a practice logic or underlying theory to be
incorporated into manuals. These will be important to enable
consistent evaluation that can build a body of evidence as it
is adapted.

CONCLUSION

This study set out to showcase an evidence-based practice
developed in-situ through an integrative review of literature
on LTC. In consolidating the evidence, the review clarified
how the three forms of LTC reported in the literature,
document similar outcomes for children, parents and families,
and provide a window into its spread and sustainability.
The results suggest that intervention development influenced
by the practice context provides benefits for implementation
and does not compromise the evidence-base. Intervention
development in-situ is a relevant developmental pathway
for evidence-based practices. Clear articulation of the core
mechanisms of change is important for consistent evaluation
and reporting the adjustments made in the intervention in
different settings will support future in-situ evidence-based
practice development.
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Objective: The aim of this study is to examine the association between workplace and

community social capital and fathers’ postpartum depression and anxiety at 3 months

after delivery in Japan.

Methods: Fathers who had babies delivered in two obstetric clinics in Tokyo, Japan

were recruited to take part in the study (response rate = 76.2%). Participants completed

questionnaires measuring workplace and community social capital, depression, and

anxiety at 1 week and a follow-up at 3 months post-delivery (N = 398). Multiple linear

regression analyses were performed with multiple imputation for missing data (at most,

N = 60, 15.1%).

Results: Community social capital was inversely associated with both depressive

symptoms (β = −0.21, 95%CI = −0.33 to −0.08) and anxiety (β = −0.38,

95%CI = −0.66 to −0.11) at 3 months, after adjusting for covariates. No association

was found between workplace social capital and depressive symptoms and anxiety.

Conclusion: Paternal community social capital, but not workplace social capital, was

shown to be a preventive factor for paternal depression and anxiety up to 3 months

post-delivery. To prevent paternal mental health problems during the postpartum period,

an intervention to promote paternal community, rather than workplace, social capital may

be warranted.

Keywords: father, community social capital, workplace social capital, depression, anxiety, postnatal mental health

INTRODUCTION

Paternal mental health problems, such as depression and anxiety during the perinatal period,
are common issues (1, 2) presenting a public health concern, in addition to maternal perinatal
mental health. Previous studies estimated that 8.4% of fathers across North and South America,
the United Kingdom, Asia, and Australia/Oceania (3, 4), and 8.8% of those in Japan (5) showed
paternal depression within 1-year postnatal. Postnatal paternal depression is associated with
poor satisfaction with the marital relationship (6, 7), increased maternal depression (8), poor
father-infant interaction (9, 10), poor child development (10), and increased child maltreatment
(5). Furthermore, a previous study found that paternal postnatal depression is associated with
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depression in offspring (only female) at 18 years of age, which was
mediated by maternal depression (11).

In terms of paternal anxiety, systematic reviews found that
from 2.4 to 51.0% of fathers show some anxiety disorders
during the postnatal period (12, 13). Paternal anxiety, which
may raise the risk of paternal depression (14), is associated with
poor paternal parenting self-efficacy (15) and poor father-infant
interaction (16). A previous study suggests that, in addition to
treatment for depression, assessment and treatment of paternal
anxiety are needed (13).

In order to prevent paternal postnatal depression and anxiety,
preventive factors must be identified. In general, it is well-
established that social capital plays an important role in
preventing depression and anxiety (17–19). Social capital is
defined as resources that are available via civic participation in
voluntary organizations, norms of mutual aid and reciprocity,
and a level of interpersonal trust (20). Though there is still
debate regarding its precise definition, social capital can be
categorized as individual level and contextual level, such as
community, school, or workplace (21). Perceived social support
can be considered as one aspect of individual level social capital
(22, 23). For example, people with a high individual level of social
capital are more likely to have access to psychosocial resources
to cope with their mental distress, considered as perceived social
support (24). Further, social capital induces structural aspects,
such as belonging to a group (25), which improve mental health
(26). Among mothers during the postnatal period, a higher level
of social capital was associated with lower levels of depression
(27–29). However, little is known about the association between
social capital and paternal depression and anxiety during the
postnatal period.

For fathers, not only community social capital but also
workplace social capital may play an important role in preventing
depression and anxiety because, compared to mothers, fathers
tend to continue working. In this study, community social
capital represents trust in neighbors and reciprocity in the
neighborhood. The association of community social capital on
mental health is well-established (30). Besides the neighborhood,
the workplace is considered a major social organization, in which
there is both formal and informal face-to-face communication
and many sources of social capital (31). Especially in Japan,
fathers are less likely to take paternity leave (32), although the
rate of paternity leave in Japan has increased slowly (3.2% in
2016, 6.2% in 2018, and 12.7% in 2020) (33). Furthermore, it
may be helpful to consider an intervention designed to promote
paternal social capital to address community and workplace
social capital independently.

In previous studies which examined the association between
social capital and mental health problems, participants’ socio-
economic status—including education level, annual household
income, and employment—and history of psychiatric disorders
were adjusted for as confounders (34). Further, adverse childhood
experience is an important confounder because it is associated
with both social capital and mental health problems (35).
Additionally, covariates regarding delivery such as paramipara,
feelings when pregnancy was confirmed, and paternal childcare
leave are adjusted for to examine the association among parents

(36). As for possible mediators, paternal postpartum depression
and anxiety at 1 week after delivery, maternal depressive
symptoms and anxiety at 1 week after delivery, and the number of
people who can be consulted about parenting were also adjusted
for in our analyses. Thus, the aim of this study is to examine the
association between workplace and community social capital and
postpartum depression and anxiety among fathers in Japan, at 3
months after delivery, adjusted for possible covariates.

METHODS

Participants
We approached 548 couples who delivered their babies in
two obstetrics hospitals in Tokyo, Japan. A total of 350
couples were approached from obstetric hospital A, which is
a hospital for high-risk and emergency pregnancies, and 198
couples from hospital B, a general obstetric hospital. During
their hospital stay (within 1 week after delivery), the couples
completed and returned anonymous questionnaires after written
informed consent was acquired. The participants who completed
the questionnaire 1 week after delivery included 418 couples
(response rate: 76.2%): 250 in hospital A (71.4%) and 168 in
hospital B (84.8%). In this study, we excluded fathers who
did not work and did not report exposure (i.e., workplace
and community social capital) (N = 20); thus, the analytic
sample totaled 398 couples. These couples then received follow-
up questionnaires via mail 3 months after delivery, and 363
questionnaires of the analytical sample were returned completed
(follow-up rate: 91.2%): 212 from hospital A (89.8%) and 151
from hospital B (93.2%) (Figure 1). As missing data at 3 months
after delivery were imputed using multiple imputations, the
analytical sample was 398 couples.

Measures
Community and workplace social capital were assessed via the
father’s questionnaire when the baby and the mother were
discharged from the hospital (1 week after delivery). Community
social capital included the following four questions, used in
previous studies (37–39), rated on a scale of 1 to 5: (1) “Do you
think that people in your neighborhood can be trusted?”; (2)
“Do you think that people in your neighborhood are willing to
help their neighbors?”; (3) “Do you think that people in your
neighborhood trust each other?”; (4) “Do you think that people
in your neighborhood help each other?” A higher total score,
ranging from 4 to 20, denotes a higher level of community
social capital. Cronbach’s α in this study was 0.89. Workplace
social capital was assessed using the Japanese version of the
workplace social capital scale (40), which was developed from
the original version (41). The scale has eight items (e.g., “Our
supervisor treats us with kindness and consideration,” “People
feel understood and accepted by each other,” and “We can trust
our supervisor.”), rated on a scale of 1 to 5. Themean score ranges
from 1 to 5, where a higher means score denotes a higher level
of workplace social capital. The Japanese version scale has good
internal consistency and reliability (40). In this study, Cronbach’s
α was 0.92.
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FIGURE 1 | Participant flow chart.

Paternal depression was assessed at 1 week and 3 months
after delivery. We used the Japanese version of the Edinburgh
Postnatal Depression Scale (EPDS) (42), which is a 10-item
self-report questionnaire with a scale of 0 to 3. A higher total
score, ranging from 0 to 30, denotes a higher level of depressive
symptoms. In this study, the Cronbach’s α of depression at 3
months after delivery was 0.80. Paternal anxiety was also assessed
at 1 week and 3 months after delivery. We used the Japanese
version of the State-Trait Anxiety Inventory (STAI) (43), which
is a 40-item (20-item trait and 20-item state anxiety) self-report
questionnaire with a scale of 1 (“not at all”) to 4 (“very much so”).
In this study, we used the score of state anxiety, where a higher
total score, ranging from 20 to 80, denotes a higher level of state
anxiety. In this study, the Cronbach’s α of anxiety at 3 months
after delivery was 0.92.

Regarding covariates, in addition to the obstetric hospital
where mothers gave birth, paternal basic demographics, job,

history of psychiatric disorders, adverse childhood experiences,
history of delivery, paternal feelings when pregnancy was
confirmed, maternal mental health, and the number of people
who can be consulted about parenting, which were assessed
within 1 week after delivery, were included. Fathers were
asked about their age, education level (“junior high school,”
“high school,” “technical college or junior college,” “college
education,” “graduate college,” or “unknown”), employment
(“full-time job,” “part-time job,” “self-employed,” homeworker,”
or “other”), paternal childcare leave (“yes,” “planning to take,”
or “no”)—assessed at 3 months after delivery—history of
psychiatric disorders (“yes” or “no”), paternal adverse childhood
experiences—including 8-items, such as parental loss, abuse,
and neglect from parents—(“yes” or “no”), and feelings when
pregnancy was confirmed (“happy,” “unexpected but happy,”
“unexpected and confused,” “did not know what to do,”
“no feelings,” or “other”). Mothers were asked about annual
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household income (JPY 2,000,000 or less, JPY 2,010,000–
4,000,000, JPY 4,010,000–6,000,000, JPY 6,010,000–8,000,000,
JPY 8,010,000–10,000,000, JPY 10,010,000–15,000,000, JPY
15,010,000 or more,” or “unknown”) and history of delivery
(“primipara” or “multipara”). Normal pregnancy was assessed
as whether the mother had any major complications during the
pregnancy using one item: “Did you have a normal pregnancy?”
(“yes” or “no”). Maternal depressive symptoms were assessed
using the EPDS, and maternal anxiety was assessed using
the STAI.

Ethics
This study was approved by the Institutional Review Board of the
National Center for Child Health and Development (730) and
Tokyo Medical and Dental University (M2017-078).

Statistical Analysis
We performed multiple linear regression analyses to examine the
associations of community and workplace social capital within
1 week after delivery with paternal depressive symptoms (i.e.,
EPDS total score) and anxiety (i.e., STAI state total score) at 3
months after delivery. After estimating the crude model, Model
1 added paternal education, age, annual household income,
employment, childcare leave, adverse childhood experiences,
paternal history of psychiatric disorders, history of delivery,
normal pregnancy, and paternal feelings when pregnancy was
confirmed. In addition to the covariates in Model 1, Model 2
further added paternal depressive symptoms (only for depressive
symptoms as the outcome) or anxiety (only for anxiety as
the outcome) at 1 week after delivery and maternal depressive
symptoms and anxiety at 1 week after delivery. Finally, Model
3 further added the number of people who can be consulted
about parenting and both types of social capital into Model 2. We
conducted the power calculation (power= 0.90, alpha= 0.01) to
compute sample size because a high number of covariates were
included in the final model. We found that a sample of at least
161 subjects is required in our analysis, indicating that our sample
size is sufficient.

We performed multiple imputations (100 imputed datasets)
based on Rubin’s rule (44, 45) to address missing values. Missing
data were found in outcomes including paternal EPDS and
STAI scores at three months after delivery (N = 35, 8.8%),
and in covariates including annual household income (N =

22, 5.5%), paternal childcare leave (N = 60, 15.1%), and the
number of people who can be consulted about parenting (N =

28, 7.0%). There were no differences in characteristics, workplace
social capital, community social capital, depressive symptoms,
and anxiety at 1 week after delivery (data not shown). The
following variables were used for the multiple imputation:
paternal symptoms of attention-deficit/hyperactivity disorder
(ADHD) assessed using the Japanese version of the 6-item Adult
ADHD Self-Report Scale (ASRS-J-6) (46), autism traits assessed
using the Japanese version of the Autism-Spectrum Quotient
(AQ) (47), domestic violence from their partner, belonging to
an organization, attendance at delivery, and health condition
were measured via responses from the father’s questionnaire.
In addition, maternal adverse childhood experiences, feelings

toward her baby (i.e., mother-infant bonding)—assessed using
the Japanese version ofMother-to-Infant Bonding Scale (MIBS-J)
(48)—type of housing, and child’s sex were measured via the
mother’s questionnaire and used for multiple imputation. All
analyses were conducted using STATA version 15.0 SE.

RESULTS

The distribution of characteristics among participants is shown
in Table 1. Approximately 10% of fathers were <30 years old,
80% were college graduates or higher, 20% experienced some
adverse childhood experiences, 90% had a full-time job, 10%
took or planned to take childcare leave, 2% had a history of
psychiatric disorders, and 80% felt happy when the pregnancy
was confirmed. The percentage of low-income households (i.e.,
JPY 4,000,000 or less) was 9%. Furthermore, about 20% of fathers
participated in group activities in the last year before delivery.
On average, fathers had nine (SD = 8.1) people with whom they
could consult about parenting.

Table 2 shows the distribution of paternal workplace and
community social capital at 1 week after delivery, and EPDS
and STAI scores at 1 week and 3 months after delivery. The
paternal workplace and community social capital means were
3.70 (SD = 0.80) and 13.30 (SD = 2.82), respectively. The EPDS
score means were 3.11 (SD = 3.17) at 1 week after delivery
and 3.92 (SD = 3.77) at three months after delivery. The STAI
score means were 34.12 (SD = 8.68) at 1 week after delivery and
34.49 (SD = 8.89) at 3 months after delivery. We also show the
correlations among workplace social capital, community social
capital, social participation in the last year before delivery, and
number of people who can be consulted about parenting in
Supplementary Table 1. A significant but weak correlation was
found between workplace social capital and community social
capital (r= 0.17, p < 0.01).

Tables 3, 4 shows the results of the linear regression analyses
examining the association of social capital with depressive
symptoms and anxiety in fathers. In terms of depressive
symptoms at 3 months after delivery, community social capital
was inversely associated with depressive symptoms (β = −0.21,
95%CI = −0.33 to −0.08) after adjusting for covariates and
workplace social capital. Despite workplace social capital being
inversely associated with depressive symptoms in Model 1 (β
= −0.63, 95%CI = −1.13 to −0.14), the coefficient became
non-significant after adjusting for paternal depressive symptoms
and maternal mental health problems at 1 week after delivery.
Community social capital, paternal part-time job, and paternal
depressive symptoms at 1 week after delivery showed significant
coefficients among covariates. In terms of anxiety at 3 months
after delivery, community social capital was inversely associated
with anxiety (β = −0.38, 95%CI = −0.66 to −0.11) at 3 months
in Model 3. However, the association between workplace social
capital and anxiety remained non-significant after adjusting for
paternal anxiety and maternal mental health problems at 1
week after delivery. Community social capital, annual household
income (JPY 4,010,000–6,000,000) and anxiety at 1 week after
delivery showed significant coefficients among covariates.
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TABLE 1 | Characteristics of sample in this study (N = 398).

Total (N = 398)

N or mean % or SD

Obstetric hospital

A 236 59.6

B 162 40.4

Paternal age

<30 43 10.8

30–<40 252 63.3

40–<50 96 24.1

50+ 7 1.8

Paternal education

High school or less 36 9.0

Some college 36 9.0

College or more 324 81.4

Unknown 2 0.5

Annual household income (JPN yen)

≦4,000,000 36 9.0

4,010,000–8,000,000 141 35.4

8,010,000–15,000,000 161 40.5

15,001,000+ 38 9.5

Unknown 17 4.3

Missing 5 1.3

Paternal ACE total score (0–8)

0 323 81.2

1 60 15.1

2+ 15 3.8

Paternal employment

Full-time job 364 91.5

Part-time job 4 1.0

Self-employed 24 6.0

Other 6 1.5

Paternal childcare leave

Yes or Planning to take 46 11.6

No 292 73.4

Missing 60 15.1

Paternal history of psychiatric disorders

No 390 98.0

Yes 8 2.0

History of delivery

First birth 273 68.6

Multiparity 124 31.2

Missing 1 0.3

Normal pregnancy

Yes 327 82.2

No 69 17.3

Missing 2 0.5

Paternal feelings when pregnancy was confirmed

Happy 334 83.9

Unexpected but happy 48 12.1

Unexpected and confused/did not

know what to do/no feelings/other

13 3.3

(Continued)

TABLE 1 | Continued

Total (N = 398)

N or mean % or SD

Missing 3 0.8

Social participation in the last year before delivery

Yes 74 18.6

No 324 81.4

Number of people who can be

consulted about parenting

9.47 8.10

TABLE 2 | Distribution of exposure and outcome.

Variables N Mean SD Minimum Max

Workplace social capital 398 3.70 0.80 1 5

Community social capital 398 13.30 2.82 4 20

Depressive symptoms at 1 week

after delivery

398 3.11 3.17 0 22

Depressive symptoms at 3

months after delivery

363 3.92 3.77 0 22

Anxiety at 1 week after delivery 398 34.12 8.68 20 68

Anxiety at 3 months after delivery 363 34.49 8.89 19 70

The results of these analyses using complete data were shown
in the Supplementary Tables 2, 3. Most of the associations were
similar to the data employing multiple imputations, although
effect sizes were slightly higher in the complete data analysis.

DISCUSSION

This study showed that paternal community social capital, but
not workplace social capital, was associated with lower levels of
paternal depression and anxiety up to threemonths after delivery.
Thus, we suggest that paternal community social capital may be a
preventive factor for paternal depression and anxiety, rather than
workplace social capital.

This is the first study to examine the impact of paternal
community and workplace social capital on postnatal depression
and anxiety. Our findings, in which only community but not
workplace social capital was associated with paternal postpartum
depression and anxiety, are partially consistent with those of
previous studies. In terms of community social capital, it was
shown to be associated with mental disorders in a prospective
study (49) and a review (18). Moreover, a higher level of maternal
social capital during pregnancy was associated with a lower
EPDS score at 6–8 weeks after delivery (27). This association
can be explained as follows. First, community social capital
may alleviate paternal concern about bothering the neighbors
due to infant crying. In the Japanese context, caregivers are
more likely to be concerned about bothering cohabitants such
as grandparents and neighbors due to their infant crying (50).
Second, fathers with a higher level of community social capital
may be able to access information and receive parenting-related
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TABLE 3 | Association between paternal social capital and paternal depressive symptoms at 3 months after delivery after multiple imputations.

Workplace social capital Community social capital Model 3 β

(95%CI)
Crude Model 1 Model 2 Crude Model 1 Model 2

β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI)

Workplace social capital −0.71

(−1.17 to −0.24)

−0.63

(−1.13 to −0.14)

−0.15

(−0.60 to 0.30)

−0.01

(−0.47 to 0.45)

Community social capital −0.25

(−0.38 to −0.12)

−0.26

(−0.40 to −0.12)

−0.22

(−0.34 to −0.09)

−0.21

(−0.33 to −0.08)

Obstetrics hospital A Ref Ref Ref Ref Ref

B −0.58

(−1.45 to 0.29)

0.07

(−0.72 to 0.86)

−0.55

(−1.41 to 0.32)

0.11

(−0.67 to 0.88)

0.11

(−0.66 to 0.89)

Paternal age −0.06

(−3.07 to 0.57)

−0.03

(−0.10 to 0.04)

−0.37

(−0.11 to 0.04)

−0.02

(−0.08 to 0.05)

−0.02

(−0.09 to 0.05)

Paternal education High school or less 0.05

(−1.35 to 1.45)

−0.14

(−1.39 to 1.11)

Ref Ref Ref

Some college −1.20

(−2.59 to 0.19)

−1.37

(−2.60 to −0.14)

−1.63

(−3.44 to 0.18)

−1.48

(−3.08 to 0.13)

−1.41

(−3.03 to 0.20)

College or more Ref Ref Ref Ref Ref

Unknown −1.84

(−8.03 to 4.35)

−0.42

(−6.09 to 5.26)

−1.17

(−7.44 to 5.10)

0.50

(−5.22 to 6.22)

0.41

(−5.33 to 6.15)

Annual household income

(JPN yen)

≦2,000,000 6.30

(−1.92 to 14.51)

3.00

(−4.22 to 10.22)

Ref Ref Ref

2,010,000–4,000,000 2.16

(0.51 to 3.81)

1.48

(0.0002 to 2.95)

−4.83

(−13.11 to 3.45)

−2.15

(−9.35 to 5.05)

−2.11

(−9.32 to 5.10)

4,010,000–6,000,000 1.46

(0.17 to 2.75)

0.84

(−0.31 to 1.99)

−5.32

(−13.49 to 2.86)

−2.60

(−9.72 to 4.51)

−2.54

(−9.67 to 4.59)

6,010,000–8,000,000 Ref Ref Ref Ref Ref

8,010,000–10,000,000 1.32

(0.03 to 2.60)

1.34

(0.19 to 2.49)

−5.61

(−13.84 to 2.63)

−2.10

(−9.27 to 5.07)

−2.07

(−9.24 to 5.11)

10,000,000–15,000,000 1.45

(0.25 to 2.65)

1.42

(0.35 to 2.49)

−5.67

(−13.89 to 2.56)

−2.15

(−9.31 to 5.00)

−2.10

(−9.26 to 5.07)

15,001,000+ 0.35

(−1.18 to 1.88)

0.56

(−0.82 to 1.93)

−6.81

(−15.05 to 1.22)

−3.13

(−10.31 to 4.05)

−3.07

(−10.26 to 4.13)

Paternal ACE total score 0 Ref Ref Ref Ref Ref

1 0.31

(−0.77 to 1.49)

0.38

(−0.58 to 1.35)

0.32

(−0.75 to 1.40)

0.38

(−0.57 to 1.33)

0.38

(−0.57 to 1.33)

2+ 1.24

(−0.79 to 3.27)

0.30

(−1.51 to 2.11)

1.21

(−0.80 to 3.22)

0.14

(−1.65 to 1.92)

0.11

(−1.68 to 1.90)

(Continued)
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TABLE 3 | Continued

Workplace social capital Community social capital Model 3 β

(95%CI)
Crude Model 1 Model 2 Crude Model 1 Model 2

β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI)

Paternal employment Full-time job Ref Ref Ref Ref Ref

Part-time job 5.21

(1.47 to 8.94)

4.83

(1.50 to 8.16)

5.17

(1.47 to 8.87)

4.74

(1.46 to 8.02)

4.68

(1.40 to 7.97)

Self-employed 0.65

(−1.02 to 2.32)

0.44

(−1.05 to 1.92)

0.40

(−1.24 to 2.03)

0.45

(−0.99 to 1.89)

0.43

(−1.05 to 1.91)

Other −0.32

(−3.95 to 3.32)

0.69

(−2.59 to 3.96)

−0.15

(−3.77 to 3.46)

0.96

(−2.28 to 4.19)

0.99

(−2.25 to 4.23)

Paternal childcare leave Yes or Planning to take Ref Ref Ref Ref Ref

No −0.52

(−1.71 to 0.66)

−0.46

(−1.52 to 0.60)

−0.72

(−189 to 0.45)

−0.56

(−1.60 to 0.48)

−0.51

(−1.55 to 0.54)

Paternal history of psychiatric

disorders

No Ref Ref Ref Ref Ref

Yes 2.02

(−0.94 to 4.97)

−1.53

(−4.24 to 1.19)

2.21

(−0.70 to 5.13)

–1.61

(−4.28 to 1.07)

−1.63

(−4.31 to 1.06)

History of delivery First birth Ref Ref Ref Ref Ref

Multiparity 0.11

(−0.73 to 0.94)

−0.04

(−0.96 to 0.88)

0.38

(−0.47 to 1.22)

0.55

(−0.22 to 1.32)

0.51

(−0.27 to 1.28)

Normal pregnancy Yes Ref Ref Ref Ref Ref

No −0.11

(−1.13 to 0.91)

−0.04

(−0.96 to 0.88)

−0.04

(−1.04 to 0.98)

−0.06

(−0.96 to 0.85)

−0.05

(−0.96 to 0.86)

Paternal feelings when pregnancy

was confirmed

Happy Ref Ref Ref Ref Ref

Unexpected but happy/unexpected

and confused/did not know what to

do/no feelings/other

0.69

(−0.39 to 1.78)

0.39

(−0.58 to 1.36)

0.71

(−1.89 to 0.45)

0.38

(−0.58 to 1.33)

0.39

(−0.57 to 1.35)

Paternal depressive symptoms at 1

week after delivery

0.60

(0.48 to 0.72)

0.59

(0.48 to 0.71)

0.59

(0.47 to 0.71)

Maternal depressive symptoms at 1

week after delivery

0.05

(−0.07 to 0.16)

0.05

(−0.07 to 0.16)

0.04

(−0.07 to 0.16)

Maternal anxiety at 1 week after

delivery

−0.01

(−0.06 to 0.04)

−0.01

(−0.06 to 0.04)

−0.01

(−0.06 to 0.04)

Number of people who can be

consulted about parenting

−0.02

(−0.07 to 0.03)

95%CI, 95% Confidence Interval. Boldface means statistical significant (p < 0.05).

Model 1 adjusted for paternal education, paternal age, annual household income, paternal employment, paternal childcare leave, paternal adverse childhood experiences, paternal history of psychiatric disorders, history of delivery,

obstetrics hospital, normal pregnancy, and paternal feelings when pregnancy was confirmed.

Model 2 added paternal depressive symptoms at 1 week after delivery, maternal depressive symptoms, and anxiety at 1 week after delivery into Model 1.

Model 3 included number of people who can be consulted about parenting and both types of social capital into Model 2.
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TABLE 4 | Association between paternal social capital and paternal anxiety at 3 months after delivery after multiple imputations.

Workplace social capital Community social capital Model 3 β

(95%CI)
Crude Model 1 Model 2 Crude Model 1 Model 2

β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI)

Workplace social capital −3.07

(−4.14 to −2.00)

−2.94

(−4.09 to −1.80)

−0.72

(−1.74 to 0.31)

−0.55

(−1.59 to 0.49)

Community social capital −0.49

(−0.80 to −0.17)

−0.53

(−0.86 to −0.20)

−0.40

(−0.66 to −0.13)

−0.38

(−0.66 to −0.11)

Obstetrics hospital A Ref Ref Ref Ref Ref

B −2.82

(−4.83 to −0.81)

−0.98

(−2.69 to 0.73)

−2.82

(−4.87 to −0.76)

−0.88

(−0.90 to 2.96)

−0.91

(−2.61 to 0.79)

Paternal age −0.02

(−0.20 to 0.15)

−0.04

(−0.18 to 0.11)

0.03

(−0.14 to 0.21)

−0.01

(−0.15 to 0.14)

−0.01

(−0.15 to 0.14)

Paternal education High school or less −0.85

(−4.09 to 2.38)

−0.21

(−2.91 to 2.50)

−0.31

(−3.60 to 2.99)

−0.16

(−2.84 to 2.51)

−0.22

(−2.91 to 2.48)

Some college −0.70

(−3.91 to 2.52)

−0.45

(−3.12 to2.22)

−1.17

(−4.49 to 2.15)

−0.91

(−3.58 to 1.76)

−0.93

(−3.60 to 1.75)

College or more Ref Ref Ref Ref Ref

Unknown −4.98

(−18.87 to 8.91)

−2.69

(−14.75 to 9.37)

−3.71

(−17.90 to 10.48)

−1.32

(−13.33 to 10.70)

−1.24

(−13.26 to 10.78)

Annual household income

(JPN yen)

≦2,000,000 0.73

(−18.38 to 19.85)

3.38

(−12.21 to 18.96)

2.28

(−17.44 to 22.00)

4.48

(−11.00 to 19.95)

4.41

(−11.08 to 19.90)

2,010,000–4,000,000 1.97

(−1.85 to 5.80)

0.26

(−2.93 to 3.46)

2.30

(−1.63 to 6.23)

0.22

(−2.96 to 3.40)

0.20

(−2.99 to 3.38)

4,010,000–6,000,000 3.53

(0.54 to 6.54)

2.96

(0.50 to 5.41)

4.27

(1.19 to 7.35)

3.27

(0.82 to 5.72)

2.20

(0.75 to 5.65)

6,010,000–8,000,000 Ref Ref Ref Ref Ref

8,010,000–10,000,000 2.81

(−0.13 to 5.75)

1.59

(−0.88 to 4.06)

2.69

(−0.34 to 5.71)

1.75

(−0.71 to 4.20)

1.88

(−0.59 to 4.36)

10,000,000–15,000,000 1.92

(−0.86 to 4.71)

1.29

(−1.01 to 3.58)

1.28

(−1.55 to 4.11)

1.19

(−1.07 to 3.45)

1.34

(−0.95 to 3.63)

15,001,000+ 1.18

(−2.37 to 4.73)

1.43

(−1.52 to 4.37)

0.79

(−2.86 to 4.44)

1.23

(−1.71 to 4.16)

1.27

(−1.67 to 4.20)

Paternal ACE total score 0 Ref Ref Ref Ref Ref

1 0.02

(−2.48 to 2.51)

0.38

(−1.70 to 2.46)

0.14

(−2.41 to 2.69)

0.41

(−1.66 to 2.47)

0.37

(−1.70 to 2.43)

2+ 2.67

(−2.00 to 7.35)

−1.89

(−5.85 to 2.06)

3.28

(−1.50 to 8.05)

−2.16

(−6.09 to 4.36)

−2.21

(−6.14 to 1.73)

(Continued)

F
ro
n
tie
rs

in
P
syc

h
ia
try

|
w
w
w
.fro

n
tie
rsin

.o
rg

F
e
b
ru
a
ry

2
0
2
2
|
V
o
lu
m
e
1
3
|A

rtic
le
7
8
2
9
3
9

217

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


D
o
ie
t
a
l.

P
a
te
rn
a
lS

C
a
n
d
M
e
n
ta
lH

e
a
lth

TABLE 4 | Continued

Workplace social capital Community social capital Model 3 β

(95%CI)
Crude Model 1 Model 2 Crude Model 1 Model 2

β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI) β (95%CI)

Paternal employment Full-time job Ref Ref Ref Ref Ref

Part-time job 3.89

(−4.74 to 12.52)

2.53

(−4.64 to 9.70)

4.18

(−4.65 to 13.00)

2.42

(−4.69 to 9.53)

2.40

(−4.72 to 9.52)

Self-employed 0.34

(−3.52 to 4.19)

−0.32

(−3.54 to 2.90)

−1.14

(−5.04 to 2.76)

−0.54

(−3.70 to 4.36)

−0.22

(−3.43 to 2.99)

Other 0.51

(−7.97 to 8.98)

−0.10

(−7.30 to 7.10)

0.21

(−8.42 to 8.84)

0.27

(−6.90 to 4.36)

0.39

(−6.78 to 7.56)

Paternal childcare leave Yes or Planning to take Ref Ref Ref Ref Ref

No −0.96

(−3.69 to 1.77)

−1.33

(−3.61 to 0.95)

−1.65

(−4.43 to 1.13)

−1.59

(−3.85 to 0.67)

−1.52

(−3.79 to 0.76)

Paternal history of psychiatric

disorders

No Ref Ref Ref Ref Ref

Yes 0.70

(−6.00 to 7.40)

−1.37

(−8.08 to 4.35)

2.30

(−4.48 to 9.09)

−1.27

(−6.90 to 4.36)

−1.57

(−7.26 to 4.11)

History of delivery First birth Ref Ref Ref Ref Ref

Multiparity 0.48

(−1.46 to 2.43)

0.20

(−1.48 to 1.88)

1.00

(−1.02 to 3.02)

0.59

(−1.11 to 2.29)

0.63

(−1.07 to 2.33)

Normal pregnancy Yes Ref Ref Ref Ref Ref

No 0.71

(−1.62 to 3.05)

0.95

(−1.01 to 2.91)

1.28

(−1.10 to 3.65)

1.03

(−0.90 to 2.96)

0.89

(−1.05 to 2.84)

Paternal feelings when pregnancy

was confirmed

Happy Ref Ref Ref Ref Ref

Unexpected but happy/unexpected

and confused/did not know what to

do/no feelings/other

1.54

(−0.96 to 4.04)

−0.16

(−2.25 to 1.94)

1.72

(−0.82 to 4.26)

−0.19

(−2.26 to 1.89)

−0.20

(−2.28 to 1.88)

Paternal anxiety at 1 week after

delivery

0.62

(0.52 to 0.71)

0.63

(0.54 to 0.72)

0.61

(0.52 to 0.71)

Maternal depressive symptoms at 1

week after delivery

0.06

(−0.19 to 0.32)

0.05

(−0.20 to 0.30)

0.06

(−0.19 to 0.32)

Maternal anxiety at 1 week after

delivery

0.01

(−0.09 to 0.12)

0.01

(−0.09 to 2.96)

0.01

(−0.10 to 0.11)

Number of people who can be

consulted about parenting

0.02

(−0.09 to 0.12)

95%CI, 95% Confidence Interval. Boldface means statistical significant (p < 0.05).

Model 1 adjusted for paternal education, paternal age, annual household income, paternal employment, paternal childcare leave, paternal adverse childhood experiences, paternal history of psychiatric disorders, history of delivery,

obstetrics hospital, normal pregnancy, and paternal feelings when pregnancy was confirmed.

Model 2 added paternal anxiety at 1 week after delivery and maternal depressive symptoms and anxiety at 1 week after delivery into Model 1.

Model 3 included number of people who can be consulted about parenting and both types of social capital into Model 2.
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care, as mothers with a higher level of community social
capital can access better prenatal care and delivery care (51).
Further studies to identify the mechanism of association between
community social capital and paternal postnatal depression
and anxiety should be conducted. Nonetheless, community
social capital plays a significant role in preventing postnatal
depression and anxiety among not only mothers but also fathers,
indicating that promoting community social capital for fathers
may be effective in preventing paternal postnatal depression
and anxiety.

In terms of workplace social capital, we found no association,
although previous studies reported that workers with a lower
level of workplace social capital showed the onset of depression
in Finland (male: 20%) (52), Germany (male: 74.4%) (53), and
Japan (male: 77.6%) (54). This discrepancy can be explained
by differences in the target population (i.e., age of bearing a
child) and the assessment period (i.e., right after delivery). For
workers, assuming the family status is stable, the workplace is
considered a major social context (55). Thus, employment status,
job stress, working hours, and job insecurity have huge impacts
on the mental health of workers (56). Workers with a higher
level of workplace social capital are more likely to be able to
cope with their stress (57), which may lead to lower levels of
mental health problems. However, in the case of changing family
status, such as bearing a child, fathers may face further stress
related to parenting and the relationship with their partner,
in addition to job stress during the transition to fatherhood.
Therefore, fathers may not be able to cope with the stress related
to fatherhood transition through workplace social capital. The
type of support and information fathers receive from community
and workplace social capital during the perinatal period needs to
be identified.

Though there was no association between workplace social
capital and mental health problems, the significant coefficient
was shown in Model 1 in which depressive symptoms and
anxiety at 1 week after delivery was not adjusted. Paternal
depressive symptoms and anxiety at 1 week after delivery
are considered not only confounders but also mediators on a
time-series basis, which indicates overadjustment. Additionally,
participants who reported higher levels of depressive symptoms
and anxiety might be more likely to perceive social capital
negatively. This negative perception due to mental health
problems might influence workplace social capital more strongly
than community social capital because people spend more
time and have greater social relations at the workplace than
the community (58). In the current study, the correlation
between workplace and community social capital was small
(r = 0.17). Thus, the impact of mental health problems
on workplace and community social capital might differ.
Despite adjusting for a history of psychiatric disorders in
our analysis, further studies to assess paternal depressive
symptoms and anxiety before and during pregnancy, and a
longitudinal study with a larger sample size that excludes
fathers with depressive symptoms and anxiety at the baseline,
are needed.

The current study has several limitations. First, our findings
are limited in generalizability due to the participant recruitment

method and paternal characteristics. Study participants were
recruited from two obstetrics hospitals in Tokyo, Japan.
Furthermore, we found that the annual household income
of our participants was higher than in another study that
targeted families living in Tokyo (59). Second, both exposure
(i.e., paternal social capital) and outcomes (paternal depression
and anxiety) were self-reported, which may lead to common
method bias for causal inference on the association between
paternal social capital and their mental health problems. Further
research needs to be conducted to assess mental health using
objective measures such as interviews by professionals. Third,
although the follow-up rate in this study was high and multiple
imputations were performed, it is possible that fathers with
lower levels of social capital and severe mental health problems
dropped out of our survey. Fourth, there are unmeasured
confounders, such as severe obstetric complications during
pregnancy, although we could assess normal pregnancy in a
subjective way.

CONCLUSIONS

Our findings indicate that a higher level of paternal community
social capital at birth, but not workplace social capital, prevents
paternal depression and anxiety at 3 months after delivery. Even
though fathers show a similar level of postnatal depression as
mothers, they are less likely to have social support compared
to mothers (60). To date, there are some programs designed
to promote social capital for parents, nearly all of which
target mothers (61, 62). To prevent paternal mental health
problems during the postnatal period, an intervention to
promote paternal community, rather than workplace, social
capital may be warranted.
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Stigma can have devastating health and wellbeing impacts, not just on people with

mental health problems, but on people associated with the stigmatized person. This

is called stigma-by-association. Children whose parents have mental health problems

are a particularly vulnerable group, and stigma acts as a mechanism, contributing

to the transgenerational transmission of mental disorders. The current study is a

systematic mixed studies review, synthesizing knowledge about how this group of

children experience stigma-by-association. Overall, 32 studies were included, after a

systematic search including quantitative, qualitatative, and mixed methods studies. The

methodological quality was assessed and qualitative content analysis undertaken. We

grouped children’s stigma experiences into four dimensions, i.e., experienced stigma,

anticipated stigma, internalized stigma, and structural discrimination. Results show that

stigma is an important factor in those children’s lives, and needs further investigation in

qualitative and quantitative research. The current study emphasizes the importance of

anti-stigma interventions and campaigns.

Keywords: children of parents with mental illness, stigma, child mental health, systematic review, qualitative

content analysis

INTRODUCTION

Children of parents with a mental illness1 have received increasing attention over recent years,
especially as it is estimated that one in five children world-wide has a parent with a mental illness
(1–3). Those children often face specific challenges that are associated with reduced mental health,
poorer academic achievement, and impaired social well-being and quality of life (1, 4, 5). Social
adversities associated with mental illness, including poverty, as well as genetic predisposition and
family dysfunction, act as mechanisms contributing to these risks (6). Those mechanisms have been
integrated into a comprehensive model: the transgenerational transmission of mental disorders
(TTMD) model identifies four major domains (1. parent, 2. family, 3. child, 4. social environment)
that interact with their respective systems, and are influenced by five transmission mechanisms

1Throughout our paper wemainly use the term “children” when referring to the children of people with amental illness as this

is the population of interest. This can also mean that we are talking about the adult children of parents with a mental illness—

depending on the study population in the original papers—by using the term ‘children’, referring to children of parents with a

mental illness.
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(1. genetics, 2. prenatal factors, 3. parent-child-interaction, 4.
family, and 5. social factors) (1, 7). According to this model,
stigma can be seen as a component of social factors, acting as a
mechanism for the transmission of mental disorders that leads to
multiple challenges and negative outcomes.

As captured in the concepts of stigma-by-association (SBA)
(8), family stigma [e.g., (9)], or courtesy stigma (10, 11),
stigma can affect not only the person with a mental health
problem, but also people connected to the person, such as
family or friends (12). The conceptual thinking of SBA by
Pryor et al. (8) focuses on the general public and potential
mechanisms that might contribute to the emergence of SBA,
but lacks the perspective and experiences of those affected.
Current research mostly describes SBA as guilt, blame, and
contamination, ascribed to and experienced by family members
(13, 14). Children are most frequently described as experiencing
such “contamination” stigma, i.e., the general public tends to see
them as being contaminated by the parental mental illness [e.g.,
(13, 14)]. The theoretical model of SBA by Philipps andGates (15)
focuses on various stigma dimensions and facets that could affect
children, but for the very special group with incarcerated parents.
On an experiential level, perceived stigma, internalized stigma,
discrimination, and differences in social, cultural, economic, and
political power are identified for this group. Another qualitative
study classified stigma dimensions described by family members
of people with schiziophrenia, finding structural elements of
discrimination, and interpersonal interaction elements, such as
social exclusion (16, 17).

Goffman has defined experiencing “courtesy stigma” as ‘an
individual who is related through the social structure to the
stigmatized (. . . ) leads the wider society to treat both individuals
in some respect as one’ (11), and research so far has not conceived
of the stigma dimensions for relatives, but rather solely named
the stigma facets to be important for relatives of people with
a stigmatized condition. Given this, we assume that SBA for
children can potentially contain all of the stigma facets described
for the primary recipients: Experienced SBA describes personally
experienced prejudice and discrimination (18, 19); perceived SBA
explains the “belief that most people will devalue, discriminate
the stigmatized” (19); anticipated SBA includes expectations
that others will devalue and discriminate against them (18);
affiliate stigma describes the self-stigma of associates of people
with a mental illness, i.e., the “internalization of stigma among
associates of targeted individuals” on the affective, cognitive
and behavioral level (20); and structural discrimination targets
societal and policy structures that reproduce existing social
inequalities (21).

The experience of SBA and discrimination, the anticipation
of what others may think about them, and accommpaning self-
stigmatization, can have a deep impact on individuals. There is
evidence that 8–22 % of family members of people with a mental
illness experienced stigma’s negative impacts on themselves,
e.g., ruined self-esteem (21%), disrupted family relationships
with other family members (22%), and with their ill family
members (20%) (16). It has also been reported that family
members of someone with a mental illness may avoid social
situations and events, reduce or break contact with family and

friends, spend energy on hiding the secret, and experience
discrimination within employment and/or housing situations
(14, 22). Although a growing body of research focuses on SBA,
very few studies investigated how these stigma experiences affect
individual family members (23); systematic studies, especially
those targeting children, are missing that would shed light on
their SBA experiences while classifying their experiences into the
various stigma dimensions. The same is true for the concept
of affiliate stigma (20): while children of parents with a mental
illness often do care for their parents [parentification, e.g., (24)],
they have not been the focus in studies on affiliate stigma so far.

A recent systematic review on the evidence of stigma concepts
for children of parents with a mental illness aimed to identify
stigma-related experiences and outcomes as reported by parents
and children (25). Their findings summarize stigma concepts
from the primary literature, all of which describe different
individual facets of children’s and their parents’ experiences of
stigma. This review highlights the lack of uniform definitions
for such stigma experiences, as well as the lack of an all-
encompassing concept that includes the various dimensions of
stigma experiences of children whose parents have a mental
illness. The main finding of this review is that affected
children report feelings of embarrassment, shame, and the need
to hide their parental mental illness, though those findings
are not integrated into an overall framework of different
stigma dimensions.

The aim of the present study is therefore (1) to gain
knowledge about how the children of parents with a mental
illness experience stigma, (2) to synthesize this knowledge into
a primary model of SBA on an experienced level for this
population. In so doing, we (3) hope to contribute to SBA’s
theoretical model, that is currently insubstantial and not focused
on children.

To achieve this, evidence from qualitative, quantitative, and
mixed-method studies regarding children’s stigma experiences
related to their parents’ mental illness is synthesized and collated.

METHODS

Protocol and Registration
The review is registered and approved by
PROSPERO, registration number CRD42019112838
(www.crd.york.ac.uk/PROSPERO).

Design
This review follows the PRISMA statement for conducting
systematic reviews (26). Considering stigmatization of mental
illness and its impact upon children is a complex andmultifaceted
problem. We thus included qualitative, quantitative, and
mixed-methods studies to synthesize knowledge from different
methodological perspectives, and diverse evidence.

Search Strategy
Five electronic databases (PubMed, Cochrane Library,
PsycINFO, PSYNDEX, Web of Sciences) were searched
(updated April 2020), using a detailed search strategy developed
for PubMed and adapted for other databases, see Figure 1. The
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four different search term combinations (illustrated in the figure
by the colors blue, green, orange and yellow) were combined with
the OR function. Additional references from current reviews
and theoretical articles were also reviewed to identify additional
citations. Our search strategy consisted of five aspects and was
developed with the Village research team (https://village.lbg.ac.
at/about), an expert librarian, and an expert in stigma theories.

Eligibility Criteria
Studies were eligible for inclusion if they met the following
criteria: (a) original primary peer-reviewed research; (b)
published in English or German, (c) investigation of stigma
experiences, or stigma as a relevant issue for children, and (d)
children of parents with a mental illness were a (sub-)sample in
the study. We did not use a filter for publication dates.

Exclusion Criteria
Studies were excluded if they: (a) focused on the general public
as study population, i.e., we were not interested in the stigma
that public stigma carries against children, but on the experience-
level of the affected individuals, or (b) their stigma measures
did not allow for a clear distinction between the different stigma
dimensions, or if their only informative value for children was
whether they experienced more or less stigma than other family
members, or (c) did not differentiate enough between children
and other family members regarding their stigma experiences,
i.e., if the original paper did not state clearly if their results reflect
the experiences of all family members, including children, we
excluded them as we could not ensure whether those findings
applied to this population. In qualitative studies with different
subsamples, we used only those statements made by the children.
In quantitative studies, we only used the analysis results of the
subgroup of children.

Study Selection
After conducting the standard search as outlined above, all titles
and abstracts were screened by independent reviewers (L-MD,
FS). They were eligible for full text screening if children of
parents with mental illness were participants in the study, and if
the abstract either directly highlighted stigma or stigma-related
concepts (see search strategy, aspect 5) or included children’s
specific experiences that may include stigma experiences.
Full texts of potentially eligible studies were retrieved and
independently assessed for eligibility by two review authors
(L-MD, JF). Any disagreement was resolved through discussion
with a third review author (HC).

Quality Appraisal
Three review authors (L-MD, AB, JLP) independently assessed
the risk of bias in the included studies. Two authors
independently appraised the quality and looked for convergence.
Due to heterogeneity in methodological approaches in the
included studies, i.e., qualitative, quantitative as well as mixed
methods methodology, the “Mixed Methods Appraisal Tool”
[MMAT; (27)] was used. The quality of each study was assessed
applying two general criteria for all the studies, and five
criteria adapted to each specific methodology requirement. As

recommended by the authors of the MMAT tool, we did not
exclude any studies due to low methodological quality, but used
their information to estimate potential biases. Nevertheless, to
provide an overview of study quality, we calculated an overall
score for each study in terms of study quality, ranging from 0
to 100%, in which we allocated one star for each 20% of the
criteria met.

Data Extraction
Various information was extracted from the original studies
addressing our research question. In addition to general
information on data collection, analysis methods, and study
population, all text passages related to stigma experiences were
extracted. This means that the results and discussion sections
of the included studies were systematically searched for stigma-
related terms and content. Once the data analysis was completed,
we determined which stigma dimensions could be allocated
to which studies. All the extracted data are summarized in
Supplementary Table S1. Two authors (L-MD, DP) extracted
data independently, discrepancies were identified and resolved
through discussion with a third author (HC).

Analysis
Qualitative content analysis was conducted for comprehensive
description and interpretation. A qualitative data-based
convergent synthesis design was adopted (28).We used Kuckartz’
(29) guidance for conducting qualitative content analyses, using
the same synthesis method for both qualitative and quantitative
studies. Thus, quantitative data were transformed into qualitative
categories in order to explore similarities and/or differences
between studies. The quantitative data were also examined
in terms of their stigma results, and narratively described
results were coded. Any evidence found was summarized
correspondingly. We used the software MAXQDA (Version
2018) to manage the storage of analysis. Extracted results were
read several times, and memos were made to become immersed
in the meaning. Sub-categories were compiled inductively and
material-driven. Out of the formulated sub-categories, generic
categories were abstracted, describing themes that emerged.
Those generic categories were grouped into main categories
with the help of comprehensive stigma frameworks (18, 19). The
complete data (i.e., extracted results of interest) was coded with
those main categories.2 Coding was done independently by two
researchers (L-MD, FS) to ensure the reliability of data analysis.
Discrepancies were resolved through discussion with HC.

RESULTS

Search Outcome
Most studies were excluded at the title/abstract screening stage
(see Figure 2), leaving 208 for full-text screening. Most of
the studies were excluded at this stage because we could not
differentiate their findings to other family members well enough,
or because studies were not empirical or not peer-reviewed.
A few quantitative studies also had to be excluded in the

2The coding guideline is available upon request.
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FIGURE 1 | Search strategy.

FIGURE 2 | PRISMA flow chart demonstrating study selection.
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last stage because they measured unclear and mixed-up stigma
dimensions, making it impossible to assign them to individual
dimensions (see Figure 1). We were ultimately able to include a
total of 32 articles from 30 studies3.

Study and Population Characteristics
The majority of studies (30 , 93.8 %) were qualitative; only
one quantitative and one mixed method study were included,
Table 1. Most of the studies were conducted in Europe (20 ,

62.5 %). Half of them had minor children as participants, the
other half had adult children; one study combined the two. We
ended up including more than half of the studies that had not
aimed to explore stigma in this population, but aimed to capture
their (everyday) experiences and burden. Stigma then emerged
as one of the central themes in these studies. However, this also
meant that most of the studies lacked a clear definition of stigma.
Supplementary Table S1 provides a detailed description of the
included studies.

Quality Appraisal
The quality of the studies was very heterogeneous and overall, 13
of the included studies met 60% or more criteria (for details see
Table 2). They ranged from zero to five in their score, meaning
that they ranged from 0 to 100 % of the criteria met. In qualitative
studies, that were assessed as being of lower quality, often a
clear rationale regarding the data collection method, the method
of analysis or interview guidelines was missing, or the study
population was not sufficiently defined. Quantitative studies of
lower quality did not include a representative sample for their
target population and had a low risk of non-response bias. The
mixed-method study especially lacked in contrasting the results
from the two study approaches and bringing the results together.

Identified Aspects of Stigma Related to
Parental Mental Illness
Following our analysis, we identified four different stigma
dimensions described by or regarding children that are well-
known from the stigma experiences of people who have a
stigmatized condition themselves: experienced SBA, anticipated
SBA, affiliate (internalized) stigma, as well as structural
discrimination. Within these main categories, we identified
various subcategories that are described in the following sections.
Table 3 reports the category system for stigma dimensions, their
frequencies, and associated studies.

Experienced SBA—Having Experienced Unpleasant

(Re)Actions of Others
We identified two generic categories of SBA in this section: (1)
having unmet emotional needs, and (2) experiencing the hostile
behaviors of others. Both revealed various subcategories and are
now described in more detail.

3Van der Sanden (22) and van der Sanden (30) stem from one study with different

research questions but the same data; Cogan et al. (31) and Cogan et al. (32) also

stem from one study.

TABLE 1 | Study characteristics.

Characteristics n (% of 32 articles)

Publication date

2013–2019 21 (65.6)

2007–2012 7 (21.9)

2001–2006 4 (12.5)

Country of origin

Europe 20 (62.5)

North America 5 (15.6)

Australia 4 (12.5)

Asia 2 (6.3)

Africa 1 (3.1)

Study design

Qualitative 30 (93.8)

Quantitative 1 (3.1)

Mixed Methods 1 (3.1)

Study population

COPMI 18 (56.2)

Children, including COPMI 2 (6.3)

Relatives, including COPMI 6 (18.7)

Children, parents and professionals 4 (12.5)

Young carer, including COPMI 2 (6.3)

Age of COPMI

Aged above 18/21 14 (43.8)

6–22 years 14 (43.8)

Not reported /applicable 3 (9.3)

Both 1 (3.1)

Parental mental illness

Diverse Disorders combined 11 (34.4)

Mental illness, not specified 7 (21.8)

Affective Disorder 4 (12.5)

Schizophrenia 4 (12.5)

Alcohol or Drug Dependence 4 (12.5)

Obsessive Compulsive Disorder (OCD) 2 (6.3)

Having Unmet Emotional Needs
Being Confronted With Inappropriate Language and Contents
About Mental Illness. Some children reported that they were
unhappy about being classified in a way that they would not
describe themselves, e.g., being called a “young carer”, and were
unhappy about not being asked whether they identified with
that designation (47). Some participants reported that others
gave them unwanted advice, such as recommending them to
use birth control to avoid passing on mental illness to their
children (42). One child remembers that her boyfriend’s family
reacted to her parent’s mental illness saying “What if you two
got married and you have children and they have a mental
illness?” (42).

Experiencing OthersWho Cannot Understand Them or CopeWith
Their Situation. Often, children reported that people did not
know how to act and cope with the information of parental illness
[e.g., (48)]. One participant stated that they wished there was
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TABLE 2 | Quality assessment (MMAT).

Criterion Clear

research

questions?

Data address

research

questions?

Qualitative

approach

appropriate?

Data collection

methods

adequate?

Findings

adequately

derived?

Interpretation

of results

sufficiently

substantiated?

Coherence

between

qualitative data

sources,

collection,

analysis and

interpretation

Overall quality

of the studya

QUALITATIVE STUDIES

Blakeman et al. (33) Yes Can’t tell Yes Can’t tell Yes Yes Can’t tell ***/80%

Bolas et al. (34) Yes Yes Yes Can’t tell Can’t tell Can’t tell Can’t tell */20%

Carroll and Tuason (35) Yes Yes Yes Yes Yes Can’t tell Yes ****/80%

Cogan et al. 2005 (31) Yes Yes Yes Can’t tell Yes Yes Yes ****/80%

Dam et al. 2018 (36) Yes Can’t tell Can’t tell Yes Can’t tell Yes Can’t tell **/40%

Davison and Scott (37) Can’t tell Can’t tell Yes Yes Can’t tell Can’t tell Can’t tell */20%

Haug Fjone et al. (38) Yes Yes Yes Yes Can’t tell No Can’t tell **/40%

Fudge and Mason (39) Can’t tell Yes Yes Can’t tell Can’t tell No Can’t tell */20%

Griffiths et al. (40) Yes Yes Can’t tell Can’t tell Can’t tell Yes Yes **/40%

Kadish (41) Can’t tell Can’t tell Yes Can’t tell Can’t tell Yes Can’t tell **/40%

Karnieli-Miller et al. (42) Yes Yes Yes Can’t tell Yes Yes Yes ****/ 80%

Krupchanka et al. (43) Yes Yes Yes Yes Yes Yes Yes *****/ 100%

Leahy (44) Yes Can’t tell Yes Can’t tell Can’t tell Can’t tell Can’t tell */ 20%

Leinonen et al. (45) Yes Yes Yes Yes Yes Can’t tell Yes ****/ 80%

McCormack et al. (46) Yes Yes Yes Yes Yes Yes Yes *****/ 100%

Moore et al. (47) Yes Yes Yes Can’t tell Can’t tell Can’t tell Yes **/ 40%

Mordoch and Hall (48) Yes Yes Yes Yes Yes Yes Yes *****/ 100%

Murphy et al. (49) Yes Can’t tell Yes Yes No Yes Can’t tell ***/ 60%

Nieto-Rucian and

Furness (50)

Yes Yes Yes Yes Can’t tell Can’t tell Yes ***/ 60%

Oskouie et al. (51) Can’t tell Can’t tell Yes No Yes Can’t tell Can’t tell */20%

Östman (52) Yes Yes Yes Can’t tell No No No */ 20%

Rezayat et al. (53) Yes Yes Yes Can’t tell Yes Yes Yes ****/80%

Stengler-Wenzke

et al. (54)

Yes Yes Yes Can’t tell Yes Yes Yes ****/ 80%

Tabak et al. (55) Yes Can’t tell Can’t tell Can’t tell Can’t tell Yes Yes **/ 40%

Tamutiene and

Jogaite (57)

Yes Yes Yes Can’t tell Yes Can’t tell Can’t tell **/ 40%

Trondsen and Tjora (58) Yes Yes Yes Yes Can’t tell Yes Yes ****/ 80%

van der Sanden et al. (22) Yes Yes Can’t tell Yes Yes Can’t tell No **/40%

van der Sanden et al. (30) Yes Yes Yes Can’t tell Yes Yes Yes ****/80%

Wahl et al. (59) Can’t tell Yes Can’t tell Can’t tell Can’t tell No No -/0%

Widemalm and

Hjärthag (60)

Yes Yes Can’t tell Yes Can’t tell Can’t tell Yes **/40%

Criterion Clear

research

questions?

Data adress

research

questions?

Sampling

strategy

relevant to

address

research

question?

Sample

representative

of the target

population?

Measurements

appropriate?

Risk of

nonresponse

bias low?

Statistical

analysis

appropriate to

answer the

research

question?

Quality

QUANTITATIVE STUDIES

Haverfield and Theiss (61) Yes Yes Yes No Yes No Can’t tell **/40%

(Continued)
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TABLE 2 | Continued

Criterion Clear

research

questions?

Data address

research

questions?

Adequate

rationale for

using mixed

methods

design?

Different study

components

effectively

integrated?

Outputs of

integration

adequately

interpreted?

Divergences

between

quantitative

and qualitative

results

adequately

addressed?

Different study

components

adhere to the

quality criteria of

each tradition of

the methods

involved?

MIXED METHODS STUDY

Cogan et al. (32) Yes Can’t tell Can’t tell Can’t tell Can’t tell No Can’t tell -/0%

aThe quality score was calculated according to the official advices of the authors of the MMAT tool (http://mixedmethodsappraisaltoolpublic.pbworks.com/w/file/fetch/140056890/

Reporting%20the%20results%20of%20the%20MMAT.pdf). *20% of the criteria met; **40% of the criteria met; ***60% of the criteria met; ****80% of the criteria met; *****100% of the

criteria met.

greater community awareness so “that they know there’s nothing
wrong—anyone could get it if they get stressed out—they could
get it” (39). Some also reported that others failed to intervene,
could make things worse (35), or that friends did not understand
their experiences and they were disappointed in how friends
responded (48). Some children emphasized that they wanted
to talk to family members, but their parents and grandparents
refused, and they felt unable to talk openly about such family
issues (49, 50). A few children described having nobody to talk
to and ask for help. They believed that this was due to taboos and
others’ ignorant behaviors [e.g., (35, 36)], having direct influences
on their social interactions.

Experiencing Withdrawal and Rejection. In addition, children
perceived that others actively avoided them: for example, an
adult child in Dam’s study described, respectively (36) “When I
met someone, they ignored me; they went over to the other side
of the road”, as a result of having lived in a small community
with amentally-ill parent. Moreover, participants reported family
members breaking off their relationship with them after finding
out about their parent’s illness (65), or experiencing the loss of
friendships: “...my friend’s mother called me over and told me
that I couldn’t be friends with her, because I’ll be the same as my
mother” (57).

Experiences of Hostile Behaviors of Others
Being the Victim of Bullying and Laughter. Bullying (e.g., “I was
bullied, the others laughed at me.”) (36) as one form of overt
hostile behavior, was frequently mentioned: Children reported
being: teased, laughed at, drawn into fights, and treated like a
“leper” (36). A participant in Mordoch and Hall’s (48) study
stated that they “Sometimes [I] get in fights by accident” because
other people labeled them as different. In another study, one
participant wished that others would “stop teasing” (39).

Being Confronted With Hurtful Words. Furthermore, children
reported that their peers used stigmatizing words when talking
about their ill parents, like ‘crazy’ (36), ‘mad’ (51), or their living
situation as a ‘crazy house’ (59).

Anticipated SBA—Fearing Reactions of Others in the

Future
Regarding anticipated stigma in the future, similar topics that
we identified in the experienced SBA emerged for anticipated

SBA: Children feared overt hostile behaviors from others, as well
as negative attitudes and ascriptions. They were also worried
that others would not be able to understand and would reject
them. Those generic categories are now presented together with
their sub-categories.

Fearing Hostile Behaviors of Others
Fearing Ridicule. When children were asked why they hesitate to
tell others about their parent’s mental illness, they described being
afraid others would laugh at them (32, 57), and being afraid of
being teased or bullied (33, 49).

Fearing Gossip. Furthermore they feared that other people would
share this information and gossip about them (33, 48). One
participant describes her tendency to isolate herself due to fearing
gossip and accompanying discrimination: “I was not able to
develop close friendships at school because I had this fear of them
coming home with me and seeing what it was like and then telling
everybody at school and I would be a laughing stock” (33).

Fear of Negative Attitudes and Ascriptions
Fear of Being Labeled as “Different”. Children frequently
feared being labeled as “different from others” if people
discovered their parent’s mental illness. They thought
people might believe their mothers, for example, might
not act like other mothers [e.g., (60, 64)], or that they are
“berserk” (33).

Fear of Other People’s Negative Attitudes. They also feared that
others might be scared or have negative attitudes toward them or
their family (52). One participant stated that they do not invite
friends home because they are scared that others might think
something bad about their family (33). Another child reported
being scared of being judged or criticized for having a “whacko”
father (46).

Fear for Parents to be Described as Bad. Some children worried
others might think their parents could not take care of them
because of their mental illness and that they might be taken away
(39, 57). One participant stated: “(. . . ) It’s just that I’m scared
they’ll put it down to her being a bad mum... she’s not a bad mum,
she loves us” (32).
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TABLE 3 | Identified aspects of stigma related to parental mental illness.

Main category Generic category Sub-category References

Experienced SBA (29) Having unmet emotional needs (18)a • Experiencing withdrawal and rejection (6)

• Experiencing others who cannot

understand or cope with parental mental

illness (7)

• (33, 36, 57, 62, 63)

• (35, 39, 48–50)

• Being confronted with inappropriate

language and statements about mental

illness (5)

• (30, 42, 47, 57)

Experiencing hostile behaviours of

others (11)

• Being the victim of bullying and laughter

(8)

• (36, 39, 45, 48, 62)

• Being confronted with hurtful words (3) • (36, 51, 59)

Anticipated SBA (29) Fearing hostile behaviors of others

(6)

• Fearing gossip (2)

• Fearing ridicule (4)

• (33, 48)

• (32, 33, 49, 57)

Fearing of negative attitudes and

ascriptions (15)

• Fear of other people’s negative attitudes

(5)

• (33, 40, 52, 59)

• Fear of being labeled as “different“ (7)

• Fear for parents to be described as bad

(3)

• (30, 46, 48, 50, 52, 60, 64)

• (39, 57)

Fearing others’ lack of

understanding and rejection (8)

• Fearing others’ lack of knowledge and

understanding (4)

• (37, 57, 59, 62)

• Fearing withdrawal and rejection (4) • (22, 33, 34, 41)

Affiliate stigma (51) Perceiving themselves as being

contaminated (9)

• Struggling to avoid being contaminated

(8)

• (30, 35–37, 54, 58, 64)

• Fearful of passing it on (1) • (30)

Perceiving themselves as being

inferior (42)

• Feeling ashamed and embarrassed (30) • (22, 30–36, 40, 41, 44, 46, 49–51, 54, 55, 57–

61, 64)

• Perceiving themselves as different from

others (9)

• (30, 33, 41, 46, 49, 50, 58, 64)

• Self-blaming (3) • (31, 64)

Structural discrimination (35) Perceiving discrimination within the

mental health system (10)

• Not receiving information in hospital (3)

• Experiencing cold furniture and

atmosphere in the hospital (1)

• (32, 36)

• (36)

• Experiencing insensitive treatment by

professionals (3)

• (36, 50)

• Perceiving a lack of care provided for the

parent (3)

• (43, 60)

Perceiving discrimination within the

education system (10)

• Needing more education in school about

mental illness (1)

• (32)

• Feeling teachers ignore their parents’

mental illness (7)

• (33, 36, 57, 62)

• Disadvantages (2) • (39, 62)

Perceiving a lack of knowledge

provided/societal taboo (8)

• Needing more information and openness

from society (8)

• (36, 37, 39, 49, 50, 58)

Perceiving discrimination within the

police (2)

• Experiencing discrimination during

contacts with the people (1)

• (43)

• Feeling ignored by the police (1) • (57)

Perceiving discrimination within

media (2)

• Perceiving media representations of

people with mental illness as bad (2)

• (32)

Perceiving discrimination within

social work (3)

• Feeling unseen by social workers (1)

• Perceiving social workers as a source of

control rather than help (2)

• (57)

• (57)

aNumbers in brackets show how many codes we identified for those categories.

Fearing Others’ Lack of Understanding and Rejection
Fearing Others’ Lack of Knowledge About Mental Illness and Lack
of Understanding. Moreover, children worried that others have
little knowledge of mental illness (59) and that their situation and
experiences will not be understood (57, 62). In some instances,
they anticipated others’ misconceptions and did not get any help,

or tell anybody about it “because some children just do not know
what this [mental illness] is and then just tell people that it is
something really bad, that is stupid for you” (59). On the other
hand, two participants in the study from Davison and Scott (37)
anticipated that personal support interventions could even make
things worse for children, in case other people try too hard to
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help them, leading to more worries and fear: “People sort of
trying to help them too much when they don’t have a problem
could make people overthink things. . . It might increase the
fear factor. . . ”.

FearingWithdrawal and Rejection. They also feared others might
withdraw from, reject (34, 41), or exclude them (33). Some
children also feared losing contacts, such as relationships when
their partner discovers their parent’s mental illness: “I’ve got a
girlfriend, should I tell her. . . I’ve been going out with her for 3
or 4 months. . . but she’s never met my mother. And I do have a
particular reason, for, like, putting it off as long as possible. And
that, oh I don’t know, feeling embarrassed, it’s just the idea, I don’t
know actually. Let her get to know me first and if she likes me
enough, then it won’t make any difference any more” (22).

Affiliate Stigma—Internalizing the Stigma
The self-stigmatization of children manifested in two different
ways, namely the two generic categories we identified: (1)
perceiving themselves as being contaminated, and (2) perceiving
themselves as being inferior. Both are now presented in more
detail together with their subcategories.

Perceiving Themselves as Being Contaminated
Struggling to Avoid Being Contaminated. van der Sanden et al.
(30) found that adult children feared contamination. The fear of
being contaminated relied on one of two components: Either (1)
children knew about their status of being a member of an at-risk
group for developing a mental illness, which could result in fear
and self-reflexive sensitivity related to possible symptoms (58);
or (2) they feared being seen as connected to their ill parent so
closely that they would also be considered “crazy” (35): “MyMom
is crazy, so they are going to think I am crazy”. One child reported
that parental mental illness is something that cannot be discussed
because it is like a “an infected tumor never to heal” (P9) (36). An
online self-help group for adolescents with a mentally ill parent
reduced these fears, as one participant described: “They seemed
quite normal; after all, it was just that they had a terrible situation.
Then I thought, “Oh my God, they are never going to be mentally
ill like that.”... I felt it was less likely that I would also become like
my mom.... Because [one of the participants] had a boyfriend, I
felt that I too had a chance to get a boyfriend, friends, and live a
completely normal life [. . . ]” (58).

Fearful of Passing It on. One child reported fearing stigmatization
being passed on to the next generation when they have children
themselves (30), and thus characterize themselves as a possible
source for transmitting mental illness.

Perceiving Themselves as Being Inferior
Feeling Ashamed and Embarrassed. Beliefs of being inferior
were mainly characterized by statements related to shame and
embarrassment: Children often viewed their parents’ mental
illness as a “secret” (35, 44) that must be kept “behind closed
doors” (31). One child described doing this to protect their parent
from other people’s stigmatizing behaviors (44). Often, children
mentioned that they did not want anybody to know about their
parent’s mental health issues, but sometimes were unsure why

they were ashamed, or did not want anybody to know: “And
I do have a particular reason, for, like, putting it off as long as
possible. And that, oh I don’t know, feeling embarrassed, it’s just
the idea, I don’t know actually” (22). Sometimes participants even
reflected that this secrecy would keep them from establishing
deep relationships, for example one participant said: “I avoid
entering deep relations with others due to fear of explaining my
situation” (51). One son of a father with a mental illness stated: “I
wish my father had another disease and didn’t suffer from mental
illness. Father’s illness is very bad for me. I am ashamed to speak
about it and to communicate with others” (51). In the quantitative
study by Haverfield and Theiss (61), intrafamilial topic avoidance
regarding parental illness was also associated with magnified
avoidance of disclosing the topic to others—this was evident in
the male participants at least.

Perceiving Themselves as Different to Others. Frequently, this
shame, embarrassment, and disclosure was described as a
result of being seen as “different”, “abnormal”, or “wrong”. A
commonly mentioned experience for children was that they felt
different from their peers (41, 49, 50), and the feeling of being
different led them to think dichotomously, i.e., believing other
families were “right”, while their own family was “wrong”: “Our
family was wrong. . .we were just a dysfunctional, broken family,
we just weren’t normal like other families” (46).

Self-Blaming. Self-blame was also identified in children: They
were more likely to blame themselves for their parents’ difficult
situation than were children whose parents have nomental illness
(31). One child explained: “I sometimes think it’s my fault, I blame
myself for the way my dad is feeling, even though he tells me it’s
not” (31).

Structural Discrimination—Perceiving Inequalities in

Institutions and Within the Society
We identified three generic categories within the structural
discrimination facet now discussed in more detail, namely
perceived discrimination within (1) the mental health system; (2)
the education system, and (3) other sources of discrimination

Perceiving Discrimination Within the Mental Health System.
Most of the references for structural discrimination related
to interactions with the healthcare system: Children described
interactions at the interpersonal level within the health care
system, such as being treated insensitively, and perceived that
doctors were afraid of them and maintained an emotional
distance (50): “To visit mum in the hospital was like coming to an
office. It was a nonexistent relationship, you know. Hello, Goodbye,
You must go in that direction (P4)” (36). Furthermore, they felt
ignored by staff (36). Due to feeling fear and insecure when
visiting their parents in hospital, they wished that someone would
stay with them and talk to them about their situation (36). On
a broader institutional level, children strongly requested more
general information about mental illness from mental health
workers (32). Children remarked that the cold furniture in the
hospitals made them feel uncomfortable (36). They also mention
a general lack of care for their parents. They had the impression
that their parents were getting inadequate healthcare, and were
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discharged due to inadequate bed capacity, leaving the children
in charge of their parents: “After 2 weeks she was sent home, even
though she didn’t feel ready. I and my sister had to move home
and take care of her ourselves. I will never forgive the psychiatric
institution for what they did to me and my sister. We literally had
to act like ‘extra mothers’ to our own mother” (60).

Perceiving Discrimination Within the Education System
The education system was also identified as a source of structural
discrimination: children complained of a lack of education
about mental illness at school (32). They criticized a lack of
understanding about students who have to look after their
parents (39), with teachers ignoring their situation instead of
talking with them “Well it’s a very stereotypical town where you
would never want to admit that anything is wrong... so a lot of it
was hush hush. So, like, we’ll give you a little extension on your
homework. If you need someone to talk to you can go and talk to
somebody. But we’re not going to like, raise any ags” (33); see also
(36, 62).

Other Sources of Structural Discrimination
Other sources of structural discrimination were the police (43,
57), media (31), and social work (57). Events experienced there
or unclarified mandates from the institutions led to a mistrust
in the children, who felt abandoned or did not seek help for
fear of losing their parents (57). Above all, the general taboo
around this topic was identified, which is not inherent in a
specific organization, but rather within society in general, with
people not talking to children about these problems, which might
hinder children obtaining appropriate and useful information
(49, 50, 58). Not getting any information about parental mental
illness and its heritability or about their risks in general left
children to overestimate their risk of developing a bipolar
disorder themselves (37). One participant said: “I think knowing
about the risk would be really helpful—I’ve always worried that I
would get it (BD)” (37).

DISCUSSION

We identified 32 studies for this review that investigated or
addressed the stigma experiences of children with parents with
a mental illness. The studies are heterogeneous in their design
and methodological quality. Low-quality papers failed to state a
comprehensible rationale for their data collection or analysis, or
failed to sufficiently describe (or even recruit) a representative
sample. More than half of the studies did not investigate stigma
primarily, rather, they only identified stigma as an important
problem for this population. Due to a mixed-up and vague
measurement of stigma dimensions, we were only able to include
one quantitative study and one mixed-method study. Qualitative
content analysis was done inductively, and we were able to cluster
our results in four stigma dimensions that match those absorbed
in stigma theories (18, 19, 66): experienced SBA, anticipated SBA,
affiliate stigma, and structural discrimination. We were able to
fill those dimensions with content that is specific for the stigma
experiences that the children of parents with a mental illness
suffer, and we have thus closed the gap in showing that these

theoretical categories were confirmed with qualitative content
analyses, and that the stigma experiences that the children
expressed align with theory. The affiliate stigma dimensions
we identified highlight the close connections between stigma
and feelings of guilt, isolation, and secrecy in affected children,
supporting results of the review by Reupert et al. (25).

While this review does not enable causal conclusions about
the health risks after stigmatizing experiences, our results
demonstrate that such experiences are indeed stressful and likely
to affect the health and well-being of those stigmatized, as
conceptualized in the TTMD model (1, 7). Stigma is therefore
no mere isolated mechanism that impairs a child’s well-being—it
is a mechanism interwoven and manifold on different levels in
families with mental illness.

Dimensions of Stigma
Experienced SBA
Our findings regarding experienced SBA reveal that children do
have experiences that are very specific to their role as the offspring
of a parent with a mental illness. At school and in other areas of
social life, they are bullied and teased. They often feel incapable
of making strong connections with other people in a satisfying
way, as they often sense the need to keep their parent’s mental
illness a secret. In their early years, children can experience—
depending on the severity and symptoms of their parent’s mental
illness and the existence of reliable other family members—a
lack of emotional support within their family (55, 56). For them
therefore, relationships functioning as a secure base outside the
family might be even more important than for other children.
In adolescence, this can be problematic, as it is a life phase
characterized by various developmental steps that include the
establishment of new and meaningful relationships outside the
primary family, and developing a strong sense of identity (70).

Anticipated SBA
As far as we know, anticipated stigma has not been described in
the literature to characterize family members of people with a
mental illness. This SBA dimension was identified in this review
and was closely connected to feelings of fear and worry. This
could be an important aspect of hiding the parent’s mental illness
and failing to seek help, and it supports the evidence from studies
on the primary recipients of mental illness stigma, which showed
that anticipated stigma and discrimination are key reasons for not
seeking help [e.g.,(67)].

Affiliate Stigma
This review sheds light on how children might internalize the
stigma. While some quantitative studies claimed that children
are more apt to experience contamination, and that blame and
shame play more important roles for the parents and spouses of
people with a mental illness (13, 68), our review’s results show
that blame and shame are also important for children. This is
especially true regarding the negative perception of themselves
as being different from others—thereby perceiving themselves
as inferior. This review reveals this as a specific and frequently
mentioned self-stigma for children. This finding is in line with
general stigma theories for primary recipients, which posit that
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a core component of stigma is the mark of otherness, which
is then followed by negative evaluation (69). Children seem to
internalize this otherness by feeling a sense of being “abnormal”
or “wrong”. Park and Park’s (71) family-stigma concepts could
explain the frequent mention of feeling “different” identified in
this review. According to their theory, general family stigma
arises for two reasons: (1) it might be due to negative events
(like the parental illness) or (2) to exceptional family structures.
As structures in families with a parental illness differ in many
ways [e.g., (53)] from those of other families, we can assume that
such children are perceived and perceive themselves differently
because of both labels. This may provide an explanation for the
perceived family otherness so frequently cited in this review.
Often, this otherness was associated with inferiority, which
was considered a reason that this must be kept a secret and
possibly keeping children and their families from seeking help.
As previous research has shown for relatives of people with a
mental illness, internalized stigmatization is especially associated
with psychological problems such as reduced self-esteem—
causing both psychological distress and lower quality of life
(72, 73).

Structural Discrimination
Furthermore, our review demonstrates that structural
discrimination is a key stigma dimension not only for those
suffering from mental illness, but also for their children. A
recently published systematic review (25) described structural
discrimination being detected within law, medicine and
education: in legal terms, for example, the greater likelihood of
parents losing custody of their child, as well as being accused
of having an “unsound mind” in all matters for people with
mental illness. These are undoubtedly important findings
for families and especially parents with a mental illness that
probably affect the entire family system including children.
Nevertheless, our review suggests that there is structural
discrimination surpassing those descriptions that is described by
the children themselves and which we clustered as an element
of structural discrimination, as it occurs within institutions
or characterizes a societal attitude that differs from individual
attitudes. The results of the current review show that there
is an inherent stigmatizing structure in different areas of
society, e.g., schools and hospitals. For children, structural
discrimination includes their parents’ experiences, which in turn
have consequences for themselves. This form of stigma also
entails disadvantages personally experienced through various
institutions. There is evidence that healthcare systems are a
main source of children’s structural discrimination. Children
are affected by the lack of care offered or provided to their
parents: They are often put in charge of taking care of their
parents when hospitals/adult mental health professionals
turn them away. Generally, the most significant themes
within structural discrimination is the lack of education and
information about mental illness, and society’s tendency to
ignore the subject. This prevents children from getting the
necessary information and support to establish a healthy way
of coping with their situation, like talking to others. Mental
health literacy and positive family communication about the

disorder are both known to be major protective factors for
children (74, 75). However, the results of this review reveal a
societal structure in which they do not get enough information
at all.

Strengths and Limitations
This is the first systematic mixed-method review to explore and
collate different facets of stigma for children of parents with
a mental illness, focusing on the experience level of children
themselves and grouping those facets into dimensions to inform
how we conceive of affiliate stigma on the experience level.
Having included both qualitative and quantitative study designs
is a strength of this review—the topic is thus covered from
different perspectives and with various measures. Furthermore,
including both under-age and adult children deepens our
knowledge of their stigma experiences: Views from children still
living with their parent (as in about half of the included studies)
provide information on how they are assessing their current
situation. Retrospective views from adult children add important
information, especially as some thoughts cannot be expressed
and understood by children of younger ages, as they might not be
aware of stigmatizing structures. For instance, children cannot
anticipate that some stigmatizing experiences might influence
their future in a specific way.

However, retrospective views can also lead to bias. Memories
can change, and ascriptions made more easily [recall-bias
(76)]. Secondly, we only included studies written in English
or German, as well as peer-reviewed publications, and no gray
literature. Thus, it is possible some important literature is
missing. In addition, the studies mostly came from Western
countries, restricting our results and conclusions to those
cultures. As stigma is the result of the social context and therefore
differs over time and cultures, the present review provides
an overview of possible topics relevant for children, but to
ensure generalizability, a wider range of cultures would need
to be addressed. As most of the studies came from Europe,
this review mainly contributes to understanding how stigma
affects children of parents with a mental illness in European
countries, which might well differ in other countries. Third,
the quality of studies we included ranged from very low to
very high quality. In many qualitative studies, data collection
methods, analyses methods, as well as interview guidelines were
not specified, which made it difficult to assess their quality and
adequacy. In addition, we mainly included qualitative studies as
we could only include one quantitative and one mixed-method
study. The other quantitative studies of potential relevance
had to be excluded because of their low relevance for this
specific population, i.e., they only assessed which kinship status
experienced more or less stigma by association, or they mixed up
different stigma measures which made it impossible to classify
the stigma.

Implications for Policy, Practice, and
Future Research Directions
We propose several policy, practice, and research implications
as a result of our review. Our findings highlight that much
more education about mental illnesses for the general public, and
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especially children, is essential. Enhanced education about the
risks and potential support networks that can lower those risks
could lead to addressing some of these misconceptions and fears
children may have: It could pave the way for a realistic evaluation
of their own risks, but also various means of dealing with these
risks. According to the literature on themanifold effects of stigma
on relatives of people with mental illness [e.g., (14, 16, 22)] and
our study results, we can assume that stigma is a major factor
contributing to the transgenerational transmission of mental
disorders. Thus, at the level of social factors contributing to
mental illness, stigma represents a target for prevention and
intervention programs for the children of parents with a mental
illness. This should be highlighted when considering stigma for
this population, and could make an important difference in
developing strategies to reduce stigma. Overall, stigma-reducing
interventions, in terms of minimizing the public stigma of people
with a mental illness, as well as encouraging more openness
and acceptance by “normalizing” mental health problems, and
empowering people to talk openly about mental illness, would
be a further promising step to escape the vicious circle of
mental illness stigma that contributes to the transgenerational
transmission of mental illness.

The review has shown that adult health care services seem
to be an important source of discrimination: It is not just
the fact that children feel so ignored and insensitively treated
by healthcare staff, but also the atmospheres that keep kids
from feeling comfortable that should be addressed. Hospital and
psychiatric staff for adult health care should undergo training
in engaging with the children of parents with a mental illness
[see also (77)]. Other support structures need to be established
to lessen the pressure children feel that it is up to them to look
after their parents.

Our findings emphasize the need for individual investigations
to determine whether different aspects are important for
specific family members. They might indeed differ more than
previous research suggests, considering the homogeneity of
the questionnaires used for all family members. As very few
studies have provided evidence about which aspects influence
how strongly children experience stigma, there is a need for
researchers to investigate additional factors in more detail and
across more types of parental mental illnesses. Future research
should focus on a deeper differentiation of stigma dimensions
and how they interact, and on their impact on the health andwell-
being of this specific population, which is worldwide, large, and
carries such a high risk.
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Although many people with psychosis are parents, managing the dual demands of

poor mental health and parenting can be stressful and may contribute to poorer

outcomes for both parent and child. Parenting interventions have the potential to

improve outcomes for the whole family but need evaluation of feasibility in this context.

The Triple-P Self-Help Workbook was implemented with guidance and support with

10 parents experiencing psychosis in a multiple baseline case series study. Sessions

were weekly and home-based. Outcome measures examined facets of parenting, child

behavior, self-efficacy and parental mental health. Follow up interviews explored parents’

perspectives of the perceived impact of the intervention and apparent mechanisms of

change. The program resulted in clinically significant change (>25% improvement) in

mental health, parenting and child behavior measures post-intervention for the 50%

who completed all 10 sessions and improvements were maintained at 3 and 6 month

follow up. Interviews with those who completed the program revealed it to have

been transformative: parents reported positive changes in parenting style; they were

empowered with regard to their parenting and had a greater sense of control over

their mental health. This study provides preliminary evidence that self-directed Triple P

might be able to reduce the symptoms of psychosis by improving family functioning.

Findings could inform the future development or adaptation of evidence-based parenting

interventions for parents with psychosis in order to improve their mental health, aid

recovery, and intervene early in the lives of children at risk of poor long-term outcomes.

Keywords: parental mental health, parenting, schizophrenia, SMI, parent-child interaction

INTRODUCTION

Serious mental illness (SMI), such as psychosis, can be debilitating and interfere with social,
emotional and psychological functioning. The chronicity and severity of symptoms experienced
in psychosis can have multifaceted and debilitating implications for daily life (1). Without support,
the impact on mood, relationships and quality of life can be profound (2). Such challenges can
be further exacerbated when people with psychosis also have dependent children with elevated
emotional reactivity to stress, making parenting a particularly stressful aspect of their lives. At the
same time, the parental role can create meaning, belonging and increase self-worth and as such,
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is an important part of self-identity for both men and women
with psychosis (3, 4) and may be an important focus for recovery
(5, 6).

It has been estimated that up to 55% of men and 62%
of women experiencing psychosis are parents (7) but current
treatments may neglect the challenges experienced by these
parents, particularly mothers (4).

The link between parental SMI and reduced quality parent-
child interactions, poor attachments and limited sensitivity is
well established (8–11) and the influence of parental factors in
the development, maintenance and amelioration of disruptive
behaviors and psychological health of children has been
evidenced within practice and comprehensive reviews (12–16).

However, experiencing SMI does not need to impede the
ability to parent effectively (17, 18); interventions that target
parenting and child behaviors and parental mental health
have potential to prevent long-term adverse consequences for
families and should be prioritized (14, 19–21). The use of
evidence-based parenting interventions is recommended by the
National Institute for Health and Clinical Excellence to improve
child behavioral problems and reduce intergenerational cycles
of poor mental health (22) however, there remains a lack
of appropriate and timely parenting interventions to support
parents experiencing SMI, and in particular, psychosis.

One widely used parenting intervention is the Triple P-
Positive Parenting Program (23, 24). Based on social learning
theory and cognitive behavioral principles, it aims to improve
confidence in the parenting role and modify maladaptive
parenting behaviors (25). The self-directed variant also targets
coercive family interactions and offers skill acquisition and
problem solving (26, 27). Large scale trials of the self-help
variant have demonstrated positive outcomes for both parents
and children similar to that of standard parenting interventions
(24, 28, 29) including with parents experiencing bipolar disorder
(30, 31).

To date, no study has evaluated the use of self-help Triple
P with parents experiencing psychosis. The aim of the current
study was to ascertain whether the use of this intervention
in parents’ homes was feasible and acceptable and whether
there were any clinical effects for parents or children during
and upon completion of the intervention in terms of child
behavior and parental mental health. A single case design with
multiple participants was used in order to capture the impact
of the intervention on each individual participant rather than
obtain an aggregate group effect which was not concerned with
individual experience.

METHODS

Design
A within-subject A-B-A single case design across participants
with follow-up was implemented. In this design, which employs
a multiple baseline phase, participants act as their own controls.
Following the baseline period (A), the ten sessions of the
intervention (B) were delivered weekly over 10–14 weeks.
After the intervention, participants were followed up at 3
and 6 months (A). The intervention was initiated only if

the repeated measurements at baseline were stable, or else
the baseline phase was increased. The repeated assessment
of dependent variables during all three phases allows for the
dependent variables to be assessed prior the implementation
of the intervention and confidence is increased that any
observable changes are attributable to the intervention rather
than alternative explanations.

Qualitative methodology was employed to generate
knowledge surrounding implementation, usefulness and
perceived change based on parents’ personal accounts of
engaging in the program. Study procedures were registered prior
to recruitment (clincaltrials.gov: NCT02622048).

Participants
Participants were eligible to take part if they met the following
criteria: (1) ability to provide informed consent; (2) English
speaking; (3) diagnosed with Schizophrenia Spectrum Disorder;
(4) parent of a child aged 3–10 years old with whom they had
more than 10 h of face to face contact per week; (5) over 18
years old; (6) medication stable; and (7) no change in care
plans and no other parenting support being received. Case note
review corroborated diagnosis or symptoms and was additionally
considered by a psychiatrist (author 3) using the International
Classification of Diseases (ICD) version 10 (32). Participants were
referred from Early Intervention Services (EISs), Community
Mental Health Teams (CMHTs) and local authority services,
including local council family and housing teams.

Data Collection and Evaluation
Data were collected for parents who took part in the intervention
to monitor feasibility, change over time and acceptability.
Delivery adaptations were also recorded. In line with process
evaluation planning (33–35), 11 key areas were highlighted
as priorities: recruitment, maintenance, context, resources,
implementation, reach, barriers, exposure, initial use, continued
use and contamination.

Primary outcomes included attrition rate monitoring,
proportion of data points completed and acceptability. In
line with the MRC Framework, mechanisms of impact were
explored using the client satisfaction questionnaire to provide
a quantified measure of perceived acceptability, usefulness
and practicality. Qualitative interviews were also undertaken
following completion of the intervention. Secondary outcome
measures consisted of weekly (continuous) measurement
of symptoms, mood, parental efficacy and child behaviors.
Additional outcome measures assessed social functioning,
parenting practices and family relationships at the start and end
of baseline phases and at the end of the intervention. During such
preliminary research, incorporating a range of outcomemeasures
at different time points can help to ascertain how participants
interpret each measure and understand perceived usefulness.

Measures
Well-established and validated semi-structured interview
schedules were employed to assess symptoms and functioning:
The Positive and Negative Syndrome Scale [PANSS; (36)],
Psychotic Symptoms Rating Scale [PSYRATS; (37)] and the
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Personal and Social Performance Scale [PSP; (38)] were
used to assess psychopathology and functioning. The self-report
Depression, Anxiety and Stress Short Form Scale [DASS-21; (39)]
was used to determine parental mood and stress levels. Parenting
and child behaviors were explored using a range of measures:
the Parenting Task Checklist [PTC, (40)] assessed parental
self-efficacy, the Eyberg Child behavior Inventory [ECBI, (41)]
assessed intensity and frequency of problematic child behaviors
and the Parenting Scale [PS, (42)] assessed a range of parenting
behaviors. Additionally, the Family Background Questionnaire
[FBQ, (43)] was used to collect demographic and psychosocial
information. The Client Satisfaction Questionnaire [CSQ; (24)]
assessed parents’ thoughts and beliefs regarding the acceptability
and effectiveness of the parenting intervention for themselves,
their family and their child.

Procedure
Following referral from the healthcare professionals working
with parents, parents who met the inclusion criteria were given
a written participant information sheet (PIS) to read before
participating in an initial visit with the researcher. At this visit
study processes and the nature of the work book were explained
and discussed. If literacy problems were noted, the researcher
read the PIS aloud before giving parents the opportunity to
ask questions. At a second visit, at least 48 h after the first,
informed consent was obtained. Participants with more than
one child were asked to identify a target child with whom they
experienced the most difficulties. Data were recorded for this
child only.

Participants were monitored and assessed using a multiple
baseline approach (A), during weekly home-visits over the 10-
week intervention (B), repeat of baseline (A) and at three-
and 6-month follow-up. The first baseline phase acted as an
engagement opportunity and built rapport with participants;
this ensured safety and trust, and facilitated commitment to
the program. Following the engagement phase, the intervention
began and weekly symptom monitoring occurred. Changes to
mental health, current parenting behaviors and child behavior
were measured using the PANSS, DASS-21, ECBI and PTC. In
addition to measures used during the pre-and post-intervention
multiple baseline phases (A) the PSYRATS, PSP and the PS were
used during weekly monitoring.

Typically, baseline visits lasted 45–60min over a minimum of
three sessions. The baseline phase controlled for potential
confounds, ensuring any change could more likely be
attributed to participation in the program (44, 45). The
intervention phase consisted of a minimum of 10 weekly visits
lasting 1.5 h.

Follow up interviews took place in participants’ homes, where
a flexible interview schedule consisting of open-ended questions
was used to explore experiences of the program in two broad
domains: (i) experiences of taking part in the program in relation
to self, child and parent-child relationship; and (ii) perceived
intervention appropriateness and effectiveness. Interviews were
audio recorded and transcribed verbatim. Duration varied
between 46–57min (mean= 52 min).

The Triple P Positive Parenting Program
The self-directed variant of the Triple P Positive Parenting
Program was used in its manualized “Every Parent”s Self-
Help Workbook’ format. The workbook aims to promote self-
sufficiency and independence to achieve sustainable behavior
change over 10 weeks. The work book focusses on 17
core strategies; 10 of which are designed to promote child
development (i.e., attention through quality time and talking;
affection; praise; engaging activities; incidental teaching; parent
as role model; and daily/weekly behavior monitoring charts). The
final seven encourage parents to actively manage misbehavior
(i.e., appropriate rule setting and boundaries; directed discussion
and instructions; logical consequences, quiet-time and time-out)
(26). The skills acquired aim to help parents to form clear plans
that can be used at home and in the community to respond well
in situations that become difficult or “high risk”.

Sessional role plays to practice learnt techniques were
used to reinforce the development of self-evaluation and
problem-solving capabilities. Parents were aided to explore and
understand their child’s needs and causes of behavior, emotional
and social problems. Such tasks aimed to enable participants to
acquire skills to aid their awareness of appropriate expectations
and child development. These were deemed low level adaptations
that did not alter the intervention (46). All sessions and
assessments occurred in the client’s home and were conducted
by the first author.

Due to complex family circumstances and readiness levels, a
flexible, parent-led approach was used throughout. Additional
support was offered in the form of (a) help reading the workbook,
ensuring parents understood the content and examples used
and (b) conversations linking mental health to parenting. This
facilitated engagement, problem solving, and implementation of
strategies within the workbook. The conversations linkingmental
health to parenting helped participants who were not already
doing so make links between their parenting and mental health.
These conversations took place after the outcome measures were
assessed each week. Participant’s responses to the self-reported
mental health, parenting and child behavior measures were
discussed in relation to the strategies in the workbook the parent
was attempting to develop. In this way, parents were encouraged
to begin to recognize their triggers, their child’s triggers and also
their strengths rather than deficits.

Potential facilitators and barriers to implementation were
identified within baseline sessions. In this phase parenting
strengths, struggles and areas of desired change were identified
and fed into the intervention to ensure goals were individual
to participants’ needs. Participants were sent text messages
the day before and the day of each session to remind
them of the upcoming session and ensure tasks had been
completed beforehand.

Contextual Factors: Guided Self-Help Adaptations
There were high rates of challenging circumstances for
each family, such as: literacy problems, family conflicts and
disruptions, social isolation, fear, poverty and financial stressors.
Therefore, during the initial baseline sessions time was spent
collaboratively identifying parents’ strengths and struggles. More
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than half experienced literacy problems (60%), some reported
that they had never actively read a book before (30%), and
most had never read for pleasure (80%). It was therefore
essential to make minor adaptations to the delivery of the self-
directed workbook and time spent completing practical exercises.
Participants required assistance to understand tasks and required
support and guidance when planning and implementing the
strategies. This was deemed “low risk” because it did not change
the core elements of the intervention or the measures used (47).

Data Analysis
SPSS 25.0 was used for all statistical analyses. Visual inspection
of graphical data, percentage change calculations of outcome
measures and descriptive statistics were used to ascertain the
acceptability and feasibility of the intervention. Means were
derived from measurements at each time point. Data were
graphically represented for weekly measurements to explore
change over time. There are numerous established ways to
calculate clinical significance which produce similar outcomes
(48). We used the Reliable Change Index approach to calculate
clinically significant change (49). Clinically significant change
was defined as > 25% reduction from pre to post intervention
(50). A threshold of 25% change was classified as a “moderate
outcome” and > 50% classified as a “good outcome” based
on previous studies using the PANSS and PSYRATS (51, 52).
For participants who elected to finish using the workbook
before session 10, weekly scores to that point were used to
monitor change.

End of program interview transcripts were analyzed using
a framework analysis approach (53) in which the interview
topic guide was used to provide an initial framework for the
analysis. Coding was also inductive allowing for the expansion
or collapsing of initial themes and categories before production
of the final classification framework. To preserve anonymity
participants’ names were replaced with a pseudonym and names
of children were replaced with “X”.

RESULTS

Participant Characteristics
All participants were experiencing psychosis and were mothers
of at least one child aged between 3–10 years old. Table 1

provides a breakdown of participant characteristics and
family circumstances.

Participants were white British (8, 80%), Black African (1,
10%) and Chinese (1, 10%). They were mainly single parents (9,
90%) who had a diagnosis of schizophrenia (6, 60%) or paranoid
schizophrenia (4, 40%). One participant had completed higher
education (10%), qualifications were otherwise at high school
(2, 20%) or sixth-form level (7, 70%). The majority (90%) were
unemployed and all reported that they were struggling financially
with either “just enough tomeet essential expenses only” (3, 30%)
or “unable to meet essential expenses” (7, 70%).

Feasibility
Enrolment
Recruitment was successful: a total of 19 parents referred to the
study were eligible to take part and all expressed an interest in
participating, however only 11 progressed to the initial baseline
phase. No participants declined participation. The CONSORT
diagram is presented in Figure 1.

Attendance and Attrition Rates: Uptake of

Intervention
The maximum number of visits from baseline to follow-up
was 23 per participant, 230 in total across the sample. Of
these 171 (74%) were attended. Four participants attended all
possible sessions, one attended 91%, three attended 52% and two
attended 48%.

Of the 11 parents who progressed to the initial baseline
phase one did not complete baseline due to more than five
missed appointments. Ten completed the baseline phase and
progressed to the intervention. Of these, five completed all

TABLE 1 | Participant and family characteristics.

Parent details Target child details Completed

programme

Sex Age Diagnosis Ethnicity Marital status Employment Number

of

children

Participant 1 Female 33 Schizophrenia White British Single Unemployed 3 Male, 7 No

Participant 2 Female 36 Schizophrenia White British Single Unemployed 3 Female, 10 No

Participant 3 Female 26 Schizophrenia White British Single Unemployed 4 Male, 10 No

Participant 4 Female 48 Schizophrenia White British Single Unemployed 2 Male, 9 Yes

Participant 5 Female 25 Schizophrenia White British Single Unemployed 2 Male, 4 Yes

Participant 6 Female 28 Schizophrenia Black African Single Unemployed 2 Male, 9 Yes

Participant 7 Female 33 Schizophrenia White British Single Working part time 2 Female, 8 No

Participant 8 Female 27 Schizophrenia White British Single Unemployed 2 Male, 6 Yes

Participant 9 Female 40 Schizophrenia White British Cohabiting Unemployed 5 Female, 8 Yes

Participant 10 Female 33 Schizophrenia Chinese Single Unemployed 1 Male, 9 No
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FIGURE 1 | CONSORT diagram showing participant flow through the study.

10 weeks of the workbook, final baseline phase and 3-month-
follow-up. Four of these completed the 6-month-follow-up. The
remaining five partially completed the workbook, completing
to either week 4 or week 6. The five participants who did not
complete it discontinued for practical reasons (a house move;
new employment and challenges with another child in the family,
N = 3) or because they found the workbook challenging due to
poor literacy (N = 2).

All parents completed the first half of the workbook which
contains the core strategies which promote positive parenting
practices, self-monitoring strategies, stress reduction, and
management of disruptive child behaviors. The five parents who
finished early failed to cover troubleshooting, practice strategies,
and identifying future challenges in high risk situations. No

adverse events, hospital admissions or worsening of symptoms
were reported post-intervention or at follow-up visits.

Acceptability Ratings
Overall, the intervention was rated as highly acceptable by eight
participants with an average score of 95% (range: 76–100%)
on the client satisfaction questionnaire. It was rated as 87%
(range 71–100%) “Useful and informative”, 89% (range 71–100%)
“Interesting” and 79% (range 57–100%) “Practical”.

Clinical Outcomes
Analyses of the effects of taking part in the intervention on
mental health and parenting measures are summarized in
Table 2. Tests of significance (t-tests) and effect sizes (Cohen’s d)
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TABLE 2 | Pre and post intervention measures.

Measures Pre PI baseline

mean (SD)

End of PI mean

(SD)

Post PI baseline

mean (SD)

Follow-up 3

month (SD)

Follow-up 6

month (SD)

Pre to post PI Pre to follow-up 3

months

Pre to follow-up 6

months

(n = 10) (n = 5) (n = 5) (n = 5) (n = 4) t p d t p d t p d

Parenting and child behavior measures

PTC behavior 49.7 (18.78) 89.2 (14.33) 98.26 (2.21) 98.4 (1.88) 98.84 (2.1) 9.5 0.001 2.49 12.1 0.001 4.08 −8.9 0.003 4.24

PTC setting 52 (22.96) 89.6 (14.1) 98.62 (1.9) 97.7 (3.9) 97.6 (3.9) 8.2 0.001 2.09 12.8 0.001 3.1 9.6 0.002 3.19

PS total 4.06 (0.77) 2.33 (0.622) 1.75 (0.81) 2.15 (0.45) 2.01 (0.67) 5.88 0.004 2.76 10.12 0.001 3.39 8.9 0.003 3.28

ECBI intensity 69.4 (12.6) 46.6 (6.7) 46 (4.7) 45.8 (4.6) 43.2 (3.6) 8.5 0.001 2.38 6.04 0.003 2.78 5 0.01 3.26

ECBI problem 70.3 (10.6) 47.6 (6.55) 45.2 (3.4) 42.4 (1.67) 41.2 (0.5) 7.5 0.001 2.71 8.9 0.001 4.11 7.11 0.005 4.47

Mental health measures

PSYRATS hallucination 16.1 (14.7) 6.3 (9.2) 3.81 (7.01) 5.4 (7.6) 5.3 (6.7) 2.79 0.021 0.82 3.23 0.032 0.96 5.78 0.010 1.0

PSYRATS delusions 14.5 (3.8) 7.8 (5.32) 5.03 (3.01) 4.0 (2.91) 7.65 (2.3) 5.30 0.000 1.20 6.45 0.003 3.13 9.02 0.003 2.24

DASS-21 total 81.7 (35.26) 38 (32.37) 30.5 (33.4) 32 (36.9) 38 (41.6) 4.13 0.003 1.36 2.3 0.083 1.54 1.5 0.230 1.26

WEMWBS 31 (2.89) 52 (6.16) 47 (16) 53 (9.08) 57 (8.04) 6.16 0.004 4.88 4.5 0.011 3.65 5.5 0.012 5.17

PSP 46.8 (6.68) 62.4 (2.4) 63.2 (4.86) 63.4 (4.7) 65.5 (4.1) 5.24 0.006 3.43 6.12 0.004 2.91 4.52 0.020 3.46

PANSS positive 18 (5.6) 14.6 (3.78) 12.2 (4.54) 13.4 (4.39) 14.5 (3.87) 1.14 0.319 0.72 1.65 0.174 0.92 1.13 0.34 0.74

PANSS negative 13.4 (2.04) 10.6 (0.89) 9.2 (2.86) 10.2 (1.78) 10.0 (2.7) 2.44 0.071 1.9 2.02 0.114 1.68 1.43 0.247 1.43

PANSS general 33.5 (9.28) 26.6 (2.96) 23.4 (6.9) 25.6 (2.9) 25.5 (3.3) 1.59 0.186 1.13 1.99 0.117 1.3 1.73 0.182 1.27

PANSS total 64.8 (15.7) 51.8 (6.6) 44.8 (13.4) 49.2 (8.3) 50 (7.4) 1.61 0.182 1.16 2.01 0.115 1.3 1.50 0.230 1.28
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are presented. Graphical representations of weekly mental health
outcomes can be found in Figures 2A,B, and weekly parenting
and parent-child outcomes can be found in Figures 3A–D.

Parental Mental Health
All participants experienced some reductions in symptom
severity according to the PANSS (positive, negative and general
subscales and overall total). This change was not statistically
significant on the PANSS subscales but four of the five
participants who completed 100% of the 10 week program
achieved clinically significant reductions in PANSS total scores.
At post-intervention symptoms were reduced by 25–44% from
baseline for all participants. At the three-month-follow-up,
clinically significant reductions were reported for all participants
from baseline ranged from 29 to 39% and from 36 to 45% at
6 month-follow-up.

There were statistically significant improvements in both
the hallucinations and delusions dimensions according to
the PSYRATS. These improvements were maintained at both
follow-up time points. Clinically significant change of >25%
was observed for five of the six participants experiencing
hallucinations and 9 of 10 participants experiencing delusions.
For hallucinations, reduction in symptoms ranged from 66
to 100% post-intervention compared to baseline, from 47
to 100% at 3-month-follow-up and from 53 to 100% at
6-month-follow-up. For delusions, change ranged from 25
to 100% post-intervention compared to baseline, from 49
to 100% at 3-month-follow-up and 37–64% at 6-month-
follow-up. Participants 1, 2, 4, 5 and 6 showed significant
reductions in hallucinations frequency, severity and levels
of distress. Participant three was no longer experiencing
hallucinations or delusions. Graphical representations can be
seen in Figure 2.

FIGURE 2 | Changes in PSYRATS Hallucinations and Delusions. (A) PSYRATS Hallucination scores over time. (B) PSYRATS Delusions scores over time.
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There were significant improvements in depression, anxiety
and stress (DASS-21) pre to post intervention. However, this
change was not maintained at follow-up. At baseline most
participants fell into “severe” or “extremely severe” categories
for depression (60%), anxiety (80%) and stress (80%). All scores
improved and moved into “normal”, “mild” and “moderate”
categories at completion, with 20–40% scoring zero across
subscales. Percentage change improvements of >25% were
observed for nine out of 10 participants on subscale and total
scores at all time points. Change ranged from 27 to 100%
post-intervention or final session (chosen end point) compared
to baseline, and from 55 to 86% at follow-up. Graphical
representations can be seen in Figure 2.

There were significant improvements in social functioning
(PSP) post-intervention. These changes were maintained at both
follow-up time points. At baseline, eight out of 10 participants
were categorized as having “marked” or “severe” poor social
functioning and two out of 10 into “marked” or “manifest”
difficulties. Social functioning scores showed improvements at
all-time points for all participants. Social functioning improved
post-intervention and categorized participants as “mild” and
“manifest”. Percentage change improvements of >25% was
observed for three out of five participants who completed the
program at all-time points. Changes ranged from 27 to 63% post-
intervention compared to baseline, from 25 to 63% at 3-month-
follow-up, and 35–78% at 6-month-follow-up. Participant 3
and 5 showed small improvements across all time points. This
suggests improvements across facets of relationships, activities,
self-care and aggressive behaviors.

Parenting
There were significant improvements in parenting on all PS
subscales and total scores. These improvements were maintained
at both follow-up time points. At baseline, eight out of
10 participants were within the clinical range expressing
difficulties in their parenting role. Following the intervention, all
participants fell below the clinical cut-off (3.2) and were within
the normal range for parenting difficulties. Percentage change
improvements >25% were reported for all five participants on
PS total post-intervention compared to pre-intervention and at
follow-up, and subscale improvements ranged from 18to 68%.
PS total score improvements ranged from 28 to 54% post-
intervention compared to baseline, from 41 to 53% at 3-month-
follow-up and 40 to 58% at 6-month-follow-up.

Parental confidence also improved according to PTC behavior
and setting subscales. These improvements were maintained
at both follow-up time points. For PTC behavior subscale,
improvements ranged from 58 to 142% post-intervention
compared to baseline, from 59 to 115% at 3-month-follow-up
and 59–121% at 6-month-follow-up. For PTC setting subscale,
improvements ranged from 43 to 173% post-intervention
compared to baseline, 50–94% at 3-month-follow-up and 55–
97% at 6-month-follow-up. These improvements demonstrated
change in parental self-efficacy in most settings and when dealing
with most child behaviors following the intervention. Graphical
representations can be seen in Figure 3.

Child Behavior
There were significant improvements in child behavior according
to ECBI intensity and problem subscales. These improvements
were maintained at both follow-up time points. At baseline,
eight out of 10 participants fell into the ‘clinical’ range for
intensity scores (>131) and nine out of 10 on problem scores
(>15). Following the intervention, participants who completed
T1 and T2 were no longer scoring in the clinical category for
child behavior problems or parental distress. Child behavior
improvements of >25% was observed for nine out of 10
participants on the intensity subscale and all participants
on the problem subscale post-intervention or chosen end
point compared to baseline. For ECBI-intensity subscale, child
behavior improvements ranged from 31%-59% post-intervention
compared to baseline, from 38 to 61% at 3-month-follow-up
and 42–55% at 6-month-follow-up. For ECBI-problem subscale,
child behavior improvements ranged from 58 to 100% post-
intervention compared to baseline, from 90 to 100% at 3-
month-follow-up and 97–100% at 6-month-follow-up. Graphical
representations can be seen in Figure 3.

End of Study Qualitative Evaluation
The qualitative interviews aimed to uncover parents’ experiences
of the program, identifying aspects they found valuable or
difficult in order to inform future implementation. In an attempt
to uncover mechanisms of change we asked parents to reflect on
their experiences of parenting prior to starting the program, and
describe any positive impacts during and since its completion.
The analytical framework organized the data into two main
themes: The first theme describes the family’s journey (parenting
prior to the program, their expectations of the program and
finally, program outcomes) and the second theme details the
aspects of the program they found most valuable and any
suggestions parents made for adaptations that they felt might be
beneficial for other parents in in the future.

Theme 1: The Family’s Journey

Parenting Prior to the Program
Parents described themselves variously as “hopeless”, “lost” and
a “bad parent” before the program. One parent went as far as
to say “I wasn’t a Mum”. All five felt they were failing in the
parental role and reported poor relationships with their children.
Parental accounts highlighted a lack of control. They described
cycles of behavior in which children’s behavior was exacerbated
via conflict between the parent and child, with “screaming and
shouting” the norm. Attempts at control were sometimes futile:
“everything I tried to do backfired in my face” (participant 9)
and parents sometimes chose the “easy option” of not responding
to challenging behavior and giving in “for a quiet life” despite
recognizing that this could serve to worsen behavior.

“that’s probably resulted in his difficult behavior cause he
knows that it’s all right, I’ll just kick off get emotional and my
mumwill just end up getting it me, she won’t follow through with
it” (participant 6)

It was clear that self-efficacy for all five parents was low and
this was also reflected in the quality of parent-child interactions.
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FIGURE 3 | Changes in parenting and child behavior. (A) PTC behavior scores over time. (B) PTC setting scores over time. (C) ECBI intensity scores over time and

(D) ECBI problem scores over time as per the file in the original submission.
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Parents described dreading spending time with their children and
reported a desire to escape:

“I used to dread picking him up from school. I used to dread
just being on my own with him. . . I’d say to my parents please let
him come and stay at yours” (participant 4).

Significantly, although all were asked, no parents were able
to identify anything positive about their parenting prior to
the program and this question elicited an emotional response
for some.

Parents reported their children’s behavior to have been very
problematic, describing disruptive and sometimes destructive
behavior that drew comments from others, including wider
family members and school teachers. This sometimes led to
parents feeling judged and embarrassed and in some cases made
them reluctant to be out in public with their child: “I was scared
of being alone with him, I was worried if I had to take him out in
how you say it, a public situation” (participant 4).

Parents noted the interplay between their children’s behavior,
their own mental health and parenting before the program,
revealing very stressful family environments:

“I think probably my mental health and the fact I was always
moody and miserable and shouting was obviously just fueling
the fire. . . it just meant that he could play up even more and he
could be as destructive as he wanted and stubborn as he wanted
because I was not able because of my mental health to deal with
it” (participant 4).

“. . . just all the stress, all the worries, all the screaming, all
the fighting, all the shouting probably kept me up at night, so
that’s probably what caused themental illnessmore than anything
else really, just not being able to know how to deal with things”
(participant 8)

“there was no rules, there was no instructions, there was no
backup plans, there was no charts for doing good behaviors,
there was no praise, there was no organization, it was chaos”
(participant 8).

Expectations at the Start of the Program
Feelings of hopelessness prior to the program were echoed in
low expectations about what the program could achieve. The
two parents who had previously completed parenting courses
reported not to have derived any benefit and expectations were
again low: “when I was first told about this one I was like oh
no not again” (participant 9). Parents who had not previously
attended parenting courses were no more optimistic:

“I kind of felt like it wouldn’t work at the start erm, just
reading through it was kind of like, how did it feel like, how,
can’t believe I’m doing this. . . I’m going to bear to do this but
in my heart of hearts I feel like this is totally not going to work”
(Participant 6)

Another had not felt that she needed support despite
struggling with her children “because I didn’t think that there was
a special parenting way” (Participant 8)

These misgivings were echoed in participant’s preliminary
perceptions of the workbook. Initial views were negative or
neutral at best. Some parents found it daunting, describing it as
“off-putting” and likening it to a school textbook in appearance
(participants 4, 6 and 9):

“What put me off was the book itself because it looks like a
textbook and the first thing you think of is oh my god I feel like
a kid you know, I’m 40 years old. I really don’t want to be doing
this again” (participant 9)

Despite these reservations, “quick wins” in the first weeks
boosted parents’ confidence in the program and kept them
motivated to take part. Parents reported particular success in this
period with behavior charts, using descriptive praise and being
consistent with ground rules.

“when I started I was at ground zero you know the, I was at
rock bottom, I couldn’t have got any lower so them few initial
weeks are fantastic. . . you know it’s just the tiny little things
but just repeat, repeat, repeat I repeat the times out.. just little
things and you get to a place where the child is responding”
(participant 4).

Impact of the Program
Parents reported many positive impacts of the program, on
their children, on themselves and more broadly on the wider
family. Accounts indicated that by the end of the program,
parents were more actively engaged with their children; more
consistent in their parenting, and generally more structured in
their approach and had a greater sense of control. As evidenced
in the quantitative data, self-efficacy was very much improved
and children’s behavior was perceived to be less problematic
overall. Parents took pride in the change that had been achieved
and reported increases in their own wellbeing and mental-
health. Reduced stress in relation to parenting was highlighted
as a particular benefit and their improved mental health was
attributed to this.

Impact on the Parent: Parents’ accounts of the change within
themselves were striking. The program had been transformative
for all five who completed it. Not only were they all able
to identify specific ways in which their parenting skills had
improved, there were global statements that they were “better
parents” and “changed people” as a result of the program. They
were less stressed, calmer and happier in themselves and were
looking forward with enjoyment to time and activities with
their children.

“It has kept me calm, it was like being a new Mum again in a
way. . . even though [X] is eight” (participant 5)

“I feel a lot more like a parent now than I was then” cause then
I was just feeling embarrassed, low mood, really low, like I have
no control over these children whatsoever what I do, now I feel
I’m a better parent because of it (participant 8)

“The fact that I smile and laugh every day and I don’t
necessarily, I can’t remember the last time I’ve asked my
parents to have my kids overnight because I enjoy weekends”
(participant 4)

“It’s completely changed my whole world, 6 months ago is it,
yeah summertime, I was in a terrible place with my mental health
and it’s just turned everything around it really has. . . having a
strategy and a routine for the children and knowing how to
handle their difficult behavior, it helps improve my wellbeing,
knowing that I can cope, knowing that I can deal with it, erm
if I get stuck I just refer to the book” (participant 6)
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“It’s made me feel a lot more confident in myself, knowing that
these things can happen and that I can actually deal with them
instead of trying to run away and hide which is what I used to do,
bury my head in the sand like an ostrich” (participant 9).

Impact on the Child: Parents reported their children to be happier
and more affectionate as a result of the changes parents has been
able to make, describing a better child-parent relationship as
well as noting significant improvements in behavior, which also
transferred to other environments, including school. Two parents
used the phrase “a new child”.

“[X] is a completely different child. I get hugs, I get kisses,
temper tantrums are virtually gone erm, you know, the need
for shouting or having to really deal with [X] in that way is not
required (participant 4)

“The kids are a lot happier, they’re a lot happier now, ‘cause I’m
taking more time with them, sitting down and giving them this
and some attention and I didn’t know what I was doing before. I
do now though, I’m glad I do it (participant 8)

Children were described as less oppositional overall and
displayed a greater understanding of consequences. Parents
recognized their own role in changing their own parenting
behavior to achieve these outcomes and discussed improvements
with pride. Communication between parents and children was
also better and parents described themselves as feeling ‘closer’ to
their children. Parents reported enjoying time with their children
and looking forward to their time together in marked contrast
to their reflection of before the program. “I enjoy spending time
with my children now, erm quality of life is just so different”
(participant 4).

Broader Impacts
Parents reported additional impacts from the program relating
to better communication within the wider family and more
openness between all family members. Parents were more
hopeful about their own lives and the future life chances of
their children.

“[X] was going to grow up and at 13, he was going to be out, he
was going to end up smoking weed or drinking or hanging round
with the wrong crowd or I dread to think, but I think I’m going
to have a lovely well rounded teenager and I’m not scared of that
thought” (participant 4)

Participants with younger children also recognized the
opportunity for them to benefit from the program: “all the things
I’ve got in this book I didn’t have when [X] and [X] were little
so obviously it’s going to be easier to put them into place for him
because he’s down here and not up here you know, I can teach
him without the mistakes (participant 9).

Theme 2: Valuable Aspects and Suggestions for

Improvement
Parents unanimously felt that the support they had been given
to complete the program was invaluable. When asked whether
they felt it was a necessary component of success all five felt
that some face to face contact would be required for anyone
completing the program in the future. Views on the possibility
of group delivery were mixed and although some thought

that the normalizing aspects of a group session with peers
might be beneficial, reservations about sharing essentially private
information with strangers meant this was not a viable option.
It was clear that the one-to-one support they had received had
ensured understanding of the book, and provided opportunity to
discuss strategies:

“I think I’d have given up, I think by week 2, week 3 if I’d not
seen a response on my own without having someone to talk to.
Yes I would have just given up and it’s awful to admit that but it’s
the truth” (participant 4)

“. . . sometimes I found myself slipping like I did have to
actually look at the book and think “what should I do now”
. . . it was good if like there was sometimes I didn’t understand
something or knowing how to approach a situation correctly . . .
sometimes it’s better to have that bit more input you know, am I
doing it right?” (Participant 5)

Participants discounted entirely the (hypothetical) option of
online delivery although there was some agreement that it could
potentially be feasible if accompanied by effective telephone
support, particularly at crisis points:

“It’s a robot, it’s a computer, it’s not one to one, if you had a
question it can’t answer you” (participant 6)

“Doing it on a computer or tablet you’re not going to stick
with it, I wouldn’t have, you need that interaction. . . that [online
delivery with telephone contact] might be good if you know, you
just sort of came on week one and there was maybe, like there’s in
mental health, a crisis team that you can ring” (participant 4)

Others felt that that it would be difficult to discuss parenting
challenges on the telephone indicating the need for a rapport to
be built first:

“nooooo. . . like things that we talk about well I would be like
‘is she pulling her face’ or like ‘is she’ cause like you can’t see her
you just don’t know” (participant 5)

Parents were primarily recruited to the study via referral
from adult mental health services and the independence of the
study from children’s services seemed to facilitate openness about
parenting difficulties. Parents valued the normalizing aspects
of the intervention, particularly discussion of the interaction
between parenting stress and mental health and did not seem to
experience their involvement as stigmatizing:

“A lot of parents clam up as soon as that starts to happen
[struggling with children] because they’re scared of letting
someone like social services in. . . they’re going to come in, they’re
going to sweep in, take your kids, bye bye, there goes your family”
(participant 9)

“well this is the thing ‘cause I didn’t know that this psychosis
was very common and that you’d had people, clients like me, who
were err suffering the same sort of thing but, it makes me happy
that they will accept this is a mental illness and try and help you
with it and still be a good Mum” (participant 8)

Parents made several practical suggestions for improvements
to the workbook. They recommended a more aesthetically
pleasing design to counter its textbook appearance and encourage
better engagement. The need for a more inclusive book was
highlighted, such as greater representation of more diverse family
types, especially single parent families, and a larger font and
simplified text.
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Parents found some wording and phrases difficult to
understand at first, for example ‘incidental teaching’ and felt
that some simplification was required but on the whole found
the workbook clear and concise. Opportunities to discuss any
sections that were difficult to follow were valued and showed the
importance of having someone to discuss progress with:

“There were a couple of sections on 1 week that I just couldn’t
get my head round, I couldn’t understand the phrasing, I couldn’t
get behind the concept and I struggled to deal sort of that week. . .
I struggled to reach the full benefits but then I think when I saw
[facilitator] to review the week she said don’t get hung up on the
things that you can’t, just concentrate on the things that you do”
(participant 4).

Participation in the case series involved weekly assessment
of mental health and parents valued these discussions, which
enabled the linking of mood and well-being to family stress and
challenges. One parent recommended the monitoring of parental
health in the workbook:

“Maybe something about your mental health and how you’re
going through the book and, and you know a graph or something
or a place to erm, I don’t know week one make a few notes or
you know you, at the end of each chapter. . . a summary section
for parents to write in of how they’ve thought that the week went
and maybe a graph as well just so the parent could see because all
about mental health, it’s peak and troughs you know it’s ups and
downs, ups and downs and I think maybe if I could have seen you
know erm, oh I’ve had a good week or on a bad week but I put a
little note at the side what that blip was that maybe you know that,
that could have been beneficial” (participant 4).

DISCUSSION

This is the first study to systematically explore the use of a guided
self-help parenting intervention with parents experiencing
psychosis. Recruitment rates were good and considerable change
in outcomes was reported over time for the 50% who completed
follow up. The remaining five completed only 40–60% of the
intervention but it is noteworthy that all participants saw
significant improvements across measures during the program.
Very high acceptability ratings were reported and the qualitative
evaluation was extremely positive. The practicality aspect of the
intervention was rated with the lowest satisfaction for those
ending prior to week 10.

Previous research had highlighted the challenges of recruiting
parents and service users into research and retaining participants
in parenting interventions, therefore weekly guidance and
assistance was offered. This was largely due to low levels of
confidence, poor literacy skills, cognitive deficits and motivation.
Initial barriers to progress and engagement were described
as feeling overwhelmed and a mistrust of services. Two
participants exited the study early due to struggling with literacy
and chaotic environments including house moves. Support
to understand and implement strategies and exercises in the
workbook were essential. This improved as perceptions of self
and parent-child relationship shifted throughout the course of
the intervention.

Clinically significant reductions (>25%) across mental health
and parent-child outcome measures were demonstrated on
weekly measures. Themagnitude of change was significant across
mental health and parenting practices, parental confidence,
and child behavior outcome measures, except for PANSS. The
frequency, severity and levels of distress caused by hallucinations
and delusions on PSYRATS was significantly reduced during the
ten weeks of the intervention and continued to improve post-
intervention and at follow-up. At completion, all participants
were no longer meeting criteria for ‘clinical’ categories on
outcomemeasures. Similarly, improvements across facets of child
disruptive behaviors, positive parenting practices and parental
self-efficacy was comparable to previous research (21, 25, 28,
31). Participants moved from the “clinical” category showing
fewer child behavior problems and less parental distress on
the ECBI and were within the “normal” range for parenting
practices on the PS. Parental self-efficacy showed a substantial
increase on the PTC. Improvements were maintained at follow-
up, except for depression, anxiety and stress scores on the DASS-
21. Where significant effects were found, effect sizes were very
large (above 1.0).

The qualitative evaluation revealed that parents who
completed the full 10 weeks of the intervention were extremely
positive about its impacts, despite initial reservations and
doubts about its ability to effect change. Their accounts also gave
insights into the mechanisms of change by which parental mental
health and wellbeing were improved. Parents described greater
self-efficacy in their parenting as a result of the intervention. A
more positive approach to parenting and improved behavior
management strategies combined to improve child behavior.
Parents spoke of enjoying time with their children rather
than finding interactions stressful. Stress reactivity relating to
psychosis has been demonstrated in numerous studies (54)
and stress has been shown to worsen psychiatric symptoms
in people with psychosis. It is also well established that high
conflict family environments are linked to greater symptoms
and increased likelihood of relapse in schizophrenia (55). In
addition, there is evidence that more severe symptoms are
associated with higher levels of parenting stress in people with
serious mental illness and, conversely, that parenting improves
when symptoms decline (56). Hence, it seems likely that parental
wellbeing is enhanced by the stress of parenting being reduced.
The accounts of the five participants who did not fully complete
the intervention are missing of course, and it may be assumed
that a different picture may well have emerged had they been
included. Nonetheless, the finding that 50% of those who started
the program experienced such significant change is important,
and indicates that with the required adjustments to enable
parents to engage with such an intervention, significant positive
impacts are possible.

Strengths and Limitations
No participants had previously taken part in research and all ten
presented with chronic symptomology. Therefore, the process
of change could be conceptualized differently than those within
other services presenting with acute as opposed to chronicmental
health challenges. Despite aiming to recruit both mothers and
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fathers, no fathers took part. The majority of these mothers were
also single, experiencing socioeconomic disadvantage and facing
adversity. Although this reflects the typical household makeup
of children living with a parent with psychosis (57), future
research should seek to include fathers and parents from broader
socioeconomic backgrounds where possible. The majority of
participants were also White British. Spoken and written English
was an inclusion criterion that will have precluded some groups
of parents from taking part (for example immigrants). Suitability
of the intervention for more diverse populations would need to
be established in a larger trial.

With parents acting as their own baseline controls, the extent
to which change can be attributed to the intervention cannot be
fully established. To counteract this limitation, any significant
lifestyle, family or medication changes were monitored. No
significant changes were reported. Case series methodology
is restrictive in its ability to demonstrate treatment efficacy;
however, applying a multiple baseline design, session-by-session
measures and reporting effect sizes, strengthens the findings.
Autocorrelation of data was not assessed and controlled for which
may have increased the likelihood of type I error.

The same researcher completed all assessments from
baseline to follow-up which could cause biases in design and
interpretation of outcomes. Although developing a relationship
over time with the participants was a strength, to mitigate
potential interpretation biases, self-report measures were used
and a subset of mental health interviews were listened to by the
wider research team. Follow-up at 3 and 6 months showed that
gains acquired during the intervention were largely durable;
however, this length of follow was insufficient to determine
whether improvements can be maintained in the longer term.
A longer follow up period, ideally a year or more, would offer
insight into the strategies, knowledge and techniques that remain
useful and implemented by families in the longer term.

Conclusion and Future Directions
Preliminary indications arising from this study are that a
home-visiting parenting intervention for parents experiencing
psychosis could be feasible, effective and valuable. Further studies
involving larger and more diverse samples and a randomized
controlled design are needed to substantiate these outcomes and
more work surrounding successful implementation is needed.

Establishing the impact of parenting interventions for parents
with different levels of need, varied illness length and the impact
on quality of life will ensure support can be targeted and
appropriate. It is also essential to identify the active ingredients
within a parenting intervention that drive or prevent change (34).

The optimum modality and duration of parenting
interventions needs to be adequately examined to ascertain
the most beneficial method. Feedback from parents suggested
that less repetition and using audio-guidance or visual supports
such as video animations or infographics could assist those
with poor literacy. This could also address some of the
practical challenges reported. Utilizing technology (for example,
smartphone applications and electronic behavior diaries) could
also be of use to self-monitor behavior change. There are clear
benefits from simply being listened to, having distress recognized

and receiving warmth. Exploring the role of face-to-face support
will disentangle intervention benefits from the benefits of
modality type. Staff engagement and awareness of the dual
demands of parenting when experiencing a serious mental health
challenge needs to be of focus to ensure efficacious parenting
interventions are no longer under-utilized in mainstream
services. Examination of the most appropriate and useful ways
of disseminating and integrating future work into services
with a multi-agency approach in mind is essential to target
hard-to-reach families.

This study has established that the use of the Triple-P
Self-Help Workbook, using a guided and supportive framework,
is feasible to deliver to parents experiencing psychosis. Positive
outcomes were apparent across mental health measures
with some participants no longer experiencing delusions or
hallucinations and others moving out of clinical ranges. Child
behavior, parenting practices and parent-child interactions all
improved for each participant completing the intervention
highlighting its potential promise as an intervention. Future
development work with a focus on implementation should
seek to increase the acceptability of the intervention to ensure
completion and increase retention to follow up so that its effects
may be determined more robustly.
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Background: Parental mental health and substance abuse problems are found in

reports of concern to child protection and welfare services. The aim of this study was

first to investigate what characterized these reports and how they differed from reports

with other types of concerns. Two hypotheses were tested. The first hypothesis was

(i) if a report contains concerns about mental health and substance abuse problems,

the likelihood of service provision was mediated by substantiation status. The second

hypothesis was (ii) that the threshold for substantiation of such problems differed

depending on child age, single parent status, and the presence of other child and parent

related problems.

Method: The study was designed as a case file study which was carried out

retrospectively (N = 883). A conceptual model was tested in two steps. First a

mediation model with direct and indirect paths from reports of concerns through

substantiation decision to service provision was tested. Then a second model was

expanded to also include moderators for the indirect effects of reported concerns on

substantiation decisions.

Results: A total of 33.1% of reports about substance abuse and 41.7%

of reports about parental mental illness concerns were provided services.

The first hypothesis was confirmed. There is a negative direct effect and a

positive mediated effect of reported concern on service provision. The second

hypothesis was not confirmed. We failed to identify any significant moderating

effect of child age, single caregiver status, or number of child problems, upon

the threshold for substantiation of mental health and drug abuse problems.

251

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://doi.org/10.3389/fpsyt.2022.781332
http://crossmark.crossref.org/dialog/?doi=10.3389/fpsyt.2022.781332&domain=pdf&date_stamp=2022-02-28
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles
https://creativecommons.org/licenses/by/4.0/
mailto:svein.arild.vis@uit.no
https://doi.org/10.3389/fpsyt.2022.781332
https://www.frontiersin.org/articles/10.3389/fpsyt.2022.781332/full


Vis et al. Paths to Service Provision

Conclusions: The total effect of reports about mental illness and substance abuse

upon service provision was low. Service provision in cases with suspected substance

abuse and/or mental illness is highly dependent upon substantiation of that specific

problem. Substantiation threshold is not impacted by other case characteristics. This

is surprising because there are good theoretical reasons to assume that parental drug

abuse and or mental illness are potentially more detrimental to child health, development

and safety if the child is younger, if the parent is a single caregiver, and there are many

other parallel concerns.

Keywords: child protection, investigation, assessment, parental mental health, parental substance abuse, decision

making, substantiation, service provision

INTRODUCTION

A public health approach to prevent adverse outcomes and
improve quality of life for children when there is a concern
about the parent’s mental health or substance use is important.
The Norwegian Child Welfare and Protection Services (CWPS)
are obligated to ensure that children and youth who live
in conditions that may be detrimental to their health and
development receive necessary support and care. A substantial
proportion of the reports of concern the CWPS receives is
about parental mental health problems (12.0%) and parental
substance abuse (16.9%) (1). There is little knowledge about
whether these circumstances lead to reports of concern being
substantiated. Substantiation implies that a case is considered
by the CWPS to cause a serious concern for the child’s health
and development. When a case is substantiated, the family will
normally be offered some form of voluntary support service by
the CWPS. Usually this takes the form of parental guidance
and counseling conducted by a social worker. This may be in
addition to, but usually not as a substitute for other health care
or social services.

It should be an aim for health care and social services to
work together to identify and provide services for children and
their parents in families struggling with parental mental health
problems and/or substance abuse. Little is known about how
factors such as child age, parental custody, and the presence of
other risk factors influence the judgement and risk assessments
of social workers within the CWPS. It is important to learn more
about this because early identification and service provision may
help prevention of trans-generational transmission of mental
health problems. When the problems influence the child’s
everyday life and functioning the CWPS can offer supportive
interventions for these families. However, this depends on
the problems being identified and reported by other services
or individuals.

One of the major challenges in mental health care and other
health services has been to identify children of parents with a
mental illness (COPMI) (2). According to the Norwegian Child
Welfare Act of 1992, professionals in institutions bound by
the professional duty of confidentiality (i.e., teachers, day care

Abbreviations: COPMI, Children of parents with a mental illness; CWPS, Child

Welfare and Protection Services; PSA, Parental Substance Abuse.

personnel, health care services) are required to report cases of
concern to the CWPS. Adult psychiatric services have started
to recognize the parenting challenges patients have, and to
acknowledge the need for interventions to support parenting
and the patients minor children (3). One approach to increase
identification of COPMI and increase provision of services
in Norway has been to appoint designated child responsible
personnel in adult mental health services. The role of the child
responsible personnel has been to record information about
patients’ children and establish collaboration with services that
could provide patients and their families with support (2).We are
therefore interested in lookingmore closely at what proportion of
cases reported to the CWPS originate from health care services.

Parents struggling with mental health issues may potentially

experience the development of a variety of problems in their

offspring. These children run a higher risk of abuse and neglect,
depression, anxiety disorders, substance abuse, eating disorders,

conduct problems, and academic failure (4–6). The ongoing

spiral, where mental disorders are being transmitted from one

generation to the next, is one of the core mechanisms in the

development of mental illness (3). Previous research found that
one in five minors have a parent with mental illness (7), and that
between 44 and 74% of these children develop psychosocial or
mental health problems (8).

In the same way parental substance abuse (PSA) is a well-

established risk factor for a variety of negative psychosocial

outcomes for children (9–14), but some studies have also focused
on “resilient” children of substance abusers, like the “classical”

study byWerner (15). American studies have widely documented

the association between PSA and child maltreatment, and both
American and British studies have recognized PSA as a major

concern for the CWPS (16–18).
Early parent-child interactions have shown to be important in

child development (19). A focus on how parental substance abuse

and mental health problems influence the interaction between
parents and their children is crucial for the CWPS in order to
determine risk for the child’s health and development. Being

a single parent or caregiver leaves the child more dependent
on one caregiver because there is no one else to compensate
for parent-child interaction problems. Hence, single caregiver
status is considered a strong risk factor for child developmental
problems in such cases (20). Additionally, the potential risk
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is larger for very young children compared to older children.
One of the reasons for this is that young children, i.e., under
school age are more dependent upon their parents for provision
of basic care and safety. Whereas, parental mental health
problems also affect the emotional support and guidance for
older children, deficiencies in parenting due to mental health
problems also poses a potential safety risk when young children
are involved.

Children and adolescents in contact with the CWPS have
been found to have an elevated risk for mental health problems.
In a large Norwegian study, Iversen et al. (21) found that 56%
of children receiving in-home services from the CWPS had
mental health problems, compared to 8% among those who
did not. Additionally, several Norwegian studies (22, 23) and
international studies (24–26) have documented that children in
out-of-home care have mental health problems or disorders to a
significantly larger extent than the general population of minors.
In a recent study in Norway, researchers found that youth in
foster care had lower scores on life quality compared to a general
sample of adolescents, and that the life quality among those in
foster care was comparable to COPMI (27).

In some contrast to the above mentioned studies Havnen et al.
(28) found that Norwegian children placed in out-of-home care
due to parental substance abuse had less mental health problems
and better prosocial behavior than children placed due to other
reasons. Research on mental health issues of children with PSA
problems in the CWPS is however scarce, and the findings are
somewhat divergent (26, 29). Findings about sociodemographic
characteristics of the PSA children, aremore consistent, as several
studies have reported that children placed out-of-home because
of PSA were younger, more often girls and more often had
single caregivers than other children placed out-of-home (16,
18, 28, 29). In a study of COPMI conducted by Reedtz et al.
(30), similar characteristics were discovered. The study assessed
the circumstances and characteristics of COPMI when a parent
was receiving treatment in the adult mental health services. Two
thirds of the children were aged 0–11, and a large proportion had
single caregivers (30).

A recent Norwegian study of the CWPS (31) compared
problems identified in reported concerns to the services
with concerns described by the CWPS in their concluding
investigation reports. Reports about abuse/neglect were
substantiated in about half the cases and rarely identified as
new problems, while concerns about children’s functioning,
parenting competencies and parent-child interactions were
often assessed as worrying, also in cases where this was not
reported initially. Reports about parental substance abuse were
substantiated in <50% of the cases and seldom detected as a
new problem, whereas parental mental health problems were
more likely to be detected as new problems irrespective of the
content in the initial report of concern. The systematic change in
problem profile from initial reports of concern to the concluding
assessment reports from the CWPS, led the authors to suggest
that the assessment process during the investigation is influenced
by a tendency of CWPS workers to identify certain risk factors
more than others (31). A seemingly predominant focus on
parent-child interactions and a lack of suitable interventions that

target many of the possible risk factors, might hinder CWPS
workers from detecting problems related to parental mental
health, as well as parental substance abuse. If this is the case, it
may represent an erroneous basis for assessment conclusions
made by the CWPS, as these problems represent serious risk
factors in child development.

To understand the context of our study it is important to
note that the Norwegian CWPS differs in some ways from the
British and the US CPS (32).Whereas, the British and US services
traditionally have been described as directed primarily toward
protecting children against neglect and abuse, the Nordic CWPS
are described as more directed toward supporting children and
families in need, in order to prevent out-of-home placements
(33–35). Although the development toward prevention and
home-based support through differential response systems has
been seen in the US and other countries (36) there is still a
disproportionate number of children of PSA being placed into
out-of-home care. In the US the proportion of PSA children
in out-of-home care increased from 18.5% in the year 2000
to 38.9% in 2019. There were however substantial differences
between states (37). Results from a Canadian longitudinal study
on placement risk (38) show that for younger children below
the age of nine, increased placement risk is explained by family
difficulties whereas increased placement risk for older children
is explained by behavioral problems. There are currently no
epidemiological studies linking PSA or parental mental health
problems to risks for out-of-home care in Norway. The main
activity of the Norwegian CWPS, consists of voluntary consent-
based interventions (71%), while relatively few of the families
receiving services (29%) are placed out-of-home by court orders
(1). In line with the public welfare tradition, the threshold
to report cases of concern to the Norwegian CWPS is low.
About 80% of all reports of concern to the CWPS in Norway
are screened-in for further investigation. Of these, only 40%
of the investigations are concluded with service provision (31,
39). The most common reason for service provision from the
CWPS is parenting problems (23%), while parental mental health
problems and substance abuse only account for 8 and 5%,
respectively (1).

The current study is based upon the theory of the General
Assessment and Decision-Makingmodel in child protection (40).
The theory states that the assessment dimension of risk, i.e., the
level of concern in a CWPS investigation, is dependent upon
the case factors influencing the assessment and the threshold
for taking action. If the evaluation of case factors indicate that
the weight and amount of evidence is large enough to raise an
alarming concern for the child, then the case is substantiated,
and services will be offered to the family. The threshold level
for substantiation is however not defined by an objective proxy
but is rather influenced by the views, experience, and knowledge
of the decision-maker. The actions of social workers are in
turn influenced by organizational factors, such as the routines
and regulations within the CWPS agency, as well as factors
external to CWPS, e.g., the capacity and service provision
by other health care services. This study is focusing on the
interaction of different case factors and how these influence the
threshold levels determined by social workers when concluding
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an investigation of parental mental health problems or
substance abuse.

AIMS AND HYPOTHESES

The purpose of the current study is to investigate (a) who
reports concerns about parental substance abuse or mental health
problems and what are the characteristics of these reports of
concern, (b) what are the direct and mediated effects of reports
about COPMI and PSA upon service provision, and (c) what
are the thresholds for substantiation of parental mental health
problems and parental substance abuse moderated by other
case characteristics.

We hypothesize that service provision is dependent upon the
CWPS’s investigation and assessment of the case. Furthermore,
we believe the threshold for substantiation of concerns as well
as provision of services is lower the younger the child is, in
cases where parents have substance abuse problems or mental
health problems and are single caregivers. We also hypothesize
that in cases where the reported substance abuse problems and
mental health problems coinside with other child problems and
parenting problems, there is a lower threshold for substantiation
and service provision.

METHODS

The study was designed as a case file study which was carried
out retrospectively. A total of 1,365 cases were randomly drawn
from all referrals registered in the 16 participating agencies in the
period of January 2015 to June 2017. The agencies represented
(i) six districts from the three major cities in Norway with a
population ranging from 190,000 to 680,000, (ii) six regional
cities with a population ranging from 20,000 to 80,000, and
(iii) four agencies from smaller towns and rural areas with a
population below 15,000. The number of cases from each agency
varied between 50 and 150 depending on the size of the agency.
The reason why we sampled agencies by size is that we wanted the
number of cases drawn from each agency to be approximately the
same proportion of the total available sample from that agency.

Data was collected and coded from case records. A data
entry form was developed and tested for interrater reliability by
independent coding of 20 cases by two researchers. The results
showed an average interrater agreement of 86.9%. A total of 13
variables had low reliability (<80% interrater agreement). Three
of those were eliminated from the form due to the conclusion that
reliable information could not be obtained. The remaining 10
variables were reformulated, and the coding manual was revised
with better explanation of codes. After this revision the reliability
of the instrument was re-tested by independent coding of 42
cases by two researchers. At this second step, average interrater
agreement was 90.8%. In health research, an interrater agreement
over 80% is generally considered acceptable (41). The variables
and the codes from the form are available from the corresponding
author upon request.

Participants
For the present analysis we included all the cases that were subject
of a child protection investigation, and which were concluded
in an investigation report (n = 883). We did not include cases
that were screened out without any further investigation (n =

242) and cases that did not have a concluding report (n =

240). The reason for this is that we were not able to determine
whether or not the reported concern had been substantiated in
those cases.

There were 54.0% boys (n= 477) in the sample and the mean
age was 9.0 years (SD = 5.0). In a total of 40.8% of the referrals,
the family had immigrant background. Immigrant background
was defined as the child or one of the parents being born in a
country other than Norway.

The sample was representative for the population of cases
involved with the CWPS in Norway with respect to child age,
child gender, and the proportion of cases screened out or
screened in for service provision.

Measures
The dependent variables investigated in this article are whether
parental mental illness or substance abuse was substantiated
and if services were provided. Predictors were (i) child age (ii)
caregivers’ civil status, (iii) number of substantiated concerns
about child development and health, (iv) number of substantiated
concerns about parenting problems.

Possible substantiated child development and health related
concerns were age-adequate development, mental health
problems, child crime/substance abuse, externalizing behavior
problems, functioning in school/kindergarten, emotional
problems, social problems with peers, social problems with
adults or conflict with adults. Each problem was counted as
substantiated or not.

Possible substantiated concerns about parenting problems
were deficiencies in parental stimulation/guidance/boundary
setting, basic care for the child, parents’ emotional availability, or
parents’ protection of the child.

Summary of coding of included variables and their possible
values are shown in Table 1.

Statistical Analyses
Analysis was carried out in Mplus. The conceptual model
shown in Figure 1 was tested in two steps. First the mediation
model (a, b, and c paths) was tested for each of the paths
from reported mental illness or substance abuse to service
provision. Then a second model was expanded to also include
the moderators (Figure 1). When programming the model in
Mplus we followed the recommendations by Stride et al. (42)
to test indirect and total effects of each possible combination
of high, medium and low values for the moderators using the
model constraint function. For the age variable, low was set
to 4 years, medium was 9 years and high was 14 years. For
the variables: number of parenting problems and number of
child problems, low was set to zero, medium was one and high
was three.

We used bootstrapping and the weighted least square mean
and variance adjusted estimations.
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Chi-square tests were used to test differences in distribution
of reporters for cases with mental health problems/substance
abuse problems and reporters in cases without mental health
problems/substance abuse problems.

TABLE 1 | Included variables and their coding.

Data source Variables Values

Reports of

concern

Reported parental substance abuse

problem

0 = no

1 = yes

Reported parental mental illness 0 = no

1 = yes

Single caregiver 0 = no

1 = yes

Child age 0–17

Investigation

report

Number of child problems

substantiated

0–9

Number of parenting problems

substantiated

0–4

Substance abuse substantiated 0 = not

substantiated

1 = substantiated

Mental health problems substantiated 0 = not

substantiated

1 = substantiated

CPS conclusion Service provision 0 = no

1 = yes

RESULTS

Cases with concerns about parental mental illness and substance
abuse problems are not surprisingly often reported by healthcare
services. It is worth noting however that private parties, such
as a relative, a friend or a neighbor seem to be much more
involved in reporting those kinds of concerns compared to the
CWPS reports in general. This is particularly true for reports
concerning substance abuse problems where about one third of
the reported concerns originated from a non-mandated reporter.
For the overall reports of concerns to CWPS in Norway however,
about four out of five reported concerns were submitted by a
professional (Table 2).

There are also other differences between concerns about
parental mental illness and substance abuse compared to the total
amount of reported concerns (Table 3). First, these reports were
related to children who were about 1 year younger compared to
the other reports of concern, and their caretakers weremore often
a single parent. There were some differences between reports
of concerns regarding parental mental illness and those with
concerns about substance abuse, with respect to what other
problems were substantiated because of the investigation. When
the report was about substance abuse, problems related to child
development and heath were less frequently identified. When
the reported concern was about parental mental illness more
parenting problems were identified. The reported concerns about
mental illness and substance abuse problems were substantiated

FIGURE 1 | The conceptual model. In the moderation analysis, the substance abuse paths (a1, b1, c1) and the parental mental health paths (a2, b2, c2) were tested

separately.
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TABLE 2 | Reporters of cases with concerns about parental mental health

problems or substance abuse to CPS.

Reports with

parental mental

health problems

(n = 132)

N (%)

Reports with

parental

substance abuse

problems

(n = 160)

N (%)

Total sample

(n = 883)

N (%)

Health care services 50 (37.9) 40 (25.0) 175 (19.8)

School 11 (8.3) 9 (5.6) 188 (21.3)

Police 12 (9.1) 28 (17.5) 127 (14.4)

Social services 10 (7.6) 5 (3.1) 53 (6.0)

CPS agency 14 (10.6) 25 (15.6) 132 (14.9)

Private parties 32 (24.2) 48 (30.0) 187 (21.2)

Other 3 (2.3) 5 (3.1) 21 (2.4)

The overall test for differences in who referred cases with mental illness [χ2
(6) = 44.1] and

substance abuse [χ2
(6) = 36.8] compared to other cases were both highly significant (p <

0.001). The tests are comparisons of the distribution of reporters for cases with mental

health problems/substance abuse problems and reporters in cases without mental health

problems/substance abuse problems.

TABLE 3 | Characteristics of reports with suspected parental mental illness or

substance abuse compared to the total sample.

Total Sample

(n = 883)

M (SD)

Reports with

alleged parental

mental health

problems

(n = 132)

M (SD)

Reports with

alleged

parental

substance

abuse

(n = 160)

M (SD)

Child age 9.0 (5.0) 8.0 (5.4)* 7.7 (5.1)**

Number of substantiated

child related problems

1.1 (1.7) 0.9 (1.6) 0.6 (1.4)***

Number of substantiated

parenting problems

0.6 (0.9) 0.8 (1.1)* 0.5 (1.0)

N (%)

Single care 299 (33.9) 56 (42.4)* 69 (43.1)**

Substantiated mental health

problem

144 (16.3) 77 (58.3)*** 43 (26.9)***

Substantiated drug abuse

problem

110 (12.5) 24 (18.2)* 86 (53.8)***

Service provision 339 (38.4) 55 (41.7) 53 (33.1)

Significance levels are *p < 0.05; **p < 0.01; and ***p < 0.001. Testes are t-tests and

chi-square tests for differences between cases where the referral concern is present vs.

all other cases.

in about 50–60% of the cases. Substantiation of a problem does
however not always lead to provision of services for the family.
Services were provided in about 38% of the cases and was not
more or less likely in cases about mental illness and substance
abuse than in other types of cases.

The results from the mediation analysis showed, as should be
expected, that the total effects of the reported concerns about
parental mental illness (OR = 1.22, p = 0.33) or substance
abuse (OR = 0.72, p = 0.10) upon service provision is low

and non-significant. As shown in Figure 2, the direct effects are
negative, and the indirect effects are positive. This indicates that
service provision in these types of reports is highly dependent
upon whether or not that specific problem is substantiated by
CWPS. It is also worth noting that there were strong effects
from reported concerns to substantiation decision. This means
that substantiation of parental substance abuse or mental health
problems is highly dependent upon being identified as a concern
in the report to the CWPS, substance abuse problems more
so than other mental health problems. The total odds ratio
for reports of mental health problems to service provision via
substantiation was OR = 1.86 (95% CI: 1.40–2.33) and the odds
ratio from substance abuse reports to service provision through
substantiation was OR = 1.81 (95% CI: 1.23–2.39). The path
effects for the mediation model are shown in Figure 2. The
log scale estimates for indirect effects are found in the table’s
two sub-notes.

The analysis of moderated paths from reports of concern
to substantiation did not identify any statistically significant
moderators, i.e., there were no statistically significant interaction
effects between reported concerns and child age, single care
status, or the number of substantiated child or parenting
problems, upon substantiation decision for either mental health
problems or substance abuse. The regression estimates for the
moderated mediation models are shown in Tables 4, 5.

Since there were no significant moderating effects of child
age, single care status or the number of substantiated child
or parenting problems on the association between reported
concerns and substantiation decision, conditional indirect effects
are not reported. Thus, we have not sufficient evidence to
claim that the indirect effects vary depending on the age of the
child, single care status, or the number of substantiated child
or parenting problems. The highest indirect effect for reported
concerns about substance abuse with moderators present, were
in cases where the parent was not a single caregiver, the child
age was young (4 years) and there were three other substantiated
child and parenting concerns (1.235, S.E= 0.416, p= 0.003). The
lowest indirect effect with moderators present were when there
was a single caregiver, the child was older (14 years), there were
no substantiated child related concerns and one substantiated
parenting concern (1.042, S.E.= 0.238, p < 0.001).

The highest indirect effect for reported concerns about
parental mental illness with moderators present, were in cases
where the parent was not a single caregiver, the child age
was older (14 years) and there were no other substantiated
child concerns, but three substantiated parenting concerns
(1.312, S.E.= 0.338, p < 0.001). The lowest indirect effect with
moderators present were when there was a single caregiver, the
child was older (14 years) there were no substantiated child
related concern and one substantiated parenting concern (0.456,
S.E.= 0.248, p= 0.066).

DISCUSSION

Our initial aim was to study who reports concerns about parental
substance abuse or mental illness and what are the characteristics
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FIGURE 2 | Direct and indirect effects from referral concern to service provision. ***Indicate p < 0.001. The specific indirect effect from reported substance abuse

problem to service provision was 0.67 (0.11)***. The specific indirect effect from reported parental mental health problem to service provision was 0.67 (0.14)***.

TABLE 4 | Regression estimates for the moderated mediation paths from referrals of parental mental health problems to service provision (n = 883).

Dependent variable Predictor WLSM estimate Standard error P

Service provision

Constant 0.629 0.118 <0.001

Referral for mental illness (c2 path) −0.537 0.351 0.126

Substantiated mental illness (b2 path) 0.534 0.065 <0.001

Substantiated mental illness

Constant 1.476 0.165 <0.001

Referral for mental illness 1.459 0.303 <0.001

Child age −0.031 0.014 0.022

Singelcare = yes 0.142 0.127 0.265

Substantiated child problems 0.164 0.036 <0.001

Substantiated parenting problems 0.463 0.070 <0.001

Referral by age (w2 path) 0.002 0.029 0.933

Referral by single care (v2 path) −0.410 0.280 0.143

Referral by child problems (y2 path) −0.068 0.095 0.475

Referral by parenting problems (x2 path) 0.322 0.173 0.063

of these reports of concern. The results showed, not surprisingly,
that a majority of these reports came from different healthcare
services. Health care services refers to a large group of workers,
such as public health nurses, school nurses, general practitioners,
and hospital personnel. In their meetings with the patient, health
personnel working with adult patients who struggle with mental
health issues or substance abuse are in a key position to address
the impact mental health problems may have on parenting
quality. They are also an important agent to initiate collaboration
with services such as the CWPS, which can provide supporting
(and preventive) interventions for these families. However, we
believe the reports of concerns from adult mental health services
are still too low. Based on the large proportion of children and

adolescents who have parents with mental illness or substance
abuse in the general population, and on the large proportion
of those who are in contact with the CWPS who have parents
with such problems, it is reason to believe that the threshold
to report concerns about COPMI is still too high. Even though
COPMI have received a lot of attention in these services during
the last decade, there still seems to be a long way to go before
the collaboration between adult mental health services and the
CWPS is adequate and leads to a functional service-provision (2).

A large proportion, about one third of the reports of concerns
about PSA were reported from private parties, such as a relative,
a friend or a neighbor. This is particularly disturbing if it
means that non-mandated reporters of concern take on a larger
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TABLE 5 | Regression estimates for the moderated mediation paths from referrals of parental substance abuse problems to service provision (n = 883).

Dependent variable Predictor WLSM estimate Standard error P

Service provision

Constant 0.576 0.122 <0.001

Referral for substance abuse (c1 path) −1.177 0.328 <0.001

Substantiated substance abuse (b1 path) 0.553 0.082 <0.001

Substantiated substance abuse

Constant 2.267 0.282 <0.001

Referral for substance abuse 2.101 0.362 <0.001

Child age −0.009 0.016 0.575

Single care = yes 0.002 0.156 0.988

Substantiated child problems 0.159 0.036 <0.001

Substantiated parenting problems 0.672 0.076 <0.001

Referral by age (w1 path) −0.013 0.029 0.633

Referral by single care (v1 path) −0.042 0.286 0.885

Referral by child problems (y1 path) 0.049 0.168 0.771

Referral by parenting problems (x1 path) 0.014 0.184 0.939

Path name refers to Figure 1.

responsibility for children at risk from neglect because of parental
substance abuse, compared to professionals working with this
group of patients/parents. These parents may not be identified as
having such problems and may not receive help for their abuse
problems from health care services. In such cases, reports of
concern from private parties represent a safety net for children
in families with substance abuse problems. The rest of the
reported concerns related to such problems were reported by
professionals that have a mandate to report. Because of the social
stigma related to PSA, it is challenging for the CWPS to gather
information about such problems through their contact with
parents and children. In Norway, the police regularly report
episodes of PSA to the CWPS, which can provide these services
with important information and hence strengthen the potential
for substantiation of concern and provision of services. From a
prevention perspective, it is positive if parental mental illness and
substance abuse is discovered while the children are relatively
young, as interventions aimed at younger children have greater
potential for strong effects on the child’s development (43, 44).

Our second aim was to investigate direct and mediated effects
of reports about COPMI and PSA upon service provision.
We hypothesized that service provision is dependent upon
the CWPS’s investigation and subsequent substantiation of the
reported problem. This hypothesis was confirmed. In terms of
whether reports of concern were met with service provision by
the CWPS, the results showed that total of 33.1% of reports with
PSA and 41.7% of reports about parental mental illness were
provided with services. Although the rate of service provision
in cases where reports of concern is related to parental mental
illness and/or substance abuse is similar to other types of reports,
the analysis showed that there was a partial mediation effect
that goes through the substantiation process. Primarily, this
means that when parental mental health problems or substance
abuse is reported, service provision is highly dependent upon
the substantiation of such specific problems. Identification and

substantiation of other types of problems seem less important.
The CWPS’s difficulties in substantiating parental mental illness
and substance abuse emphasize the need for a broad assessment
of child development, familial social resources and network, as
well as general parenting problems in these cases (45).

It is an interesting finding that when the CWPS receive reports
of concerns related to PSA, problems related to the development
and health status of the child were less frequently identified. This
may imply that PSA among parents is evaluated as important
enough in itself, regardless of the child’s developmental status.
However, it may also imply that the CWPS become very focused
on gathering “evidence” of substance abuse problems in the
parents, as opposed to assessing the mental and social status and
development of the child. If the latter is the case, the CWPS run
the risk of being blind to the consequences of living with parental
substance abuse, even though the services are finding it difficult
to document such problems to a satisfactory degree. Havnen et al.
(28) found that children placed out-of-home because of parental
substance abuse had lower scores onmental health problems than
children placed in out-of-home care because of other reasons. It
is however possible that this is at least partly mediated by earlier
intervention in cases with serious substance abuse, and that this
protects the child from developing mental health problems later.
Therefore, we would be very careful to dismiss the need for a
broad assessment of the child’s needs at the investigation phase
of these cases.

When the reported concern was about parental mental illness,
more parenting problems were identified. It is unclear why the
CWPS are able to detect more parenting problems in these
cases compared to cases where the concern is related to parental
substance abuse. However, since it may be more intuitive why
mental illness poses a threat to everyday parenting functions, it
may seem more natural to assess such difficulties, as opposed
to substance abuse problems which are difficult to substantiate
by normal assessment procedures. It may be easier for parents
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to admit and seek help for mental health problems compared
to substance abuse problems. Admitting to substance abuse
problems in encounters with the CWPS may be considered
more likely to invoke considerations of custody issues. Another
explanation could be the stronger stigma connected to substance
abuse problems than mental health issues, which in turn could
make it easier for parents to admit and receive help for mental
health problems.

Our final aim was to investigate if the thresholds for
substantiation of parental mental health problems and parental
substance abuse were moderated by other case characteristics.
We hypothesized that the threshold for substantiation of cases
was moderated by child age, single parent vs. two parent
household and the number of other child and parenting problems
that were identified. This hypothesis was rejected.

It is probable that the investigation process following reports
about PSA in particular, more often aims to substantiate or
unsubstantiate the substance use and that the investigation
perhaps is not as broad and needs-oriented as in other cases.
An implication of this may be that parents who struggle
with substance abuse issues, may not be offered supporting
interventions to prevent out-of-home placements. If this is the
case one might question if this practice is in line with the
broad family-oriented mandate of the Norwegian CWPS (33–
35). However, it may also be the case that the CWPS have
not implemented relevant interventions for these families. This
interpretation is in line with the results of Christiansen et
al. (31), who found that a lack of suitable interventions for
these families hinders service-provision. As parental substance
abuse represents a serious risk factor in child development,
a lack of service provision in these cases needs to be met
with implementation of adequate interventions and services by
the CWPS.

It is also apparent that mental health problems are risk factors
that the CWPS are not very likely to look for unless the concern
has already been raised in the report. An implication of this
may be that an important opportunity to discover COPMI is
missed, because the CWPS does not systematically assess if the
reported problems within a familymay be due tomental illness or
substance abuse. Subsequently, this has important implications
for the partners of the CWPS that provide the reports of concerns,
such as schools, health care services, social services, and the
police. First, the reports should be specific and explicit about
any suspicion that children are struggling due to parental mental
health or substance abuse problems. If the report of concern
is too vague or other vicarious concerns are provided as cause
for the report to the CWPS, perhaps out of fear of offending
parents or damaging a therapeutic relation, then the CPWS will
most likely not look for such risk factors in their investigation.
Although we do not know for certain how prevalent this problem
may be, we do find it strange that private parties are so often the
reporters of substance abuse and mental health problems. It is
worrying if other public services are either not aware of or not
sufficiently alarmed by such problems in the 25–30% of cases
that are reported by family, friends, and neighbors. A solution to
this could be to raise awareness among mandated reporters who
work with children, e.g., schools, kindergartens, public health

nurses, about the importance of identification and reporting of
such problems.

Second, we do find it worrying that the CWPS assessment
in cases with parental mental health problems or substance
abuse seem to have a more limited scope than other reported
concerns. This conclusion is supported by the failure in this
study to identify any interaction effects between reported concern
and child age, single care, number of child related problems or
number of parenting problems on the substantiation decision.
If the CWPS assessments had not primarily focused on the
occurrence or non-occurrence of substance use and mental
health problems but had also taken into consideration the
effects this may have upon parents’ ability to care for the child
and on child functioning and health, such interaction effects
should be expected. In a public health perspective, thresholds
for substantiation of parental mental health problems and
subsequent service provision should be much lower for young
children of single caregivers due to the added effects of early
intervention and prevention (3, 46). Additionally, with the
current knowledge about the cumulative effects of family risk
factors on child development and health (8), the threshold for
substantiation and service provision should be lower when mal-
adaption or childmental health problems are starting tomanifest.
Sadly, this does not seem to be the case since we found no
evidence for the moderation effect hypothesis.

Limitations
We do not have information about the types of substance use
parents were reported for, or the types of substance use that
was substantiated. We do however assume that certain types of
substance abuse such as use of heroin or methamphetamines that
may have a more easily identifiable effect upon users are more
likely to be substantiated. Additionally, does different types of
drugs have differing effects upon the user’s ability to care for the
child. It is therefore likely that the types of substances that are
being used affect both the chance of detection, and the likelihood
that it will be considered serious enough to constitute a problem.

We only included variables at case level in this study. As
indicated in the introduction we do acknowledge that not all
variation in child welfare decision making is determined by
case level factors. It may be important which social worker is
processing the case. How serious a concern has to be in order to
be substantiated as risk is not only influenced by the facts of the
case but also by how these facts are understood and interpreted
by the decision-maker. Unfortunately, we are unable to control
for variability in professional judgement because we do not have
information about which workers were involved in which cases.
We do know how cases are nested within agencies. However,
because the study was designed primarily to look at case level
factors, we have relatively few agencies included. Therefore, we
consider analysis of variation at the agency level to be outside the
scope of this article.

CONCLUSIONS

The total effect of reports about mental illness and substance
abuse upon service provision was low. This means that
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the overall chance that children and parents receive
services from CWPS in these types of cases are about
the same as when the reports of concern contain other
types of problems. Service provision for reported concerns
about substance abuse and/or mental illness is however
much more dependent upon substantiation status. This
indicates that action is likely taken in high-risk cases,
but that preventive measures in low-risk cases are not as
commonly provided.
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Background: The psychosocial wellbeing of children and adolescents is an ongoing

global concern. Despite positive outcomes of child- and family-focused programs, the

fragmentation of services presents challenges. To enhance harmonization and diminish

fragmentation of service policies, we implement a preventive collaborative service model

for children and families. The rationale for our study is based on analyses of national and

local data before implementing the service model in the pilot area.

Methods: The need for a preventive service model for children and families was

demonstrated using national and local data sources. First, a national school health

survey was utilized to screen adolescents’ perceptions of their depressive symptoms

and support. Second, time trends in child and adolescent psychiatric and child protection

service use were investigated. For these aims, epidemiological data of the study area (city

of Oulu) were compared with data from the whole country (Finland). Third, local usage

data of the preventive stand-alone Let’s Talk About Children (LT) intervention before the

service model implementation were evaluated. After these analyses, Let’s Talk About

Children Service Model (LT-SM) implementation in the pilot area is described in detail.

Results: The background data showed that 17% of the adolescents in the study

area had reported depressive symptoms, and almost half of them had not received

professional help. Child and adolescent psychiatric outpatient visits had increased during

the last decade, but the number of visits remains lower in the study area compared

with the country as a whole. The number of adolescent psychiatric inpatient days had

increased contrary to a decreasing national trend. The number of urgent child welfare

placements was also higher compared with the whole country. The local LT intervention

data revealed very low utilization rates. These results indicated a necessity to enhance

preventive and collaborative support for children and their families. This article describes

the implementation of the LT-SM.
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Discussion: We demonstrated excessive use of curative services in social and health

care and insufficient usage of the stand-alone preventive intervention. The LT-SM is now

piloted in one regional service area of the city of Oulu. Its effectiveness will be evaluated

when enough data have been accumulated for statistical analyses.

Keywords: children, adolescents, families, collective impact, collaboration, implementation, Let’s Talk about

Children Intervention, Let’s Talk about Children Service Model

INTRODUCTION

Recently, there has been an increase in child protection needs
and acts in Finland, some Nordic countries, and in Europe as a
whole. Studies and reports have documented increased rates of
psychological symptoms, diagnosed mental illness, and the use of
psychiatric and social services in persons younger than 18 years
(1–4). It is unclear whether the increased use of curative services
indicates a higher incidence of illnesses; research suggests that
they may also be indicators of weaknesses, such as inefficiency
and fragmentation, in the current child and family social and
healthcare services (3).

Separate policies and lack of collaboration between service
providers are associated with inefficiency of the service system
(5–7). This is understandable, as it may be difficult to take into
account individually varying needs, diverse family backgrounds,
and differences between communities when arranging the
required services (8, 9). In response to these challenges, in
Finland, government-funded programs for social and healthcare,
daycare, and schools have been launched over the last decade,
and national and international evidence-based programs and
interventions have been implemented (10–18). However, these
approaches have been narrowly oriented, restricted, and usually
limited to one service area (19).

The most recent solution to the inefficiency of services has
been to develop comprehensive service models covering all

public providers as well as non-profit organizations. Various

stand-alone interventions are used in these models, but they
are integrated into a larger entity serving the common goal
shared by the sectors. Utilizing these comprehensive models is
expected to enhance psychosocial wellbeing and decrease the

need for curative healthcare services or custodial arrangements
in social services (20). An encouraging initiative is the Let’s Talk

About Children Service Model (LT-SM), which is a community-

based infrastructure model developed for reinforcing child and

family wellbeing and resilience. The main principle is to create a

cross-sectoral infrastructure from prevention to treatment across
different services and hierarchies (21). The LT intervention is

an essential stand-alone method within the LT-SM, and there

is encouraging research evidence indicating that it enhances
psychosocial wellbeing and prevents the intergenerational impact

of parental problems, such as parental mental health conditions
(17, 18, 22–24) and somatic illnesses (25, 26).

The LT-SM shares principles with the collective impact
(CI) framework in organizing services introduced by Kania

and Kramer (27). The CI framework includes five conditions:
a common agenda, shared measurement system, mutually

reinforcing activities, continuous communication, and backbone
support organization (21, 27). CI has been reported to be utilized
with varying initiatives, such as food, health, and education
programs (20, 28–30), whereas the LT-SM is focused on children’s
psychosocial wellbeing (21, 31). However, both models are
intended to decrease the fragmentation of and improve the
collaboration between services (21, 27, 32).

Reliable research-based evidence of the effectiveness of
comprehensive models is lacking. In practice, examining or
making conclusions about a model’s efficacy at cross-sectoral
service and service user level is not possible until after
comprehensive implementation of the model (30, 32). Therefore,
it is important to thoroughly describe the implementation
process of the CI framework-based LT-SM.

The rationale of our study is based on analyzing
epidemiological data on the perceived need and use of child
and adolescent health and social services in the study area (city
of Oulu). In addition, numerical data from the study area on
the use of a single, preventive stand-alone LT intervention for
children, adolescents, and families in different services before the
implementation of the LT-SM in the pilot area of the city of Oulu
were evaluated.

First, as indicators of need of services, we explored
adolescents’ perceptions of their depressive symptoms and
experiences of receiving support for these problems in the
study area (city of Oulu) utilizing the national School Health
Promotion (SHP) survey data. Second, we analyzed 10-year time
trends in the study area in the use of child and adolescent
psychiatric and child protection services. In these two aims, the
study area was compared with the whole country. Third, we
examined the local usage data of the stand-alone LT intervention
before the implementation of the LT-SM in the pilot area. After
these analyses of national and local data, we describe in detail
the implementation process of the LT-SM in the pilot area aimed
to enhance the psychosocial wellbeing of children and families
in Oulu. The effectiveness of that model will be evaluated in
follow-up studies after implementation and systematic utilization
of the LT-SM.

METHODS

The methods and results sections are structured as four sections.
The first section consists of analyses of the national survey
data of adolescents’ perceptions of their depressive symptoms
and experiences on receiving support for these problems in the
study area (city of Oulu). The second section includes analyses
of national epidemiological data, including the study area, to
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assess and compare time trends in the need and use of children
and adolescent social and psychiatric services. The third section
includes evaluation of the stand-alone LT intervention based on
the numerical usage data from local registers of the city of Oulu
at the time before the implementation of the LT-SM. The fourth
section includes a detailed description of the implementation
process of the LT-SM, which is piloted in one regional welfare
service area (WSA) of Oulu.

Perceived Symptoms of Depression
Indicating Need for Support (Section 1)
Data regarding perceived symptoms of depression and
experience of receiving support for them among 14–16-year-old
adolescents (eighth and ninth graders from comprehensive
schools) were based on the nationwide SHP study conducted in
the years 2017 and 2019 (33). The national- and regional-level
data were available from the SOTKANET databank produced
by the National Institute for Health and Welfare. The SHP is
administered nationwide every second year, with data gathered
with an anonymous and voluntary classroom-administered
questionnaire. The topics in the questionnaire include living
conditions, schoolwork, health, health-related behavior, and
school health services.

Perceived Depressive Symptoms
The Patient Health Questionnaire 2 (PHQ-2) (34) utilized in
the SHP is a self-report assessment for screening depression, its
severity, and patient treatment response used to examine the
data on depressive symptoms. These data allowed us to estimate
the number of the adolescents with depressive symptoms. The
PHQ-2 assesses loss of interest in activities and low spirits,
depression, and feelings of hopelessness over the last 2 weeks,
scored from 0 to 2 (0 = no symptoms, 2 = loss of interest and
mood involvement).

Experience on Receiving Support
Experience of receiving support for symptoms of depression
was demonstrated by four indicators, which were based on two
questions in the school health survey. The first question is: “Have
you been worried about your mood during the past 12 months?”
[answers: (1) No; (2) Yes, and I have told someone about it; (3)
Yes, but I have not told anyone about it]. Question 2 asks: “Have
you received support and help concerning your mood during the
past 12 months?” [answers: (1) Yes, a lot; (2) Yes, some; (3) No,
but I would have needed it; (4) I have not needed any help], and
it consists of four subsections: (1) from school adults (teacher,
school health nurse, physician, psychologist, social worker);
(2) from services outside school (health center, mental health
services, youth services, etc.); (3) from your own parents; (4) from
friends and relatives. Indicators in Figure 2A for school adults,
services outside school, own parents, or friends and relatives were
calculated based on response alternative 2 for question 1 (Yes,
had been worried about mood during the past 12 months and
had told someone about it) and question 2 response alternatives
1–2 (Yes, received a lot or some support and help from school
adults, services outside school, own parents, or friends and
relatives). Furthermore, experiences of not having received help

for depressive symptoms from either school adults/services
outside school or from own parents/friends or relatives in the
last 12 months despite a perceived need for help were illustrated
by two indicators (Figure 2B). The proportions were calculated
based on respondents who answered question 2 with response
alternative 3 (did not receive support or help, although would
have needed it). The indicators do not include those respondents
who responded to question 2 that they had not needed any help.

Epidemiological Data for Need and Use of
Child and Adolescent Services (Section 2)
Data regarding child and adolescent psychiatric services and the
use of child protection were gathered from the SOTKANET
databank produced by the Finnish Institute for Health and
Welfare (THL; Sotkanet.fi).

Use of Child and Adolescent Psychiatric Services
The psychiatric inpatient care indicator reflects the number
of days young people spent in psychiatric hospital care (i.e.,
all psychiatric inpatient wards in the public sector) per 1,000
persons of the same age. The psychiatric outpatient care indicator
provides the number of outpatient visits within child (aged 0–
12 years) and adolescent psychiatry (aged 13–17 years) per 1,000
persons of the same age. No psychiatric inpatient care was
provided in the private sector.

Use of Child Protection Services
The child protection indicator per 1,000 population reflects the
percentage of children and adolescents aged 0–17 years who
received child welfare placements or urgent (emergency) child
welfare placements, both voluntarily and involuntarily. This
indicator also includes those placed in care who turned 18 years
during that year.

Use of the Stand-Alone LT Intervention
(Section 3)
The stand-alone LT intervention (35) as a single intervention
method has been implemented and registered in the city of
Oulu since 2015 and 2017, respectively, Agreement forWellbeing
2013–2017 (36). The LT intervention was offered universally
to all parents of our target population. The numerical data for
utilization of the LT intervention were extracted from the local
statistical register of the city of Oulu including the Primus, Effica,
and LifeCare register systems (37). These electronic register
tools are intended for monitoring and collecting work-related
information for professionals in daycare, schools, and services.
The statistics on the use of the LT intervention were calculated by
dividing the number of users by the total number of children in
the target population, including public daycare, school, maturity
and child health clinics, and school health services.

Implementation (Section 4)
Model Applied in Implementation
The LT-SM is a community-based actionmodel aimed to enhance
child and family wellbeing and resilience and prevent child
and family problems. This model includes specific preventive
interventions. The LT intervention has two steps: LT Discussion
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FIGURE 1 | Perceived symptoms of depression lasting at least 2 weeks among 14–16-year-old pupils in Oulu and Finland in 2017 and 2019.

with families mapping out and supporting the protective factors
of the children and LT Network with cross-sectoral collaboration
including the families and their social network (17, 18, 21, 31, 35).
The LT-SM has two shared goals: to support children’s everyday
life in all developmental contexts and environments (i.e., at
home, daycare, school, and leisure environments) and to build
the corresponding service structure (21, 31).

A specific service structure was established with the
following parts: (1) cross-sectoral Multiagent Management
Group (MMG) with all core leaders from all relevant sectors,
(2) a feedback system to collect information on implementation
and collaboration quality, and (3) One Contact Service (OCS)
to ensure that all families in the area would receive services and
support within 1–2 weeks (21).

Pilot Region of Implementation
The implementation process was piloted in one (out of 18)
regional WSAs in the city of Oulu, and it covered all social
and healthcare services for children, adults, and families. It
comprised three public schools (∼2,500 students), six daycare
units (∼1,050 children), and a local healthcare center, including
a well-child clinic. The participating daycare and school
units included the school’s student welfare services comprising
nurses, social workers, and psychologists. The implementation
process in the pilot area involved a total of 450 professionals:
150 from daycare, 260 from schools, and 40 social and
healthcare professionals.

Statistical Methods
The Joinpoint Regression Program (version 4.8.0.1; Statistical
Methodology and Applications Branch, Surveillance Research
Program, National Cancer Institute, Bethesda, MD, USA) and
the average annual percentage change (AAPC) was used to
analyze time trends in the rates of psychiatric inpatient care days,
outpatient visits, those placed in care, and those who received
emergency placement, as well as to compare time trends between
the city of Oulu and the whole country. Because of the relatively
small number of observations causing high variability in the
number of psychiatric inpatient care days and outpatient visits,
a 3-year moving average (2-year moving average at the end of
time periods) was used for the statistical modeling. The statistical
significance of difference in AAPCs between the study area (city
of Oulu) and the whole country (Finland) was calculated. In
addition, the test of parallelism was used to determine whether
the two regression mean functions between the study area and
the whole country were parallel (same slope), allowing different
intercepts. The remaining analyses and most of the Figures 1–
3 were performed using RStudio (version 1.2.1335; RStudio,
Boston, MA, USA).

RESULTS

Perceived Symptoms of Depression and
Received Support (Section 1)
In the study area (city of Oulu), a total of 3,028 (68% aged
14–16 years) adolescents in 2017 and 3,803 (76%) in 2019
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participated in the nationwide school health promotion study.
The corresponding figures for Finland as a whole were 75,068
(64%) in 2017 and 89,570 (75%) in 2019.

Perceived Depressive Symptoms
Approximately 16% (n = 497 and 628) of the adolescents
reported symptoms of depression in the study area (city of Oulu)
during 2017 and 2019, respectively (Figure 1). Accordingly,
16.7% (n = 12,536) and 17.8% (n = 15,944) of all Finnish
adolescents reported depressive symptoms in 2017 and 2019,
respectively. These proportions differed statistically significantly
between Oulu and the whole country in the year 2019 (χ2 = 4.14,
p= 0.042), but not in the year 2017 (χ2 = 0.17, p= 0.679).

Experience on Receiving Support
As illustrated in Figure 2, in the study area (city of Oulu), support
was received from school adults (2017: 79.3%; 2019: 81.3%),
services outside of school (2017: 68.3%; 2019: 67.8%), parents
(2017: 81.2%; 2019: 81.5%), and friends and relatives (2017:
87.8%; 2019: 90.4%). The adolescents who reported a need for
support for their depressive symptoms felt that they did not
receive support from school adults or services outside school
(2017: 48.8%; 2019: 49.4%) or from their parents, friends, and
relatives (2017: 30.8%; 2019: 27.1%).

Nationally, adolescents received support from school adults
(2017: 81.6%; 2019: 82.0%), services outside of school (2017:
71.6%; 2019: 72.9%), parents (2017: 81.5%; 2019: 81.7%), and
friends and relatives (2017: 89.0%; 2019: 89.0%). There was also
a substantial percentage of adolescents who perceived a lack of
support from school adults or services outside school (2017:
43.8%; 2019: 42.5%) or from parents or friends and relatives
(2017: 29.2%; 2019: 28.5%).

Epidemiological Data on Need and Use of
Child and Adolescent Services (Section 2)
The time trends over the years 2007–2017 in the need and
use of child and adolescent services as well as the use of child
protection services were based on the population-adjusted data
obtained from the nationwide indicator databank. The results are
presented in Figure 3.

Use of Child and Adolescent Psychiatric Services

and Child Protection Services
As illustrated in Figure 3A, the rate of outpatient care visits
showed a significant increase in both the study area (city of
Oulu) (AAPC = 9.9; 95% confidence interval = 8.9–11.0; p <

0.001) and the whole country (AAPC = 8.0; 95% confidence
interval = 7.5–8.5; p < 0.001). The AAPC of the study area
was significantly higher compared with Finland (difference =

−1.9; 95% confidence interval = −2.9 to −0.9; p < 0.001). The
overall test for parallelism also revealed a statistically significant
difference in time trends between the study area (city of Oulu)
and the whole country (p= 0.028).

From 2007 to 2017, the rate of inpatient care days (Figure 3B)
showed a significant increase in the study area (city of Oulu)
(AAPC = 0.9; 95% confidence interval = 0.6–1.2; p < 0.001)
compared with a decreasing trend in Finland (AAPC =

−4.6; 95% confidence interval = −5.0 to −4.3; p < 0.001).
Furthermore, there was a statistically significant difference in
AAPCs between the study area and Finland (difference =

−5.5; 95% confidence interval = −5.9 to −5.1; p < 0.001).
Following the reverse time trends observed in the study area
and Finland, the overall test for parallelism showed a statistically
significant difference between the study area and the whole
country (p= 0.002).

Use of Child Protection Services
As seen in Figure 3C, over the entire time period, the percentage
rates of adolescents placed in care showed a significant increase in
both the study area (city of Oulu) (AAPC = 4.6; 95% confidence
interval = 2.9–6.4; p < 0.001) and the whole country (AAPC =

0.4; 95% confidence interval = 0.2–0.7; p = 0.005). The increase
in AAPC of the study area was significantly higher compared
with Finland (difference = −4.2; 95% confidence interval =
−5.7 to −2.7; p < 0.001). In addition, the overall test for
parallelism revealed a statistically significant difference in time
trends between the study area and the whole country (p= 0.002).

As shown in Figure 3D, a significant change occurred in time
trends in the year 2011. During the first 4 years from 2008 to 2011,
the percentage rates of urgent placements showed a significant
increase in both the study area (city of Oulu) and the whole
country (AAPC = 10.2; 95% confidence interval = 1.0–20.1; p
== 0.031). After 2011 up to 2018, the percentage rates of urgent
placements remained stable in both the study area and Finland
as a whole (AAPC = −0.04; 95% confidence interval = −2.3 to
2.3; p= 0.969). Throughout the whole 10-year time period, from
2008 to 2018, the percentage rates of urgent placements showed a
significant increase in the study area and Finland (AAPC = 2.9;
95% confidence interval= 0.06–5.9; p= 0.045).

Use of Stand-Alone LT Intervention in
Study Area (City of Oulu) (Section 3)
As demonstrated in Figure 4, the use of the LT intervention
varied between 0% (school healthcare) and 5.8 and 9.1%
(comprehensive schools) in the study area (city of Oulu)
and in the implementation pilot area including one WSA in
Oulu, respectively.

Description of CI Implementation Process
(Section 4)
The CI implementation process was divided into three different
phases. The starting point was the meeting where the common
agenda was agreed. The phases from the starting point were the
preparing phase (0–3 months), working phase I (4–12 months),
and working phase II (13 months). The implementation research
with the University of Oulu was prepared from the preparing
phase of the process. It started 8 months after the starting
point, during working phase I, once all necessary administrative
permissions and funding for research had been obtained. The
actions of the implementation are described in Figure 5.

Preparing Phase
The preparing phase began in October 2018. It included cross-
sectoral meetings, nominating an MMG, creating a concrete
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FIGURE 2 | Experience of receiving (A) and not receiving (B) help for perceived symptoms of depression among 14–16-year-old adolescents (n = 628).

action plan for implementation, and determining which research
to include.

Organizing Starting Point Meetings
In October 2018, three starting point meetings were arranged
to prepare for the implementation. The participants were the
core local leaders of the pilot area (WSA) from daycare,
education, social and healthcare services, and as backbone
support, an external consultant with prior extensive experience
in the LT-SM implementation process. At the conclusion of
the meetings, commonly accepted shared goals were set: these
comprised supporting children’s everyday lives in all service
sectors and in the following developmental environments:
daycare, school, and leisure time. This goal was accepted
by the division leaders of the city of Oulu and all local
leaders, who committed to organize the required meetings,
seminars, and trainings. In addition, scientific research was

integrated into the implementation process from the start
(Figure 5).

Nominating the MMG
In October 2018, the MMG consisting of core leaders from
different sectors in the pilot area (WSA) was nominated,
aiming to ensure that the units were committed to fulfilling
the implementation tasks and providing consultation and
support to the professionals and unit leaders. The MMG
drew up a concrete step-by-step action plan on how to
take into consideration the views of the unit leaders and
professionals in all sectors. In addition, the MMG informed
and organized training for professionals aimed to enhance and
encourage communication between participants. The MMG was
instructed to collect and analyze feedback from the units on
a regular basis and perform all necessary actions based on
the feedback.
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FIGURE 3 | Use of child and adolescent psychiatric services and child protection services. (A) The number of outpatient care visits per 1,000 persons. (B) The number

of inpatient care days per 1,000 persons. (C) The percentage rates of child welfare care placements. (D) The percentage rates of urgent child welfare care placement.

Working Phase I
From January to June 2019, theMMGmet six times (i.e., once per
month). The MMG prepared and organized seminars to activate
stakeholders from different sectors and explain which concrete
tasks were intended to be carried out by particular professionals.

Activating Stakeholders
The first meeting for sharing information and mutual
conversation was organized at the beginning of 2019. At
least one leader or representative per unit and professionals
from all services, daycare, schools, social and healthcare services,
and student welfare services attended the meeting. During
this meeting, the implementation plan prepared by MMG was

introduced, and the proposed common agenda for the intended
project was described.

Based on written feedback memos from the meetings,
collaboration between daycare, education, and social and
healthcare services was ranked according to importance by the
participants. Eliminating delays in accessing child and family
services was highlighted in particular.

During spring 2019, four information and open conversation

meetings were arranged for the target group, which enabled
a mutual understanding of what the implementation process

required from the point of view of professionals, units, and
organizations in different sectors. The background theories

and core principles of the implementation were introduced. In
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FIGURE 4 | The use of the LT intervention in daycare (A), comprehensive school (B), maternity and child welfare clinic (C), and school-health-care (D).

particular, the professionals’ opinions on how to develop the
services were of interest.

Conducting the Survey
In spring 2019, the core stakeholders were surveyed with
open questions administered to the professionals and units to
determine their opinions of the necessary actions on conducting
the implementation process. Altogether 61 responses were
received from 9 unit meetings, with ∼4–15 participants at each
meeting. The participants were asked to describe how to enhance
the availability of social and healthcare services and cross-sectoral
collaboration between different service sectors in practice. The
content was analyzed by bringing together the main themes that
were most frequently brought up. The responses highlighted
that (1) there is a need to build a shared unified service model
because the current collaboration does not work appropriately
and there is a need for coordination of the services; (2) cross-
sectoral collaboration should be based on a common and united
agenda to which all sectors will commit; (3) the commitments
should be reliable and such that all participants can trust them;
(4) there should be strict follow-up on how the guidelines of
the model have been fulfilled; (5) the service model should

enhance goal-oriented and responsible work; (6) the service
model should allow families to be in key role in the collaboration;
(7) there should be a simple method to invite professionals
into the collaboration; and (8) the professionals emphasized the
importance of knowing each other and of lively exchange of
information between collaborative partners.

Establishing OCS
The MMG prepared the OCS model for the child and
family services in the pilot area (WSA). The OCS was
decided to be placed in the social and family services unit.
Students’ welfare services and social and healthcare services
committed to participate in the LT Network meeting within a
predetermined time. Urgent child protection actions (e.g., cases
of family violence) continued as usual, according to the Child
Protection Act.

Constructing Feedback System
The next task was to systematize the feedback system, which
was initiated at the beginning of the implementation process.
The feedback system served two purposes: (1) guiding and
supporting professionals in different service sectors to fulfill
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FIGURE 5 | CI implementation process in 2018–2020. LT, Let’s Talk About Children intervention; LT-SM, Let’s Talk About Children Service Model; CI, collective impact

framework; MMG, Multiagent Management Group; OCS, One Contact Service; WSA, the pilot area of Oulu, one regional welfare service area.

their work according to the shared goal and (2) developing
collaboration structures according to experiences accumulated
from everyday work.

The feedback data (e.g., written feedback, experiences of LT
Discussions, etc.) were collected by email from all units once
per month before the MMG meeting. The MMG analyzed the
feedback and the numerical usage data of the LT intervention
and prepared the actions and new guidelines according to the
feedback as necessary.

Introducing the LT-SMModel in Kickoff Seminars
After the preparation phase and working phase I, the LT-
SM was introduced to all professionals in all service sectors:
daycare, schools, social and healthcare services, and student
welfare services. The concrete utilization of the model began on
September 2, 2019.

The concrete service model was formed as follows:
When the professionals close to the child noticed stressful

changes in a child’s life (e.g., behavioral problems, parental illness,
etc.), they were instructed to do the following:

1) Contact the child and parents: get a picture of the child’s
current situation.

2) Meet with children and parents, use LT intervention if
possible, and include everyday adults in the child’s life.

3) Use OCS, if necessary, for social and healthcare
professionals: utilize required services.

4) Arrange an LT Network meeting: make concrete action
plans for helping the child and family in collaboration with
separate service sectors.

5) Arrange LT Network meetings with as many follow-ups as
required: ensure reliable collaboration and services for the family.

In August 2019, the MMG organized three kick-off seminars
to introduce the information to professionals in all sectors. The
professionals from the OCS group participated in the seminars
as well to familiarize them with future collaboration. The MMG
introduced the prepared service model based on professional
feedback and opinions. After the seminars, each unit was
informed about the start of concrete CI service model utilization
by sending out handouts with a detailed description of the main
principles and agreed actions during the implementation process.

Research Phase
The research was included in the implementation process
during working phase I. As a result of the negotiations
with the University of Oulu, one researcher began to gather
documentation data of the implementation process and baseline
statistics before the implementation.

Working Phase II
Working phase II was initiated in September 2019. In working
phase II, the aim was to conduct everyday practice and
management as discussed. Thus, LT Discussions were meant to
be conducted with families when there were changes in the family
situation or problems with the child. In addition, OCS was to
coordinate the required services to support the child and the close
adults to manage these challenges. MMG collected and analyzed
monthly feedback to develop the collaboration further.

DISCUSSION

Psychosocial wellbeing of children and adolescents is an ongoing
societal concern (38, 39). Despite various local and national
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efforts and programs to promote the psychosocial wellbeing of
young people, several child and adolescent health and social
care indicators demonstrate concerning trends. Although child-
and family-focused programs have generally reported positive
outcomes (10–12), they have been unable to respond to the
challenges caused by the fragmentation of services and separate
service models. These concerns are acknowledged as a major
contributor to the problems in the service sector.

In the present study, we describe in detail the implementation
of the LT-SM in the pilot area, one regional WSA of the city of
Oulu. This model is assumed to unify policies and solve major
problems caused by the fragmented services. The follow-up data
and forthcoming analyses of the model will produce research-
based evidence on the efficacy of such a model. To demonstrate
the rationale for the implementation of this model, we first
evaluated various population-based child and adolescent health
and social care indicators and the results of a nationwide school-
health survey in the study area (city of Oulu) in comparison with
those of the average of the whole country. We also explored the
numerical usage data of the stand-alone LT intervention in the
study area (city of Oulu) in the period before the implementation
of the LT-SM.

We found that the number of child and adolescent psychiatric
inpatient days has increased in the study area (city of Oulu),
whereas in the whole country, the respective rates have decreased.
Furthermore, psychiatric outpatient visits have increased in this
area, but the level has remained lower when compared with that
in Finland as a whole. These findings are consistent with the
previous reports of increased mental health service use among
children and adolescents (40–42). A high level of use in inpatient
psychiatric services and a nationally low level in outpatient
service use in the study area are a concerning finding and
advocate for more effective preventive and outpatient-oriented
service approaches. In addition to healthcare services, urgent
child welfare placements by social services were at a notably
higher level in the study area compared with the average of
the whole country. This is alarming because the rates of child
welfare placements in Finland are already high in international
comparisons, and they are also regarded as too high by national
professional and scientific communities (4, 38, 39). This alarming
finding from the study area (city of Oulu) may be due to the
nationally low rates of use of children and adolescent outpatient
mental health services in the city of Oulu. Primarily, this may
suggest not only insufficient levels of services in this area, but also
unwillingness to seek help.

We found that nationally, approximately one-fifth of the
adolescents who responded to the nationwide SHP survey
reported that they suffered from depressive symptoms. A large
majority of respondents reported that they received help from
their close relatives and friends. With regard to professionals,
adolescents reported most commonly that they received support
from school personnel, such as teachers and school welfare
professionals, but less commonly from social and healthcare
services. On the other hand, almost half of the respondents
who reported a need for help with their depressive symptoms
had not received professional help. This lack of support was
more common among adolescents from the study area (city of

Oulu) compared with the national average. This indicates a lack
of necessary services. The perceived need for support among
adolescents is consistent with the increased trends observed in
the use of adolescent social and healthcare services (40–42).

A worrisome finding was that before the implementation
of the comprehensive LT-SM, the use of the stand-alone LT
intervention in the study area (city of Oulu) as a single preventive
method decreased to the minimum level soon after its initiation.
This finding confirmed the previously known challenge of the
implementation of stand-alone interventions, that is, that single
interventions rarely remain part of everyday practice despite
proper training and other implementation efforts (43).

Furthermore, our results on the epidemiological data are
consistent with the previously internationally recognized need
for preventive psychosocial and outpatient mental health services
for children and adolescents (44, 45). The city of Oulu has
attempted to respond to these challenges of preventive work
with local actions (46) and by participating in national child
and family development programs (10–12). The current study
clearly demonstrated that despite these actions, the use of
institutionalized services among adolescents has remained at
high level. At the national level, the need for cross-sectoral
collaboration between professionals has been a subject of ongoing
debate. Even in Finnish legislation, there are regulations calling
for collaboration between service sectors in areas such as
education, student welfare, and social and healthcare (Basic
Education Act 628/1998; Student Welfare Act 1287/2013; Social
Welfare Act 1301/2014; Healthcare Act 1326/2010). However,
there is no clear roadmap for professionals from different sectors
on how to fulfill these requirements.

According to Kania and Kramer (27), CI framework initiatives
have successfully established collaboration between services
surrounding various initiatives such as HIV prevention and food
and obesity programs (20). In Finland, promising results have
been obtained from psychosocial children and family-focused
preventive work when applying the LT-SM based on the CI
framework (21).

In the implementation process of the LT-SM described in this
article, the common agenda (i.e., supporting the everyday life of
children and families) on collaboration with social and health
care services and developmental environments was determined
at the beginning of the preparation phase. The implementation
process in the pilot area followed the principles of CI-related
literature, which highlights the significance of a common agenda
as a first condition for successful implementation. It is usually
determined by core actors around the same topic who have
connections with relevant stakeholders (47–49).

In the pilot area of Oulu, as part of the implementation
process, the MMG collected monthly feedback from all
collaborative units. Feedback-related communication in the
MMG revealed the need for the required actions, including
various common agenda-related discussions with professionals
on how they can apply the common goal in their everyday work
in different sectors. This was carried out in accordance with
previous research literature where feedback-based measurement
and communication were regarded as essential to lead the CI
process and build collaboration (29, 50, 51).
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In the current implementation process, the role of the OCS
(20) was emphasized in terms of reinforcing activities (27). OCS
invited the appropriate participants to the LT Network meetings
based on contacts (e.g., from school and daycare). Consequently,
the professionals in the OCS became aware of the needs and
services required for the families. This information, together
with general feedback collected from the units and service use
statistics, helped the MMG focus on necessary activities. The
OCS helped to integrate the actions of different services by
inviting professionals to collaborate during network meetings. In
summary, the OCS provided a possibility to increase integration
and prevention within the services.

The role of backbone organization was essential in
the implementation process in the pilot area of Oulu,
which is consistent with previous recommendations in
studies highlighting the need of backbone in collaborative
organizations (20). Overall, backbone organizations are related
to project funding (52), non-governmental and intermediary
organizations to collaboration with various actors (53), and local
administration to relevant stakeholders (54). In the pilot area, the
MMG was the backbone of the whole organization because its
members knew the whole implementation process, were able to
facilitate the required actions, and monitor that all CI conditions
were fulfilled.

The literature of the CI framework recognizes four steps in
the change of collaboration into practice: (1) fulfilling the five
CI conditions, (2) early changes and their connections with CI
conditions, (3) systems changes in the core organizations and
their connections with early changes and CI conditions, and (4)
population changes and their connections with systems changes
(55). The implementation process described in the current article
is the first step toward the change of collaboration between the
service sectors. Thus, profound population-level changes, such as
a decrease in the rates of child welfare placements and adolescent
psychiatric hospitalizations in the city of Oulu, will take time
(30, 55).

Strengths and Limitations
To our knowledge, this is the first detailed description of the
CI implementation process aimed at child and family service
integration in Nordic WSAs. The nationwide register data on
the use of child and adolescent services as well as survey data
on depressive symptoms and support perceived by adolescents
were obtained from the SOTKANET databank, which has been
acknowledged to be reliable for research purposes (56). This

epidemiological data were related to the period prior to the
implementation of the LT-SM in one WSA of the city of Oulu.
The numerical data on the use of the stand-alone LT intervention
in the pilot area were very limited and do not allow more detailed
analyses, such as how many parents started using the model
but did not finish it. The number of cases for Figure 2 was not
available for our study. However, we believe that Figure 2 serves
well to illustrate that the majority of the adolescents had received
support and help from someone in their everyday life, but there
is also a notable number of adolescents reporting need for help
with their mental health who have not received it.

The present study clearly demonstrated a high rate of use of
curative services in social and health care and insufficient usage
of the stand-alone preventive intervention. The process described
in this article indicates that a comprehensive CI-based service
model can be implemented in the municipal service system,
including all existing sectors. In this way, separate services are
likely able to act as an integrated service entity. The effectiveness
of the service model will be evaluated in the future when enough
follow-up data have been accumulated for justifying reliable
statistical analyses.
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Introduction: Children of parents with a mental illness (COPMI) are at risk of behavioral,
emotional, and cognitive difficulties and diagnoses. Support and information about
parents’ mental illness may contribute to improve their lives, which is the purpose of
the intervention Child Talks (CT). This study aimed to investigate the participation rate of
CT, characteristics of participating patients and children, and themes in sessions with
children.

Materials and Methods: Data were collected from 424 electronic patient journals
written by healthcare professionals (H) for patients admitted to a clinic for mental
health and substance use disorders in the years 2010–2015. Both quantitative statistical
analysis and qualitative thematic analysis were carried out.

Results: Eighteen percent of assessed parents with minor children received the CT
intervention and children participated in half of them. Participating children more often
knew about their parent’s treatment and condition when initially assessed, and more
often lived with the hospitalized parent. Three main themes were identified in sessions
with children; communication about parental mental illness within the family, childrens’
struggles, and healthcare professionals’ (HCPs) evaluation of the child’s situation and
need for further support.

Discussion: Sessions with patients’ children appeared to be relatively rare, and
participating children did not necessarily receive appropriate information, support, or
follow-up. To ensure that HCPs provide quality support and follow-up to COPMI, the
routines and the training of HCPs need to be improved.

Keywords: children of parents with mental illness, parental mental illness, mental healthcare services for adults,
healthcare professionals, preventive intervention, support of patients’ children

Abbreviations: CAMHS, The Child and Adolescent Mental Health Services; COPMI, Children of parents with a mental
illness; CT, Child Talks; CWPS, The Child Welfare and Protection Services; DMHSD, The Division for Mental Health and
Substance Use Disorders; HCPs, healthcare professionals; PMI, Parental mental illness.
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INTRODUCTION

In Norway, 12.2% of children have parents who are receiving
treatment for mental illness and/or alcohol use disorder each
year (1). According to Norwegian (2), and international estimates
(3) approximately one third of patients in adult psychiatric
services are parents of minor children. Children of parents with
a mental illness (COPMI) have an elevated risk of developing
emotional, behavioral, and cognitive difficulties that can result
in poorer life outcomes regarding educational level, ability to
work, socioeconomic status, and ability to establish meaningful
relationships with others (4–8). COPMI are at risk of developing
the same illness as their parents, as well as other mental illnesses
(9). Half of the children of parents with a severe mental illness
(SMI) are at risk of developing a mental illness themselves
by the age of 20, and one third are at risk of developing
a SMI (10).

The transmission of mental illness from one generation to
the next is a complex process. Such transmission is influenced
by the interaction of factors related to the mentally ill
parent, the child, the family, and the social environment (11).
Protective factors can reduce the prevalence and/or severity
of problems for COPMI (12). Supportive relationships, coping
skills, positive relationships between parents, well-functioning
communication within the family, and high socio-economic
status are examples of such protective factors (13, 14). Several
studies and meta-analysis have found significant effects of
preventive interventions for COPMI (15–18). The results imply
that preventive interventions with a psychoeducational focus
reduce the risk for psychopathology and psychiatric symptoms
and increase prosocial behavior for COPMI (15–18).

Knowledge about mental health provides resilience against
mental illness (14, 19). Children who receive accurate, non-
stigmatizing information about parental mental illness (PMI),
treatment, and recovery may be able to understand their parent’s
behavior, talk to others about their situation, and feel less alone
(20). Knowledge and openness about PMI may reduce the stigma
and burden of worrying for their parent and make it easier for
children to seek professional help (14, 21). A lack of information
about PMI can cause misunderstandings and misattributions of
the causes of parent’s behaviors and treatment, and may increase
feelings of concern, confusion, and stress for these children
(14). In studies of which information COPMI value, children
reported that they preferred to learn about PMI from healthcare
professionals (HCPs) and regarded support and information as
helpful (22, 23). They valued opportunities to ask questions
and wanted to learn about the organization of health services.
Several children wanted to be assured that it was not their
fault that their parent was ill (22). Children expressed that they
needed information about what a mental illness is, different
types of illnesses, etiology and prognosis, how to cope with
parents’ symptoms, where to seek help and support, and how to
communicate with others about PMI (14).

Child Talks (CT) is a brief preventive intervention, developed
in the Netherlands for COPMI aged 0–25 (24, 25). To this date
there are no effect studies of the CT intervention. However,
the CT has a clear and well-described theoretical foundation,

focusing on psychoeducation. The intervention is delivered to
patients with a mental illness and their children through three
sessions. The patient’s child should be included in at least one
session, to get information, ask questions and share any concerns.
The intervention aims to strengthen parents’ knowledge of
possible consequences for COPMI and increase parents’ focus
on the child’s situation. By providing children with emotional
and social support, and information about their parent’s disorder,
treatment, and recovery, the intervention aims to reinforce
children’s ability to cope with their situation. Another objective
is to detect early signs of psychopathology and/or problem
behaviors in children and initiate further support and referrals
if needed. The intervention is manual-based and the sessions are
described in detail in the CT manual (24). There is also a Logbook
associated with the manual that HCPs should complete during
or after CT sessions. The Logbook is described further in section
“Child Talks Logbooks.”

The content of the CT intervention accords to §10 a)
of the Health Personnel Act (26). The CT intervention was
implemented in the participating clinic at the University Hospital
of Northern Norway (UNN) when the amendments to the Health
Personnel Act were made in 2010. The law states that HCPs are
obligated to contribute to meet COPMIs need for information
and support regarding their parents’ diagnoses and treatment.
If necessary, HCPs should invite children to participate in a
conversation to offer information and support. Despite the legal
obligations, studies show that COPMI are not provided with the
information they are entitled to (27, 28). Fewer than one third
of HCPs had conversations with COPMI (28). Moreover, about
40% of parents in treatment reported that their children were
unaware they were receiving treatment or being hospitalized, and
over 40% reported that their children were not informed about
their condition (27).

Most HCPs have positive attitudes toward a family-focused
practice in adult mental health services (29). Still, studies have
found numerous barriers for a family-focused practice (28–31).
Important predictors for a family-focused practice are worker
skills, knowledge, resources, and confidence, whereas families’
lack of time and fear of involving children are hindering factors
(28, 29, 31, 32). Insecurities among HCPs about their role when
meeting patients’ children and the lack of knowledge of how
to have age-appropriate conversations about PMI with COPMI
affected HCPs’ tendency to invite children negatively (33).

There is a lack of knowledge about how factors related
to the parent and the child influence whether children are
given information and support by the parent’s HCPs. Little
is known about the extent to which COPMI participate in
psychoeducational interventions and whether the children who
do participate are provided with support, information, and
follow-up actions. In this study we aimed to address this
knowledge gap by analyzing patients’ health records.

The main aim of the present study was to evaluate the
performance of CT sessions, with a particular focus on sessions
with participating children. More specifically, we aimed to
investigate:

(1) parents’ participation rate in CT,
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(2) children’s participation rate in CT, and reasons for their
exclusion,

(3) age, gender, and psychosocial differences between
participating and non-participating children, and

(4) HCPs’ support and information to children.

MATERIALS AND METHODS

Design
This is a retrospective study based on electronic patient journal
data for the period 2010–2015. The approval from the data
protection officer at UNN allowed us to extract the data from
the electronic patient journals in 2015. The study has a mixed-
methods approach since both quantitative data from electronic
patient journal entries and written reports entered by HCPs to
analyses qualitatively were used.

Participants
The total HCPs workforce at the Division for Mental Health and
Substance Use Disorders (DMHSD) at UNN was 436 in 2010 (29),
whereas 35 HCPs held CT sessions with participating children.
Family Assessment Forms were filled out for 424 patients.

Data Material
The data material in this study is information extracted from
the Family Assessment Forms and Logbooks from CT sessions,
as recorded by HCPs in electronic patient journals. Over the
course of the project, two different forms were implemented in
the electronic patient journals at the DMHSD at UNN. These
two forms were a Family Assessment Form and a Logbook
from CT sessions. HCPs were instructed to fill out the Family
Assessment Form for patients admitted to the DMHSD who
had minor children. Secondly, the patients were to be invited
to participate in CT, and HCPs were instructed to write a short
report of the sessions in the electronic patient journal, labeled CT
Logbooks. Information from these two forms was extracted from
the electronic patient journals in 2015.

Family Assessment Forms
The Family Assessment Form consists of five categories of
questions: (1) general information about the child, (2) the child’s
network, (3) concerns for the child, and how the child is coping,
(4) the child’s knowledge and information about PMI, and (5) the
family’s need for support and follow-up.

Child Talks Logbooks
Logbooks from cases with participating children were used in
the thematic analysis (n = 39). In the CT Logbooks, background
information such as date, duration of session, place, participants,
and parents’ diagnoses are requested. HCPs are also asked
whether they have any concerns or issues regarding the family.
In the following sections, HCPs are asked to respond to openly
formulated questions about each session. Five sections are to
be filled out for session one, two, and three about which topics
and concerns were discussed, support options for the children
and families, any questions regarding the child posed by the

parents, any additional details, and agreements for the next
session. For session three, there are additional sections for
follow-up agreements and advice given to the child and parents,
as well as for referrals and necessary follow-up actions that
HCPs are to take. In our analyses, we used all the sections
from sessions in which children participated. The amount of
information and degree of details in the CT logbooks varied. In
most logbooks HCPs had written a response in all sections. Some
logbooks were several pages long, while others only contained
a few paragraphs.

Data Analyses
In the Family Assessment Forms each patient stated how many
minor children they had. This information enabled us to calculate
the total number of children for the assessed patients, and
the number of children for the patients participating in CT.
We detected how many children participated in CT from the
Logbooks. Based on this information we calculated (1) children’s
participation rate and (2) number of non-participating children
whose parent participated. For non-participating children, we
used information from the Logbooks to detect and quantify
reasons for their absence.

Descriptive information of participating and non-
participating children and parents was compared by analyzing
information reported from CT sessions and Family Assessment
Forms. For our analyses, we used information from the
Family Assessment Form on parent gender, parent diagnosis,
child age and gender, and where the children lived. We also
used two questions about whether the children had received
information about the parent’s treatment/hospitalization
and condition: “Does your child know that you receive
treatment/are hospitalized?” and “Has your child received
information about your condition?” The response categories
for these two items are “no”, “partially,” and “yes.” Descriptive
statistics, t-tests, and chi-square testing were computed in IBM
SPSS Statistics 25.

Statistical Analysis
We were not able to test differences between participating
and non-participating children regarding parents’ diagnoses
in reliable ways because of the small sample size, resulting
in few parents in each diagnosis category. Partial receival of
information was treated as having received information in the
analysis. Chi-square tests was conducted to analyze differences
between participating and non-participating children in terms
of parent gender, child gender, information received and where
the children normally lived. For all chi-square tests, we reported
phi (ϕ) for effect size measurement. To test for differences in
the mean age for participating and non-participating children,
we initially performed a Levene’s test to determine if the
variance of the groups was unequal or equal. The results
from the Levene’s test showed that the variance of the groups
was unequal. Therefore, we performed a two-tailed t-test with
unequal variance for the groups to test for age differences. We
calculated the effect size of the mean differences using Cohen’s d.
The magnitude for all effect sizes was interpreted in accordance
with Cohen (34).
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Thematic Analysis
Child Talks Logbooks were analyzed to identify the thematic
content of the sessions in which children participated, and all
CT sessions with participating children were imported into the
qualitative analysis program NVivo 12 Pro. The logbooks are a
secondary source of information of the CT sessions, written and
processed by HCPs.

For the thematic analysis of the CT sessions with participating
children, the authors and researchers of the present study used
the six-step phase guide by Braun and Clarke (35). This is
a flexible approach in which the aim is to identify, analyze,
and report the patterns found in the material (35). Our aim
was to explore characteristics and patterns in the sessions with
participating children; therefore, an inductive approach to the
material was chosen.

The first step in the guide by Braun and Clarke (35) is getting
to know the dataset by reading it multiple times. We transcribed
the forms from paper to electronic format in order to familiarize
ourselves with the material. Secondly, we started the initial coding
of the material by identifying aspects of the data that reoccurred
and which were an important focus in the sessions. The principle
of data saturation was used, and hence we ended the initial
coding when further coding no longer added new information.
In the third step, we formed themes and sub-themes from the
codes. In the fourth step, we reviewed all the themes and adjusted

them as necessary so that the themes were more meaningful and
comprehensive in respect of the codes included. In the fifth step,
we defined the themes by writing a few sentences on their content
that were suitable for all the codes included. The final, sixth step
consisted of describing the themes in the present paper.

RESULTS

Parents’ Participation Rate in Child Talks
Around 5,500 patients were receiving treatment at the DMHSD
each year during the project period (2). A total of 424 patients
were assessed as having minor children by using the Family
Assessment Form, and 78 of these patients (18%) received the
CT intervention.

Children’s Participation Rate and
Reasons for Exclusion
In 39 (50%) of the performed CT interventions all or some of
patients’ children participated. The 78 patients who received the
CT intervention had 157 children in total. Of these children, 62
(39%) took part in the intervention, leaving 95 children (61%) not
participating despite their parent receiving the intervention.

Based on the Family Assessment Forms, a total of 864 children
were identified. Of these children, 62 participated in CT, resulting

FIGURE 1 | Childrens’ participation in Child Talks.
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in a total participation rate of 7% for the identified children. See
Figure 1 for a flowchart of childrens’ participation in CT.

Healthcare professionals provided information about the
reasons for children’s absence in some of the records (n = 23).
The reasons stated in records were: (1) the patient was soon to
be discharged from hospital and therefore the task of talking to
the children was postponed to a later occasion or transferred
to personnel in other services(n = 7); (2) the patient had little
contact with the child/children (n = 7); (3) the patient rejected the
offer of CT with participating children (n = 5); and (4) the other
parent of the child did not consent to the child participating, or
personnel had not been given a response from the family (n = 4).

Comparison of Participating and
Non-participating Children
Diagnosis and Gender of Children’s Parents
The diagnosis and gender of participating and non-participating
children’s parents are given in Table 1. Twelve parents had
multiple diagnoses.

The difference between participating and non-participating
children in terms of parent’s gender was not significant at
p < 0.05. The result from the chi-square test was X2 (1,
N = 113) = 3.805, p = 0.051 and had a small to medium effect
size (ϕ = 0.18). Information about parents’ gender was missing
for 44 of parents’ children.

Childrens’ Age and Gender
Children participating in the intervention were between 3 and
22 years of age. We observed that the proportion of participating
children increased with age (see Figure 2). Two children of

TABLE 1 | Characteristics of parents with participating and
non-participating children.

Characteristics of parents With
participating

children (n = 39)

Without
participating

children (n = 39)

Diagnosis

Alcohol and substance dependence 2 8

Paranoid schizophrenia and psychosis 7 1

Manic episodes 0 1

Bipolar disorder 5 4

Major depression disorder 15 17

Anxiety disorder 7 6

Post-Traumatic Stress Disorder 11 5

Eating disorder 1 1

Personality disorder 1 6

49 49

Patient’s kinship to children

Mother 33 26

Father 6 12

Sibling 1

39 39

Information missing on diagnoses of two parents with participating children. Since
some parents had several diagnoses, the sum of diagnoses exceeds the number
of patients participating in CT.

preschool age (<6 years) participated (see Table 2). Of the
participating children, 80% were more than nine years old.
Figure 2 illustrates children’s age distribution for participating
and non-participating children.

To test for difference in the mean of age of participating
children [M (51) = 11.69, SD = 3.78] and non-participating
children [M (62) = 10.13, SD = 5.27], we performed a t-test. The
results from Levene’s test for difference of variance between the
groups were significant at p < 0.05: F (1,111) = 5.764, p = 0.018.
We therefore preformed a two-tailed t-test for which unequal
variance for the groups was assumed. Cohen’s effect size value
(d = 0.34) implied a small to medium magnitude of difference
between the two groups, but the difference was not statistically
significant at p < 0.05: t (111) = 1.83, p = 0.07.

Of the participating children, 33 were girls and 23 were
boys. Of the non-participating children, 36 were girls and
31 were boys (see Table 2). Information about gender was
missing for 6 participating and 28 non-participating children.
A higher proportion of girls than boys participated. However,
this difference was not statistically significant at p < 0.05, X2

(1, N = 123) = 0.335, p = 0.563 and had a very small effect size
(ϕ = 0.05).

Information Provided to Children
Participating children knew that their parent was receiving
treatment or was being hospitalized more often than children
who did not participate in the sessions, measured at assessment
point. Of the participating children, 97.7% (42 out of 43) were
aware of their parent’s treatment or hospitalization, whereas
72.5% (29 out of 40) of the non-participating children were
aware of this. However, answers to this question were missing
for 19 participating children and 55 non-participating children.
We compared participating and non-participating children by
performing a chi-square test and found a significant difference
of p < 0.05 between the groups, X2 (1, N = 83) = 10.62, p = 0.001,
with a medium magnitude of difference (ϕ = 0.36).

Participating children had also received information about
their parent’s condition more often than non-participating
children, at assessment point. Of the participating children, 85.7%
(36 out of 42) were aware of their parent’s condition, compared
to 60.5% (23 out of 38) of the non-participating children.
Answers to this question were missing for 20 participating and
57 non-participating children. The results from the chi-square
test comparing the two groups showed a significant difference
at p < 0.05 level, X2 (1, 80) = 6.54, p = 0.011, with a small-to-
medium effect size (ϕ = 0.28).

Where the Children Lived
For participating children, 94% (47 out of 50) lived with the
hospitalized parent. In the case of the non-participating children,
65.9% (29 out of 44) were registered as living with the patient.
Answers to the question of where the children lived were
missing for 12 out of 62 participating children and 51 out of
95 non-participating children. A chi-square test conducted to
assess the difference between participating and non-participating
children in terms of living with the hospitalized parent showed a
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FIGURE 2 | Age distribution for participating and non-participating children. n = 113, age missing for 11 participating children and 33 non-participating children.

TABLE 2 | Characteristics of participating and non-participating children.

Characteristics of children Participating
children (n = 62)

Non-participating
children (n = 95)

Gender

Girls 33 36

Boys 23 31

56 67

Age

0–2 0 4

3–5 2 13

6–8 8 6

9–11 14 13

12–14 13 13

16–18 13 11

18 or older 1 2

51 62

Information missing about gender for participating 6 participating and 28 non-
participating children, and information missing about age for 11 participating
children and 33 non-participating children.

significant difference at p < 0.05, X2 (1, N = 94) = 11.93, p = 0.001,
with a medium effect size (ϕ = 0.36).

Themes in Sessions With Participating
Children
The thematic analysis of the written reports from CT sessions
involving children resulted in three main themes and ten sub-
themes. The main themes were communication about PMI
within the family, children’s struggles, as well as HCPs’ evaluation

of the child’s situation and identification of further support. See
Figure 3 for an overview of main themes and sub-themes.

Informing Children About Parental Mental Illness
Healthcare professionals frequently explained to parents why
talking openly about mental health within the family is
important. Some of the parents were open about their illness,
and many said they wanted to be even more open. In many
families, however, there was little to no communication about the
parent’s illness. Hence, for some children the CT session was the
first time they received information about their parent’s illness.
The children usually expressed that they were glad to receive
information from HCPs. However, some children did not want
information and did not want to visit or have contact with the
mental health services.

In some cases, the parents were unwilling to talk about mental
illness and prevented their children from receiving information
or being given the opportunity to talk about their situation.
Reasons were that they did not want their children to be
unnecessarily worried or to focus on the negative characteristics
and psychiatric diagnosis of the sick parent. A mother who
was diagnosed with depression, anxiety, and an eating disorder
protected her 10-year-old daughter (ID 35), from words such as
“mental illness” and “psychiatric hospital.”

The information that children received was not always
correct or clarifying. Proper explanations about parents’ illness,
symptoms and behavior were often missing. Some children
knew that something was wrong or that their parents were
struggling, but not what or how. Often parents and HCPs used
word such as “exhausted” or “having headache” when explaining
parents’ mental illness.
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FIGURE 3 | Map over main themes and sub themes.

Questions from children appeared in a few records. The
questions reported concerned the care of younger siblings,
heredity, and the home situation. Children did not usually
ask directly, but rather expressed their curiosity about a
theme in the session.

Children’s Struggles and Problems
Children reported missing their hospitalized parents and being
worried about them. Two boys aged 10 and 11 years (ID 78)
missed their father while he was hospitalized and reported being
worried about him. This was also given as the reason for the
youngest boy having trouble concentrating at school. Some
children kept in contact with the hospitalized parent by using
video calls and some had also visited their hospitalized parent on
several occasions. Some children missed the way things used to
be before their parent became ill, like a 15-year-old girl (ID 17)
who said that she was missing her “healthy” mother. She missed
spending time with her mother in the evenings, lighting candles,
and watching movies. She also missed tasty and healthy meals.

Several children in the records were worried about, and had
great responsibilities for, the care of their sick parent and/or
younger siblings. A 12-year-old girl (ID 42) had to physically
stop her mother from dying by suicide. The girl was worried
about what might happen once her mother was discharged from
the hospital. HCPs emphasized the importance of making the
daughter aware that it was not her responsibility to take care
of and look after her mother, yet they advised her to contact
the police if her mother did anything like that again. The girl
also expressed her concerns for the care of her younger siblings
while her mother was hospitalized, especially the one-year-old.
She was not sure her father would be able to take care them.
She had trouble sleeping at night. The girl was advised to
contact help services if things became difficult or if she needed
someone to talk to.

Some children were overinvolved in the illness of their parent,
such as a 12-year-old boy (ID 18) whose mother had been
diagnosed with anxiety:

The boy said he was going to look after his mother until he became
an adult. He was worried about his mother when she got her anxiety
attacks. When she got the anxiety attacks, he massaged her.

Another child, a 16-year-old boy (ID 60), frequently had to
participate in his mother’s doctor appointments and translate
letters from the Ministry of Foreign Affairs. He was also involved
in the conflict between his parents and described how he had to
stop his father from being violent with his mother:

In the beginning, after they came to Norway, his father was
physically violent toward his mother. One night he got up and told
his father that if he ever beat her again, he would call the police.
The father went out and did not return until much later. Since the
incident the father has never beaten her. The boy cried while telling
this. He said this was the very first time he had cried in front of his
sister.

Many children had a difficult home situation, living in
families with severe, long-lasting problems. Many of the children
had experienced frightening episodes at home. The children’s
situations at home were often described as unpredictable,
stressful, and characterized by high conflicts levels and violence
between family members. In one case a 16-year-old girl (ID 39)
who was living with her mother, who had been diagnosed with a
psychotic illness, was physically abused:

There was general concern for the family because of the mother’s
mental state. There was also concern for the daughter’s situation
and whether she was given help for her own mental health problems,
which she had had for several years. Her mother was unstable
and had on several occasions pushed and thrown things after the
girl. The mother had also called her names. It was difficult for the
daughter because her mother was suspicious and seemed to be in a
paranoid state of mind.

The patient in the example above was discharged from the
hospital and sent home to her daughter. A report of concern
was sent to The Child Welfare and Protection Services (CWPS).
The daughter was advised to contact the school nurse when she
returned to school at the end of the summer.

Several children had more or less concrete thoughts about
dying by suicide. For one of these children, HCPs stated that the
child’s mental health problem was taken care of by their general
practitioner. In another case a 16-year-old boy (ID 60) was invited
to call HCPs if he wanted to talk, after he had told them that he
had thought about cutting his main artery if he was sent back
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to Afghanistan. He had even looked in the kitchen drawer for
a knife. For a child who had attempted to die by suicide earlier,
HCPs were concerned for the child’s mental health problems and
whether appropriate help was provided.

Evaluating and Supporting the Children
In many of the records, HCPs observed and evaluated the
situation of the children and the parent’s caring abilities. In some
cases, HCPs explicitly wrote down the agenda for evaluating the
children, for example to “look at the interaction between the
mother and the daughter” or to “observe the relation and the
interaction between the children and parents.” In one case (ID
26), the HCPs evaluated the attachment and how the child acted
around his parents. HCPs even talked with the four-year-old boy
while his parents were waiting outside.

Healthcare professionals explored the children’s network and
support options as part of the intervention. Many sessions
led to referrals to CWPS and The Child and Adolescent
Mental Health Services (CAMHS), but in some cases where
children described severe problems, no referrals were made.
HCPs frequently encouraged parents and children to contact
their general practitioner, their teacher, or the school nurse.
Responsibility for establishing contact with help services or
professionals was often left with the child. Some families were
already in contact with CWPS and/or CAMHS. School nurses
were frequently recommended as a support option. In the case of
the 10-year-old girl (ID 35) who was being shielded from words
such as “mental illness” and “psychiatric hospital,” the school
nurse was recommended as a support option because the parent
and the child knew of her. Likewise, in a case with a 17-year-
old boy (ID 09), the school nurse was emphasized as a support
option as a neutral person the boy could talk to about everyday
life and other relevant topics of conversation for adolescents. In
addition, HCPs often gave children and parents the opportunity
to have several sessions and to get in touch with them outside of
the sessions if they needed to talk. The HCPs also gave children
the opportunity to call them if they had any questions. In some
cases, there was a mutual agreement that the family would benefit
from staying in touch with the ward.

DISCUSSION

Is the Participation Rate of Patients at an
Acceptable Level?
Of the thousands of patients at the DMHSD at UNN during the
period 2010–2015 (2), only 424 were assessed with the Family
Assessment Form. This means that for most of the patients, there
were no records of minor children they might be parenting.
Furthermore, only 78 patients received the CT intervention,
meaning that only a small fraction of COPMI were attended to
in the manner mandated by legislation in Norway. These results
are in line with previous research, suggesting that it is challenging
to implement new routines related to COPMI in Norway (36, 37)
and illustrating the need for a better implementation strategy.

Is the Participation Rate of Children at an
Acceptable Level?
Seven percent of children identified in the Family Assessment
Forms participated in CT. However, the number of children
identified in the Family Assessment Form does not represent
all minor children of patients at the DMHSD. In fact, around
5,500 patients were receiving treatment at the DMHSD each
year during the project period (2), and likely one third
of them had a mean of 1.75 minor children each (3, 27,
38), which equals more than three thousand minor children
of patients each year. The participation rate based on the
actual number of minor children of patients will therefore be
considerably lower than 7%.

According to the CT manual, children should participate
in the second session and optionally in the third session (24).
However, children were only present in half of the cases in
which the CT intervention was utilized, and since not all siblings
participated in cases including children, children’s participation
rate in received CT was only 39%. Children’s participation rate
reveals that the intervention manual is not being adhered to,
and consequently, the obligation of HCPs to provide COPMI
necessary information about PMI, support and follow up does
not seem fulfilled. It is especially important that HCPs provide
information to COPMI since previous research has shown that
parents themselves often did not inform their child about their
treatment/hospitalization or condition (27).

The main reasons for children not participating reported in
this study were reluctance of one or both parents, little contact
with the children or ending of the parent’s treatment. In cases
where the parent does not have custody or contact with the
children, inviting the children to participate in a session is not
appropriate, thus these patients would not have been invited
to participate in the CT intervention. Large demographical
distances between the clinic and the childrens home might have
made childrens participation difficult in some cases, especially for
the youngest children. In cases in which parents were reluctant to
bring their children to a CT session, HCPs are in a good position
to argue in favor of child participation. The reasoning behind
including children is available in the CT manual and motivating
parents and planning how to inform the children is the core
activity in session one (24). Aligned with previous research,
HCPs seem to need better awareness of the importance of giving
children information and support, greater skill at motivating
parents to invite their children, and greater skill, or perhaps
greater confidence, in performing conversations with children
present (28, 31).

Which Factors Influence Child
Participation?
In terms of factors relating to the parent, differences between
participating and non-participating children regarding parents’
diagnoses could not be tested in reliable ways because of
the sample size. However, the parent’s gender might be a
factor influencing child participation, with a difference between
participating and non-participating children close to our chosen
significant level, with a small to medium effect size. COPMI
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more often lived with their mothers as a sole caregiver and
therefore were in the care of relatives while their mother was
hospitalized (27). A more dramatic change in these children’s
life situations calls for more information and support, which
might explain why children of mothers participated more
often. This is also in correspondence with our results showing
that participating children more often lived with the parent
in treatment. Furthermore, deciding and planning for child
participation is easier when the child is fully under the
custody of the patient.

Mostly older children participated in CT. Child participation
increased with child age, and the difference between participating
and non-participating children in mean age was close to our
chosen significance level, with a small to medium effect size.
In earlier studies HCPs have reported feeling insecure about
who has the responsibility of children visiting patients and how
to have age-appropriate conversations (33). Furthermore, the
study found that HCPs’ confidence level influenced their initiative
to motivate patients to invite their children. For the youngest
children, it is possible that HCPs’ insecurities were amplified,
since younger children are less independent and require more
adjustments by HCP. HCPs might need more knowledge and
training in child development and age-appropriate conversations
about PMI. Interventions for COPMI can also be more adaptable
and user-friendly for HCPs, by making recommendations for
different age groups. For example, for children under two years
a visit to the hospital to assure them their parent is safe can
be recommended. For children from three years and up, in
addition to recommending a visit, guidelines for age-appropriate
information and communication principles can be provided
in the intervention manual. Increasing HCPs’ information and
support to the youngest children is of great importance since
younger children are the most dependent on their parents,
and not mature and autonomous to seek information and
support elsewhere. We found no differences in child gender
for participation.

In terms of knowledge about PMI, there was a
significant difference, of a small to medium magnitude,
between participating and non-participating children.
Participating children more often already knew about
parents’ treatment/hospitalization and condition. Families
that are more open about PMI might be more willing to have
children participating in a conversation with HCPs. This is in
coherence with earlier studies in which families’ fear of involving
children was perceived as an important hindering factor for a
family-focused practice by HCPs (32).

Are Children Supported and Informed?
The main themes in the CT sessions with children reflected
the objectives of the CT intervention (24): communication
about PMI within the family, children’s struggles and HCPs’
evaluation of the child’s situation and identification of further
support. However, the content of the CT sessions uncovered a
large variation in the quality of the support and information
children were provided.

Children were glad to receive information, which is in line
with earlier studies which show that children appreciate support

and information from HCPs (22, 23). Parents, however, were
sometimes reluctant and unsure about informing their children
because they did not want to make their child additionally
worried, a barrier for family-focused practice found in another
study (32). Our result confirmed, what is described by other
researchers (14), that children often know that something was
wrong and that not having information could lead to frustration.
It was also found that the children were missing their parent and
were worried about them. These results underpin the importance
of information and contact with the parent in treatment for
COPMI (14, 19–22).

Healthcare professionals evaluated and explored children’s
situations but were reluctant to refer to other services or
provide further support. High conflict levels within the
family, domestic violence, physical and mental abuse, mental
health problems and suicide thoughts among children were
described. However, few appropriate actions were taken by
HCPs. Despite HCPs’ obligation by law to refer children to
the CWPS when concerned with their living situation, HCPs
did not take appropriate actions in all cases. In previous
studies HCPs have reported hesitation against referrals because
of insecurities of whether there were grounds for referral,
whether a referral would benefit the child and whether a
referral would harm the family and their relationship with the
patient (39). The lack of action by HCPs does not only take
away children’s chance for help but does also trivialize the
problems and struggles the children are experiencing. HCPs
need to know which support they can offer, and which actions
to take. Educating HCPs about follow-up options and help
services for children might contribute to providing COPMI
better support.

Strengths and Limitations
One limitation of this study is missing data for several variables,
particularly for the non-participating group of children. The
results must therefore be interpreted carefully. The small sample
size may be a factor contributing to the lower sensitivity of the
t-test, resulting in less reliable results.

The journal data were a secondary source of information
of the CT sessions, written and processed by HCPs, based
on their perception of what is important and of interest.
What was written in the logbooks was partially decided and
influenced by the CT logbook and the questions HCPs were
to answer. However, the questions were openly formulated
and did invite HCPs to give detailed descriptions of the
conversations and share a range of information. Despite this,
it varied how much and how specific the written information
about the conversations were. By focusing on the themes that
were discussed in sessions, rather than looking for meanings
behind the text, the data material was suitable to answer
the associated research aim in the present study. The benefit
of the research design is that it enabled a reduction of
the disturbance and influence of an observing researcher.
A researcher present in sessions might have made participants
more hesitant to speak openly about sensitive and personal
subjects. In addition, HCPs should be able to perform the
sessions at a time they found appropriate in respect of the
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patient’s course of treatment and time management. Having to
plan for a third person’s participation would have made the
feasibility of the project weaker.

Only CT Logbooks in the electronic patient journal were
assessed; hence information written elsewhere was not available
and not included in the analysis. What is logged from the
sessions is partially prearranged from the Logbook forms. Since
the Logbook forms are directly based on the manual’s description
of the intervention, the data may incorrectly confirm the HCPs’
adherence to the manual. The HCPs were aware that the reports
were going to be used in a quality-assurance project and they
might therefore have reported the session more in line with the
guidelines of the manual. There was, however, sections in the
Logbook form with open formulated questions, which gave HCPs
the opportunity to share a wide range of information.

Future Research
To facilitate and strengthen the degree to which children are
given information and support they are entitled, more research
is needed to gain detailed knowledge about factors influencing
children’s participation. Future research should identify reasons
why HCPs are not including children and investigate whether it
is due to lack of consent from parents, institutional constraints, or
unfulfilled professional needs. It would be useful to know whether
certain characteristics of the parent’s illness, such as a sudden
onset or a significant change in the parent’s functional level and
behavior, influence the need to give and receive information
among HCPs, parents, and children. Whether child participation
is influenced by parent gender also needs to be explored in
future studies after adjusting for where the child usually lives.
In addition, the difference between participating and non-
participating children in terms of received information about
PMI should be investigated when adjusting for confounding
factors, such as the child age.

CONCLUSION

Child Talks is an intervention that seeks to reinforce COPMI’s
ability to cope with their family situation by the provision
of age-appropriate information about their parent’s illness and
treatment. The intervention also aims to provide additional
support and follow-up for the children who require it. Of patients
who were registered as having minor children, less than one
fifth received the intervention, and only half of the patients
who participated also had their children participating. Of the
registered minor children, less than one in ten received CT.
Ideally, children who participate in the intervention emerge
better informed, supported and are, when necessary, provided
with follow-up. However, this study shows that even participating

children were not always followed-up or judged to have been
adequately informed. Routines and training of HCPs to support
parents with mental illness and their children need improvement.
Initial identification of children of patients is important, and
subsequent support and provision of adequate services to the
identified children always needs to follow.
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This perspective article defines and discusses the concept of the “village” when working

with families who are experiencingmultiple adversities. The article starts with a discussion

on what is meant generally by a village approach, followed by a historical overview of how

families living in adversity have been defined and positioned. The need to move past

a siloed, professional centric approach when working with families is then presented.

Using a model of social connections, based on Bronfenbrenner’s ecological theory, we

then identify who the “villagers” might be. Some potential principles for how the village

might work with families living with adversity are presented, along with two case studies,

to demonstrate how these principles might be enacted. This perspective article provides

an overview and discussion of “the village” concept, rather than present a definitive set

of guidelines or recommendations.

Keywords: perspective, community, children, parent, adversity, parents, caregivers

INTRODUCTION

Globally, many families face multiple adversities. These advertises may include mental illness,
substance use and addiction problems, physical illness, domestic and community violence, poverty,
insecure housing and war. Moreover, many of these problems are accumulative, with one
problem, for example, parental mental illness, cascading into other problems, such as relationship
breakdowns, unemployment and poverty (1). Preventing and mitigating the impact of these
problems on parents and children is critical for improving population health for families now and
in the future. However, no one sector or organization is in a position to address all the issues that
these families may face. Hence, it is proposed that a “village approach” is needed when bringing
up children.

The genesis for this perspective article comes from the It takes a village, an international
conference held in Oslo, 2018. The conference brought together those with lived experience,
researchers, practitioners and policy makers to discuss the needs of such families but arguably
more importantly, optimal service responses. Given its audience, efforts were made, when putting
together symposiums and accepting articles, to highlight ways the village might work together.
Others also employ the term “village”, for example, the Austrian How to raise the village to raise
the child, an initiative funded by the Ludwig Boltzmann Society and the Medical University of
Innsbruck. The initiative aims to strengthen formal and informal support for children living with
parental mental illness. Drawing on these initiatives, this article documents what is meant by the
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concept of a village approach. This article constitutes an attempt
to “move toward” clarifying and discussing the concept of
“the village” rather than provide a definitive set of guidelines
or recommendations.

In this perspective, we first define what we mean by the
“village” and then provide some discussion about what we mean
by the term “families”. The need to move past traditional practice
silos and how the village might work with families is then
discussed using two, brief case studies.

DEFINING THE “VILLAGE”

The phrase “it takes a village to raise a child” originates from
an African proverb and conveys the message that it takes many
people (“the village”) to provide a safe, healthy environment
for children, where children are given the security they need to
develop and flourish, and to be able to realize their hopes and
dreams. This requires an environment where children’s voices
are taken seriously (2) and where multiple people (the “villagers”)
including parents, siblings, extended family members, neighbors,
teachers, professionals, community members and policy makers,
care for a child. All these ‘villagers’ may provide direct care to the
children and/or support the parent in looking after their children.
However, the village, in many countries today, is dissipated and
fragmented and individuals are increasingly isolated and are not
eager to ask for, or provide help to, others. Family breakdown,
economic pressures, long working hours and increased mobility
have all contributed to families feeling less connected to extended
family members and others around them (3).

In this perspective article, we propose a village that has the
capacity to provide support and guidance to families living with
adversity. Inherent in the concept of the village is the notion that
caring for children is a shared responsibility amongst many. In
this article we explore the notion of the village further, provide
case studies of when it is occurring and provide principles of a
village approach.

DEFINING FAMILY

Families mean different things for different people. Osher and
Osher (4) suggested that family is “defined by its members,
and each family defines itself ” (p. 48). Likewise, Eassom et
al. (5) provided a broad approach to the definition of family,
which may not necessarily include one’s biological family, but
instead consists of those who share a common purpose, set
of conventions and customs. Hence, there are different types
of families, which may include the traditional nuclear (two
parent) families, single parent families, adoptive families, same-
sex parents, foster families, stepfamilies, and those in which
children are raised by grandparents or other relatives.

One important role of families is to provide love, guidance,
care, and support for its members. How they do this will
differ, according to culture, family values, and the availability
of educational, economic, and welfare resources. Through an
interpretative framework, parents convey to their children
the values, standards and rules about relationships and social

structures. In turn, parents’ beliefs and practices reflect the norms
and expectations of their time and the culture in which they live.
All of these factors impact the family environment and inform
how family members show emotions, make decisions, resolve
conflicts, interact with, and care for each other. When one family
member is ill, facing addiction problems, or is otherwise under
stress, other family members, including children, are inevitably
impacted (1). In these instances, other family members may
support the familymember who is ill or under stress; alternatively
(or in some instances, additionally), the family may itself be the
source of trauma and ongoing stress and anxiety (6).

Multiple studies have shown that compared to other children,
children growing up in such families may experience negative
impacts on their own mental health and well-being, physical
health and education (7). However, not all children whose
families experience adversity will be negatively impacted, nor will
all children be affected in the same way (1). Moreover, Gladstone
et al. (8) argue that rather than being passive victims, many
young people living in these families have their own agency, and
in the face of great adversity, can be highly resilient and active
contributors to family life.

Throughout recent history there have been different ways
of describing families experiencing multiple adversities. In
an address at a 1946 conference, Wofinden, a public health
researcher, defined families who experience problems as “families
with social defectiveness of such a degree that they require care,
supervision and control for their own well-being and for the
well-being of others” [(9), p. 127]. He continued by suggesting
that “help from outside [the family] can hardly be of permanent
value, except in proportion as it tends to develop the self
helping faculties” (p. 130). In more recent times, public policy
has mirrored similar sentiments. The 2011 Troubled Families
Programme launched in England aimed to “turn around” the
lives of the 120,000 most troubled families in England by 2015.
In that policy, these “troubled families” were seen to “have”
problems and “cause” problems to those around them (10). Such
simplistic arguments condoned and extenuated the complex and
interrelated relations between socioeconomic and psychosocial
problems that many families experience, often over multiple
generations. Such positioning also negates the responsibility of
the “village” to support families. Helming et al. (11) consolidated
such arguments when they write:

The concept of “multi-problem families” includes only the level of

the family system (“families that have many problems”) and hides

social deprivation [and] the deprivation of these families. . . . The

term also neglects the. . . the obligation of the state to intervene to

regulate equal opportunities (translated from the original, p. 74)

Tausendfreund et al. (12) advocated for the term “families in
multi-problem situations” rather than “multi-problem families”
so that the location of the “problem” is ascribed (semantically
at least) to the family’s environment rather than the family
itself. Similarly, Goerge and Wiegand (13) employed the term
“multisystem families”, though acknowledge that this only
captures those problems that families seek assistance for, and that
services are able to address. When responding to these families,
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Hayden and Jenkins (10) advocated for a two-prong government
approach that involves: (i) providing immediate responses for
supporting the whole family, and not only the individual
adult and child “problems”, and (ii), targeting underlying
driving forces behind family problems, especially pertaining to
unemployment and insecure housing. Defining problems by the
systems families engage with and the need to look at underlying
forces, underscores the need for a village approach.

SILOED PRACTICE

Typically, organizational responses and policies for families
living with adversity have been siloed, for example, supporting
a parent presenting for cancer treatment without consideration
of the needs of his or her children (14), or working with a client’s
mental illness without acknowledging his or her substance use
problem (15, 16). Changing siloed practices is difficult, because
they are grounded in professional development and education,
laws and regulations, health policy and funding models (17).

Roberts (18) described silos as the “inability to share
information and integrate system activity” (p. 677). Goerge
and Wiegand (13) investigated families experiencing multiple
adversities in the state of Illinois (USA) and found that 23%
of families surveyed received services from two or more public
services, including child welfare, mental health, substance abuse
services and adult and juvenile incarcerations, mirroring findings
from an audit of adult and child mental health services in
Northern Ireland (19). Even though these families accounted for
86% of the funding for these services, there was little coordination
or collaboration of care and little or no sharing of information
between services. This siloed approach results in either an overlap
of services or alternatively misses critical problems that a family
may want and need to address. Siloed practice models are a
problem that appears to be pervasive across countries, agencies
and funding models (17).

Problems that may arise in families can correlate, for example,
when parents who have a history of substance use also have
a mental illness (20), or when one family member who has a
mental illness has other family members who experience their
own mental health issues (21). The reciprocal impact between
children’s and parents’ health should not be underestimated (22)
and will also reverberate in families. Exposure to one problem
often leads to other problems, such as unemployment, inadequate
housing, and in some cases violence and child neglect (1). Social
complexity theory may help understand the problems families
face; what might seem like chaotic behaviors are instead highly
organized with rehearsed patterns. Complexity theory shifts
attention from a “decontextualised and universalized essence to
a concern with contextualized and contingent, complex wholes”
[(23), p. 119]. This necessitates looking past presenting behaviors
(e.g., the reaction of children to a parent’s symptomology) and
instead, appreciating the ways in which interactions with others,
material resources and services contribute to family experiences.
Rather than see families as dysfunctional or beyond hope,
we need to recognize that they may be striving for meaning
and balance and doing the best that they can, in their given
circumstances (24).

The complexities of these adversities further underscore
the need for coordinated responses across health, housing,
employment services, education, policing and other agencies
and community groups, from the perinatal period through to
adulthood. Different services will be needed at different times,
especially for key developmental milestones, such as the birth
of a new child or the death of a grandparent (25). Moreover,
the impact of these adversities can be intergenerational, as the
impact of the adversity is passed on through parenting practices,
violence, substance misuse and mental health issues (26).

SOCIAL CONNECTEDNESS

Even though parents may be a child’s primary caregivers, a family
does not exist in a vacuum. Social connectedness has been defined
as those subjective psychological bonds that people experience in
relation to others including, for example, a sense of belonging
and feeling cared for (27). It also includes objective measures
such as the frequency of social participation and marital status
(27). There is much evidence that strong, positive connections
are linked to positive mental health and well-being, especially
in times of stress or trauma (27). Social connectedness is one
way of describing the members of the village and the need
for families to have multiple supports. Given that responding
to, and overcoming adversity, occurs in a social context that
extends beyond individual and family levels, social connections
for families living in adversity includes but extends past members
of the immediate family.

There are, however, many families who are not included
within their communities. Likewise, families with complex
health and social needs may be excluded from services, for
many reasons, leading to poor health outcomes and multiple
morbidities and in some cases early mortality (28). Families may
be excluded because of the stigma associated with adversity (such
as mental illness or poverty) and an inappropriate representation
in the media (29) or because they are not recognized by a
government’s criteria of “troubled”, and are missing from public
policy (10). Rather than being “hard to reach”, some families may
not have the ability to access services (because of transport or
time), may have had negative experiences with similar services
previously and/or find them intimidating or unhelpful. Some
may not be aware of services that could assist them and may
need professionals to serve as conduits to other services (30).
The village concept implies a need to identify the magnitude of
exclusion (that is, who is being excluded and from what), specify
why they are excluded and, on that basis, promote access to
essential services for individuals and their families and challenge
societal attitudes and media misrepresentations. Families need
different forms of connections, formal and informal, from the
individual level to the policy and government level, to address
the upstream causes of exclusion and disadvantage, including
adverse childhood experiences and poverty.

WHO IS IN THE VILLAGE?

Bronfenbrenner’s ecological theory (31) highlights the various
factors that impact on children’s learning and development. We
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FIGURE 1 | Possible connections for families living in adversity.

have extrapolated from that model to highlight the connections
that families might have, in each sphere, as one possible
indication of who might be the “villagers” (see Figure 1). This
figure demonstrates how different social connections impact
children’s outcomes, across varying proximity levels (though this
may also vary for different families). Culture, socioeconomic
status and language provide further context to this figure. It is the
richness (quality and quantity) of these connections that can have
a significant influence on the quality of the child rearing that a
parent provides and the types of connections that children might
make (32). Synergy is an important aspect of this model, which
implies that families, schools, community groups and agencies
working together can achieve more than either could alone (33).

Supportive connections with village members are valuable for
both children and parents. In her seminal longitudinal study
of high-risk children, Werner (34) found that children from
high risk backgrounds, who formed bonds with caring and
trusting other adults, turned out to be more resilient, than those
who did not form such connections. Connections also help
parents; Garbarino and Sherman (35) found that parents who
have access to social networks and supports when looking after
children report less parenting stress, than other parents. Likewise,
communities with strong formal and informal networks are
associated with lower rates of child maltreatment, compared to
communities characterized by social disorganization and low
levels of social cohesion (36).

Though the importance of social connections might be self-
evident, Kesselring (32) argued that in western societies there
is a trend toward parenting as a private concern, and when
any presenting problems (experienced by the child or family)
are referred to professionals rather than shared amongst the

family’s social networks. In this approach, the village shrinks
considerably, especially when professional services are limited or
are not accessed by the family (for whatever reason). However,
in many societies, nonparental caretaking is either the norm
or occurs frequently. Donner (37) found that in Polynesian
society both parents and nonparents were involved in the
upbringing of other people’s children. Polynesian adults viewed
the western ideal of sole parental responsibility as a “lack [of]
compassion” for other people’s children (p. 703). Likewise, Otto
(38) found that Cameroonian Nsomothers discouragedmaternal
exclusivity, believing that multiple caregivers are optimal, with
one mother stating, “Just one person cannot take care of a child
throughout” (p. 95).

There are, however, times when parents in western cultures
draw on different members of the village. In the UK, Edwards
and Gillies (39) found that although many parents receive less
informal support than in the past (because of divorce, or because
extended families are geographically dispersed), parents still
identified relatives and friends as the main source of emotional
support and advice about their children’s behavior. In the
USA, Burchinal et al. (40) found that in communities where
neighbors trust each other, parents are more likely to utilize
informal childcare from their neighbors, rather than relying
exclusively on their relatives to look after their children, when
working or ill. Both neighbors and parents can be involved
in caring for children when they have “shared expectations
and mutual engagement by adults in the active support and
social control of children” [(41), p. 635]. Professionals, such as
teachers and youth workers, play a role in these neighborhoods
by organizing neighborhood activities and events and by “caring”
for children (42). Governments in many western countries focus
on parenting in public provision and policy, and provide some
families with government financial support and information and
hands-on support through different initiatives and parenting
programs (43). There are also different parenting blogs and
other online sites that parents might access, to meet other
parents and/or obtain emotional support and advice. In sum, the
different connections that a family might make (Figure 1) help us
understand the different forms of support that may be provided,
and those that may be missing.

POTENTIAL PRINCIPLES OF THE VILLAGE
APPROACH

The connections within the village approach are important, but
how these connections might confer protection or buffer the
impact of adversity is not always clear. Articulating principles
for a village approach serves as the first step in operationalising
the village approach. Based on our collective experiences as
researchers and clinicians, these principles have been outlined
in Table 1, along with practice and/or policy implications. These
principles might be used to develop new initiatives and evaluate
existing ones, an important future direction in the field.

Applying these principles in practice is the next step to which
might challenge the social factures that inhibit the notion of
the village that may intentionally or unintentionally exclude
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TABLE 1 | Potential principles of the village approach.

Village principle Practice and policy implication

Interdisciplinary Practitioners from various professional

disciplines, including but not limited to physical

health, psychology, social work, and education,

are provided with the training and time to work

collaboratively

Interagency Coordinated interagency support is provided to

families depending on need, including but not

limited to housing, employment, child care and

education

Strength based Family, parenting and children’s strengths and

resources are identified, recorded and

celebrated.

Prevention focused Support aims to prevent immediate and

long-term problems.

Developmental,

lifespan approach

Different support is provided to

parents/caregivers and children at different

times, depending on key developmental

milestones.

Promoting parents’

agency and

empowerment

The views and perspectives of parents is

actively sought when defining problems and

solutions. Parents are partners in the planning

and delivery of services.

Giving children a voice Children of all ages are encouraged to present

their perspectives on the issues and potential

solutions to existing and future family issues

Culturally sensitive Individual, familial and communal cultures are

acknowledged and considered when

addressing problems and solutions.

Feedback and

evaluation

Feedback and evaluation processes are built

into Village-focused policies and practices

families. In this final section we provide two case studies which
demonstrate the ways in which “the village” might be enacted.

Harlem Children’s Zone
Aiming to improve the educational and developmental
outcomes for children in one of America’s most impoverished
communities, the Harlem Children’s Zone (HCZ) is a non-
profit organization for children and families that includes
community building, the promotion of parent networks and
neighborhood safety, and child-oriented education and health
programs (44). By promoting a sense of community, HCZ
addresses a constellation of factors that might negatively impact
families. Individual programs may be delivered, for example,
that focus on housing, but these incorporate a mandate to
foster community connections and support healthy physical
and social environments. HCZ services are structured into a
“pipeline” of continuous support from a child’s birth through to
college graduation. Services include parenting supports, which
provide a safe space for parents to connect with others and
provide information on parenting best practices and pathways to
coordinate and navigate services. Evaluations indicate that HCZ
significantly increased academic achievement for children living
in adversity (45), and has positive impacts on children’s weight
and physical health (46).

The HCZ incorporates many of the principles covered by
the village approach (Table 1) by providing an interdisciplinary,
interagency approach and before that is prevention and youth
focused. The “pipeline” of supports is clearly developmentally
orientated and its focus on parenting support promotes parents’
agency and autonomy. Nonetheless, there have been calls for
further evaluation to demonstrate the efficacy of this approach,
especially in regards to impacts on children’s well-being, in
addition to their academic outcomes (44).

Strategies With Kids–Information for
Parents
Developed in New Zealand, SKIP is a government funding
program that aims to increase the opportunities for communities
to promote positive parenting, for families living in adversity
(47). SKIP employs an open tender process in which the
government invites local organizations and groups to submit
proposals that aim to support families in a holistic, culturally
sound manner. For example, one initiative brings parents
together to share successful strategies for positively managing
challenging behavior in their preschool children, while another
identifies community and agency partnerships for addressing
community violence. Its approach affirms the role of parent
and provides the pathways for normalizing help seeking in
communities, in culturally appropriate ways. The initiative’s
locally driven, strength-based approach aligns with the village
principles (Table 1) as does its focus on promoting parents’
agency and empowerment. However, children’s voices appear to
be lacking as is any form of rigorous evaluation and monitoring.

The two case studies illustrate community led approaches
that aim to promote the development of a village approach that
benefits children and their families. Both demonstrate the large
number and range of initiatives offered, which draw on existing
capacity and address the specific needs of the local community.
The most common activities appear to be the active involvement
of parents in the planning and development of programs, active
community engagement, and promoting safe, family friendly
environments. The potential to use community settings, such as
schools, to upscale interventions is also evident, allowing local
communities to drive programs adapted to their context within
existing resources.

The Austrian project mentioned at the start of this perspective,
titled How to raise a village to raise a child, has a program
theory model that the authors argued promotes the capacity of
the village to care for children and families; this model outlines
resource inputs, systems and individual context considerations
and triggers for behavior changes (48), with a particular
focus on translation and implementation (49). A subsequent
article further emphasized the importance of regional context
specific solutions and engagement with local and experienced
stakeholders to ensure service models are implementation ready
(50). As the authors themselves conceded, their work to date has
not yet demonstrated the effectiveness of this approach, especially
in terms of child outcomes (50). Amajor issue in the field appears
to be that many of these broad community projects have not been
rigorously evaluated, especially in regard to how children may
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benefit. Some of the reasons for this, at least partially, may be
that the principles of a village approach are rarely articulated,
hence the need for this article. Additionally, as Nicholson (51)
argued, the complexity involved in an ecological model of
family functioning makes gold standard evaluations (typically
employing a randomized controlled trial) difficult to conduct;
we would suggest that a village approach makes conducting an
evaluation even more challenging but one that researchers are
currently addressing [see for example, (48)].

Many of those who organized and participated in the 2018
It takes a village conference, were involved in the writing
of an editorial which outlined various recommendations for
systems and workforce change, (52) and which generated much
traditional and social media interest. The recommendations
article, the two case studies shown, and the recent Austrian
project, indicate that there is interest in the concept of the
village. However, further research is required to demonstrate how
a village approach might be enacted in different settings and
with different families, and in particular, evaluating its long term
impact on families.

CONCLUSION

This article provided one perspective of a “village” approach
when supporting families who experience various challenges.
We describe a village approach, which ranged from immediate
child and family level responses through to government
lead initiatives that services and governments might need
to consider when developing practice guidelines and public
health policy. The connections and principles identified
in this perspective might serve as the framework from
which new initiatives could be developed and existing
programs evaluated. These connections and principles
are even more pertinent given the struggles experienced
by families and communities throughout the COVID-19
pandemic (53).
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In recent decades the average age of becoming a parent has increased, the rate

of teen pregnancies has decreased, and a new developmental period of emerging

adulthood is marked by diverse pathways into adulthood. Today, those who become

parents in young adulthood (18–24 years old) and their children may be vulnerable to

poor outcomes observed in teen parents (13–19 years old) of previous generations.

Young adults with serious mental health conditions (SMHC) who encounter additional

challenges navigating young adulthood and tend to parent earlier than their peers may

be at particularly increased risk of poor outcomes. To date, little research has been done

to understand the experiences of young adult parents, especially those with SMHC. This

study describes themes from qualitative interviews with 18 young adults with SMHC

in the United States who became parents before the age of 25. Life story narrative

interviews, conducted mostly by young adults with lived experience, asked participants

to describe their parenting and mental health experiences and their school, training,

and work experiences. Participants described the challenges of simultaneously parenting

young children and managing a mental health condition, experiences of discrimination,

and fear of future discrimination related to their mental health condition. However, parents

also expressed that their children motivated them to maintain recovery and build a

good life for their family. This is the first study to qualitatively explore the experiences of

young adult parents with SMHC. While many of these findings align with prior qualitative

research on mothers with mental illness, by exclusively focusing on individuals who

become parents earlier than their peers and including father experiences, this research

adds to our understanding of how individuals simultaneously navigate parenting and

managing a serious mental health condition. These findings should inform larger-scale

research studies on the experiences and outcomes of young adults with SMHC who

become parents in their late teens or early twenties. A better understanding of their

experiences should inform public mental health services that incorporate parenting as

an important element of an individual’s personal recovery model.

Keywords: emerging adult, mental health conditions (MHCs), young adulthood (18 years older), parenting with

mental illness, qualitative
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INTRODUCTION

As the average age of becoming a parent has increased in recent
decades, those who become parents in young adulthood (18–25
years old) and their children may be vulnerable to poor outcomes
like those of teen parents (13–19 years old) and their children
from previous generations. Particularly at risk are young adults
with serious mental health conditions (SMHC)1 who often have
poorer education, employment, and housing outcomes and tend
to become parents earlier than their peers. By virtue of their age
and their mental health condition, young adults with SMHC,
and their children, may be at higher risk for negative outcomes
(1, 2). Thus, targeted services to support young adult parents
with SMHC are imperative. However, such services will only be
effective if they are informed by the lived experiences of young
adult parents with SMHC. To date, research on this population is
scant. This paper will describe results from qualitative interviews
with young adults with SMHC who became parents in their teens
or early twenties. This information should be used to inform
public health and mental health programming.

Teen Parents and Their Children: Historical
Health Outcomes and Public Response
In the 1990s, the birth rate for females ages 15–19 peaked at
61.6 births per 1,000 women (3). During this time, research
increasingly showed that teen parents and their children were
at increased risk of several poor outcomes. Teen parenting was
linked to increased rates of poverty and decreased social well-
being in parents (4, 5). Additionally, the educational pursuits
of teen parents were often negatively impacted. In 2008, over
90% of the general population received their high school
diploma by age 22 compared to only 50% of teen mothers
(4). Completing continued education was even less likely; only
10% of teen mothers pursued and completed an associate or
bachelor degree program (4). Children born to teen parents
experienced disproportionate rates of health and development
issues including low birth weight and infant mortality (6, 7).
Studies also showed that children born to teen parents were
more likely to be victims of neglect with rates of maltreatment
estimated at over 50% (8, 9). As children of teen parents grew
up, they also experienced higher rates of teen pregnancy, poorer
educational outcomes, and were at increased risk of substance use
disorders and SMHC (10, 11).

In response, several public health initiatives emerged to reduce
the rate of unplanned teen pregnancies (12). For example, the
National Campaign to Prevent Teen and Unplanned Pregnancy,
launched in 1996, developed and distributed public health
knowledge to inform the conversation on teen pregnancy
and parenting (13). The Teen Pregnancy Prevention Program
(TPPP), an evidence-based program enacted in 2010, distributes
grant funding to programs across the US aimed at preventing

1SMHC refers to having been diagnosed either with a serious emotional

disturbance (often used in children) or a serious mental illness (often used with

adults) as defined in the Federal Register [5/20/1993, FR, 58(96). P. 29422]. SMHC

includes schizophrenia-spectrum disorders, bipolar disorder, and severe forms of

depression, anxiety, and posttraumatic stress.

teen pregnancy (14). TPPP programs and many other successful
public health initiatives have helped to develop and disseminate
comprehensive sexual education and provide funding for family
planning and young adult development (14). Many of these
initiatives boast success in reducing teen pregnancies; teen
pregnancy rates have steadily declined and currently hover
around 7–16% (15).

Young Adulthood and Young Parenthood in
the 21st Century
Over the last two decades, the period of young adulthood
(broadly ages 18–30) has evolved into a newly understood
life-phase known as “emerging adulthood” (16). Normative
activities that previously marked one’s transition into adulthood
(e.g., completing education, securing stable employment,
marrying, and becoming a parent) now typically occur
several years later than in previous generations (16). In the
United States, a 2015 report by the National Academy of
Medicine (formerly the Institute of Medicine) and the National
Research Council concluded that young adulthood (17–25) is
a critical developmental period marked by increasingly diverse
pathways (26).

In the United States, the lengthening transition from
adolescence to adulthood is evident in patterns of employment,
education, and living status. Between 1960 and 2018 the
percentage of recent high school graduates who went on to higher
education increased from 45.1 to 69.1 percent (17). In recent
years, even before the COVID pandemic, the rate of young adults
living at home with their parents was the highest rate since
the Great Depression (18). Emerging adulthood has also been
marked by a steady increase in the average age of first birth.
Between 1970 and 2000, the mean age for women having their
first live birth in the United States increased by 3.6 years (19).
That rate has accelerated over the last two decades; census data
show that between 1994 and 2018, the average age for women
having their first live birth increased another three years from
age 23 to 26 (20). This trend is evident across other datasets (21).
The average age men are becoming fathers has also increased by
several years (22, 23).

At the end of the 20th century, poor outcomes among teen
parents and their children, such as those described earlier,
reflected concerns that teen parents did not have sufficient
physical and emotional maturity to provide effective care for a
child and that they may not have adequate economic resources
(24). In the U.S., public health officials framed these data to
portray teen pregnancy as a social problem that needed to
be addressed. However, as the average age of first birth has
increased over this time, and a unique developmental period
known as emerging adulthood has evolved, individuals who
become parents significantly earlier than their peers, even if not
technically “teen parents,” may face challenges similar to those of
teen parents in earlier generations.

Historically, research on teenage parenting utilized an
absolute age cut-off (i.e., the age of 20) to define a group of parents
most at risk for poor outcomes. However, the timing of what
constitutes “early” parenting differs by society and over time. A
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recent cross-national comparative study looking at educational
differences in early childbearing defined “early childbearing” as
the age by which 20% of first births have occurred to women
in a given birth cohort and country (24). In this definition,
“early childbearing” is defined in relative terms, i.e., in relation
to the normative timing of childbearing within a given society
or cohort. The authors argue that since teenage childbearing
is relatively rare (and has been declining) in many countries,
its utility as an absolute measure of “early childbearing” is
waning. Taken together, elongated and diverse pathways from
adolescence to adulthood and the increasing average age of
first birth necessitate an updated definition of what constitutes
a “young parent” or “early childbearing” in the United States.
Following this logic, the high-risk category that was previously
defined as “teen parents” should now be redefined in more
relative terms. For instance, in the United States, only 30% of
pregnancies happen prior to the age of 24 (25). Accordingly, the
outcomes and needs of young parents in their late teens or early
twenties might be poorer relative to people who become parents
later in life.

Young Adult Parents With SMHC
Pathways through the transition to adulthood are more diverse
and increasingly difficult to predict (26). Most mental health
conditions are diagnosed by age 24 (27) and it is estimated
that between 5 and 7 million young adults (ages 16–25) in the
United States have serious mental health conditions (SMHC) (28,
29). The term “serious mental health conditions” (SMHC) is used
to be inclusive of mental health diagnoses of “serious emotional
disturbance” in childhood and diagnoses of “serious mental
illness” in adulthood. SMHC includes schizophrenia-spectrum
disorders, bipolar disorder, and severe forms of depression,
anxiety, and post-traumatic stress disorders. In the U.S., mental
health conditions are the cause of 45% of the burden of disability
in older youth and young adults (26). Compared to their peers,
young adults with SMHC experience lower rates of high school
graduation (30), higher rates of college drop-out (31, 32), and
are less likely to be employed (31, 33–35). Youth and young
adults with SMHC are over-represented in homeless populations
(36, 37) and have high rates of co-occurring substance use (28).

On average, young adults with SMHC become first-time
parents at an earlier age than their peers without SMHCs (2, 38,
39). The average age of becoming a parent is currently 26 years
old for females (40) and 31 years old for males (22). Meanwhile,
depending on the diagnosis, the average age of becoming a parent
for women living with SMHC ranges from 19 to 22 years and
from 24 to 25 years of age for men with SMHC (2). Prior research
shows that among young adults ages 18 to 26 years, 29% of
those with SMHC are parents of at least one child, compared to
just 19% of their peers without SMHC (39). Based on estimated
mental illness prevalence rates cited earlier, we estimate there are
1–2 million young adults with SMHC who are parents of young
children in the United States.

Based on the limited research that is available, parents with
serious mental health conditions (SMHC) of any age face a
myriad of challenges as they navigate adulthood. Parents with
SMHC experience higher rates of poverty, lower employment

rates, and higher rates of enrollment in Supplemental Security
Income (SSI) or Social Security Disability Insurance (SSDI)
than parents without SMHC (1, 2). They are more likely to be
living without partners and managing parenting and financial
responsibilities without spousal support (2). Parents with SMHC
face the additional barrier of stigma and discrimination when
disclosing their mental health diagnosis (41). As a result, parents
with SMHC may not be forthcoming about their challenges or
needs (42).

Research has found that parents with SMHC often experience
less positive relationships and poor attachment with their
children compared to parents without mental illness (43–
46). Although experiences can vary by many contextual
circumstances (e.g., race/ethnicity, social class, severity of mental
health needs), parental mental illness can also be associated
with low family cohesion (47) and higher family conflict, which
can potentially lead to overall more problematic behaviors in
the children (48). For instance, children of parents with SMHC
can experience increased levels of distress, deviance, and heavy
drinking in adolescence (49) and demonstrate less academic
competence (50). Children of parents with mental illness may
experience negative emotions such as anger, fear, and sadness
more frequently, which may lead to additional internalizing
problems (51, 52) or externalizing problems (53). One study
found that about one-third of children of parents with SMHC are
at risk of developing a serious mental illness themselves (54).

The Need to Better Support Young Adult
Parents With SMHC
Taken together, young adult parents with SMHC may be
particularly at risk for poor outcomes by virtue of both their
age (relative to average age of becoming a parent) and their
SMHC. Young adult parents are often unable to engage in
age-normative activities (e.g., employment and post-secondary
education), which are primary pillars of their mental health
recovery and long-term career trajectories (55). Parenting in
young adulthood creates additional psychological strain for those
with preexisting SMHC. The existing research, mostly with
mothers with mental illness, illustrate how the normal stresses of
parenting are exacerbated when also struggling to manage one’s
own mental illness (56, 57) and managing competing identities
of “mother” and “person with mental illness” (58). Furthermore,
mothers with SMHC struggle to juggle the practical demands
of parenting and stigma while taking care of themselves and
their condition; maintaining consistent engagement with mental
health services appears to be particularly challenging (56–58).
Regardless of the challenges, many mothers with mental illness
have reported that parenting and caretaking have positive effects
on their overall well-being and that they feel a lot of pride for
being a parent (42, 59, 60). However, most of this exploratory
research was limited to only the experiences of mothers, and also
mothers with mental illness who were in their late 20s or 30s.

Outcomes of children of parents with SMHC are the result
of a complex web of risk and protective factors in the family
and social environment (61, 62) that can create a particularly
complex mental and public health issue with no easy solution
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(63). Existing interventions have been found to significantly
reduce the risk of children exhibiting internalizing symptoms or
developing the same mental illness as their parent (64). However,
many promising interventions are still being tested, are not
widely disseminated, and have not been implemented in diverse
settings (65).

To be effective, interventions to support parents with mental
illness need to be informed by their needs and experiences.
While there is some qualitative literature on parents with mental
illness, especially mothers, descriptive and exploratory research
on the experiences of young adult parents with SMHC is
almost non-existent. The current study aims to describe the
experiences of young adults with SMHC who became parents at
age 25 or younger (i.e., young parents) and how they navigate
young adulthood while managing a SMHC and parenting young
children. Findings from this study will invaluably inform efforts
in the public health sector to adequately support and tailor
services to address the unique needs of this population.

MATERIALS AND METHODS

Community Based Participatory Research
This study applied principles of Community Based Participatory
Research (CBPR) by collaboratively and equitably involving
community members and researchers in all aspects of the
research process (66, 67). The center that housed this research
employs young adults with lived experience of a mental health
condition as research coordinators. This research was motivated
by the lived experience of a young adult staff member who
was parenting a young child. She and other young adult staff
contributed to the iterative design of the study, led recruitment
activities, conducted most of the interviews, and participated in
the analyses, interpretation, and dissemination of study findings,
including the writing of this article. We also acquired input from
the Youth and Young Adult Advisory Board (YAB) affiliated
with the research center that housed this study. The board is
comprised of 8–10 young adults with lived experience of a mental
health condition from across the U.S. They met monthly to
provide input and feedback to all center projects. The principal
investigator and research coordinators met with the board several
times to obtain input on the goals of the study, get feedback on
recruitment activities and materials, and review, pilot, and edit
the interview script.

Participants
The young adult parents in this paper represent a subgroup
of participants from a larger qualitative interview study of 61
young adults with SMHC in the greater Boston and Central
Massachusetts area. The purpose of the larger qualitative study
was to explore and describe the experiences of navigating
employment, education, and training in young adulthood while
managing a mental health condition. In order to be eligible to
participate in the larger study, participants had to be between
the ages of 25–30, have some school or work experience, and
report having been diagnosed with a serious mental health
condition (e.g., major depression, anxiety disorder, bipolar
disorder, schizophrenia) that was diagnosed by a medical

provider at or before age twenty-two. Research and policy
relative to individuals with mental health conditions often
distinguish the level of impairment or seriousness associated with
that condition (e.g., no impairment, moderate impairment, or
serious impairment). Unfortunately, definitions of what entails
“functional impairment” are not universal. The research team
collectively identified several indicators that the young adult’s
ability to function was impaired at some point due to their
mental health condition. As a result, participants had to endorse
one of the following experiences: receiving intensive outpatient
or inpatient mental health treatment, receiving services by the
Massachusetts Department of Mental Health, receiving formal
special education services because of the mental health condition
(includes have an IEP or a 504 plan), or having to take a formal
leave of absence from school or work due to their mental health
condition. To explore our research aims regarding young parents
with SMHC we (a) extended the age eligibility range down to age
22, and (b) oversampled young adults who had at least one child
12 months or older living with them for at least 50% of the time
for a minimum of six consecutive months. Exclusion criteria for
the study included being unable or unwilling to provide informed
consent or being unable to read and understand written and
spoken English.

Recruitment and Procedures
Participants were recruited via flyers and electronic
announcements shared with community mental health agencies,
clubhouses, and Department of Mental Health providers. The
center shared the research opportunity on social media and
through electronic newsletters. It is important to note that
these more general recruitment strategies resulted in a sizable
sample of young adults but did not reach a sufficient number
of young adult parents with SMHC. After consulting with our
advisory boards and providers in the area, we broadened our
recruitment to more general social service agencies (e.g., those
served by agencies other than Department of Mental Health)
and homeless shelters. These additional recruitment strategies
led to the recruitment of more young parents with SMHC. Study
flyers offered contact information to provide more information
about one’s involvement and voluntary participation in the
study. Interested young adults were contacted by research staff
and completed brief phone screenings to assess eligibility. If
deemed eligible, research staff scheduled their interview. All
procedures were approved by the Institutional Review Board at
the University of Massachusetts Chan Medical School.

Data Collection
The research team conducted semi-structured qualitative
interviews in 2016 with study participants who identified
as young adult parents (n = 18). Most interviews (n = 17)
were facilitated by young adult research staff members with
lived experience of a mental health condition and took about
90min to complete. The remainder were conducted by the
Principal Investigator. Interviews took place in-person in
community settings, at a convenient location identified by the
study participant. Interviewers reviewed informed consent
procedures, asked participants to complete a brief demographic
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survey, and conducted the semi-structured interview. Two
participants declined being recorded and instead detailed
qualitative notes were taken by the interviewer. Participants
were each compensated with a $30 gift card upon completion of
the interviews.

The interview script was modeled as a life story narrative
interview (68). The interviewer asked the participants to describe,
(a) their educational, vocational training, and employment
experiences, (b) how these activities occurred over time, and (c)
how contextual life circumstances and experiences (e.g., family
history, experiences with SMHC, major life events) influenced
those activities. Participants who were also parents were also
asked questions about their children, their parenting experiences,
how their lives changed after becoming a parent, custody and
living arrangements, and challenges or supports they experience
related to parenting. Interviewers were instructed to ask about a
certain set of mental health related experiences if details were not
offered (e.g., suicidality, inpatient hospitalizations).

Data Analysis
Audio-files or interview notes were transcribed and entered into
Dedoose Qualitative Coding Software (69). A team of three
coders inductively created a qualitative codebook and coded all
interviews using exploratory and grounded theory approaches
(70). In the initial wave of coding, the coders read through
a third of the transcripts to identify and discuss major topics
and themes that would form the basis of the codebook. Each
member of the research team then descriptively coded some
of the same transcripts independently and met for regularly
scheduled sessions to compare codes and achieve consensus on
the further specification of codes. The codebook was continually
refined by repeating this process until inter-rater reliability was
consistently attained (k = 0.80). The remaining transcripts were
coded by the first and second author. In the final wave of
coding, the first and second authors completed thematic coding
and extracted and chronologically described information about
each young adult parent’s parenting experiences (e.g., custody
status, living arrangement) and accompanying employment and
education activities (e.g., start date, end date, description of the
experience, why ended).

RESULTS

Participants
Of the 18 young adult participants, 83% identified as female and
the majority were white, non-Hispanic (55.6%) (Table 1). The
mean participant age at the time of the interview was 26 years old.
The majority of participants were never married (55.6%) and half
the sample (50%) were living independently without the live-in
support of their own parents or other extended family members.
Two participants were living in homeless shelters with their
children and one participant was living in a group home after
having been released from prison the month before. For almost
half of the participants (44.4%), a high school diploma or GED
was the highest level of education they had ever obtained. About
a third of participants (38.9%) had attempted college but not
been able to complete a degree (38.9%). Only three participants

TABLE 1 | Demographics.

Variable N %

Gender

Female 15 83.3

Male 3 16.7

Race/ethnicity

Non-Hispanic white 10 55.6

Non-Hispanic black 2 11.1

Hispanic (Puerto Rican, Columbian) 3 16.7

Mixed or other race 3 16.7

Age at time of interview

22–23 4 22.2

24–25 3 16.7

26–27 6 33.3

28–30 5 27.8

Marital status

Never married 10 55.6

Currently married or cohabitating 5 27.8

Divorced or separated 3 16.7

Living arrangement

Living independently 9 50.0

Living with their own parents or extended family 6 33.3

Living in homeless shelter or group home 3 16.7

Educational attainment (at time of interview)

High school graduate or GED 8 44.4

Some college, degree not obtained 7 38.9

Associates degree 2 11.1

Master’s degree 1 5.6

Annual personal income in last year (not including benefits)

$0–$10,000 10 55.6

$10,001–$20,000 5 27.8

$20,001–$30,000 2 11.1

$30,001–$40,000 0 0.0

$40,001–$50,000 1 5.6

completed a post-secondary degree. Most participants (55.6%)
reported making <$10,000 per year (not including benefits).

All participants except one reported receiving multiple mental
health diagnoses. The most frequently self-reported mental
health conditions were anxiety (83.3%) and major depression
(72.2%), followed by PTSD (50.0%) and bipolar disorder (50.0%).
Approximately 30% of participants had engaged in a suicide
attempt or self-harm. Twelve participants had been hospitalized
overnight due to their SMHC and of those 12, half had been
hospitalized five or more times (Table 2).

Most participants identified as mothers but three fathers were
included in the sample (Table 3). Some participants gave birth
to their first child prior to the age of 20, thereby (40%) fitting
the traditional definition of “teen parents” who had their first
child before age 20. Two parents had more than two children
(11.2%) and overall, children’s ages (not shown) ranged from
several weeks to 12 years old. The majority of participants had
their children living with them the majority of the time. None of
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TABLE 2 | Mental health characteristics.

Variable N %

Serious mental health conditions

Anxiety 15 83.3%

Major depression 13 72.2%

Post-traumatic stress syndrome (PTSD) 9 50.0%

Bipolar disorder 9 50.0%

Schizophrenia 1 5.6%

Schizoaffective 1 5.6%

Eating disorder 5 27.8%

Borderline personality disorder 1 5.6%

Other co-occurring conditions

Attention deficit hyperactivity disorder 3 16.7

Substance use disorder 1 5.6

Ever engaged in suicide attempt or self-harm

Yes 6 33.3

No 12 66.7

Number of overnight psychiatric hospitalizations

None 6 33.3

1–2 3 16.7

3–4 3 16.7

5–10 4 22.2

10+ 2 11.1

TABLE 3 | Parenting characteristics.

Variable N %

Parental role

Mother 15 83.3%

Father 3 16.7%

Age at which participant first became a parent

Under 20 years old 7 38.9

20–24 years old 11 61.1

Number of Children

1 9 50.0

2 7 38.9

3 1 5.6

4 1 5.6

Proportion of time spent living with their children

Most of the time (>75% of the time) 15 83.3

None of the time, visitation only 1 5.6

None of the time, no visitation 2 11.1

the fathers lived with their children the majority of the time, and
only one of those had visitation rights.

Qualitative Findings
Several themes emerged from the qualitative interviews specific
to parenting including the strategies that young adult parents
employ to manage their mental health, how children act
as a motivator for recovery, and experiences of stigma
and discrimination.

Managing Symptomatology of MHC While Parenting
Participants often reported that mental health symptoms
impeded their ability to fully concentrate on their children and
be present. One participant described how their symptoms of
depression would often get in the way of their ability to engage
in play with their child: “I start slacking on my kids. And like I
know like he’ll get restless with me, and he’ll be like “mommy,
you’re not playing with me anymore. You’re not doing anything
with me.” And that kind of like puts it into perspective.” In this
way, children also helped increase their parent’s cognizance of
their mental health symptoms and serve as a reminder of when
and how mental health symptoms got in the way of engagement.

Some participants described how the stress of parenting can
trigger an increase in their overall mental health symptoms.
For one participant, parenting a child at the age in which
they themselves had experienced a traumatic event triggered an
increase in PTSD symptoms: “My PTSD would kick in because
I would think about when I was his age, like what my parents
were doing to me at that time.” Another mentioned, “I feel like
when he is sad or when he is sick, my anxiety is like triggered by
that. It’s like I try to do as much as I can to be able to help him
or the situation because I feel like. . . I didn’t have that.” To cope
with increased symptoms and feelings of stress, some participants
would be tempted to look to negative coping skills, like drug use,
to manage:

But with him, like I get aggravated also a lot. . . . . . being with him

in maybe such a close range, right there in the same room, like

it gets overwhelming. . . . . . before when he would aggravate me, I

would feel like my triggers, and I would want to use. I’d be like I

just want to get high. He’s just so annoying. I don’t want to deal

with this.

Mental health symptoms would be triggered by the stressors of
parenting, and in those moments, negative coping skills were
harder to avoid.

When participants tried to take care of their mental health
and practice self-care, feelings of guilt often arose. Taking time
out to receive treatment or to work on symptom management
was difficult:

Yeah, it’s hard. . . being a parent. And having kids and having to

take care of them. And then having to stop everything because

I needed to be hospitalized. It’s very. . . I’ve always kind of had a

little bit of guilt. I feel like in the back of my mind, every time I get

hospitalized because it’s like my—wherever what I’m supposed to

be doing is just going to have to stop until I come back. And that

can be stressful.

Others reported that their mental health got in the way of putting
their child first, and touched on the associated feelings of guilt
that came with it:

For me, it’s sad, but it makes it harder for me to put my child first.

And makes it harder for me to focus more on his well-being than

what I want to do for myself. Which sounds really bad. It sounds

really sad. But it’s like if you want the honest to God truth, that’s

the honest to God truth. And I wish that it would be better. And I
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wish that I could putmore focus on to him inmaking sure that he’s

good before anything else. But sometimes it’s just like my brain

won’t let me do it. It’s just like I come first. Which I don’t want to.

He’s my baby.

This participant seemed to battle the overwhelming feeling that
putting themselves first was selfish.

Children as Sources of Motivation and Recovery
While participants reported various obstacles to managing their
mental health while parenting, the act of parenting itself was
described by many as a primary motivator to initiate and
maintain their mental health recovery. Participants reported that
prior to becoming a parent, they were the ones most often
influenced by their decisions in life. However, after having
children, they needed to recognize that their behaviors and
decisions, good or bad, would directly influence their children.
This realization often acted as a motivator to power through the
difficult times. Says one mother,

After I had my son, it’s been like a situation where I refuse to like

not [to] be able to provide for my son. And then being without me

and it’s not just me anymore, my family, you know? Even though

I have my depression and my anxiety that was like a weight on my

legs. I still go forward.

In some cases, participants described their children as a positive
source of distraction, providing them the ability or need to
focus on something other than the negative impact of their
mental health:

And I have experienced dealing with the schizophrenia with them,

and it’s—most of the time they kind of are able to distract me. So,

I can kind of focus on them and not worry so much about what’s

going on in my head.

Participants recognized the desire for a healthy distraction from
their ongoing mental health symptoms, and parenting was
sometimes cited as that source of refuge.

Other participants described their children as the motivator
needed to embrace their recovery and persevere. Three
participants shared experiences of suicidal ideation and how the
need to be present for their children was strongly related to a
sense of purpose, which helped provide a reprieve from acting
on these thoughts. One participant in particular spoke about a
shift in mindset taking place after almost being hospitalized for
suicidal ideation:

You know I kind of like came home, put my foot down, and you

know kind of did what I had to do. Because honestly, I don’t want

to leave my kids. You know because nobody will take care of them

the way that I do.

Another participant described the need to look outside of
themselves to not act on their ideation, and instead look to the
impact on their family:

But when I get those thoughts, like I need to think about what is

there to look forward to? And that’s easier to think about when

you’re thinking outside of yourself, at least for me. My daughter

made me, especially with her dad not being stable. . . I was always

like. . . it would be selfish for me to leave because then where

would that leave her.

One parent summed up their belief about the journey of
parenting with a mental health condition, and offered advice and
words of inspiration to other parents who should find themselves
in a similar situation:

That having a mental illness and being a parent is possible. You

know, and you don’t have to be like ashamed. And I’ve met a lot of

people who have told me—who have had like bad things happen

to them. They’re afraid that they won’t be good parents. And I

mean everything depends on the person, but I mean a person

who is nervous about it, most likely they notice it. And I think

that shows that they don’t want that to happen. And I think just

because you have like PTSD or . . . . . . something. It doesn’t mean

that your child is going to go through that with you. Like it doesn’t

mean you’re bad. Like it doesn’t—you know, like you can still be

a great parent regardless of what your mental illness is.

Despite experiencing increased challenges and negative impact
on mental health, participants still described the value of
parenting on their recovery and were able to balance feelings of
inadequacy with reminders that experiencing a mental illness did
not equate to being a lesser parent.

Experiences of Discrimination and Feelings of Stigma
Some participants described discrimination and the resulting
stigma they experienced as parents with mental health
conditions. Often, these experiences were related to the
ways in which others perceived their ability to be a
parent. One participant described an experience of facing
discrimination from a judge during an ongoing custody battle
with their ex-partner:

I’ve definitely been discriminated against by the judge. It was

horrible. They’d talk to me like I was five. They looked at me like

I was a disease of a father. I wanted to be there for my kid but was

never given the opportunity by the courts to do it.

This participant went on to describe how their mental health was
used against them and threatened their parental rights:

His mother and I were in a relationship for not that long a time.

We were both very, very, very young. She was 16 when she gave

birth, turning 17. I was 19. And everything was great up until 8

months. We were brand new parents. Like everything’s very hard,

very stressful. And then the anxiety and the depression kicked

in with wondering can I do this? Can we do this together? And

we were very unhappy together. And then stuff that I confided

in with her during our relationship, when we decided to end our

relationship, she used my mental health against me in court. And

it ended up not turning out very well.
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Another participant described the added stressor of trying to
manage going to school while parenting, and the stigma they
faced as a student with a so-called “behavioral problem”:

And, definitely with teachers and school, they would look at you

like you were a problem. Like a behavioral problem. If you were—

like if I was like crying in class, they singled you out. They would

single me out. And they’d go Oh [Name] is crying again. What’s

going on with you? Is there something wrong? Did I offend you?

Discrimination against a person due to their mental health
condition is common. But for many parents in this sample, the
fear or experience of discrimination was even more pronounced
because of their role as a parent.

DISCUSSION

This paper contributes to the current understanding of the
experiences of young adult parents with SMHC and the potential
impact of mental health symptom management, stigma, and
discrimination on navigating a successful path to adulthood. In
this sample of 18 young adults with SMHC who became parents
prior to the age of 25, many described struggling to manage the
symptoms associated with their SMHC and its perceived effect
on their ability to engage as parents. Furthermore, mental health
symptoms were often exacerbated or triggered by the stressors of
parenting. Symptoms may also impede the ability to fully engage
in parenting, straining the relationship between parent and child.
At the same time, an overwhelming majority of young adult
participants described their children as their primary sources of
motivation to stay on path of mental health recovery and to
“better themselves.” Children were described by their parents
as the primary factor for pushing through when things felt
overwhelming, and elicited feelings of pride and determination.

Despite the many disclosed benefits of parenting on mental
health, young adult parents also shared the negative impact
of disclosing mental health to others. It was clear that many
young parents with SMHC had experienced or were afraid of
experiencing stigma and discrimination as a result of disclosing
their mental health condition. Participants described instances
of discrimination in public settings, including court rooms and
educational institutions. Discrimination prevents treatment, and
it impedes recovery (55, 71). Within various social services there
is a prevailing blame mentality and risk discourse in which
parents with mental illness are constantly monitored and often
easily suspected of abuse when their symptoms are acute (72).
Parents that are forced into silence will not engage in needed
services if accessing that care could lead to discrimination and
potential loss of custody.

Taken together, most of our findings echo previous qualitative
research with parents, mostlymothers, with seriousmental illness
(42, 56–58, 60). However, given the research in this area is
limited and the changing cultural norms of emerging or young
adulthood, these findings can still uniquely inform public health
and mental health services and approaches for parents with
mental illness. Most people with mental illness will not only
become parents but become parents at an earlier age compared

to their peers (2). The earlier services are able to intervene
to support parents with mental illness, the more likely they
will succeed in supporting them and their families over time.
Furthermore, given young adult parents in this study endorsed
parenthood as meaningful and beneficial to their recovery, it is
important for services to approach parent needs from a place of
encouragement and motivation rather than too heavily focusing
on risks or needs. The United Nations recently identified youth,
defined as the period from 15 to 24 years of age, as a period
of vulnerability worldwide (73). Young parents (i.e., those who
have children prior to their mid-twenties) are still susceptible
to experiencing the economic, social and health disadvantages
that were often reserved for teen parents in previous generations.
Young adults who aremanaging seriousmental health conditions
may be further susceptible to poor outcomes.

Implications
Findings from this study can help to inform public and mental
health initiatives that more adequately meet the needs of young
adult parents who are simultaneouslymanaging their ownmental
health condition. First, participants in this study described
feelings of guilt when having to put their parenting “on hold”
to seek out needed mental health care. This is of no surprise,
as a majority of young adult parents are single parents, without
a co-parent to balance the weight of added responsibilities that
parenting carries. Allocating transportation and daycare funds
for young adult parents with SMHC could provide a platform
for increasing access to care, as well as alleviating the feeling
of burden placed on young adult parents to “do it all” without
adequate support.

Young adult Access Centers or Drop-In Centers are an
increasingly popular model in the United States aimed at
supporting the mental health and overall career development
of young adults with SMHC. Access Centers provide a non-
judgmental safe space where young people can meet with peers
and community-based mental health professionals to access
mental health care, get basic needs met (e.g., laundry, showering,
food) and focus on career development (e.g., resume building,
GED practice) (74). Building upon the successful Young-adult
Access Centers model, additional programming within Access
Centers should be tailored to young adult parents with SMHC.
Expanding programming to meet the needs of young parents
would offer a safe environment where parents could bring their
children and engage in peer support and parenting education
and develop concrete tools to continue to foster a wellness
recovery plan that emphasizes the parent-child relationship.
Access Centers are designed to have flexible/evening hours and
are structured in a way that lends well to providing childcare
services. This is ideal for young parents who are often balancing
parenting, employment, and education simultaneously and do
not have the luxury of accessing needed care during traditional
office hours. The Access Center approach has already begun to
draw interest from young adult parents with SMHC; a recent
analysis showed that within a Massachusetts Young Adult Access
Center, young parents represented 10–15% of all young adults
served (74).
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Services aimed at supporting young adult parents with SMHC
should attempt to strengthen the relationship between parent and
child and be cognizant of the positive role that parenting can
have in the recovery process.Many public health initiatives aimed
at teen parenting in earlier generations focused primarily on
the negative outcomes and risks associated with teen parenting.
Similarly, parenting with a mental health condition is often seen
as an impediment or liability to both the parent and the child.
However, it is clear from this data that parenting may foster
resilience in young adults with SMHC and can be capitalized on
as a positive source of motivation and a tool tomaintain recovery.
Peer support services, tailored for young adult parents with
SMHC,may be part of the solution. Peers offer special knowledge,
drawn from personal experience, as a unique resource to help
navigate the very practical day-to-day challenges that parents
encounter when raising children and navigating treatment and
recovery (75). Providers, policy makers, and practitioners need
to recognize how young adult parents with SMHC are motivated
by their children and capitalize on that motivation.

While many mental health services prioritize the medical
model of recovery (i.e., the reduction or management of
symptoms), a broader more personalized recovery model would
be more supportive of parents with SMHC, especially those
younger and earlier in their mental health recovery journey.
Personal recovery has been defined as recovery that aims to
emphasize the ability to lead ameaningful, purposeful life, with or
without ongoing episodes of mental illness (76). One brief family
support intervention in Australia, Let’s Talk About Children, aims
to enhance the recovery journey of parents with mental illness
by acknowledging and addressing the parenting life domain (77).
Research on the effectiveness of this intervention is underway,
but the model’s approach to parenting as a “value-add” in one’s
personal recovery journey is a promising practice in light of
our current findings. Nicholson et al. (78) have adapted Let’s
Talk into the ParentingWell Practice Profile to support mental
health practitioners in implementing family-focused practice
approach with adults with mental illness. An initial pilot of the
ParentingWell Learning Collaborative inMassachusetts provided
preliminary support for the feasibility and impact of the model
(79). Future research and evaluation efforts should also explore
necessary modifications of this recovery intervention to fit the
unique needs of young adult parents with SMHC.

Additionally, stigma and fear of discrimination are real and
can impede young adult parents’ willingness and ability to seek
adequate care for themselves or their children. An ongoing yet
silent threat of removal of their children prevents parents from
being forthcoming about their needs or stressors, which in turn
negatively impacts their mental health, their parenting, and their
children (42). The general public and professionals within social
services are in need of training and education to dispel myths
about living with a mental health condition and its impact
on one’s ability to parent. Research tells us that when people
share their stories of recovery with the public, it encourages
people to challenge their negative beliefs and assumptions about
mental health (55). Providing increased education on mental
health cultural competency to professionals in direct family
support positions (e.g., court officials, departments of children

and families) could alleviate discrimination in care settings where
young adult parents may fear disclosure.

Finally, providing increased access to comprehensive and
confidential parental mental health screenings in community-
based parent service settings (e.g., parenting classes and support
groups) and general healthcare settings could help to close the
gap in reaching parents who are fearful of being stigmatized
when approaching mental health services directly. Young adults
with SMHC have some of the lowest mental health help-seeking
rates compared to other age groups and often cite stigma and
embarrassment as primary barriers to help-seeking (80). For
young adult parents with SMHC, the additional fear of custody
loss may exacerbate the desire to steer clear from formal services,
and in turn, enhance the desire to seek support from more
informal peer services. However, despite grappling with these
systemic and environmental barriers to psychological care, many
young adults access primary care on an annual basis (81).
Increasing training and funding to general health care spaces
already accessed by this population would contribute to increased
public health services coverage, while supporting and honoring
the comfort and safety of young adults with SMHC.

Limitations
Limitations of this study include a lack of racial diversity in
the sample. However, the sample’s racial composition is not
that different from that of Worcester County, MA where the
majority of the sample resided (82). A lack of diversity limits
generalizability as does a small sample size. The sample for
this study was pulled from a larger study sample (n = 61).
While we successfully oversampled to ensure about 1/3 of the
full sample were young parents, given the diversity of pathways
through young adulthood, these findings may not fully represent
the full range of experiences of young adults with SMHC who
are parents. The experiences of young adult parents and their
children are highly contextualized and can vary on multiple
characteristics including race, social class, and severity of mental
health condition. However, these findings should inform a larger
prospective study that will better understand the experiences
of this population. Finally, only three of the participants were
fathers. The experiences of fathers with mental illness have been
largely missing from the literature and while this represents
a small contribution, more research is needed to understand
fathers with mental illness of all ages, especially those who are
young and may not have full custody of their children.

CONCLUSION

Given increased recognition of a period of “emerging adulthood,”
young people who become parents in young adulthood (18–
24 years old) and their children may be vulnerable to poor
outcomes like those of teen parents (13–19 years old) from
previous generations. Particularly at risk are young adults with
serious mental health conditions (SMHC) who often have poorer
education, employment, and housing outcomes and tend to
parent earlier than their peers. Taken together, by virtue of their
age and their mental health condition, young adults with SMHC,
and their children, may be at higher risk for poor outcomes.
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This was the first qualitative study to explore the experiences
of young adults with SMHC who live in the United States and
became parents prior to the age of 25. These young adult parents
described the challenges of simultaneously parenting young
children and managing a mental health condition, experiences
of discrimination, and fear of future discrimination related to
their mental health condition. Like prior qualitative research with
mothers with mental illness, these parents also regarded their
children as motivators for their recovery and important elements
of their overall personal recovery. However, by exclusively
focusing on individuals who become parents earlier than their
peers, and including father experiences, this research adds to
our understanding of how individuals simultaneously navigate
parenting and managing their own mental health. These findings
are relevant to public mental health services. Mental health
services should be offered in low-barrier settings with convenient
hours for young parents. Programming should foster resilience
in young parents and incorporate their role of parenting as an
asset in their personal recovery journey. The continued threat
of discrimination due to mental health stigma is particularly
poignant for parents and will continue to negatively influence
their help-seeking habits if left unaddressed.
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Background:Children of parents with a mental disorder and/or addiction (COPMI) are at

increased risk of developing amental disorder. In spite of preventive interventions that can

decrease the risk of problem development, COPMI are not automatically offered help. In

2013, a mandatory COPMI check was implemented in the Netherlands, requiring every

mental health care professional to check whether their adult patients have children and to

assess these children’s safety and needs. Earlier research has shown that a gap between

these regulations and the actual integration in clinical practice is not uncommon.

Method: In the current study, we evaluated the implementation of the mandatory COPMI

check in the Netherlands, using quantitative as well as qualitative data from a largemental

healthcare organization in the Netherlands that offers both Child and Adolescent Mental

Health and Adult Mental Healthcare.

Results: Files from 14,469 patients were analyzed quantitatively and a sample of 150

files was further analyzed in depth. Findings were refined through 4 focus groups with

adult mental healthcare professionals. It was found that while there are examples of the

tool leading to interventions for COPMI, the tool is often not used, and when used tends

to direct the focus away from COPMI needs and organizing help toward the more narrow

and problematic focus on safety and reporting to child abuse authorities.

Conclusion: The potential of the COPMI check is currently not fully realized. Strategies

to improve its effectiveness in clinical practice are needed to improve access to

interventions for COPMI.

Keywords: COPMI, children, parental mental illness, mental disorders, intervention, mandatory check, prevention

INTRODUCTION

It has been well documented that children of parents with a mental disorder and/or addiction
(COPMI) are at considerable risk to developmental disorders themselves (1–3). Accounting for this
risk are both hereditary factors, as well as a potential inadequate developmental context (including
child-abuse) that can arise when parents suffer from mental disorders or addiction. Moreover,
congenital factors within the child and contextual factors in the family, influence each other as
well (4).
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Of course, not all children whose parents struggle with
mental illness will develop mental problems themselves, nor
will their development necessarily be problematic. There is
quite some important literature on the resilience of children
and on protective factors that can counter the risk of having
a vulnerable parent (5, 6). Also, several Child and Adolescent
Mental Health interventions exist to increase resilience of
children and mitigate potentially negative developmental effects
among COPMI (7, 8). These include programs directly targeting
both children and parent(s) regarding their parenting tasks.
Many of these interventions are found to be evidence-based
(9–11) and/or are experienced by professionals and children
or their parents as helpful (12, 13). Moreover, it has been
established that early and preventive interventions can decrease
the risk of problem development in COPMI with 40% (14, 15).
One of the key questions is how these available interventions
can be brought timely to those needing it. As COPMI are
at greater risk, approaching them through their mentally ill
caregivers (usually the parents) could provide an entry point
for (early) detection and intervention. Therefore, organizations
providing mental healthcare to parents can play an important
role in the identification of those children at risk, enabling
prevention and (early) intervention through specific programs
for COPMI (16). This role has however not typically been
taken up spontaneously by mental healthcare organizations or
individual professionals and appears not easy to fulfill (17–20),
partially due to different ways of working between child and
adolescent mental health services (CAHMS) and adult mental
health services (AMHS). Therefore professionals working with
adults with mental disorders should be encouraged to play a role
in enabling COPMI to access help. In a few countries, notably
Norway and the Netherlands, as well as in the state of Victoria
in Australia (21), a top-down approach has been chosen aimed
at a routine identification of COPMI in adult mental health
services: attention to COPMI has been required by law and tools
are introduced that should be used routinely. The Norwegian
COPMI project has been evaluated at different stages, showing
that in the first 3 years after implementation, significantly more
children were identified as being at risk, yet follow-up in terms of
support for these children did not significantly increase (18). A
follow up study found that after 5 years there was little increase
in experience, attitude and knowledge or experience with family
conversations among adult health care workers about COPMI
(22). Similar limited results were found in Australia (21).

In the Netherlands, both the obligation to ask about the
children of adult patients receiving mental health care (MHC)
as well as an instrument to facilitate this mandatory check
(Kindcheck or COPMI check), were introduced in 2013 (23). The
present study (1) evaluates the implementation of this COPMI
tool, (2) explores whether this has resulted in increased support
for COPMI and (3) identifies potential strengths and barriers.

COPMI Check
The Dutch COPMI check was originally developed, and is still
presented as part of a nationally implemented protocol aimed at
reducing the incidence of child abuse and domestic violence (24,
25). This so called Reporting Protocol offers a five-step decision

tree, detailing the best course of action in case of suspected child
abuse or domestic violence. The COPMI check is presented as
part of the first step, which is to document the warning signals
that support or contradict such a suspicion. The COPMI check
focuses on the “parental warning signals” that may indicate risk
for child abuse, which include the (mental) health issues of the
parent. The tool is meant to be used by professionals working in
adult health care.

It is of note that the COPMI check was introduced with a focus
on child abuse, while the present study is concerned with the
broader issue of mental health needs and well-being of children
and adolescents at risk. Child abuse or safety can be seen as one
extreme of a continuum, with general mental and developmental
needs of children at the other end. Of course the distinction
between safety and mental health needs is gradual and the two
foci overlap. For example, the broader issue of emotional neglect
is often included in the official definitions of child abuse violence1

(26). But although there is overlap, there is still a clear difference
between the two ends of the continuum, with the COPMI check
focused on the safety end. Despite this differing focus, it would
seem reasonable to expect and hope that the COPMI check, as
the only mandatory and widely implemented tool addressing
COPMI, would contribute to an increased support for COPMI
both regarding abuse and regarding broader mental health needs.
An evaluation of the Dutch COPMI check has not been done
from this perspective before, although reference to problems
with its use are made in some Dutch studies (27–29). Thus, the
present study evaluated the implementation, use and outcome of
the COPMI check at Mondriaan Mental Health Center, a large
mental healthcare organization in the South of the Netherlands,
that incorporated the COPMI check in 2016 as mandatory tool in
their standard intake assessment procedure.

MATERIALS AND METHODS

Patient Files
Subjects
Data were collected prospectively for a period of 4 years; between
December 2016 (start of the implementation) and January 2021.
To include a group of patients with a reasonable chance of having
the responsibility over underage children, patients outside the
age range of 20–65 years were excluded. As a result, completed
COPMI checks of 14.469 patients were retrieved from electronic
patient files. This data set was anonymized. The study protocol
and procedure were assessed as non-invasive and approved by
the medical ethical committee of Maastricht University (protocol
number: 2021-2784).

Measures
The COPMI check was operationalized at Mondriaan Mental
Health Center as a brief tool, existing of one question with three
answering possibilities, integrated in the standard intake formats.
The quantitative data of this study are the answers to this COPMI
check question.

1https://www.rijksoverheid.nl/onderwerpen/kindermishandeling/wat-

kindermishandeling-is
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COPMI check question: Has the COPMI check been carried
out?

1. Yes, no risk present
2. Yes, risk present (if so: put relevant information in COPMI-

check form and record interventions in treatment plan)
3. No, not carried out (with follow-up question: Why not?)

If none of the boxes was ticked, we consider this category 0,
described as “No answer given”.

Procedure and Analysis
For each of the first two categories (responses 1 and 2), a
random sample of 75 patient files was taken, using Excel, version
16.50 (Microsoft, Redmond, WA, USA). These patient files were
further investigated to (1) extract in-depth information about
how professionals came to their answers to the COPMI check
question, and (2) whether they initiated further steps such
as organizing or providing some form of help. For each file,
a summary of the available information on the children, the
home-situation, the COPMI check and related considerations
was written. Following thematic analysis, these summaries were
categorized into different themes relevant to understanding the
decisions made by the professionals.

Focus Groups
Setting
To help interpret and enrich the results from the analysis of
patient files, four focus groups were conducted. We made use
of the regular team meetings of AMHS professionals, which
we joined for 30–90min in order to conduct a focus group
discussion regarding our research questions. Participants were
contacted in advance with comprehensive study information.
Withdrawal from participation of the study was possible at
any stage in the process which was repeatedly stated by the
researchers. Oral informed consent was obtained. Focus groups
were recorded with an audio-recorder and later transcribed to
text in their original language. Any relevant notes made during
the focus group were included in the transcript as well. At the end
of each focus group, the researchers did a “member check” (30)
by summarizing the discussion and asking participants to either
adjust, add to or approve this summary.

Participants
To gain insight into the full scope of barriers and facilitators, we
joined the meetings of different AMHS teams thus using a form
of purposeful sampling (31). The following meetings were joined
and used for a focus group session:

1. A routine multidisciplinary meeting from the team working
on Anxiety, Compulsion, and Trauma.

2. A routine multidisciplinary meeting from the team working
with Attention Deficit Hyperactivity Disorder and Autism
Spectrum Disorders.

3. A routine meeting to discuss possible crises, in which AMHS
professionals working with Anxiety disorders, Psycho trauma,
and Personality Disorders participated.

4. A quarterly meeting of AMHS professionals that function
as “internal ambassadors” for the implementation of the

Reporting Protocol Domestic Violence and Child Abuse.
These internal ambassadors are assigned to stimulate the use
of the COPMI check and broader protocol of the Reporting
Protocol Domestic Violence and Child Abuse.

By joining routine meetings, we were able to reach more
AMHS professionals, as well as a more random selection of
them, than if we would have scheduled separate focus group
meetings. The teams were heterogeneous regarding expertise,
treatment options, and department within the organization.Most
AMHS professionals worked directly as therapists with adult out-
patients in the domains mentioned above. Some others worked
on an internship basis and had few independent contacts with
patients. In one of the team meetings a psychiatrist was present.
The majority were women, reflecting the gendered division of
labor in this sector. Inclusion and data analysis ran in parallel,
providing a constant feedback-loop between both processes. To
provide adequate depth on this topic, inclusion was continued
until no new insights with respect to the main research questions
emerged (32, 33).

Procedure and Analysis
Because of the COVID-19 pandemic, all focus groups were held
remotely. Focus groups were conducted in Dutch. Researchers
SE and SL led all focus groups, alternating a leading or
observational role. As participants were direct colleagues and
thereby familiar with each other, focus groups started with
researchers introducing themselves and the study. Next, two
questions were asked, both oral and written in the chat function
of the online environment. We used a variant of the 1–2–4-All
technique (34), that is participants were asked to take 2min to
formulate their individual answer to these questions, followed
by a brief discussion of another 2min of their answers with
one other participant in break-out rooms. Remaining time was
used for a group discussion followed by a short summary by
the researchers and a possibility for remaining questions and
remarks. Researchers used probing questions to reach more in-
depth answers. Inductive thematic analysis was conducted (32,
33). Analysis started with an explorative phase of open coding,
in which basic themes were defined, followed by merging these
themes into more conceptual categories, and after the major
topics were identified, codes were analyzed further identifying the
most important themes.

RESULTS

Use of the COPMI Check
Figure 1A shows the way professionals dealt with the COPMI
question for the total of 14,469 patients aged 20–65 that were
treated byMondriaan betweenDecember 2016 and January 2021.

For 58% of the 14,469 patients aged 20–65, the COPMI check
instrument was not used at all, that is: none of the three answering
categories to the COPMI check question were selected. We call
this category 0.

Figure 1B quantifies how professionals responded to the
COPMI check question when they did not ignore it. 78% of these
patients was judged to be not at risk regarding their children
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FIGURE 1 | (A) Answer to COPMI check question: all patients (N = 14,469). (B) Answer to COPMI check question: patients for whom the question was answered (N

= 6,132).

(category 1), while 8% was judged to be at risk regarding their
children (category 2). Category 3 (14%) exists of patients for
whom the professional answered the COPMI question by saying
they did not do the COPMI check.

It is important to note however that category 1 (judged not to
be at risk regarding their children: 78%) includes many patients
who simply do not have children. Thus, to interpret the figures, it
is necessary to distinguish between patients who are and who are
not caregivers for underage children.

Caregivers vs. Non-caregivers
Inspection of the data revealed that when patients did not have
children, the question “have you carried out the COPMI check”
created confusion for the professionals. When their patient was
not a caregiver, some professionals responded that they had
done the COPMI check but “no risk” exists (category 1) because
no children are present. Yet others responded that they have
“not carried out” the COPMI check (category 3) because no
children were present. This is a result of an apparent multi-
interpretability of the COPMI check question. This inconsistency
in interpretation makes it necessary to quantify the number of
caregivers within each category.

We checked parenting status in the representative sample
of N = 75 taken from all patients in categories 1 and 2, the
results of which were extrapolated to all patients in those two
categories. In addition, we did a visual check of all patients
in category 3. Parenting status is shown in Figure 2 for each
category respectively.

Of the patients in category 1 (“no risk regarding COPMI”),
only 33% is caregiver. In other words, 2/3 of the patients who get
the judgement “no risk”, are given this judgement because they
have no children. Of the patients judged to be at risk because of
their children (category 2), predictably almost all are caregivers
for children (96%). Of the patients in category 3 (“COPMI
check not carried out”), only an estimated 2% is caregiver. Thus,
where professionals responded that they had not carried out the
COPMI check, this was almost always because their patients had
no children.

Figure 3 shows how the COPMI check question was answered
for the caregivers only. Because the patients without children
have been filtered out, this presents more relevant numbers than
Figure 1B.

Content Analysis: Professionals’
Assessment and Actions When Patients
Are Caregivers
Two random samples (N = 75 each) were taken for patients
in category 1 and 2, respectively. Below, we report on the
files of the 97 patients in the samples that were caregivers
(Table 1).

For those patients who were caregivers of underage children,
how did professionals estimate the risks to these children?
Moreover, to what extent did they initiate further steps, including
filing an official report to child abuse authorities and/or
organizing help?

It was possible to categorize the situations that professionals
encountered into five types of situations (Table 2). These
situations were found both when there was judged to be risk or
no risk.

Within each type of situation, we found a variety in courses of
action taken by professionals. Among these were the following:

- Regular discussion of the situation of the children with the
patient

- Monitoring whether the situation seems to get worse
- Psycho-education about COPMI
- Referring the children to a COPMI training (not necessarily

taken up)
- Coordinating with support organizations already involved

with the family
- Organizing new help
- Addressing parental interaction as part of treatment
- Inviting the children to therapy sessions
- Inviting co-caregivers to therapy sessions
- Reporting to GP (either separately or included in the regular

reports to the GP)
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FIGURE 2 | Parenting status for each category.

FIGURE 3 | Answer to COPMI check question: caregivers only (N = 2,073).

- Consulting with child abuse authority
- Reporting to child abuse authorities (Safe at Home).

Yet, among the 72 patients with children who were judged to
be “at risk”, in 24 cases (33%) no actions were reported in the
patient’s file, even though we qualified even limited interventions
as actions, as can be seen in the list above. For example in
situation 1 (the situation “in which there are concerns, but some
treatment or help is already in place”), there were no actions
in 15 cases. Yet, in other cases in the same type of situation,
professionals did undertake action. They would for example ask
for permission to contact the other help involved, if this was
not given they conferred with colleagues whether to break the
confidentiality. If the permission was given, in some cases there
was intensive coordination with the other support organizations,
such as drawing up a safety plan together. Likewise, in the seven
cases which we classified as situation 5 (“before concerns can be
addressed, the patient discontinues treatment”), in three cases
nothing was done after the patient stopped the treatment, while

TABLE 1 | Caregivers in the subsamples.

Samples Non-caregiver Caregiver

Subsample from category 1

(answer “no risk”) N = 75

50 25

Subsample from category 2

(answer “at risk”) N = 75

3 72

Total sample (N = 150) 53 97

in the other cases the general practitioner was informed that
there were concerns about the children. Overall, in each of the
situations categorized above, supportive actions were initiated
for about 2/3rd of the patients, yet in one out of three nothing
was done.

Focus Groups
The focus groups were used to help interpret and enrich the
results from the file analysis. To find out more about the way
professionals see their role and possibilities in relation to the
COPMI and the COPMI check, focus groups started with a
relatively open question:

“Given that you have an adult patient who is caregiver for (an)
underage child(ren).

- What would you–as a mental healthcare professional–wish to
be able to do in an ideal situation? And how could you be
facilitated to do that?

- How do you experience the role of the Child check in this?”

1. The general line of answer was that professionals wished

to have more information on what was really happening at
their patients’ homes. Several professionals mentioned that they
wished they could talk to other people involved, including the
partner, school, or neighbors, or doing home visits. In addition,

the wish for some report from the GP was mentioned, so that
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TABLE 2 | Types of situations encountered by mental healthcare professionals.

Types of situations Description Number of patients

with this type of

situation

1 Shared concern, some COPMI-related

support already present

Professionals have concerns, patients share this concern to a degree. At the time of

the intake, the children were already receiving treatment, or some parenting

assistance organization was involved with the family. This includes situations where

the patient is a divorced parent and his or her child lives with the other parent, while

visitation takes place under the guidance of the Child protection agency.

43

2 Shared concern, no COPMI-related

support present

Professionals have concerns, patients share this concern to a degree. At the time of

the intake, there is no formal support given to family, children or parent regarding

COPMI issues.

19

3 Shared concern, informal help seems

present

There are concerns, but the patients rely on their social network to compensate. 4

4 Concern addressed by the

professional, not shared by patients

Mental healthcare professional were concerned, however, patients emphasized that

their vulnerabilities did not influence the well-being of their children. In some cases,

children were mentioned as protective factor. In other cases contact with the

children was very limited. Professionals seemed to agree with this.

9

5 Concern, without possibility to discuss

with patients

Mental healthcare professionals were unable to discuss their concerns because

patients avoid discussing the subject or discontinue treatment before any actions

concerning the children could be taken.

7

6 Not enough information in files 15 (16%)

they would know beforehand whether there were risks at home.

A form of “truth finding” seemed to be the dominant focus

for professionals when confronted with the COPMI check and
the question of COPMI. Without extensive information on the
situation of their patients and their children, most professionals
refrained from taking any action, making this wish for “truth
finding” an important barrier in arranging any help for COPMI.

2. Another theme which was often voiced was the concern of
professionals to harm the therapeutic relationship, as they could
feel intrusive and stigmatizing when asking about the children.
This concern seems also related to the truth finding focus, as
the fear is related to a continued probing into the situation of
the patients’ children. Some respondents felt that an obligatory
set of questions might help them ask about their home situation
without having to seem suspicious and thereby hurting the
relationship. Some others felt the COPMI check already provided
this role of legitimizing the probing questions.

3. The focus among some of the professionals on truth finding
– as opposed to introducing support - became especially clear
when the professionals were asked what they would do if they had
enough information on their patients’ children. One professional
admitted not yet to have thought about that and another one
answered “to follow the steps of the Reporting protocol”. Steering
more toward the possibility of organizing help for the children of
their patients, one professional said: “yes if you look at it that way,
we should actually try to get every patient to have their children
participate in a COPMI-prevention group”.

4. Some focus group participants addressed the possibility
of initiating support more directly. They also mentioned some
barriers. For example the fear that there would be long waiting
lists in CAMHS was mentioned as barrier to even introducing
the subject to their patients.

5. Reflecting on the COPMI check tool, some focus group
members addressed it as positive, because it was part of
step by step guide toward reporting in case of child abuse.
None said it helped them choose a form of help to offer
or initiate.

6. There were also remarks that shed light on the large
group of patients for which the COPMI check was not
done at all. Professionals mentioned that they sometimes
forget it, or skip it for lack of time, Also, there is some
irritation about the proliferation of obligatory instruments that
professionals have to use, more seem to added all the time.
The COPMI check (although maybe the most relevant of all,
one person said) sometimes becomes submerged in the total of
such obligations.

7. All in all, the issue of what to do when your patient has
underage children seemed to provoke anxiety and a feeling of
falling short with quite a few professionals.

8. All recognized the importance though, and none said that
this should not be part of their work.

DISCUSSION

While many studies have studied the effectiveness of
interventions for COPMI, this study is one of few focusing
on improving access to such interventions, and focusing on the
potentially very effective access through the parents (35). The
Dutch “COPMI check” has enabled us to study in a focused way
whether such a mandatory check contributes to the increase of
support, prevention and (early) intervention for COPMI.

Our results showed that for a majority (58%, n = 8,337)
of all Mondriaan patients aged 20–65, the COPMI check tool
was not used at all by the professionals, a high percentage
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given that it is mandatory. Among these patients, we expect
that there were many patients with underage children. We did
not take a sample of this group to quantify this, but recent
research showed that in Norway the number of outpatients
with children was 36% (36, 37). A conservative estimate would
therefore be that at least 25–30% of this group of patients. Thus,
we conclude that for at least 500–600 patients each year who do
have children, the COPMI check question was not answered. In
other words, the COPMI check as operationalized at Mondriaan
Mental Health Center, is still often either overseen or for some
other reason not given attention. Previous research showed
that mandatory instruments in mental healthcare can indeed
be experienced as “a paper-filling exercise for managers” if
insufficient argumentation and feedback is given concerning the
added value of the instrument (38). Focus group discussions
suggest that with the COPMI check as well, even though the
importance of general issue of COPMI is recognized, using
the tool is not always perceived as helpful, especially given
the number of other obligatory instruments and rules that
professionals nowadays are confronted with. In the total of such
requirements, it can become unclear where the priorities of
organizations lie.

Of course it is possible that for the (estimated) 2,000–
2,500 patients with children for whom the tool was not used,
the COPMI issue was still taken on, even though the tool
was skipped. We have not been able to check this in the
present study. Given the awareness and motivation regarding
COPMI encountered in the focus groups, in combination with
being overburdened by mandatory tools, it may well be that
at times professionals did address the COPMI question even
while neglecting the tool. Thus we cannot conclude that for all
these patient the issues of their children was neglected. Yet, the
numbers are high enough to give a worrying indication that too
many COPMI problems may remain unseen.

For an additional 6% of all patients (n = 879), the mental
health professionals explicitly responded that they did not do the
COPMI check. This group of patients almost always did not have
children, which was also the reason given for not carrying out the
check. Thus by responding that they are “not doing the check”, in
fact these professionals showed that they did check whether there
were COPMI.

For the other 36% of patients aged 20–65, the COPMI check
was carried out and patients were classified as either “risk” or
“no risk” with regard to COPMI. In the no-risk group, we
found that 66% the patients were not caregiver for underage
children. Applying the COPMI check in those cases came down
to stating that there was no risk, because there were no children
involved. So in two-thirds of the cases where “no risk” was
reported, the reason for this was the absence of any children. As
we saw that other professionals whose patients had no children
said that they had not done the COPMI check for that reason,
we conclude that the wording and answering categories of the
COPMI check question were multi-interpretable. This makes the
quantitative data difficult to interpret without content analysis
of the files to reveal parenting status. The multi-interpretability
is also confusing to the user, as discussed and recognized in the
focus group of the internal ambassadors. Recommendations will

be necessary for a possible redesign of the tool, such as to reword
the COPMI check, starting with a more basic question such as:
“is the patient a caregiver for underage children or are there
underage children in the household”. Among the caregivers for
whom the COPMI check was carried out, the qualification “at
risk” with regard to COPMI was given in only 22% of the cases.
If “at risk” means that these children may develop lasting and
serious emotional problems, then we know from research that
the percentage is likely to be higher than 22%. A meta-analysis
from 2012 (14) showed that one out of two (50%) COPMI
develop a mental illness, with 32% developing a severe one.
Possibly, professionals interpret “at risk” as meaning: immediate
safety risk. We have already discussed how the COPMI check
is introduced with a focus on safety and child abuse. The
focus groups show that many professionals have taken on this
narrow focus, which may lead to an underestimation of the needs
of COPMI.

Analysis of the patient files of a random sample of patients
was carried out. Focusing on caregiving patients for whom
the COPMI check was carried out (N = 97), five types of
situations encountered by professionals were identified, the
most prevalent being “shared concern, some COPMI-related
support already present”. We also identified a spectrum of
actions that were taken by professionals to help support COPMI.
However, for those COPMI judged to be at risk, in 33% of
the cases no actions were taken at all. This is reason for
concern, given the professionals’ own judgement that there is
risk (while, as mentioned above, that judgement itself already
seems an underestimation). For the remaining 67% of patients
on the other hand, there were examples of (sometimes relatively
simple) sensitive and well informed actions to help COPMI.
We conclude from this that in all the situations encountered by
professionals, courses of actions are indeed available to them,
as indeed the literature has shown as well (8, 39–41). Yet
these actions toward support are still not readily or standardly
carried out.

The focus group discussions shed light on the above. They
showed that many professionals are more focused on truth
finding (being clear whether there are severe problems at home)
rather than on initiating support. We suggest that this focus
comes from the fact that the COPMI check is presented as
the first step in a protocol leading to the reporting of child
abuse. As shown earlier, this protocol is concerned with “safety”
rather than “needs” of COPMI. This study makes clear that this
leads to a second bias, namely a focus on “deciding to report
or not” (a focus that requires truth finding), vs. a focus on
“organizing help”.

Contrasting a safety/reporting focus with a needs/support focus
helps put into perspective the COPMI check and its limitations.
Other studies have also warned for the consequences of limited
focus on questions of safety and reporting (42, 43). From a
historical and political perspective, the positioning of a COPMI
check in terms of safety/reporting is understandable: it reflects the
fact that public opinion, media and political urgency are often
safety/reporting focused (43). But a COPMI check with such a
focus at an AMHS institution limits the potential for COPMI.
Rather than helping professionals to undertake basic supporting

Frontiers in Psychiatry | www.frontiersin.org 7 March 2022 | Volume 13 | Article 807251312

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles


Everts et al. Evaluation of the Mandatory Child Check

actions for COPMI in general, it sets professionals on a course
to find out which children are at immediate safety risk and
should be reported for child abuse. This requires truth finding,
which is understandably a burden since an adult mental health
professional is not in a likely position to undertake truth finding.
With it comes a fear to harm the therapeutic relationship and
appearing suspicious, as questions concerning children are more
threatening when posed from the perspective of safety/reporting.

In contrast, CAMHS organizations, such as the Child and
Youth division or the Prevention division at Mondriaan,
are, by the nature of their daily work, more needs/support
focused. That is, they are geared to helping a larger group
of children that need support (among them COPMI), also
where there is no direct threat to safety in a narrow sense.
It has been noted by professionals in Mondriaan’s CAMHS
that very few referrals of children are prompted by AMHS
professionals from Mondriaan–an observation that merits to be
researched. Likewise, a training offered to COPMI at Mondriaan
Mental Health Center still receives fewer participants than
it can provide for. Of course one must at the same time
be realistic about the fact that in practice, support is not
always available to children even when they are adequately
identified. Long waiting lists and limits to the funding are
unfortunately still a limiting factor in CAMHS. Nonetheless,
identification, basic help and referral are the first steps. Our study
shows that these can be improved with a differently focused
COPMI check. We would like to conclude with a few specific
practical recommendations.

Practical Recommendations
If the COPMI instrument could be redesigned toward a
needs/support focus, a broader group of COPMI might
be reached.

∗Such a redesign would include basic guidance for
professionals on how to initiate supportive actions,
other than how to decide whether to report or not. We
recommend that such practical guidance becomes part of the
COPMI check.

∗The guidance could make use of “best practice” examples,
some of which we encountered in this study. Likewise the
supportive actions that were taken up in 67% of the cases (as
identified in this study), also provide a good starting point.

∗CAMHS services should be given a role in the supportive
actions, and in Mondriaan, where CAMHS and AMHS both
take place within one organization, such collaboration could
be institutionalized.

∗Professionals should also be shown that they can take
some supportive actions (for example: inviting the children
to therapy sessions–possibly with help of colleagues from
CAMHS) without having to know the exact extent of the
problems at home. This would exempt them from some
of the burden of truth finding. Possibly, such practical
guidance on what to do next, once the professional has
concluded that there are young children, would also
contribute to a more widespread use of the COPMI
check tool.

∗The COPMI question(s) should be rephrased to resolve the
multi-interpretability regarding patients that are not caregivers.

∗AMHS organizations should carefully weigh the number of
obligatory instruments that they introduce, in order for such
instruments to retain their effectiveness.

Strengths and Limitations
A strength of this research project was its setting in a
large Mental Health Center that provides both CAHMS and
AMHS and features a mandatory tool to check for the needs
of COPMI. It has enabled us to include a large data set
concerning 14,469 patients, evaluate the impact of a mandatory
tool and see whether the presence of CAHMS in the same
organization plays a role in helping COPMI. Furthermore,
combining quantitative and qualitative data allowed us to
avoid an unrealistic interpretation of the quantitative data,
and brought to light biases in the instrument and the effects
they had. The results lead to direct recommendations for the
local situation.

A limitation of the study is that we evaluated a tool which is
presented as part of a protocol aimed at reporting child abuse; this
limits its effectiveness in stimulating help for COPMI. Therefore,
other barriers to stimulating this help came less clearly into sight.
Yet we feel that it is very important that we brought to light
how confounding helping COPMI with reporting child abuse
hampers the way COPMI can be helped through professionals
working in AMHS.

We studied only one organization and the results are not
representative for all Dutch organizations working with the
COPMI check, nor of course for other countries working with
other tools. Yet the organization studied is certainly relevant as it
has implemented the COPMI check for a relatively long time and
in a structured way, compared to other AMHS organizations.

Regarding the focus groups, it should be noted that only a
limited number of professionals participated, moreover, the time
spent on the issue was relatively short. These limitations did
however enable us to talk to a relatively randomly selected and
much larger group than if we had asked people to free a lot
of time to talk about the COPMI check. The information we
received was rich, varied, and useful. Another limitation of the
focus group method is the risk of group-think evolving. We
avoided this by our variant of the 1–2–4-All technique. Another
limitation is that we cannot be sure to which degree the context
(for example the presence of factual or perceived hierarchies
within group participants) has influenced results: it may for
example have led to participants paying more lip service to the
importance of taking responsibility for COPMI than they are
actually experiencing.

Future Steps
It will be necessary to elaborate our study by focusing on
those professionals who have focused more on helping than on
reporting and have undertaken some action. One could then
explore which barriers and enabling factors they encountered and
by what means they could be assisted.

Our analysis of whether patients are caregivers for children
touches upon the important question of parenting status among
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AMHS patients in general. Unfortunately we could not draw
definite conclusions on this issue, as we did not have data on
the parenting status of the large group of patients for whom
the COPMI check question was ignored. A content analysis of a
representative sample of this group would be a worthwhile future
research endeavor.

Studying the files of patients where the COPMI check tool was
not used would also give information about to which degree in
these cases (serious) COPMI issues were missed.

Finally, it would be quite interesting to implement
some of the recommendations that emerge from this
research regarding the redesign of the COPMI check.
This could then be evaluated as to whether more COPMI
are receiving help, as well as with regard to whether
professionals feel more supported in their task to take on
COPMI issues.
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Suicide is a leading cause of maternal death during pregnancy and up to a year after
birth (perinatal period). Many psychological and psychosocial risk factors for maternal
suicidal ideation and behaviour have been investigated. Despite this, there have been
no attempts to systematically search the literature on these risk factors. Additionally, few
studies have described how the risk factors for suicidal ideation, attempted suicides
and suicide deaths differ, which is essential for the development of tools to detect and
target suicidal ideation and behaviour. Seven databases were searched up to June 2021
for studies that investigated the association between suicidal ideation and/or suicidal
behaviour and psychological/psychosocial risk factors in pregnant and postpartum
women. The search identified 17,338 records, of which 59 were included. These 59
studies sampled a total of 49,929 participants and investigated 32 different risk factors.
Associations between abuse, experienced recently or during childhood, and maternal
suicide ideation, attempted suicide and death were consistently reported. Social support
was found to be less associated with suicide ideation but more so with suicide attempts.
Identifying women who have experienced domestic violence or childhood abuse and
ensuring all women have adequate emotional and practical support during the perinatal
period may help to reduce the likelihood of suicidal behaviour.

Keywords: women, mothers, perinatal, suicide deaths, suicide attempts, suicidal ideation

INTRODUCTION

In the United Kingdom and Ireland, maternal suicide is the leading direct cause of death between
6 weeks and a year after the end of pregnancy and the second commonest direct cause of
death occurring during or within 6 weeks of the end of pregnancy (1). This phenomenon is not
exceptional to the United Kingdom; maternal suicide has been shown to be among the leading
causes of death in other high-income countries, such as Australia (2), France (3), Italy (4), and the
five Nordic countries (5). The United Kingdom and Ireland Confidential Enquiries into Maternal
Deaths and Morbidity (1) reported that the rate of suicide during the perinatal period (i.e.,
pregnancy and the first postpartum year) has slightly increased over the last decade, with 0.60 deaths
by suicide per 100,000 maternities reported in 2012–2014 and 0.63 deaths by suicide per 100,000
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maternities reported in 2016–2018. Many more women who die
by suicide will attempt suicide and a recent meta-analysis of
14 studies found the worldwide prevalence of suicide attempts
during pregnancy was 680 per 100,000 and 210 per 100,000
during the postpartum period (6). Even greater numbers of
women experience thoughts of suicide and/or self-harm, which
is not only distressing, but may lead to a suicide attempt. The
prevalence of self-harm ideation during the perinatal period was
found to range from 5 to 14% (7).

Suicide prevention and risk reduction should be key
intervention targets since maternal death by suicide has a
profound effect on the woman’s child(ren), including loss of
a primary care giver, feelings of separation and abandonment
(8), increased rate of depressive symptoms (9), increased risk
of bipolar disorder (10), and an increased risk of death by
suicide themselves (11). Furthermore, maternal suicidal ideation
alone has been associated with poorer child cognitive outcomes,
including motor skills and language development (12).

Maternal suicides during the perinatal period appear to be
distinguished from non-perinatal suicides in several ways. Firstly,
these suicides tend to occur through more violent methods (e.g.,
hanging or jumping from a height) when compared with suicides
of non-perinatal women (13–15). Secondly, during pregnancy
and the first postpartum year most women have significantly
more contact with healthcare professionals than at other times
in their lives, but despite this, suicide has remained a leading
cause of death in mothers. Thus, regular access to healthcare
services alone may not be enough to encourage mothers to seek
help for suicidal thoughts and/or behaviour and ultimately to
avoid maternal death by suicide. An additional complexity is
the supposed protective factor of being a parent; parenthood is
associated with a lower risk of suicide in both men and women
(16), but parenthood has also been found to be an impetus for
suicide attempt among those who report high parenting stress
(17). Given these unique characteristics of maternal suicidal
ideation and behaviour, it is important to establish the risk factors
associated with suicide during the perinatal period rather than
extrapolate from research with non-perinatal samples.

Perinatal mental disorders are the most common
complication of childbearing (18–20) and the early postpartum
period is a particularly risky time for first and recurrent episodes
of severe mental illness (21, 22), which may go some way
towards explaining the high incidence of suicidal ideation and
behaviour in the perinatal population. The risk of maternal
suicide is significantly increased in mothers with first-onset
severe psychiatric disorders compared to mothers with no
psychiatric history (23). However, most people with a mental
health problem never become suicidal and fewer than 5% of
people admitted to hospital for the treatment of an affective
disorder die by suicide (24). Therefore, the presence of a mental
health problem has little predictive power and more specific risk
factors for suicidal ideation, attempts and maternal death by
suicide need to be identified.

In their epidemiological review of suicidal ideation during
pregnancy only, Gelaye, Kajeepeta, and Williams (25) selected
57 studies for inclusion and identified intimate partner violence
(IPV), less than 12 years of education and major depressive

disorder as risk factors for antepartum suicidal ideation. In their
review of 129 studies that investigated risk factors and clinical
correlates of suicide during both pregnancy and postpartum,
Orsolini et al. (26) identified that suicides were more likely to
occur among younger women, during unwanted and unintended
pregnancies and in those with psychiatric diagnoses. Despite
the comprehensiveness of their review, Orsolini et al. (26) did
not clarify whether the factors increased the risk of suicidal
ideation or non-fatal suicidal behaviour or deaths, and only
studies published in English were included. A more recent meta-
analysis of 39 studies reported on the prevalence and correlates of
self-harm regardless of suicidal intent, during the perinatal period
(27). The review authors identified mental disorder, substance
misuse, younger age, being unmarried, and obstetric and neonatal
complications as key correlates of maternal self-harm. Taken
together, these reviews highlight a very broad range of variables
that have been investigated and they provide an indication of
demographic groups of women more at risk of suicide during
the perinatal period. However, most of these factors are “non-
modifiable,” and therefore offer limited help when developing
new interventions to reduce suicidal ideation and behaviour in
perinatal women.

Previous studies have started to investigate a range of
modifiable, psychological, and psychosocial factors that may
increase a woman’s risk of suicide during the perinatal period,
such as hopelessness and impact of childhood trauma (14, 28).
A review of these psychological and psychosocial risk factors
has yet to be conducted, but it would offer an important first
step towards the development of new interventions targeting
the reduction of suicidal ideation and behaviour. Therefore,
this review aimed to (1) summarise the psychological and
psychosocial risk factors associated with maternal suicide
outcomes (i.e., suicidal ideation, suicide attempts, and suicide
deaths) during the perinatal period; (2) describe how these
risk factors differ between women experiencing suicidal ideation
alone, women who attempt suicide, and women who die by
suicide, during the perinatal period.

MATERIALS AND METHODS

The systematic review was reported in accordance with the
Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines (29). The review protocol
was registered with the International Prospective Register of
Systematic Reviews (PROSPERO) on May 20, 2019 (registration
number CRD42019107795).

Search Strategy and Eligibility Criteria
A systematic search of the literature was conducted in
seven databases: EMBASE, Medline, PsycINFO, CINAHL Plus,
Maternity and Infant Care, Applied Social Sciences Index and
Abstracts and Web of Science. A search was also conducted using
Google Scholar. To uncover any relevant unpublished studies
and grey literature, the Centre for Reviews and Dissemination
databases, ProQuest Dissertations and Theses (United Kingdom
and Ireland, Health and Medicine) and EThOS were also
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searched. The first author and university librarian developed
a combined search strategy of free text terms and exploded
Medical Subject Heading (MeSH) terms for the topics of suicide
and the perinatal period, and MeSH terms were adapted for
each database. The search strategy for MEDLINE is presented
in Appendix A as an example. The reference lists of all papers
identified for inclusion within this review and of existing reviews
and position papers were also examined for any additional
papers. The search was most recently conducted in June 2021.

The eligibility criteria were developed using the PICOS
(Population, Intervention, Comparison, Outcome, Study design)
framework (30) and are outlined in Table 1. Studies were
included if the sample comprised pregnant and/or postpartum
women aged 18 years old or over. Samples comprising
adolescents only or majority adolescents were excluded because
teenage motherhood brings its own unique challenges for a
young woman, such as mothering while dealing with her own
adolescent development, negative public attitudes and a lack of
preparation for motherhood (31), which may confound the risk
factors for suicide. Studies that only included women following
a miscarriage, stillbirth, termination of pregnancy, or ectopic
pregnancy were excluded because the factors associated with
these losses are likely to be different from those experienced
by suicidal women who have not experienced a loss or
termination. Studies were required to measure at least one
psychological or psychosocial risk factor. For the purposes of
this review, definitions of psychological and psychosocial factors
were adapted from O’Connor and Nock (32): Variables were
deemed psychological factors if they represented cognitive factors
(e.g., rumination, defeat, entrapment, agitation, belongingness,
and burdensomeness) or personality and individual differences
(e.g., hopelessness, impulsivity, perfectionism). Variables were
deemed psychosocial factors if they represented social factors
(e.g., exposure to death by suicide, social isolation) or negative life
events (e.g., childhood adversities, traumatic life events during
adulthood). Studies that measured psychological or psychosocial
risk factors, which were found not to be correlated with a suicide
variable (i.e., positively or negatively), were included to ensure the
review was not biased towards statistically significant findings.

Given the wide-ranging definitions and measures of suicide
outcomes as well as the difficulties of establishing suicidal intent,
defining suicidal ideation and behaviour presents a challenge.
For this review, initially, we included only studies that used any
measure of suicide ideation, any measure of suicide attempts and
suicide deaths. However, once we scrutinised the search results,
we discovered that many studies that claimed to measure suicide
ideation, used item 10 of the Edinburgh Postnatal Depression Scale
(EPDS) (33) to assess ideation. The item asks the respondent
whether “the thought of harming myself has occurred to me” and
the respondent may answer “yes quite often,” “sometimes,” “hardly
ever,” or “never.” There is uncertainty as to whether thoughts of
harming oneself equate to suicidal ideation and the item does not
explicitly ask the respondent whether the thoughts of self-harm
are driven by suicidal intentions. However, endorsing “yes quite
often” on the EPDS item 10 was found to be concordant with
suicidality measured by the Clinical Interview Schedule–Revised
measure of suicidality (34). In order to take an all-inclusive

approach to defining suicide outcomes, we decided to include any
studies that used the EPDS item 10, but we refer to the outcome
measured by this item as “self-harm ideation” rather than suicide
ideation. Studies that specifically focused on non-suicidal self-
injury (i.e., self-harm with no suicidal intent) were excluded. To
ensure all papers that met the eligibility criteria were identified,
there were no restrictions on date of publication or language in
which the study was reported.

Study Selection, Data Extraction, and
Analysis
All database search results were imported into EndNote
Online, a reference management service. The first author
removed duplicates and screened all the identified studies
to assess eligibility, according to the pre-specified inclusion
and exclusion criteria. A peer outside of the research team
also independently screened 50% of the identified abstracts,
the percentage agreement between the independent raters was
99% (Cohen’s κ = 0.89). The first author and peer discussed
and resolved any discrepancies regarding eligibility of studies.
When a study was published in a language other than English,
translation of the abstract was sought to identify whether
the study met the inclusion criteria. If the study met the
inclusion criteria, translation of the entire paper was sought.
The number of studies identified, screened and selected are
presented in the PRISMA flow diagram (see Figure 1). Data
were extracted from the included studies into a table in
Microsoft Word by the first author. To verify the accuracy
of the data extraction, data from 50% of the included studies
were also extracted independently by a peer outside of the
research team, and any discrepancies or uncertainties were
discussed and resolved.

Using the extracted data, a narrative synthesis was conducted
following Popay et al.’s (35) guidance. Studies were organised
into the four categories adapted from O’Connor and Nock (32),
depending on the risk factors measured: negative life events,
social factors, cognitive factors and personality and individual
differences. This then allowed for clustering of studies depending
on the suicide outcome investigated and the interrogation of
similarities and differences between the clusters and the studies
in each cluster.

Risk of Bias and Quality Assessment
The studies included in the review were subject to a
methodological quality assessment using the Quality Assessment
Tool for Studies with Diverse Designs (QATSDD) (36). The
review eligibility criteria are inclusive of a range of study
designs and therefore the QATSDD was selected because it
allows for the comprehensive examination of studies that
employ different designs but address similar research questions.
The QATSDD tool consists of a total of 16 criteria, two of
which are solely applicable to quantitative studies and another
two of the criteria are solely applicable to qualitative studies.
Therefore, only mixed methods studies are assessed via all 16
criteria, and quantitative or qualitative studies are assessed
by 14 criteria. Each criterion is weighted equally and rated 0
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TABLE 1 | Eligibility criteria for inclusion of studies in the review.

Inclusion criteria Exclusion criteria

Population • Pregnant women and/or women during the first 12 months following
birth (perinatal period).
• From any location.
• With or without a psychiatric diagnosis.
• Women aged 18 years and over. For studies that included a mixed
sample of adolescents and adults, the mean or median age of the sample
needed to be 18 years or older.
• Both inpatient and community samples.

• Women who had suffered a miscarriage or stillbirth, following a
termination of pregnancy for any reason or ectopic pregnancies.
• Adolescents (less than 18 years).

Intervention
(exposure)

• Psychological/psychosocial risk factors.
• Assessed using any objective or subjective measure.

• Investigate the presence of mental health problems (e.g., psychosis,
major depressive disorder) but with no measurement of psychological
and/or psychosocial factors.

Comparison • Exposure versus non-exposure to the psychological/psychosocial risk
factor(s) of interest.

• Purely descriptive studies (e.g., case report studies).

Outcome • Suicide, which can include:
– Suicide deaths
– Suicide attempts
– Suicidal ideation
– Suicide planning
– Self-harm ideation
– Self-harm with suicidal intent or suicidal intent is unclear

• Assessed using any objective or subjective measure.

• A focus on non-suicidal self-injury.

Study design • Report original quantitative findings. • Report qualitative findings only.
• Reviews, practice recommendations or guidelines, comments, replies,
letters, and opinion/position papers.

(not at all), 1 (very slightly), 2 (moderately), or 3 (complete)
using the scoring guidance notes. As this review only included
quantitative studies (no mixed methods studies were identified),
a total score out of a possible 42 points was calculated for
each study (i.e., a maximum score of 3 for 14 criteria). The
total percentage was also calculated to provide an overall
indication of methodological quality and similarly to the guide
outlined by Gillham and Wittkowski (37), a percentage score
over 75% was considered “high” quality, 50–75% “good,” 25–
49% “moderate,” and below 25% “poor.” Furthermore, the
percentage of studies that scored 1, 2, or 3 for each item was
calculated to give an indication of how many of the studies
addressed each of the 14 criteria. The first author rated all
studies and made notes to elaborate on the QATSDD scoring
guidelines to provide more detailed, tailored guidance to
ensure consistency when scoring. A peer also rated 51% of the
studies independently, using the additional scoring guidance
notes provided by the first author. The percentage agreement
between the independent raters was 86% before differences were
discussed and resolved. None of the studies were excluded due
to a “low” quality rating in order to ensure a broad range of risk
factors were reviewed, although studies with particularly low
ratings are highlighted and their methodologies discussed in the
narrative synthesis.

RESULTS

Study Characteristics
The systematic search strategy identified 17,338 titles (see
Figure 1). After removal of duplicates and screening of abstracts,

333 full text publications were evaluated. Once publications that
did not meet inclusion criteria and/or lacked relevant data were
removed, 59 studies reporting quantitative associations between
suicide outcomes and psychological and/or psychosocial factors
during the perinatal period were included (see Supplementary
Table 1 for study characteristics).

The 59 studies sampled a total of 49,929 participants and
sample sizes ranged from 28 to 5,960. Twenty-three of the
studies included pregnant women alone, 17 included postpartum
women alone and 19 studies included both pregnant and
postpartum women. Studies were conducted in a wide range of
locations: 13 were conducted in the United States, 14 in Asia,
14 in Africa, nine in South America, seven in Europe, one in
Australia, and one did not specify the location (38). Of the
59 studies included, 36 were cross-sectional in design (61%),
18 used a cohort design (31%), four were case-control studies
(7%), and one used a mixed cohort and cross-sectional design
whereby 121 of the 748 participants were seen at two time
points (39).

Studies could be categorised depending on the suicide
outcome measured: 43 studies measured suicidal or self-harm
ideation alone (73%), 13 studies measured suicidal or self-harm
ideation and suicide attempts (22%) either using a combined
measure that assessed both the ideation and the attempts or
via multiple measures that assessed the ideation and attempts
separately, one study measured suicide attempts alone (2%) and
two studies measured suicide deaths alone (3%).

A varied range of 32 psychological and psychosocial factors
were investigated across the 59 studies. Those 32 studies were
then grouped into the four categories adapted from O’Connor
and Nock (32): negative life events, social factors, cognitive
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factors, and personality and individual differences. Figure 2
illustrates the risk factors and suicide outcomes measured.

Risk of Bias and Quality Assessment of
the Included Studies
Overall quality ratings for the 59 studies included in this
review ranged between 33 and 86%, 44 of the studies were
considered “good” quality (50–75%), 9 studies were “high”
quality (>75%), and 6 were of “moderate” quality (25–49%).
Ratings for each study on each of the QATSDD criteria are
outlined in Supplementary Table 2. As no qualitative studies
were included, criteria 11 and 14 were not utilised and removed.
As evident in Supplementary Table 2, user involvement in the
design of the studies was relatively poor (criterion 15), only
seven studies used a pilot study, of which three used any pilot
study feedback to inform changes to the study design and only
one of the studies (40) consulted stakeholders about the study
procedures. However, all 59 studies included some description of
the research setting (criterion 3), recruited samples representative
of perinatal women (criterion 5), used suitable methods of
analysis (criterion 12), and included some explanation of choice
of analytic method (criterion 13).

Negative Life Events
Negative life events were commonly investigated as risk
factors for perinatal suicide, with 47 studies investigating
psychological/psychosocial risk factors that could be categorised
as negative life events. The methodological quality ratings of
these 47 studies ranged from 36 to 86% with 35 considered
“good” quality, 7 were “high,” and 5 “low” quality. These
negative life events could be clustered into four groups of
very similar risk factors: experiences of abuse during childhood
only or adverse childhood experiences, experiences of abuse
at any time of life (childhood and/or adulthood), experiences
of abuse during adulthood only or intimate partner violence
(IPV), and stress (e.g., stress experienced during pregnancy or
the postpartum, exposure to traumatic life events, post-traumatic
stress symptoms, and 1st degree relative suicide).

Experiences of Abuse During Childhood Only or
Adverse Childhood Experiences
Experiences of childhood abuse had significant associations with
maternal suicide and self-harm ideation, and reports of physical
childhood abuse appeared to be one of the strongest predictors
across study designs. Sit et al.’s (41) cross-sectional findings from
a sample of 628 postpartum women demonstrated that childhood
physical abuse increased the odds of self-harm ideation by 68%,
but childhood sexual abuse was not significantly associated with
self-harm ideation. In their matched case-control study of 255
pregnant women, Leeners et al. (42) also showed childhood
physical abuse increased the odds of suicide ideation by 20%;
however, childhood sexual abuse was not significantly associated
with suicide ideation, although there is limited information
regarding whether the suicide ideation was experienced during
the perinatal period or at another time during the participants’
lives. Moreover, in Giallo et al.’s (43) longitudinal study of
1,507 women, the univariate analysis revealed that experiences

of childhood physical abuse increased the odds threefold and
childhood sexual abuse increased the odds almost twofold of
reporting self-harm ideation persistently at each time point
(3 months, 6 months, 12 months, 18 months, and 4 years
postpartum). However, in Giallo et al.’s (43) multivariable model,
childhood sexual abuse was no longer a significant predictor of
self-harm ideation.

It is not only abusive experiences during childhood that
have been investigated. Doi and Fujiwara (44) assessed adverse
childhood experiences, which included asking participants about
parental death, parental divorce, parental mental illness, neglect,
economic hardship, and IPV against their mother as well as
about physical and psychological abuse. The authors found
that postpartum women with three or more adverse childhood
experiences were almost five times more likely to experience
recent self-harm ideation.

Experiences of childhood trauma were also strongly associated
with suicidal behaviour. In one of only three papers in this review
to provide separate data for those reporting suicidal ideation only
and suicide attempt, Levey et al. (45) discovered that a history
of childhood abuse increased the odds of suicidal ideation 2.57-
fold, increased the odds of suicide planning almost threefold and
increased the odds of suicide attempt 2.43-fold in a sample of
2,062 pregnant women. In their longitudinal study that followed
306 women from pregnancy to 16 months postpartum, Martini
et al. (46) identified that childhood abuse or rape was significantly
associated with suicidality (defined as thoughts of death or self-
harm, suicide planning or suicide attempt).

Gressier et al. (28) examined suicide attempts and the
association with childhood abuse and adverse childhood
experiences, using a database created by the French Network
of Mother and Baby Units (MBUs) which contains information
about perinatal women admitted to 16 MBUs (13 in France, 3
in Belgium) between 2001 and 2010. The authors retrospectively
assessed 1,439 women for suicide attempts and of these, 105
had attempted suicide during the postpartum period, and 49
had made attempts during pregnancy. The study compared three
groups: women who attempted suicide during pregnancy, women
who attempted suicide during the postpartum period and women
who did not attempt suicide. There was no difference across the
groups on measures of foster care in childhood, maltreatment in
childhood or childhood sexual abuse.

In summary, consistent evidence suggests that physical abuse
experienced during childhood, rather than sexual abuse, increases
the odds of perinatal suicide and self-harm ideation. The findings
also suggest that childhood abuse increases the odds of suicide
planning but there are mixed results regarding its association
with suicide attempts during the perinatal period.

Experiences of Abuse at Any Time of Life
One study could not be included in Sections “Experiences
of Abuse During Childhood Only or Adverse Childhood
Experiences” or “Experiences of Abuse During Adulthood Only
or Intimate Partner Violence” because it measured abusive
experiences during the lifetime (both during childhood and
adulthood). Therefore, we cannot determine when the abuse was
experienced. In their cohort study of 200 women living with HIV,
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Knettel et al. (40) reported no association between experiences of
abuse at any point in life and suicidal/self-harm ideation during
pregnancy or at 6 months postpartum. However, it is difficult to
evaluate the measure of abusive experiences because information
about how this was assessed was omitted from the report.

Experiences of Abuse During Adulthood Only or
Intimate Partner Violence
Similar to experiences of childhood abuse, recent experiences
of IPV, particularly physical IPV, were shown to increase the
likelihood of suicidal or self-harm ideation. Cross-sectional
studies include Doi and Fujiwara (44) who found IPV during
pregnancy increased odds of self-harm ideation over fourfold
(verbal IPV) and almost fivefold (physical IPV) in a large sample
of 5,960 postpartum women. The association was demonstrated
in reverse by Iyengar et al. (47) who found those who reported
suicidal ideation to be 10 times more likely to experience IPV
in a smaller sample of 120 pregnant; however, details about the
assessment of suicidal ideation are very limited in this study.
In their “high” quality study of 426 women, Islam et al. (48)
measured IPV during the first 6 months postpartum and found
the odds of postpartum self-harm ideation were 2.65 times higher
when a woman had experienced physical IPV following birth;
however, neither sexual IPV nor psychological IPV experienced
after birth affected the odds of self-harm ideation. Longitudinal
findings have demonstrated a continuous effect of IPV during
the perinatal period. According to Rodriguez et al. (49), having
experienced physical IPV within the previous 4 weeks increased
the odds of experiencing self-harm ideation during pregnancy
and again at 12 months postpartum by 17% in a sample of 681
women. In their longitudinal study, Fisher et al. (50) used a
modified version of the EPDS item 10 which asked “I have had
thoughts that I do not want to live any more” to measure suicide
ideation and noted that any form of lifetime IPV (emotional,
sexual, or physical) significantly increased the odds of having
thoughts of not wanting to live any more. Moreover, experiencing
two or three forms of lifetime IPV was associated with almost
eight times increased odds of suicide ideation. Aside from IPV,
sexual trauma experienced during military service and self-
harm ideation in women veterans in the United States were
investigated by Gross et al. (51). In a sample of 620 women
veterans, both military sexual harassment and trauma were
significantly associated with self-harm ideation during pregnancy
but not postpartum.

Previous studies also consistently found significant
associations between experiences of abuse during adulthood
and suicidal ideation and attempts, although the majority of
studies was homogenous in design (i.e., cross-sectional) and
conducted with pregnant women only. For example, in Asad
et al.’s (52) sample of 1,369 pregnant women, 48% of participants
had experienced verbal abuse and 20% had experienced physical
or sexual abuse during the pregnancy or within the 6 months
prior to the pregnancy. Asad et al. (52) conducted one of only
three studies in this review (45, 52, 53) that provided separate
data for suicide ideation and suicide attempts (rather than a
combined measure of “suicidal behaviour”). Not only were there
significant associations between experiences of any form of abuse

and suicidal ideation and suicide attempts, but the frequency
of the abuse was also associated with an increased likelihood
of suicidal ideation and attempts. However, the authors did
not find experiences of abuse to be more or less associated
with suicidal ideation, nor more or less associated with suicide
attempt. Current IPV was also associated with a sixfold increase
in likelihood of suicidal ideation and attempts (a combined
measure) in 214 pregnant women (54), and IPV experienced
at any point during a woman’s lifetime was also found to be
associated with increased odds of suicidal ideation, planning
and attempts in a larger sample of 2062 pregnant women (45).
According to Supraja et al.’s (55) bivariate analyses, any form of
IPV (psychological, sexual, or physical) was strongly correlated
with ideation during pregnancy, but IPV did not emerge as a
significant predictor of ideation in their multivariate analysis.
The authors asked participants who had attempted suicide
during pregnancy to give a reason for their attempt and all eight
of the women cited abuse and/or conflict with spouse as a reason
for their attempt. Findings also demonstrated a link between
history of rape and suicidal behaviour (56). In a sample of 988
women, Belete and Misgan (56) identified that an experience
of rape increased the odds of suicidal behaviour by twofold at
6 weeks postpartum, although it is not clear whether “behaviour”
refers to suicidal ideation, attempts, or both.

Two studies examined IPV and suicide deaths (57, 58). Both
were case-control studies and used data extracted from the
United States National Violent Death Reporting System whereby
death by suicide was defined as a record of “death resulting
from the intentional use of force against oneself.” Gold et al.
(58) compared pregnant and postpartum women with women
of reproductive age who were not pregnant or postpartum at
the time of death. The authors identified a total of 2,083 female
suicide victims of reproductive age from 17 US states between
2003 and 2007. Pregnant women who died by suicide were
three times more likely to have experienced intimate partner
conflict and postpartum women were over two times more likely
to have experienced intimate partner conflict. Similarly, Adu
et al. (57) used data gathered from 18 US states from 2003 to
2012 to compare suicides of pregnant and postpartum women
with non-pregnant females (15–54 years) and then compared
urban and rural differences. The authors identified a total of
4,306 female suicide victims and found recent intimate partner
problems were associated with increased odds of the victim
being pregnant or postpartum compared to non-perinatal. This
observation supports Gold’s (58) findings and demonstrates that
intimate partner problems as a key correlate for suicide during
the perinatal period from 2007 to 2012. Two issues should be
highlighted: a large proportion of Adu et al.’s (57) data were
likely to have been the same data used in Gold et al.’s (58)
study and neither study clarified what constituted an “intimate
partner problem” or “conflict” and when and how frequently the
“conflict” occurred.

To summarise, these studies consistently demonstrate that
abuse experienced during adulthood increases the odds of
suicide and self-harm ideation. There is also evidence that
abuse experienced before and during the perinatal period was
associated with ideation, and physical abuse appears to have the
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strongest association. IPV significantly increases odds of suicide
planning, attempts and deaths, suggesting that receipt of abuse
during adulthood cannot only trigger thoughts of suicide, but also
enable women to act on those thoughts, and in some cases result
in a fatal outcome.

Stress
Eleven studies measured risk factors that can be broadly
grouped as “stress.” These risk factors include stressful life
events experienced during pregnancy (59, 60) or experienced
at any point in life (39, 53, 61), psychosocial stress during
pregnancy (62), general perceived stress (63), pregnancy stress
(61), parenting stress (64), stress about debt (65), post-traumatic
stress symptoms (39, 66), and first-degree relative suicide (67).
When grouped, these studies reported mixed findings with
regards to stress and its association with ideation and behaviour.
In Tavares et al.’s (60) unadjusted multivariate analysis, they
found the prevalence of suicide ideation to be over four times
greater in postpartum women who experienced two or more
stressful life events during pregnancy, but this was no longer
significant after adjustment for all significant correlates. The
authors also failed to provide any information regarding which
life events were considered stressful. It should also be noted
that Tavares et al.’s (60) methodological quality was relatively
poor (QATSDD rating of 45%). Gelabert et al. (59) used the
St Paul Ramsey Life Experience Scale (68) to assess the impact
of stressful life events, experienced during pregnancy, in six
categories: primary support, social environment, housing, work,
health, and economy. The authors treated stressful life events as
a dichotomous variable whereby a score of at least two, in one
or more of the categories, was classed as presence of stressful
life events. Women who reported the presence of stressful life
events were 88% more likely to experience self-harm ideation at
some point during the first 32 weeks following childbirth (59).
Gavin et al. (62) used the Prenatal Psychosocial Profile (69) which
assesses the extent to which 11 events are causing stress, such
as financial problems, feeling generally “overloaded” and current
abuse. The authors found high levels of psychosocial stress
experienced during pregnancy increased the odds of experiencing
suicide ideation during pregnancy threefold. Focussing their
investigations on parenting stress, Paris et al. (64) categorised
a sample of 32 women with postpartum depression into “low”
and “high” suicidality groups and noted that the high suicidality
group perceived overall parenting as significantly more stressful.

With regards to suicidal ideation and attempts, Mezey et al.
(53) reported data that show a significant association between
lifetime exposure to traumatic events (e.g., life threatening
illness, physical assault, imprisonment) and suicide ideation
only and suicide attempts, in a sample of 200 pregnant and
postpartum women. Palfreyman (65) assessed stress about debt
specifically and found it was correlated with suicide ideation and
behaviour in 1000 Sri Lankan pregnant women. With regards
to posttraumatic stress symptoms, Maré et al. (39) reported
those classed as “high risk” for suicidal ideation and behaviour
were more likely to report post-traumatic stress than those who
reported no suicidal ideation and behaviour in 748 pregnant and
postpartum women.

Summary of Negative Life Events
Taken together, the studies (41–52, 54, 56–58) demonstrate that
experiences of abuse, particularly physical abuse, are significantly
associated with ideation and attempts when measured separately
and collectively, and therefore may be involved in enabling a
woman to transition from having suicidal thoughts alone to
then act on those thoughts. Furthermore, the findings suggest
a persistent psychological effect of abuse (e.g., lifetime IPV
and childhood abuse) which can manifest during the perinatal
period. There is some evidence to suggest experiencing stress
during the perinatal period is associated with perinatal self-
harm and suicide ideation and suicidal behaviour. However, the
studies presented used different measures of perinatal stress and
there was no consistency with regards to what constituted a
stressful or traumatic life event, which limits the overall findings.
Additionally, the life events measured may incorporate other
psychosocial risk factors, such as IPV.

Social Factors
Twenty-eight studies investigated social factors which were
clustered into three groups of risk factors related to mother-infant
bond/mother-infant interactions, social support, and loneliness.
The methodological quality ratings of these 28 studies ranged
from 36 to 86%, with 19 of the studies considered “good” quality,
7 “high,” and 2 “moderate.”

Mother-Infant Bond and Interactions
Takegata et al. (70) conducted a longitudinal study of three time
points (during third trimester of pregnancy, 5 days postpartum,
one month postpartum) with 243 women. They found those
with self-harm ideation at any time point scored significantly
higher on the “rejection and fear” and “anger and restrictedness”
subscales of the Japanese Postpartum Bonding Questionnaire
(PBQ) (71) at 5 days postpartum, and significantly higher on
the “lack of affection,” “rejection and fear,” and “anger and
restrictedness” PBQ subscales at one month postpartum. In
another longitudinal study of 545 women, Gordon et al.’s (72)
high quality study discovered that women who reported self-
harm ideation at baseline (within 3 weeks of first antenatal
midwifery appointment) had PBQ scores 6.28 points higher (i.e.,
poorer perceived bond) than those who did not report self-
harm ideation. However, this difference was no longer significant
after adjustment for depression at baseline. Furthermore, women
who reported baseline self-harm ideation were significantly more
controlling and infants significantly more compulsive in mother-
infant interactions at 3 months postpartum. Two cross-sectional
studies that assessed suicidal ideation report evidence of impaired
mother-infant bonding and interactions. Faisal-Cury et al. (73)
found bonding impairment was associated with almost five times
increased odds of suicide ideation 6–9 months after birth, even
when postpartum depressive symptoms were controlled for. Paris
et al. (64) rated mother-infant interactions in 32 women with
postpartum depression. Participants were categorised as “low
suicidality” if they scored below 12 on the Postpartum Depression
Screening Scale (PDSS) (74), or “high suicidality” if they scored
12 or higher on the PDSS. Compared to mothers identified
as “low suicidality,” during unstructured interactions, the “high
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FIGURE 1 | Flowchart of paper selection based on PRISMA guidance.

suicidality” mothers were significantly less aware of, and less able
to consistently respond to, their infants’ social signals. Infants of
the “high suicidality” mothers also exhibited less positive affect
and more negative affect. However, the two groups behaved
similarly in structured interactions (e.g., asking the parent to
guide the infant to follow a rattle). In contrast, in a cohort
of 430 women, Kubota et al. (75) did not observe any group
difference in the mother-infant bond between those who did
and did not report self-harm ideation. However, it should be
noted that Kubota et al. (75) measured mother-infant bonding
during early pregnancy (mean 5.3 months gestation) using the
Mother Infant Bonding Questionnaire (76) which was designed to
be used postnatally.

Martini et al. (46) investigated suicidal ideation and attempts
and the mother-infant bond in a cohort of 306 mothers: mothers
who reported perinatal suicidal behaviour indicated higher mean
scores of bonding impairment with their infants compared to
mothers with no perinatal suicidal behaviour, although these
differences were not statistically significant.

Social Support
Twenty-four studies (28, 40, 43, 44, 46, 48, 54–56, 59–61, 65,
67, 75, 77–85) assessed social support, yet the types of social
support (e.g., material, emotional, informational, affective, and
social interaction) and sources of support (e.g., partner, family,
friends, and neighbours) varied across these studies. With regards
to the 16 studies that measured social support and suicide/self-
harm ideation alone, seven studies found no association (48,
67, 80–82, 84, 85), six (40, 43, 44, 59–61) reported a significant
association (i.e., poor social support increased the odds), and
three (75, 78, 79) found a significant protective effect of social
support (i.e., good-quality support reduced the odds). Both Doi
and Fujiwara (44) and Tavares et al. (60) reported that a lack
of social support was significantly associated with self-harm and
suicide ideation, respectively, in their initial analyses but this
association was no longer significant in their adjusted analyses.
It should be noted that neither Doi and Fujiwara (44) nor Tavares
et al. (60) provide information about the items used to assess
support. In their longitudinal study, Gelabert et al. (59) measured
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FIGURE 2 | Diagrammatic illustration of the included risk factors and suicide outcomes.

functional social support (e.g., “I have someone who goes to the
doctor with me”) and found that the women who reported self-
harm ideation had significantly lower mean scores of functional
social support at 2–3 days postpartum and at 8 weeks postpartum
but no difference in scores at 32 weeks postpartum. Peltzer (79)
used three items from the Social Supportood Questionnaire (86):
“If I were sick and needed someone to take me to a doctor, I
would have trouble finding someone,” “I feel that there is no
one I can share my most private concerns and fears,” and “I
feel a strong emotional bond with at least one other person.” In
their sample of 580 postpartum women, the authors reported
that the odds of self-harm ideation were reduced by 19%
in women who perceived having social support, whilst being
accompanied by the baby’s father to antenatal care was not
found to affect the odds of self-harm ideation postpartum. In
Giallo et al.’s (43) longitudinal study, a sample of 1,507 women
at 12 months postpartum were asked if they would have liked
more emotional support (e.g., someone to talk to about how they
were feeling) over the past month. The sample were categorised

into a “persistent self-harm ideation” class (38–43% probability
of endorsing self-harm ideation across the study time point)
and a “minimal self-harm ideation” class (1–3% probability
of endorsing self-harm ideation across the study time points).
Women who reported a need for emotional support at 12 months
postpartum were almost twice as likely to be a member of the
“persistent self-harm ideation” class.

Seven studies investigated social support and suicidal ideation
and behaviour (46, 54–56, 65, 77, 83) with mixed findings,
although it should be noted that most of these studies used
a different self-report measure of social support. Only Belete
and Misgan (56) and Belete et al. (77) used the same measure
of social support, namely, the Oslo-3 Social Support Scale (87)
which asks: “how many people are you so close to that you
can count on them if you have great personal problems?,” “how
much interest and concern do people show in what you do?,”
and “how easy is it to get practical help from neighbours if you
should need it?.” Belete and Misgan (56) assessed a sample of
988 postpartum women and did not find a significant association
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between social support and suicidal behaviour. However, in
their sample of 738 pregnant women, Belete et al. (77) found
that participants who reported poor social support were over
three times more likely to indicate having seriously considered
attempting suicide while pregnant. It is therefore unsurprising
that Belete et al. (77) also reported that poor social support was
correlated with suicide attempts during pregnancy. Onah et al.
(83) used the Multidimensional Scale of Perceived Social Support
(88), which consists of 12 items that measure closeness and
emotional support from friends, family and a significant other
(e.g., “I can count on my friends when things go wrong,” “my family
is willing to help me make decisions,” “there is a special person
with whom I can share my joys and sorrows”). In their sample of
376 pregnant women, the authors found that perceived support
from a significant other did not have an effect on suicide ideation
only, but perceived support was found to be associated with a
reduced likelihood of suicide behaviour (defined by the authors
as those who had suicidal thoughts and had proceeded to plan
or prepare or attempt suicide). Martini et al.’s (46) longitudinal
study used the F-SozU (89) which assesses general perceived or
anticipated social support, excludes any support from healthcare
professionals and includes items such as “when I am sick, I can
ask friends/relatives to handle important things for me without
hesitation” and “there are people who accept me the way I am
without reservations.” In their cohort of 306 women, Martini et al.
(46) reported that higher levels of perceived social support during
pregnancy decreased the odds of perinatal suicidal behaviour,
although ideation, planning and attempts were combined and
therefore we cannot discern the specific effect of social support
upon these unique outcomes.

As described previously, Gressier et al. (28) used the French
Network of MBUs to retrospectively assess 1,439 women for
suicide attempts and of these, 105 attempted suicide during
the postpartum period and 49 had made attempts during
pregnancy. Women who attempted suicide during pregnancy
reported poor family/social support significantly more than those
who attempted suicide when postpartum and those who did
not attempt suicide during the perinatal period. However, no
independent effect of family/social support on suicide attempt
was observed in the logistic regression. The logistic regression
did, however, reveal that tobacco and alcohol use significantly
increased the odds of suicide attempts during pregnancy. The
regression also identified history of miscarriage as having a
significant independent association on suicide attempts during
pregnancy. Gressier et al. (28) suggested that pregnancy ignited
the previous trauma of losing a baby. Overall, Gressier et al.’s
(28) results indicated that a mother’s distress had a greater
effect on a woman’s inclination to act on suicidal thoughts than
poor social support.

Loneliness
One study assessed loneliness: Kugbey et al. (54) failed to find
a bivariate or multivariate association between loneliness and
current suicidal behaviour (i.e., a composite score of suicidal
ideation, suicide plans, and suicide attempts) in 214 pregnant
women. However, they used just one item to measure loneliness
without providing any more information on this item.

Summary of Social Factors
In the six studies that measured the mother-infant bond
and/or interactions, the results start to advocate a link between
the mother-infant relationship and ideation but not with
suicidal behaviour. Several studies provided evidence that social
support was important during the early postpartum period,
when a woman appeared to be particularly vulnerable, and
that emotional support demonstrated an association with self-
harm ideation. Whilst the association between social support
and ideation appears less strong, the studies that measured
support and suicidal behaviour provided stronger evidence for
an association. When viewed in combination, these 24 studies
start to suggest that support may be more pertinent in the
decision to act on thoughts rather than a trigger for the
initial ideation.

Cognitive Factors
A range of cognitive factors was investigated in seven studies
(54, 63, 64, 82, 90–92). These studies’ methodological quality
ratings ranged from 33 to 71%, with six of the seven
studies considered “good” quality and one study was of
“moderate” quality.

In a sample of 100 pregnant women, the association between
decision-making function, assessed using the Iowa Gambling
Task (93) and self-harm ideation was investigated (90). The
participants were allocated to one of three groups: those
who reported self-harm ideation, those who scored highly for
depressive symptoms on the EPDS (33), but reported no self-
harm ideation, and those who reported no self-harm ideation
and did not score highly on the EPDS. Women in the self-
harm ideation group demonstrated impaired decision-making
compared to the other two groups in the fifth block of the
task. Paris et al. (64) clustered a sample of 32 women with
postpartum depression into “low” and “high” suicidality groups.
When these two groups were compared, the mothers in the high
suicidality group reported feeling significantly more emotionally
labile, mentally confused and experienced a greater loss of
self. Paris et al. (64) was the only study to investigate these
cognitive factors and although the study employed a very
small sample, it was rated high for methodological quality.
Two studies explored rumination as a risk factor for perinatal
self-harm ideation (63, 92) and both found negative perinatal-
specific nocturnal rumination (i.e., having stressful thoughts
about the pregnancy/infant while attempting to fall asleep)
was associated with increased odds of self-harm ideation. In
their more recent study, Kalmbach et al. (63) also found
those who reported nocturnal cognitive hyperarousal (e.g., not
being able to shut off thoughts when trying to fall asleep)
at baseline were over 11 times more likely to report new
onset self-harm ideation. However, this same study found
perseverative thinking during the daytime was not associated
with self-harm ideation, suggesting that cognitive-emotional
dysregulation specifically at night plays a unique role in
self-harm ideation.

Guilt, shame and worthlessness were assessed by three studies
[guilt/shame (64); worthlessness/guilt (91); maltreatment-related

Frontiers in Psychiatry | www.frontiersin.org 10 March 2022 | Volume 13 | Article 765118325

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles


fpsyt-13-765118 March 18, 2022 Time: 12:29 # 11

Reid et al. Risk Factors for Perinatal Suicide

shame (82)] and all three reported significant associations
between their assessment of worthlessness/guilt/shame and
suicidal ideation. Muzik et al. (82) identified maltreatment-
related shame as the only risk factor in their logistic regression to
be independently associated with the presence of suicidal ideation
at 4 and 12 months postpartum; other factors included in the
analysis, which did not demonstrate independent associations,
were resilience, household income and marital status. As
previously described, Paris et al. (64) categorised their sample as
either “high suicidality” or “low suicidality.” On the guilt/shame
subscale of the PDSS the “high suicidality” mothers scored
significantly higher than the “low suicidality” mothers. Similarly,
Benute et al. (91) divided their sample into those who reported
suicidal ideation and those who did not and discovered that
significantly more women in the suicidal ideation group endorsed
feeling worthless/guilty; however, the authors only used one item
to assess worthlessness/guilt.

Personality and Individual Differences
Ten of the included studies assessed 16 different risk factors that
could be categorised as personality and individual differences.
Eight of the studies were rated as “good” quality and two were
“high” quality with QATSDD scores ranging from 57 to 81%.

The association of self-esteem/self-efficacy was investigated
with mixed results. Using the Rosenberg Self-esteem Scale (94),
Islam et al. (48) reported high self-esteem to be protective against
self-harm ideation postpartum, whereas Shi et al. (61) found
those with self-harm ideation had relatively higher self-esteem,
but self-esteem did not predict presence/absence of self-harm
ideation before birth or postpartum. Paris et al. (64) used the
Maternal Self-Report Inventory-Short Form (95) which assesses
self-esteem and self-perceptions of parenting and motherhood
over five domains: the mother’s perceived caretaking abilities,
general ability and preparedness for motherhood, acceptance
of her baby, expectations of a positive relationship with baby
and feelings towards the birth. Mothers in the “high suicidality”
group had lower total self-esteem scores, perceived they were
less prepared for motherhood and expected a poorer relationship
with their infants compared to those in the “low suicidality”
group. Similarly, Bodnar-Deren et al. (80) investigated self-
efficacy using five items that assessed perceived ability to care for
the baby, other family members and the household. Self-efficacy
showed a protective effect with almost 50% lower odds of suicide
ideation in a sample of 1073 postpartum women.

Several personality traits were assessed by Takegata et al.
(70) using the Japanese version of the Temperament and
Character Inventory (96). In their cohort of 243 women,
those who reported self-harm ideation at any time point (i.e.,
during the third trimester of pregnancy, 5 days postpartum or
one month postpartum) had significantly lower mean scores
for cooperativeness and self-directedness when compared to
women who never reported self-harm ideation. Neither novelty-
seeking, harm avoidance, persistence, reward-dependence nor
self-transcendence demonstrated a significant association with
self-harm ideation.

Neuroticism was assessed by three studies with mixed
findings. Both Duan et al. (97) and Gelabert et al. (59) chose the

Eysenck Personality Questionnaire (98) to measure neuroticism:
Duan et al. (97) found neuroticism did not predict postpartum
suicidal ideation, whereas Gelabert et al. (59) reported that
neuroticism was associated with a marginal increase in the
odds of self-harm ideation of 3% throughout the first 32 weeks
following birth. Enătescu et al. (99) used the NEO-Five Factor
Inventory (100) with a cohort of 202 women and reported higher
levels of neuroticism in postnatal women with self-harm ideation
than in those without, although neuroticism did not predict
self-harm ideation.

Like neuroticism, there were mixed findings for an association
between extraversion and self-harm ideation. Extraversion
was negatively associated with self-harm ideation 2–3 days
postpartum in a longitudinal study of 1795 women (59), whereas
no differences in extraversion was found between those who
reported self-harm ideation and those who did not, neither
during pregnancy nor postpartum (99).

Only one study investigated the association between a
personality/individual difference and suicide ideation and
behaviour. In a sample of veterans, Szpunar et al. (66) did not
find a significant correlation between hopelessness and suicidal
behaviour. However, none of the participants reported a severe
level of hopelessness and the lack of associations found may be
due to the low variability of hopelessness reported and the very
small sample of 28 women.

DISCUSSION

This review aimed to summarise the psychological and
psychosocial risk factors associated with maternal suicide
outcomes during the perinatal period and describe how these risk
factors vary across self-harm and suicidal ideation, attempts and
deaths. This was a comprehensive review of 59 studies making
a novel contribution to the literature by synthesising findings
of studies with a range of designs, conducted in low-, middle-
and high-income countries with samples of both pregnant and
postpartum women.

Most of the included studies used cross-sectional designs
and therefore causal relationships could not be inferred.
Regression models were commonly used to determine the shared
relationships between the risk factors and suicide outcomes, and
this paves the way for the use of alternative study designs and
analyses in the future to investigate how apparently pertinent
factors affect the trajectory of suicidal ideation and behaviour
during the perinatal period. Only three studies measured
suicide ideation and attempts separately and provided sufficient
information to allow for a comparison of risk factors between
these suicide outcomes (45, 52, 53), the other ten studies that
investigated ideation and attempts either used a combined
measure, arriving at one score for “suicidal behaviour” or did
not provide sufficient data to make a comparison between the
suicide outcomes. Comparing those women who experience
suicidal ideation alone with those who have attempted suicide
provides an opportunity to tease out which risk factors are
unique and specific to suicide ideation or suicide attempts. It
can be assumed that people who attempt suicide are also likely
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to experience suicidal ideation, and so only comparing those
who experience suicidal ideation or attempt suicide with those
who do not is no longer sufficient. Klonsky and May’s (101)
ideation to action framework highlighted the need to better
understand the distinct pathways and processes, i.e., what factors
specifically contribute to the development of maternal suicide
ideation, and then separately, what factors specifically promote
the progression from ideation to maternal suicide attempts.
That being said, all three studies that include specific measures
of ideation and behaviour demonstrated the same risk factors
for those with suicide ideation and those who had attempted
suicide. Much of the identified research investigated psychosocial
risk factors, such as negative life events and social factors,
whereas there were far fewer studies that assessed cognitive
factors and individual differences. This could be due to ease
of measurement; for example, negative life events and social
factors may be assessed with very few yes/no questions, whereas
cognitive factors and personality traits require more complex
validated measures. Furthermore, the psychological effects of
negative life events and social factors have received greater
research attention compared to those of the myriad cognitive
factors and individual differences. It is important to bear in mind
that many of the identified factors are not mutually exclusive.
For example, IPV can cause long-term damage to the victim’s
self-esteem (102), likewise feelings of guilt often persist into
adulthood following abuse experienced during childhood (103).
Therefore, determining pathways between psychological and
psychosocial risk factors and suicidal behaviour in women is
incredibly complex, but disentangling this web of risk factors
is crucial for the development of assessments to identify and
interventions to target maternal suicide ideation and behaviour.

To measure suicidal or self-harm ideation, 24 studies used
the EPDS (33) item 10 which reads “the thought of harming
myself has occurred to me” in the past 7 days, which may be
interpreted in one of three ways: self-harm with suicide intent
(i.e., suicide ideation), intentional self-harm with no suicide
intent, or unintentional self-harm (e.g., accidentally falling down
the stairs). Authors using this item often failed to provide a
measure of severity of suicide/self-harm ideation. The widespread
use is understandable because the EPDS is commonly used
in primary care and maternity services to identify depressive
disorders during pregnancy and the postpartum period (104).
However, we cannot be sure of how respondents interpreted
this item and whether self-harm with or without suicide intent
was measured in the 24 studies. Current suicidal ideation
screening instruments validated for use during the perinatal
period, including the use of EPDS item 10, were primarily
developed to assess maternal depression (25). It is therefore
essential that future research efforts focus on designing a suicidal
ideation measure for use during the perinatal period to assess
suicidal thoughts, thoughts of self-harm with suicidal intentions
and severity of suicidal thoughts.

Negative Life Events
In multivariate models, experiences of IPV, particularly physical
abuse, are associated with ideation, attempts and death by suicide,
and the more frequently abuse is experienced, the greater the

odds of ideation and attempt. This is interesting because the
findings start to suggest that intimate partner abuse could trigger
ideation and is then involved in a woman’s decision to act on
those thoughts of self-harm and suicide. Similarly, childhood
abuse was a strong predictor of both ideation and attempts.
This dose-response relationship between adult and childhood
trauma and suicide risk has been found by large-scale studies
in the general population (e.g., 105, 106). There is also evidence
to suggest that the relationship between depressive symptoms
and IPV is bidirectional, with women who experience IPV at
increased risk of depression, and women who report depressive
symptoms being more likely to experience IPV, but curiously this
finding has not been found in men (107). This might indicate
the profundity of the effect of abuse on women. Experiencing
violence as a perinatal woman may pose a particular risk because
the stable and safe environment for her infant and herself, while
she is very vulnerable, is threatened.

It is not necessarily surprising that abuse results in the victim
feeling suicidal. Nevertheless, the findings included in this review
solidify that abuse experienced in childhood and adulthood is
prevalent around the world and that the effects can persist and
manifest during this important period of a woman and infant’s
life. It is essential for suicide prevention during the perinatal
period to identify and help women who have experienced or
are currently experiencing abuse. The volume of studies and
the strength of the findings also reinforce the need to identify
which psychological factors are most affected when abuse is
experienced, which could then help with the development of an
intervention to target these mediating psychological mechanisms
in order to reduce suicidal thoughts and behaviour.

Social Factors
The review findings suggest that support may play a lesser part in
the development of suicidal ideation but provides some evidence
that lack of support is associated with suicidal behaviour. Lack
of support appeared to be particularly risky during pregnancy,
which could demonstrate that women are especially aware of
the support around them during pregnancy, fearful if there
is no support network in place for the baby’s arrival, and
of being unsupported when coping with the major changes
a baby will bring. Previous research has demonstrated that
lack of social support is significantly associated with postnatal
depression and health-related quality of life (108). Reid and
Taylor (109) found that support from an intimate partner and
from friends and family was protective against postpartum
depression but was insufficient to reduce the effect of exposure
to stress (e.g., sexual assault, IPV, parenting-related stress),
found to be significantly associated with postpartum depression.
Qualitative research conducted with women living with HIV
and perinatal depression reported that women described social
support as being composed of interaction, encouragement,
and “offloading”/sharing worries (110). Interaction served as a
distraction from their worries, encouragement was helpful to
alleviate depressive feelings because it gave women strength,
and “offloading” was viewed as an opportunity for women to
alert others of their suicidal thoughts (110). Not only do these
findings highlight the importance of social support for perinatal

Frontiers in Psychiatry | www.frontiersin.org 12 March 2022 | Volume 13 | Article 765118327

https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles


fpsyt-13-765118 March 18, 2022 Time: 12:29 # 13

Reid et al. Risk Factors for Perinatal Suicide

women because it alleviated perinatal depression using different
functions, but it also identified offloading as particularly critical
for preventing maternal suicide.

The review identified some evidence to suggest an association
between self-harm and suicidal ideation and the mother-
infant bond and interactions. An association between poor
mother-infant bonding and postpartum depressive symptoms
has been well-documented (e.g., 111, 112). However, how
bonding contributes to maternal mood and how depressive
symptoms contribute to poor bonding is not well understood.
Understandably, the mother-infant bond does not feature in
models of suicidal behaviour based on research conducted with
the general population, further highlighting the need to develop
a model of suicidal behaviour specific to the perinatal period.

Cognitive Factors
A variety of cognitive factors were investigated. Decision-making
was found to be impaired in those who reported self-harm
ideation after five blocks of the decision-making task, suggesting
an impairment only occurs over time and/or after making many
decisions. Interestingly, one study suggests impaired decision-
making may influence the occurrence of interpersonal problems
and increase the risk of problematic affective relationships.
Worthlessness, guilt, emotional lability, mental confusion, loss of
self, emotional lability, and shame were found to be associated
with suicide and self-harm ideation. Feeling worthless is a
common symptom of depression (113, 114) and has been
shown to predict lifetime suicide attempts in those who have
experienced serious trauma (e.g., a physical or sexual assault)
but not in those who have not experienced trauma (115). This
finding suggests that worthlessness can mediate the relationship
between negative life events (e.g., IPV and childhood abuse)
and suicidal behaviour. With regards to loss of self, there is
very limited empirical research that investigates this factor and
suicide. However, qualitative research has linked “loss of former
identity” to postnatal depression (116).

Personality and Individual Differences
The one study that investigated hopelessness, failed to find
an association with suicidal ideation and behaviour, although
the sample reported low variability of hopelessness (66).
Interestingly, findings in the general population suggest that
hopelessness is involved in the development of suicidal ideation
but it is not useful for predicting the transition from ideation to
suicide attempts and death (32).

Self-esteem, defined as one’s judgement of self-worth and
others’ judgement of oneself (117), and self-efficacy, defined
as one’s perceived ability and motivation (117), were both
investigated as risk factors for suicide. Findings start to suggest
that high levels of self-esteem and self-efficacy could be protective
and low levels could be a risk for self-harm and suicide ideation.
In psychiatric outpatients, other-based self-esteem (i.e., beliefs
about others’ judgement of oneself) was found to be the strongest
predictor of suicidal ideation after controlling for depression and
hopelessness (118). The postpartum period is a time of learning
new skills while developing the new identity of “mother” and it
is therefore unsurprising that a woman’s perceived ability to be a
mother and care for her infant, or self-efficacy, could impact on

a mother’s mental wellbeing. Previous research has identified that
support from family and friends (119) and marital support (120)
are positively associated with maternal self-efficacy postpartum
and negatively associated with maternal depression. Although
risk factors were treated as separate entities for the purposes of
this review, these associations between support and postpartum
self-efficacy highlight the interconnectedness of the risk factors
for maternal suicide, and in turn, the complex nature of teasing
out the causal and mediational relationships.

Strengths and Limitations of the Review
This novel review is the first to focus on psychological and
psychosocial factors rather than include any or all correlates
of maternal suicide, many of which cannot be targeted by
psychological interventions. Strengths of this review include
the use of a prospective protocol and adherence to the
PRISMA statement to ensure the review was conducted and
the findings reported in a transparent manner, as well as
no limitations on language and date of publication, which
resulted in a comprehensive and thorough review of studies
conducted around the world. Furthermore, an independent
reviewer also conducted reliability checks to ensure rigour of
study screening, selection, data extraction and quality appraisal
of the identified studies.

The review is somewhat limited by the narrative, rather than
statistical, synthesis of results. Most of the risk factors were
investigated by few studies that employed heterogenous designs
and therefore a meta-analysis would not have been suitable for
the majority of risk factors. The intentionally inclusive sampling
strategy resulted in the inclusion of studies with wide ranging
samples, such as veterans (51, 66) and HIV-positive women (40,
49, 79, 121, 122). Although it is important that suicidal ideation
and behaviours are investigated in all groups of women, this may
have resulted in the inclusion of some risk factors that will not
apply to all women, such as military sexual trauma. Finally, only
two papers investigated suicide deaths (57, 58) and these two
studies only investigated IPV. It is therefore difficult to draw
conclusion about the impact of different risk factors on this most
severe suicide outcome.

Implications and Future Research
Four implications for identification of women at increased risk
of suicide and potential methods for intervening to reduce
suicidal ideation and behaviour in clinical practice are evident.
The review findings suggest it is very important that perinatal
women who have experienced domestic violence whether it be
from an intimate partner or another member of the household,
or childhood abuse, are identified. Therefore, ensuring midwives
routinely ask women about childhood abuse and domestic
violence during the booking appointment is the first clinical
implication of this research. Secondly, those who indicate they
have had these negative experiences should be helped to leave
the abuse if ongoing and offered psychological support. The
occurrence of negative life events cannot be modified, but
the psychological sequelae could be, therefore future research
should aim to determine which psychological factors are affected
by abuse and how they trigger or sustain suicidal ideation
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and behaviour. The review also suggests ensuring women have
emotional and practical support, whether it be from an intimate
partner or friends and family, especially during pregnancy, may
help to reduce the likelihood of suicidal behaviour. Therefore,
ensuring midwives help women identify their supportive network
during pregnancy offers a third clinical implication. Fourthly,
midwives should also facilitate a mother to strengthen her access
to support if required.

The theoretical basis for which psychological and psychosocial
factors are involved in the development of suicidal ideation
and behaviour is derived from research with the general
population. We know that the perinatal period is unique in
that women are facing many new changes and challenges and
that perinatal suicides differ to non-perinatal suicides [e.g.,
perinatal suicides often occur through more violent means (13–
15)]. Thus, to establish psychological and psychosocial factors
involved in perinatal suicide, research needs to focus specifically
on perinatal samples.

Many of these correlational findings are mixed and do not
consider that women’s situations vary dramatically, therefore
missing the more important nuances that could impact on
a woman’s risk of suicide. Qualitative approaches offer more
flexibility and scope to investigate what could lead a woman to
feeling suicidal during the perinatal period and help untangle
the web of interconnected risk factors. There are many other
psychological factors known to be associated with suicide risk
in other populations, such as impulsivity and optimism (32),
which have not been assessed by any of the included studies.
Future qualitative research could also investigate potential risk
factors which have not been investigated previously in the
perinatal population.

CONCLUSION

This novel review was the first to focus on psychological
and psychosocial factors rather than include any or all
correlates of maternal suicide, many of which cannot be
targeted by psychological interventions. There was strong
evidence to indicate that abuse, either experienced recently or
during childhood, is associated with suicide ideation, attempted
suicide and death. There was also convincing evidence that
a lack of social support is particularly important during the
perinatal period and was significantly associated with suicidal
behaviour. Clinically, investigating the role of psychological and

psychosocial factors in the development of suicidal ideation
and behaviour is essential to the generation of assessments
and interventions to identify and reduce maternal suicidal
ideation and behaviour.
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APPENDIX A. MEDLINE SEARCH

The search strategy for MEDLINE.

1 exp SUICIDE

2 exp SUICIDAL IDEATION

3 exp SUICIDE, ATTEMPTED

4 exp SELF-INJURIOUS BEHAVIOR

5 (suicid* OR parasuicid* OR self*harm* OR self-injur* OR self-inflict* OR poisoning OR drug overdose OR self-poison* OR overdose OR self mutilat*).ti,ab.

6 1 OR 2 OR 3 OR 4 OR 5

7 exp MOTHERS

8 exp WOMEN

9 exp PREGNANCY

10 exp POSTPARTUM PERIOD

11 exp PERIPARTUM PERIOD

12 exp PERINATAL DEATH

13 (mother* OR pregnan* OR antenatal OR postpartum OR peripartum OR perinatal OR postnatal OR puerper*).ti,ab.

14 7 OR 8 OR 9 OR 10 OR 11 OR 12 OR 13

15 6 AND 1
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Background: Children born to parents with severe mental illness have gained more

attention during the last decades because of increasing evidence documenting that these

children constitute a population with an increased risk of developing mental illness and

other negative life outcomes. Because of high-quality research with cohorts of offspring

with familial risk and increased knowledge about gene–environment interactions, early

interventions and preventive strategies are now being developed all over the world.

Adolescence is a period characterized by massive changes, both in terms of physical,

neurologic, psychological, social, and behavioral aspects. It is also the period of

life with the highest risk of experiencing onset of a mental disorder. Therefore,

investigating the impact of various risk and resilience factors in adolescence is important.
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Methods: The Danish High-Risk and Resilience Study started data collection in 2012,

where 522 7-year-old children were enrolled in the first wave of the study, the VIA 7 study.

The cohort was identified through Danish registers based on diagnoses of the parents.

A total of 202 children had a parent diagnosed with schizophrenia, 120 children had

a parent diagnosed with bipolar disorder, and 200 children had parents without these

diagnoses. At age 11 years, all children were assessed for the second time in the VIA

11 study, with a follow-up retention rate of 89%. A comprehensive assessment battery

covering domains of psychopathology, neurocognition, social cognition and behavior,

motor development and physical health, genetic analyses, attachment, stress, parental

functioning, and home environment was carried out at each wave. Magnetic resonance

imaging scans of the brain and electroencephalograms were included from age 11 years.

This study protocol describes the third wave of assessment, the VIA 15 study, participants

being 15 years of age and the full, 3-day-long assessment battery this time including

also risk behavior, magnetoencephalography, sleep, and a white noise paradigm. Data

collection started on May 1, 2021.

Discussion: We will discuss the importance of longitudinal studies and cross-sectional

data collection and how studies like this may inform us about unmet needs and windows

of opportunity for future preventive interventions, early illness identification, and treatment

in the future.

Keywords: familial high risk, schizophrenia, bipolar disorder, adolescent mental health, developmental trajectories

INTRODUCTION

Parental mental illness is known to affect children in many ways,
including risk of negative influence on upbringing circumstances,
home environment, neurodevelopment, and increased risk of
developing mental problems and disorders. This fact has been
documented in several studies (1, 2), but less is known about
how mental illness affects offspring during the adolescent years.
As adolescence is a period characterized by significant changes in
brain structure, connectivity, and functioning, as well as changes
in physical appearance, hormonal status, and psychological and
social constitution (3, 4), it is a period of life with dramatic
development and changes. Adolescence is the time where the
young person is searching for individuation and autonomy, while
having a strong focus on peer relationships and at the same time
start to separate from home and especially from the parents. It
is concurrently the period with the highest incidence rates for
mental disorders (3) and risk behavior (5). From a developmental
perspective, it is a period in life that is highly not only formative
but also challenging to study because of the complex interplay
of biological (e.g., genetics, hormonal status, neuroplasticity) and
social, environmental, and psychological (e.g., education, peers,
sexual debut) risk factors.

Brain Development
While early childhood includes the first and very sensitive
periods for development of the sensory and motor systems (6),
adolescence constitutes a second, but also very sensitive period
for further development of the social, emotional, and higher
cognitive domains (7). The networks that serve and constitute

these brain functions are undergoing neuroplastic changes based
on the experiences of the individual. The adolescent brain
development can be characterized as a continuous maturation of
cognitive functions mediated by higher associative cortices such
as the prefrontal cortex including working memory, planning,
concept formation, inhibitory control, and emotion regulation
(8). A thinning of the cortex within the prefrontal cortex
(and many other brain regions) and an increase in white
matter density and volume are taking place (9, 10). In parallel,
the brain is undergoing regional heterogeneous maturational
changes with primary sensory and motor areas maturing before
high associative cortical regions. Apparent cortical thickness
is continuously decreasing from ∼4 years of age, and surface
area is increasing until early adolescence, whereas cortical
gray matter volume steadily decreases after a peak in early
adolescence (11). Such changes are thought to reflect both
synaptic pruning and cortical myelination (12). White matter
volume continues to increase into adulthood, with specific white
matter fiber tracts displaying heterogeneous maturation with
frontal–temporal association tracts such as the cingulum and
uncinate fasciculus maturing well into adulthood (13).

With this maturation of complex structures and underlying
brain networks, reflecting a high level of plasticity and
learning potential, comes a heightened vulnerability to disease,
disorder, and risk exposures that can compromise functional
and structural maturation. External influence may lead to an
increased possibility that functional and structural maturation
can become abnormal and psychopathology may emerge (14).
Puberty plays a role in brain maturation. Its onset in each
individual varies widely, and so does its contribution (5, 15).
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Adolescent brain development is not linear as the brain gets
more connected and specialized in some areas, whereas others
are reduced through a pruning process (16). The changing
dynamic between frontal/executive and limbic/arousal/reward
regions strongly influences the behavior of the individual. The
malleability of the developing brain represents a high level
of plasticity and learning potential but at the same time also
represents vulnerability to disease, disorder, and risk exposures
(14). Human brain development and functioning are also highly
dependent on precise epigenetic regulation, and aberrant changes
are increasingly reported to be associated with mental disorders
(17, 18). Thus, DNAmethylation plays a pivotal role in regulation
of neuronal development and functioning, and its levels can
be modified by environmental factors. Moreover, the genetic
background of an individual is also associated with epigenetic
variability, and risk single-nucleotide polymorphisms for mental
disorders are reported to alter DNA methylation.

Adolescence is also the time for social transition from
childhood to adulthood (7). In this transition period, research
shows that young people are much more orientated toward and
interested in their peers and how they look and behave than in
adults (19). The social context is larger and more unpredictable,
which implies a risk for social isolation, bullying, or peer
rejection; it can be hard to cope with for vulnerable individuals
(20). These processes and changes involve the networks of
social cognition including mentalization and emotion regulation,
which are some of the latest developed areas in humans. Good
emotion regulation andwell-developedmentalization (i.e., ability
to think about others’ thoughts, intentions and preferences)
are protective against misunderstanding or interpreting others’
behavior as directed negatively toward one self and to help to
adapt to a stressful social situation [e.g., a peer rejection (20)].
On the other hand, these processes may also be involved in
risk-taking behavior like experiments with drugs and alcohol or
deliberate self-harm behavior (21).

In summary, adolescence can be understood as a window of
vulnerability due to the significant neural changes, the changes in
social roles, the onset of puberty, the increased risk of substance
abuse, and other kinds of risk behavior, which can explain why
the adolescent is at an increased risk of developing depression,
psychosis, and many other mental health problems (22). A
thorough review of the current knowledge and evidence on
adolescence, brain development, and psychopathology can be
found in Biological Psychiatry (23), where this was the special
theme for the full issue (https://doi.org/10.1016/j.biopsych.2020.
06.012).

Familial High-Risk Studies
Schizophrenia and bipolar disorder are among the most
costly and debilitating disorders both in terms of personal
suffering for those affected, for the children and other relatives,
and for society (24). Identifying disease mechanisms and
possibilities for prevention before onset of illness will therefore
be extremely valuable. As schizophrenia and bipolar disorder
are rare conditions in the general population, studies of
enriched populations (like children with familial high risk)
can be fruitful and provide insight into the early disease

processes. Approximately 55% of the children born to parents
with schizophrenia, bipolar disorder, and severe depression will
develop some kind of mental illness themselves during early
adult life (25). Thus, the offspring have both a higher risk of
developing the same disorder as their parents, or another severe
mental disorder.

Familial high-risk studies have been conducted for
decades (1, 26, 27). Previous familial high-risk studies have
reported neurointegrative problems, social impairments,
poorer neurocognitive and neuromotor functions, and
early symptomatology among offspring of parents with
severe mental illness (1, 2, 26, 28–30). However, because of
limitations in previous studies such as small sample sizes, poor
representativeness and wide age ranges, high attrition rates,
lack of specific measures that inform about the underlying
neurobiological processes, and lack of longitudinal follow-up, it
is not clear whether these abnormalities abate, prevail, or worsen
(30) over time.

Most of the previous studies were mainly based on
convenience samples and were thus not representative.
They included only a single assessment during childhood,
and participating children were in different age groups (1).
Developmental trajectories require at least three assessments,
and longitudinal clinical cohort studies are therefore very
valuable, although time consuming and costly. Attrition/dropout
rates can be high, too.

Former waves of the study presented in this article have
documented that children born to parents with schizophrenia
and bipolar disorder show signs of vulnerability in a range
of domains. In the first wave, The Danish High-Risk and
Resilience Study—VIA 7, we found that as a group children
with familial risk for schizophrenia and to some extent also
bipolar disorder at age 7 years were impaired in, for example,
neurocognitive functioning (31–33), social functioning (34),
motor functioning (35), and mental health (36–38), while also
living in environments with poorer levels of stimulation and
support (39). The Danish High-Risk and Resilience Study (40)—
of which the third wave, the VIA 15 study, is presented here—
has overcome the obstacles described above by recruiting a large
sample through national registers, all in a narrow age range
that has been maintained in all three waves. The longitudinal
method allows inference about development in the repeated
waves of cross-sectional examinations, ultimately following
developmental pathways in the longitudinal design. Therefore,
conducting regular follow-ups on the defined outcomes is crucial
for the end results of the study.

Structural and functional brain changes are present in drug-
naive adult patients with schizophrenia, and some of the
strongest risk factors exert their influence already in the prenatal
or perinatal period (41). Notably, structural and functional
neuroimaging of a large group of familial high-risk children
before and during puberty, using a longitudinal design, has never
been carried out before (42). In a recent study of offspring with
familial risk for schizophrenia and bipolar disorder, the analysis
of structural and functional brain networks revealed prominent
group differences in brain organization, comparing vulnerable
groups within a broad age range, and a relatively small sample
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(43). Brain imaging before, during, and after puberty is lacking
in order to study brain development during this crucial period
in human life. No previous studies have performed follow-up
magnetic resonance imaging (MRI) of the brain of a large group
of adolescents with a familial predisposition for schizophrenia
and bipolar disorder.

AIMS AND HYPOTHESES

The overall aim of this third wave of The Danish High-
Risk and Resilience Study—VIA 15 is to follow up on the
already defined domains of development and function in order
to describe developmental trajectories, which are of great
importance formental health. The domains are psychopathology,
neurocognition, motor function, and somatic health including
sleep, physical activity, social cognition and social functioning,
structural brain development, functional brain development,
and environmental risk assessment including family situation,
childhood trauma, and risk behavior.

We aim to

(1) improve insight into early disease processes of schizophrenia
and bipolar disorder including early symptom formation and
psychopathology, impairments or delays of maturation in
different domains of cognitive functioning including social
cognition, and changes in brain structure and task-related
brain activation;

(2) identify the influence of genetic, epigenetic, and
environmental exposures by analyzing associations between
outcomes, such as psychopathology, risk behavior, and social
and cognitive functioning, and structural and functional
brain readouts and exposures, such as polygenic risk
scores for schizophrenia, major depressive disorder, and
educational attainment, and direct and indirect measures of
the emotional climate in the family;

(3) identify early modifiable risk and resilience factors, such as
low levels of stimulation and support in the home, traumatic
life events during childhood, conflicting relation parents,
neurocognitive and social cognitive deficits, risk behavior,
and early signs of psychopathology, leading to development
of good prediction models; and

(4) communicate the very important knowledge gained in
this project about a vulnerable and overlooked group of
children and adolescents to professionals who work with
this population.

METHODS

Design
The Danish High-Risk and Resilience Study is a representative
nationwide longitudinal multi-informant cohort study consisting
of 522 children born to parents with schizophrenia, bipolar
disorder, or population-based controls. The participating families
were recruited fromDanish registers and investigated thoroughly
during 2013–2015 when the children were 7 years old. This first
assessment is referred to as the VIA 7 study (40). The secondwave
of assessments, the VIA 11 study (44), was carried out when the

children were 11 years of age from 2017 to 2020 with an 89%
retention rate. See Figure 1 for the flowchart and Figure 2 for
image of recruitment folder sent to each family by mail.

The cohort consists of (a) 202 children with at least one parent
diagnosed with schizophrenia spectrum psychosis (familial high
risk of schizophrenia [FHR-SZ]); (b) 120 children with at least
one parent diagnosed with bipolar disorder (familial high risk of
bipolar disorder [FHR-BP]); (c) 200 children with neither of the
parents treated in mental health services for the above diagnoses
(population-based controls).

The control children were matched to FHR-SZ children on
municipality, sex, and age. We included FHR-BP children as a
nonmatched group; however, the group was comparable to the
two other groups with respect to age and sex. The representative
cohort is based on data from The Danish Civil Registration
System (45) linked to the Danish Psychiatric Central Research
Register (46). Analyses have shown that our cohort in many
aspects is representative of the Danish population and have been
described elsewhere (Falkenberg Krantz, submitted). Because of
limitation of resources, we were able to include only 120 FHR-
BP children.

Earlier Assessments
In the VIA 7 study, saliva from the children and blood
samples from the parents were used for genome-wide association
analyses (GWASs, PsychChip). When the children were 7 and
11 years of age, the children and their parents were thoroughly
examined with interviews, neurocognitive and social cognitive
tests, questionnaires, home visits, and observations. In the
VIA 11 study, MR scans and electroencephalographic (EEG)
recordings were also performed. Assessments were supplemented
with data from questionnaires sent to schoolteachers. Outcomes
for the children were assessed thoroughly in the domains of
neuromotor functioning, neurocognitive and social cognitive
functioning, social functioning, and psychopathology at both
ages. In addition, parents were interviewed about their mental
health, and data on their neurocognitive functioning were
collected. All assessors were kept blinded to whether the children
were at familial high-risk or were population-based controls.
Registration of unblinding in the former waves showed that
assessors were unblinded in∼10% of all families.

The full assessment batteries in the VIA 7 and the VIA
11 study lasted ∼3 days, and the vast majority of the families
completed the whole battery. Parents were always offered
feedback on their child’s performance, and all participants
received a gift card for their time taken, and practical obstacles
such as transportation and catering were taken care of by the
researchers. For families traveling longer distances, a hotel stay
will be arranged for each family, like in the former waves. All
families were informed at their previous visit that a follow-up at
age 15 years was being planned.

Assessment in the VIA 15 Study
The test battery in the VIA 15 study primarily focuses on
the adolescent offspring, whereas only the primary caregiver’s
current level of daily functioning will be assessed with the
Personal and Social Performance Scale [PSP Interview (47)]. Like
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FIGURE 1 | Flowchart of The Danish High-Risk and Resilience Study.

in the former waves, a “primary caregiver” will be identified
in each family (this may be a biological parent but could also
be another adult), that is, a person, who is responsible for the
adolescent’s well-being on a daily/regular basis and preferably
lives at the same address as the adolescent. This person may thus
be different from the “primary caregiver,” who participated in the
VIA 7 or the VIA 11 study. The primary caregiver will be asked to
give information about the adolescent’s mental health status and
daily functioning both in interviews and from questionnaires.

The test battery for the adolescent will last ∼3 days (5–
6 h duration per day including breaks) and one night’s sleep.
Most tests and interviews will take place at the research
clinic, unless the family for some reason needs the assessment
to take place somewhere else, for example, in their home.
However, measurement of sleep and assessment of the home
environment will always take place in the home of the
adolescent. All outcome measures are being examined with
validated instruments, specifically developed and selected for
this age group, sensitive to small changes, and suitable for later
follow-up. Many variables will be measured for the third time,
making analyses of trajectories possible. The battery consists
of interviews, tests, observation, and questionnaires (Table 1).
The battery is comprehensive, and some may find it exhausting,
but individual needs (e.g., for breaks or shorter test days) are
always taken into account to ensure a positive experience for the
participants. As in the former waves, all adolescent assessors will
be blinded to the familial risk status of each family.

The assessors are highly skilled and educated psychologists,
doctors, and research nurses who have been part of the
preparation phase in the VIA 15 study and are trained and
accredited in all tests and interviews. Weekly clinical conferences
will be held in order to ensure uniformity between sites and

testers, and a specialist in child and adolescent psychiatry
(A.A.E.T.) will be present when psychiatric diagnoses are
determined. For some instruments, interrater reliability will be
measured [Vineland (48), Movement Assessment Battery for
Children [ABC] (49)], whereas for others [Children’s Global
Assessment Scale [C-GAS] (50), PSP (47), psychotic experiences
[PEs]], ratings will be made in consensus.

Overview of Domains and Instruments in
the via 15 Study
Adolescent Assessment

Neuromotor Function
Manual dexterity, ball skills, and balance are assessed with
Movement ABC-2 (49), a clinical, gold-standard test for motor
function that has also been used in the two former waves.
To investigate manual dexterity, the participants will also be
performing a circle-drawing task with their right and left hands
on a pressure-sensitive digitizing tablet (WACOM Intuos4 large
PTK-840; Wacom Technology Corporation, Vancouver, WA,
USA) recording their writing trace from which the kinematics
of the movements can be derived (e.g., movement velocity,
frequency, and variability) (51).

Neurocognitive Function
Neurocognitive functions will be assessed with Rey’s Complex
Figure Test (52), Rapid Visual Information Processing [from
Cambridge Neuropsychological Test Automated Battery
[CANTAB] (53)], Verbal Fluency 1–3, and Trail Making Test
conditions 2–4 A/B from the Delis-Kaplan Executive Function
System (54), Symbol Search and Coding from the Wechsler
Intelligence Test for Children—Fourth Edition [WISC-IV (55)],
Stockings of Cambridge, Intra–Extra Dimensional Shift and
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FIGURE 2 | Image of the folder sent to all participating families in the VIA 15

study by mail.

Spatial Working Memory [from CANTAB (28)], Letter–Number
Sequencing and Arithmetic [WISC-IV (55)] Word Selective
Reminding from the Test of Memory and Learning—Second
Edition (56), and Reynolds Intellectual Screening Test (57). Smell
identification is measured with the Brief Smell Identification
Test (58).

Social Cognition
Social cognition is measured by Animated Triangles (59, 60),
consisting of short movie clips with two animated triangles
moving around either in an intentional or arbitrary manner
(note that the Animated Triangles Task measures theory of
mind, a social cognitive domain), Emotion Recognition Task
[from CANTAB (28), The Awareness of Social Inference Test—
Part A2, and the Social Cognition paradigm from the Human
Connectome Project (61) (performed during MRI).

Psychopathology
General psychopathology and PEs will be examined with the
gold-standard diagnostic interview Kiddie Schedule for Affective
Disorders and Schizophrenia [K-SADS-PL (62)]. This interview
also includes a score based on a general assessment of the
adolescent’s daily functioning in the current month, the C-
GAS (50). As before, we will include a specialized assessment
of subthreshold psychotic-like experiences (PEs) inspired from
the Scale of Prodromal Symptom Scale (63). Possible diagnoses
and all PEs will be discussed at clinical conferences with a
child and adolescent psychiatrist present. We used a modified
version of the Attention Deficit/Hyperactivity Disorder Rating
Scale [mADHD-RS (64)] to assess symptoms of attention-
deficit/hyperactivity disorder and oppositional defiant disorder,
rated both by the primary caregiver and the teacher. Affective
liability will bemeasured using Children’s Affective Liability Scale
[CALS (65)]. We will also include Youth Experience Tracker
Instrument [YETI (66)], a new brief self-report measure designed
to facilitate early identification of risk for severe forms of mental
illness, including major depressive disorder, bipolar disorder,
and schizophrenia. By using the white noise paradigm (67), we
will be able to investigate if a subgroup of children is more
likely than the others to appraise an ambiguous situation as, for
example, threatening.We will apply a Danish version of the white
noise paradigm, which is a series of 75 very short sound clips
with white noise. In two of three sound clips, short and neutral
sentences are included in the sound of the white noise, 25 clearly
audible and 25 barely audible, whereas the remaining 25 sound
clips included only white noise. The respondents can select the
following responses: 1 = “hearing positive voice,” 2 = “hearing
negative voice,” 3 = “hearing neutral voice,” 4 = “no speech
heard,” and 5= “uncertain.”

Data from school will also be included via questionnaires
sent to the schoolteachers if parents give permission (i.e.,
sign a consent form). Executive functioning including affective
regulation and flexibility will be assessed with the questionnaire
Behavior Rating Inventory of Executive Function [BRIEF (68)]
from both the primary caregiver and the teacher. Autism
spectrum traits are evaluated with Social Responsiveness Scale
[SRS (69)] also completed by the caregiver and the teacher.
Dimensional measures of psychopathology will be covered
with Youth Self-report version of the Child Behavior Checklist
[CBCL (70)] and also from the primary caregiver and the
teacher. The adolescent will also be asked to complete the
Strengths and Difficulties Questionnaire (71). The ratings of
the clinical impression of the adolescent during the testing are
reported with Tester’s Observation Form (72). All the mentioned
questionnaires have been used in the VIA 7 study and in the VIA
11 study as well.

Social Functioning, Self-Esteem, Deliberate Self-Harm,

Risk-Taking Behavior, and Resilience
Adaptive social functioning of the adolescent is captured by
parental interview using the Vineland-2 (48). Self-esteem is
covered by the questionnaire “Sådan er jeg” (“This Is Me”), a
questionnaire about self-esteem in school, in the family, and in
a peer context (73).
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TABLE 1 | Assessment battery for the adolescents in The Danish High Risk and Resilience Study VIA 15, all domains.

Domains Outcomes Instrument Type of test Approximate

duration

In VIA 7 In VIA

11

Neuromotor and physical

measures

Motor function: manual

dexterity, aiming & catching

and balance

Movement Assessment

Battery for Children-2

(Movement ABC-2)

Test 45min Yes Yes

Anthropometry Measure of height, weight,

waist

Observations in

clinic

5min Yes Yes

Physical activity and sleep SENS chip Chip on thigh for 1

week

5min + 1 week No Yes

Polysomnography Polysomnogram (PSG) PSG monitor Overnight No No

Pittsburgh Sleep Quality

Index (PSQI)

Questionnaire 5–10min No No

Motor screening Motor Screening Test (MOT)

from CANTAB

Computer test 5min Yes Yes

Smell identification Brief Smell Identification

Test (B-SIT)

Test 10min Yes No

Neurocognition Verbal Memory and visual

memory

Word Selective Reminding

from the Test of Memory

and Learning–Second

Edition TOMAL-2

Test 10min Yes Yes

Rey’s Complex Figure Test

(RCFT)

Test 8–10min Yes Yes

Attention Rapid Visual Information

Processing (RVP) from

CANTAB)

Computer test 10–15min Yes Yes

Flexibility and processing

speed

Trail Making Test 2-4 from

Delis-Kaplan Executive

Function System (D-KEFS)

Test 8min Yes Yes

Symbol Search and Coding

test from Wechsler

Intelligence Test for Children

– Fourth Edition (WISC-IV)

Test 5min Yes Yes

Verbal Fluency 1-2 from

Delis-Kaplan Executive

Function System (D-KEFS)

Test 4min Yes Yes

Executive functions

(planning and flexibility)

Stockings of Cambridge

(SOC) and Intra-Extra

Dimensional Set Shift (IED)

from CANTAB

Computer test 20–30min Yes Yes

Verbal Fluency 3 from

Delis-Kaplan Executive

Function System (D-KEFS)

Test 2min Yes Yes

Executive functions (error

monitoring)

Flanker Task Test before and

during fMRI

Yes Yes

Executive functions (visual

and verbal working memory)

Spatial Working Memory

(SWM) from CANTAB

Computer test 10-15min Yes Yes

Letter-number Sequencing

and Arithmetic from

Wechsler Intelligence Test

for Children – Fourth Edition

(WISC-IV)

Test 10–15min Yes Yes

Social cognition Human Connectome

Project Social Cognition

Paradigm

Test during MRI 10min No Yes

The Animated Triangles Task Test 12min Yes Yes

The Awareness of Social

Inference Test – Part A2

(TASIT A2)

Test 10min No No

(Continued)
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TABLE 1 | Continued

Domains Outcomes Instrument Type of test Approximate

duration

In VIA 7 In VIA

11

Intelligence Reynolds Intellectual

Screening (RIST)

Test 15min Yes Yes

Psychopathology Psychiatric symptoms Kiddie Schedule for

Affective Disorders and

Schizophrenia (K-SADS-PL)

Interview 45–100min Yes Yes

Psychotic experiences PE Hallucinations and PE

Delusions

Interview inspired

from the SOPS

scale

1–10min Yes Yes

General functioning Children’s Global

Assessment Scale (C-GAS)

Interview 20min Yes Yes

Speech illusions White Noise Test Test 20min No No

Risk factors for mental

illness

Youth Experience Tracker

Instrument (YETI)

Questionnaire 3–5min No No

Self-harm Semi structured interview

adapted to use in VIA 15

with items from Deliberate

Self-Harm Inventory – Youth

Version (DLSH-I) and

iClinician-Administered

Non-Suicidal Self-Injury

Disorder Index (CANDI)

Interview 5–10min No No

Dimensional

psychopathology

Youth Self Report for age

11-16 (YSR)

Questionnaire

Social function and behavior Behavior, affect, and

test-taking-style

Tester’s Observation Form

(TOF)

Clinician rating 5–10min Yes Yes

Self-esteem I think I am (Sådan er jeg”) Questionnaire 5min Yes Yes

Bullying Semi structured interview

based on Olweus

Bully/Victim Questionnaire

Interview 1–10min No Yes

Resilience Child and Youth Resilience

Measure (CYRM-12)

Questionnaire 1–3min No Yes

Social functioning Strength and Difficulties

Questionnaire (SDQ)

Questionnaire 3min No Yes

Risk behavior Adapted questionnaire from

2019 National Risk Behavior

Survey (USA)

Questionnaire 5–10min No No

Environment and emotional

climate

Perceived social support Multidimensional Scale of

Perceived Social Support

(MSPSS)

Questionnaire 2min No No

Expressed emotions/

emotional family

climate/familiar relations

Five Minute Speech Sample

(FMSS)

Interview 7min No No

Family Assessment Device

(FAD)

Questionnaire 2min No No

Social network and contact Social contact

questionnaires (from

Lasgaard et al.)

Questionnaire 2min No No

Childhood trauma Childhood Trauma

Questionnaire, short form

(CTQ-SF)

Questionnaire 3–5min No No

Biological measures and

physical health

Pubertal status Tanner stages incl.

menarche

Illustrations, test 3min No Yes

Hormone level Blood sample No Yes

Physical health HbA1c. leucocytes, CRP Blood sample No Yes

Stress, biological measure Hair test for long term level

osf cortisol

Hair sample 5min Yes Yes

(Continued)
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TABLE 1 | Continued

Domains Outcomes Instrument Type of test Approximate

duration

In VIA 7 In VIA

11

Bodily distress Body Distress Symptoms

checklist (BDS)

Questionnaire 2min No No

Health anxiety and

somatization

Whiteley Index 6-R (Wi-6) Questionnaire 1min No No

Genetic and epigenetic

analyses

Polygenic risk scores Blood sample, saliva

sample, dry blood spot and

dry blood spots from Danish

Neonatal Screening Biobank

Blood samples 5–10min Yes Yes

Inflammatory and infectious

markers

Blood samples and dry

blood spots

Blood sample 5–10min No Yes

Brain scan Brain structure and brain

activity

Functional and Structural

MRI and EEG

Brain scan at

hospital

90min No Yes

Electrophysiology (only in

Copenhagen)

The Copenhagen

psychophysiological Test

Battery: 40Hz auditory

steady state response

Mismatch negativity

Modified Eriksen Flanker

task

Brain scan at

hospital

120min No Yes

Magnetoencephalography

(MEG, only Aarhus)

Paradigms: Roving auditory

oddball + 40Hz auditory

steady state response

Brain scan at

hospital

90min no no

TABLE 2 | Assessment battery for the primary caregiver in The Danish High Risk and Resilience Study—VIA 15.

Domains Instrument Type of test Duration In VIA 7 In VIA 11

Family relations, education,

stressors, health and social life

Anamnesis Interview 30–40min Yes Yes

Mental health status in

adolescent

Kiddie Schedule for Affective

Disorders and Schizophrenia

(K-SADS-PL)

Interview 45–90min Yes Yes

Attention/hyperactivity ADHD-Rating Scale Questionnaire 5–10min Yes Yes

Executive functions Behavior Rating Inventory of

Executive Function (BRIEF)

Questionnaire 10min Yes Yes

Autism spectrum traits Social Responsiveness Scale

(SRS-2)

Questionnaire 10min No Yes

Affect regulation The Children’s Affective liability

Scale (CALS)

Questionnaire 2–5min No No

Social development Vineland Adaptive Behavior

Scales – II

Interview 20min Yes Yes

Daily functioning Personal and Social

Performance Scale (PSP)

Interview 10min Yes Yes

Family Functioning Family Assessment Device (FAD) Questionnaire 3min No Yes

Environment and emotional

climate

Five minutes Speech Sample

(FMSS)

Interview 7min Yes Yes

Behavior Child Behavior Checklist (CBCL) Questionnaire 10min Yes Yes

Genetic and epigenetic analyses Saliva sample Saliva sample 5min Yes Yes

Deliberate self-harm is a questionnaire made by our
own research group in collaboration with specialists
in the area. We collapsed items from two longer
questionnaires, the Deliberate Self-harm Inventory—Youth
Version (74) and Clinician-Administered Non-Suicidal
Self-injury Disorder Index [CANDI (75)] and will be

administered as a semistructured interview in the VIA
15 study.

Risk-taking behavior will be assessed with a modified
and adapted questionnaire based on Youth Risk Behavior
Surveillance System (76), whereas school performance, leisure
activities, social relations, and use of social media are included
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TABLE 3 | Assessment battery for the adolescents’ teachers in The Danish High Risk and Resilience Study VIA 15.

Domains Instrument Type of test Duration In VIA 7 In VIA 11

Psychosocial functioning and

behavior

Teachers Rating Form (TRF) Questionnaire 10min Yes Yes

Attention/Hyperactivity ADHD-Rating Scale Questionnaire 5min Yes Yes

Affect regulation/flexibility Behavior Rating Inventory of

Executive Function (BRIEF)

Questionnaire 5min Yes Yes

Autism spectrum traits Social Responsiveness Scale

(SRS-2)

Questionnaire 5–10min Yes Yes

Communication and social

interaction

The Children’s Communication

Checklist CCC-2

Questionnaire 10min Yes Yes

in the anamnestic interview (i.e., interview about what has
happened in the adolescent’s life within the previous 4 years, since
the VIA 11 study) made primarily with the primary caregiver as
informant. Alcohol and drug use is also covered by interview,
partly as part of the K-SADS-PL (diagnostic level of misuse) and
in a specific, short interview suited for this specific age group.
Level of stress will be captured from hair cortisol. Perceived social
support will be assessed with a questionnaire, Multidimensional
Scale of Perceived Social Support [MSPSS (77)].

Resilience is measured by a short version of the questionnaire
Child Youth Resilience Measurement—Youth Version (78).
Affective regulation is captured by the questionnaire CALS (65).

Environmental Factors
The family environment in terms of family functioning will be
assessed by both the parent and the adolescent by using the
questionnaire Family Assessment Device [FAD (79)], which was
also in the VIA 11 study. The 5Min Speech Sample [FMSS
(80)] was used in the VIA 7 and the VIA 11 studies for the
primary caregiver to talk about the child, but this time it will be
administered with both the primary caregiver and the adolescent.
Adverse life events including unwanted sexual experiences
will also be assessed by a questionnaire, Childhood Trauma
Questionnaire—Short Form (81, 82), and is also included in the
anamnestic interview. Further, childhood trauma is measured
directly from the adolescent and the primary caregiver in the
K-SADS-PL (62) interview section about traumatic events and
PTSD. Social network is captured by MSPSS (77).

Biological Measures and Physical Health
We will make a clinical evaluation of anthropometry of the
adolescent (height, weight, and waist circumference) at the time
when the adolescent visits the clinic. Further, three different
biological samples will be acquired, including a small hair sample
to measure the levels of the stress hormone cortisol, a blood
sample that will provide data on the immune system, diabetes,
and so on, and a saliva sample used for genetic and epigenetic
analyses. Physical activity will be measured by a sensor in an
easily wearable adhesive patch [SENS motion R© (83)], which
directly measures the amount and level of physical activity during
a 1-week observation period. Retrospective report on menarche
and growth will be obtained, and puberty status will be assessed
from the four Tanner stages by asking the adolescents to estimate

their current developmental state from a figure (84, 85). Sex
hormones (i.e., testosterone and estradiol) will be measured
from the blood sample. Bodily distress symptoms are covered by
the questionnaire Body Distress Symptoms checklist (86), and
screening for somatization and hypochondriasis is covered by
Whiteley Index 6-R (87).

Neuroimaging
Structural and Functional MRI and
Magnetoencephalography/EEG. We will repeat the anatomical
and functional MRI (fMRI) of the whole brain at 3.0 T, which
was carried out at age 11 years. MRI with harmonized scan
parameters will be performed at Aarhus University, Center for
Integrative Neuroscience (CFIN) and Hvidovre Hospital, Danish
Research Center for Magnetic Resonance (DRCMR). We will
acquire three-dimensional high-resolution MP2RAGE structural
scans and diffusion-weighted MRI to derive, respectively,
measures of brain structure, including global and regional
cortical thickness, area, volume, and gyrification; subcortical
brain structure (and microstructure); and myelin sensitive
brain tissue maps and microstructural properties of gray and
white matter brain tissue (e.g., fractional anisotropy, mean
diffusivity), as well as measures of structural connectivity by
means of, for example, tractography and structural covariance.
Task-related functional brain activity and connectivity will be
assessed while participants perform well-established paradigms
as in the VIA 11 study, that is, Eriksen Flanker Task (88) and the
Social Cognition Task from the Human Connectome Project,
that is, Animated Triangles Test (59, 60), which, respectively,
probe executive cognitive control (89) (i.e., distractor resistance
during fast response choices cued by directional cues) and social
cognition (i.e., inferring the intentionality of moving objects1).
In addition, and new to the VIA 15 study, we have included a
reward paradigm. In the reward paradigm, participants start
out with 100 DKK and are then repeatedly presented with two
different stimuli in random order. Each stimulus presentation
is accompanied with varying outcomes adding or subtracting
to their current wealth. Participants thus can learn about the

1Note that The Animated Triangles Task and the social cognition paradigm from

The Human Connectome Project are not exactly the same. The latter both contain

triangles, squares, and circles. However, the premise is the same (the figures are

moving around either in an intentionally or random manner).
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reward probability distributions of the two stimuli. The aim
is to investigate whether the dopaminergic reward system
represents the entire reward probability distribution, as recently
suggested by an experiment in mice (90), and whether this neural
distribution is changed in the high-risk groups. We have chosen
these tasks because task-related networks are hypothesized to
be implicated in the pathophysiology of neurodevelopmental
disorders. Functional profiling of these brain systems will
enable us to infer specific network properties and dynamics that
contribute to disease formation or resilience.

EEG (DRCMR only). We will repeat the EEG assessments
performed in the VIA 11 study. Specifically, an auditory oddball
paradigm to measure Mismatch negativity (91) and an auditory
paradigm (using 40-Hz click trains) to measure steady-state
oscillations (92) will be used. In addition, we will repeat the
Eriksen Flanker task that is both performed during the fMRI
and EEG.

By combining fMRI and EEG data (although not acquired
concurrently), we will be able to get a deeper understanding
of lower-order processing as well as the interaction of specific
brain regions during the emerging of psychopathology, on the
one hand, and cognitive control, on the other hand, during this
age period.

Magnetoencephalography (CFIN only). We will perform
magnetoencephalographic (MEG) recordings of all participants
assessed at the Aarhus study site, expecting a total sample
size of 175–200. We will collect MEG data using the ELEKTA
Neuromag TRIUX MEG system with 204 planar gradiometers
and 102 magnetometers. Like EEG, MEGmeasures brain activity
with high temporal resolution; however, MEG can achieve
slightly higher spatial resolution compared with EEG. As for
the EEG recordings, we will apply two auditory paradigms: the
roving auditory oddball paradigm (to elicit mismatch negativity)
and the 40-Hz auditory steady-state response, to investigate
evoked and induced responses, respectively. Both paradigms
are well-replicated in patients with both schizophrenia and
bipolar disorder, with medium–large effect sizes, compared with
healthy controls. Our MEG data can subsequently be combined
with T1-weighted structural images from MRI scans for source
localization. We will investigate effective connectivity within and
between brain regions using dynamic causal modeling, which will
allow us not only to investigate the clinical usefulness of two
putative biomarkers for schizophrenia and bipolar disorder, but
also to investigate the pathophysiological trajectory leading from
a familial high-risk state to manifest illness.

Polysomnography
Polysomnography (PSG) is a noninvasive EEG-based method,
considered the gold standard of sleep analysis, and widely applied
both in clinical practice and for research purposes (93). We
will examine the sleep pattern and sleep stage architecture of
participants with PSG. For PSG recordings, we will apply a
portable recording device, the Somnomedics SomnoHDwith the
32-channel Somnomedics EEG+ headbox attached to capture
EEG signals from the scalp, electrocardiographic signal from
the chest, electromyographic signals from the chin and thigh
and electro-oculographic signals from the outer lateral canthus

left and right sides. Electrodes will be placed according to the
American Academy of Sleep Medicine guidelines for extended
EEG montage. Trained personnel will fit the PSG equipment
on location in each participant’s home. Participants will wear
the PSG equipment for one night at home, sleeping as normal.
Next morning, after the recording, participants remove the
equipment and store it for collection by our staff. Following the
PSG recording, participants must complete the Pittsburgh Sleep
Quality Index (94). Except for potential mild discomfort from
sleeping with the equipment, there are no known adverse effects
or complications to the method.

Data will be analyzed in order to score the expression of the
various sleep stages based on the complete recording period, to
produce a hypnogram for each participant. The occurrence of
individual sleep spindles (95) and K-Complex’ (96) in the EEG
recording will be marked for each participant as well.

Genetic and Epigenetic Analyses
DNA samples were obtained from a subset of the VIA study
sample, which included both parents and children. These were
genotyped on the Illumina PsychChip v1-1_15073391_C. The
genetic data were subject to quality control measures adapted
for a family-based sample, as outlined in our previous papers
(97, 98). Genetic analyses include family-based GWASs and
analyses for the detection of parent-of-origin effects as well as
generation of polygenic risk scores for use in downstream studies
either directly or to account for genetic predisposition to an array
of traits, including psychiatric disorders (e.g., schizophrenia) and
physiological traits (e.g., body mass index [BMI]).

The VIA 7-11-15 studies have the unique opportunity to study
neonatal epigenetic signatures from birth through childhood and
adolescence toward development of mental disorders diagnosed
later in life and integrate them with genetic and environmental
data. We will additionally assay DNA methylation for all 522
children in peripheral samples collected at birth from dried and
saved bloodspots (phenylketonuria test made at birth and stored
for all children in Denmark) and at all three follow-up visits
(the VIA 7 study, the VIA 11 study, and the VIA 15 study) to
provide longitudinal assessment of epigenetic changes from birth
and during child–adolescent development. Genome-wide DNA
methylation will be assayed with the use of InfiniumMethylation
EPIC BeadChip (tagging 850,000 sites across the genome).

This epigenetic data will be subjected to stringent quality
control and data processing using well-established Bioconductor
packages (99–101). In order to account for cellular heterogeneity
and reduce the confounding in the sample, we will predict blood
cell proportions from the epigenetic data and further adjust
for these measures in our association models (102). We will
perform cross-sectional epigenome-wide association analyses to
identify epigenetic markers of brain structure and activation, as
well as social cognition, language, olfactory function, measures
of hormones, and immune function. We will also investigate
interaction scenarios between DNA methylation, genetics, and
environmental exposures with measures of brain structure and
functioning as outcome.
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Primary Caregiver Assessment
The primary caregiver is the actual caregiver and defined as
an adult who knows the adolescent very well, lives with the
adolescent, or has daily contact with and is caring for the
young person and who can thus provide reliable information.
The primary caregiver will be asked to participate in an
anamnestic semistructured interview concerning the previous 4
years (since the assessment at age 11 years, the VIA 11 study)
about development, school performance, and daily behavior of
the adolescent. The primary caregiver will also be asked to
provide information about the adolescent’s mental health status
through the K-SADS-PL interview (62) and from a series of
questionnaires (Table 2). Further, the primary caregiver will be
asked to give a short speech sample about the adolescent, the
FMSS (80). The primary caregiver will be asked about his/her
daily functioning during the previous month by the interview
Personal and Social Provision Scale [PSP (47)], and the adult will
be asked to fill in a questionnaire about the family functioning by
the FAD (79) (Table 2).

Teacher as Informant
If the parents give permission and the adolescent accepts it, a
series of five questionnaires will be sent to the school teacher to
ensure information from school: the SRS (69) the mADHD-RS
(64), Teacher’s Reports Form [similar to CBCL (70)], and BRIEF
(68). See also Table 3.

Practical Issues

The dropout rate between the first and the second wave, the
VIA 7 and the VIA 11 study was only 11%, and we believe
that this has to do with our aim and great effort to meet each
family with a friendly and flexible approach when arranging their
participation. Therefore, as before, testing can be conducted over
several days and take place at time points and places that suit
the adolescents’ needs and the families’ specific preferences. If
there are any special tests, interviews, or questionnaires that the
informants for some reason do not want to take part in, this is
always respected and will not lead to exclusion from the study.
Transportation and catering are arranged in collaboration with
the family. All participants will receive gift cards for their time
taken, and travel reimbursement is offered.

Both the adolescent and the primary caregiver will be offered
a verbal feedback with the conclusions from the assessments
completed. Participation in the study does not include any
interventions or treatment. In case of obvious needs for
psychiatric treatment, or medical or psychological assistance, the
adolescent (and the parents if the adolescent allows it) will be
guided in how to find relevant assistance or help. In cases where
referral to secondary mental health service system (i.e., hospital
treatment) is urgent, we will make the referral immediately.
Health professionals including researchers are obliged to make
referrals to the Child Protection Services in the municipalities,
when needed (in some cases without consent if the problems
revealed are very serious). When milder problems arise during
the assessment, the researchers will give the adolescent a list
of public and nongovernmental organizations (NGOs) and

institutions, which can be contacted without referral, including
telephone counseling, chat forums, and open-door services.

Funding
The VIA 15 study has received financial support from The
Lundbeck Foundation: 20 million DKK (∼2.6 million euros),
The Novo Foundation: 10 million DKK, Mental Health Services,
and Capital Region of Denmark: 10 million DKK (∼1.3 million
euros). Further financial support is currently being sought to
cover extra costs including delays caused by COVID-19 and other
unforeseen events.

Ethics and Data Protection
A minor proportion of the families, who participated in the VIA
7-study, declined to participate in the VIA 11 study for various
reasons (11% of all). This information is carefully registered
in our cohort files. All data from the VIA 7 study are stored
at Statistics Denmark and linked to register-based information
about use of mental and somatic health services for parents and
children [National Patient Register (46, 103)], parental education,
and source and level of income (104). Data from the VIA 11 study
and the VIA 15 study will also be stored at Statistics Denmark.
The study protocol was approved by the ethical committee
in March 2021 (Journal-nr.: H-20067908), and all guidelines
and regulations for data security and data protection are being
followed carefully. Data collection started onMay 1, 2021, and all
data are collected and stored in REDCap2 (105).

Statistics
The analyses from the VIA 7 study have shown that the sample is
large enough to show group differences of 0.25Z scores and larger
in tests of neurocognition and social cognition. The size of the
sample allows for analyses of mediation via home environment
or other environmental exposures from the VIA 7 and the VIA
11 studies and for latent class analyses of trajectories.

Differences between the three groups will be analyzed with
multivariate and univariate analyses of variance or χ2 test as
appropriate. Between-group differences of diagnoses will be
evaluated using logistic regression adjusting for the adolescent’s
sex. Multiple imputations will be applied with 20 imputations
using a multivariate normal distribution. Multiple imputations
will be followed by a standardizing of continuous data into z
scores, using the control mean as reference. Mixed models, Cox
regression, and latent class growth analysis will be applied in the
longitudinal data analyses.

2Study data were collected and managed using REDCap electronic data capture

tools hosted at Mental Health Services, Capital Region of Denmark.1 REDCap

(Research Electronic Data Capture) is a secure, web-based application designed

to support data capture for research studies, providing (1) an intuitive interface

for validated data entry, (2) audit trails for tracking data manipulation and

export procedures, (3) automated export procedures for seamless data downloads

to common statistical packages, and (4) procedures for importing data from

external sources.
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RESULTS

Results will be presented within the context of both cross-
sectional and longitudinal analyses, that is, comparing the results
from the first assessments at ages 7 and 11 years, this time
giving us the opportunity to present developmental trajectories
with three time points. Results will be reported in all domains
that have been included from the outset (neurocognition,
psychopathology, social behavior, and social cognition and daily
functioning, motor function, and family/home environment).
Follow-up on the domains introduced in the VIA 11 study
(i.e., MR scans, EEG recordings, SENS motion data, and blood
sample data) will be of special interest. In addition, for many
of the domains covered partly by questionnaires, we can at this
time create trajectories and compare the three groups with the
exact same instrument. Results concerning the actual indicators
of subthreshold psychopathology and symptoms that meet the
diagnostic criteria will be analyzed into mental health status at
ages 7 and 11 years. This time, we will be able to include data
on deliberate self-harm, risk-taking behavior including alcohol
and drug use, reports of current or previous experiences of social
exclusion, or bullying and physical health (immune system status,
BMI, sleep, etc.). Finally, we will be able to investigate how
differences and/or changes in structural and functional brain
readouts are related to differences and/or changes in clinical
and behavioral measures and how these are modulated and/or
mediated by biological and environmental factors.

For all domains, we have strived to use instruments that can
be used for a wide age span. We therefore have a huge amount
of data with similar methods, and analyses will take into account
to what extent these children’s deficits or advantages measured
at ages 7 and 11 years remain stable, deteriorate, or diminish
over time.

DISCUSSION

In this article, we have described the outline for the third wave of
The Danish High-Risk and Resilience Study—VIA 15, a follow-
up study on 522 children born in Denmark, most of them with
a familial predisposition for schizophrenia or bipolar disorder.
We aim to follow up on all the central domains that have already
been thoroughly investigated at ages 7 and 11 years, and thus, we
will be able to demonstrate trajectories for both good and poor
outcomes and at-risk states in adolescence. The overall purpose
is to contribute to the existing knowledge about etiology and
development ofmental illness and to propose optimal time points
and domains or specific profiles relevant and especially targeted
preventive strategies and early interventions for offspring with
familial risk for severe mental illness.

There are other research groups around the world, who are
also assessing children with familial risk for both schizophrenia
and bipolar disorder, and some also include children born to
parents with moderate to severe depression (106). Those who are
closest to our study are the Bipolar and Schizophrenia Young
Offspring Study in Spain (107) and the Families Overcoming
Risks and Building Opportunities for Well-being Study in
Canada (108). The latter is also testing different models
of interventions, while investigating antecedents, symptom

development, and behavior while in the same study testing
different models of interventions. These and other familial
high-risk studies have confirmed what earlier high-risk studies
revealed, namely, that the increased risk for the offspring to be ill
is not specific for the illness of the parent, but rather is seen as a
generally increased risk for developing any mental disorder (25).
Further, research has shown that a developmental perspective is
needed when trying to disentangle, understand, and interpret the
importance of unspecific and early mental health problems and
subthreshold symptoms in terms of seeing these early signs as
markers of emerging psychiatric disorders (109, 110).

The Danish High-Risk and Resilience Study—VIA 15 also
implies some challenges that we are completely aware of.
Of utmost importance is the willingness of the families to
participate again. From the former waves, we already learned that
practical issues and logistics such as arranging transportation and
remembering exact time and meeting point can be troublesome
especially for the families, who struggle with ongoing or acute
episode of mental illness. In the VIA 11 study, we saw that some
of the children already at that age had developed various mental
problems that could make further participation difficult for them
(111). A 15-year-old teenager will have more influence on the
decision, and if he/she is reluctant, the primary caregivers may
not want to force/put pressure on him/her. On the other hand, at
age 15 years, the adolescents are familiar with the study from the
former waves, and many of them expressed that they liked being
part of it. Most of them will still be in elementary school, and not
in high school, which may also make participation a bit easier to
find time for.

For domains such as psychopathology, risk behavior, and
social relations, we know that being 15 years of age implies some
very specific behavioral patterns and social processes that we need
to be aware about and well-educated to capture and document.
For example, we expect that adolescents at age 15 years will
present with mental health issues that include symptoms from
many different diagnostic entities and when an exact diagnosis
can be hard to determine (112). This age group often present with
many mild to moderate transdiagnostic symptoms pointing in
different directions (113). For example, mood swings, deliberate
self-harm, isolation, and some irregular alcohol use can be
both normal teenager problems and signs of underlying mental
disorder. Therefore, this must be scrutinized in order to avoid
overdiagnosing or underdiagnosing. Some of the young people
may also describe some more subjective changes in sensory
functions such as heightened perceptions of light or sound and
self-disturbances that may be early warnings of later psychotic
illness, which to some degree is covered by the questionnaire
YETI (66) but not in the K-SADS-PL (62).

If the current situation is evaluated to be acutely unsafe
and the adolescent’s health situation is at risk, we will offer a
statutory referral to the municipality’s Child Protection Services
or to the Center for Child and Adolescent Mental Health
Services, depending on the type of problem presented. For less
severe or acute cases (e.g., few occasions of deliberate self-harm
that happened some months ago), we will hand out a list of
low threshold, that is, easy to access and open-door services
and organizations, which can be contacted for all kinds of
unspecific problems with school, parents, friends, and peers, to
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get advice and support (e.g., headspace and other NGOs, general
practitioners, municipality’s open office, telephone counseling,
and chat forums). We will also provide feedback on the test
results to both the adolescent and the parents if they wish.

For some of the adolescents with familial high risk for mental
disorder, the transition to adulthood can be troublesome for
other reasons than those shared by everyone. Being a relative to
a person with a severe mental illness can seriously impact daily
life functioning and behavior, both for the other parent, often
identified as the “well parent,” and for the children. The process of
finding one’s own identity, being more independent, expressing
oppositional viewpoints, and separating from the home and the
family structure is a natural process in this phase of life. But
in families with parental mental illness, these processes can be
much more difficult, if the adolescent at the same time has a huge
responsibility for practical tasks in the family or for the emotional
and psychological well-being of the parent. Many adolescents
worry about what will happen to their ill parent, if they stay
out long or even leave home 1 day, and some have a very close
relationship to the parent, which makes it difficult to be an
individual without thinking about the parent’s needs (114).

Potential Clinical Implications
Prevention and early intervention are important and possible and
are being developed and tested in many areas of psychiatry (115).
Children born to parents with severe mental illness have been
overlooked and “fallen between chairs,” but longitudinal studies
such as this can help change that. Early intervention programs
can be developed and tested in accordance with knowledge
about the children’s developmental trajectories and early signs of
mental illness with specific focus on various outcomes. A recent
review of intervention studies targeting children with familial risk
formental disorder documented that it is possible to influence the
risk profiles of the individuals by rather simple, general, or short
interventions (116). Risk of mental illness was reduced as were
both internalizing and externalizing symptoms. Interventions
varied a lot but were primarily cognitive behavioral therapy,
parental training, and psychoeducation. Some of the factors that
children born to parents with mental illnesses live with are
shared with children in families, where a parent has a serious
somatic disorder, such as worrying about the parent, being a
“young carer.” Other similarities include having a hospitalized
parent, whereas other factors are more specific (change of the
personality, emotions, and behavior and high levels of stigma).
When children are relatives, the parent’s illness poses a risk
on their environment, which could be further included in
treatment and prevention strategies by providing information
and knowledge to the children about the parent’s situation (117).

One of our long-term goals of the comprehensive study
is to be able to—on the basis of the results from the
three measurements—detect the most vulnerable individuals
by assessing their profiles at an early time point and use
this knowledge to inform intervention studies and develop
specialized interventions that are directed against the specific
problems or symptoms that they display. However, most of
the knowledge about preventive interventions for children and
adolescents emphasize the importance of also including parents

and other important adults around the child/adolescent at risk to
have a more holistic approach. Also, school, social environment,
access to leisure time activities, and local communities have a
potentially important role in providing options for resilience and
self-esteem (115).

CONCLUSION

Longitudinal studies are time- and resource-consuming but have
a major potential for highlighting developmental processes for
individuals with familial risk of severe mental illness such as
schizophrenia and bipolar disorder. The large and unique cohort
of 522 individuals in The Danish High-Risk and Resilience Study
has already provided striking results in terms of higher rates of
early markers of vulnerability, developmental delays, and clinical
problems compared with population-based controls. The cohort
is now being followed up for the third time to inform preventive
strategies and early interventions in the future.
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Background: Despite the importance of family and parent-focused practice, there
has been a dearth of research on interventions for parents with mental illness. This
paper describes the process and outcome of adapting an evidence-based intervention,
Let’s Talk about Children (LTC), in the context of adult mental health services in
Massachusetts, United States.

Methods: Specific objectives included: (1) to specify the core components, functions,
and principles of LTC essential to adapting the intervention (i.e., program theory),
(2) to consider contextual factors related to the new setting; (3) to pre-test the
adapted materials with diverse practitioners; and (4) to compile the program model and
materials (i.e., the practice profile) for use by adult mental health service providers in
Massachusetts. The Adaptation Team included individuals with expertise in psychiatric
rehabilitation and clinical care, policymaking, program development and research, and
parents. Activities occurred between 2015–2019 and included: (1) consulting with
experts to specify the core elements and theory behind the selected intervention (i.e.,
with the LTC purveyor and international experts); (2) consulting with key stakeholders for
input regarding the Massachusetts target population and context to inform adaptations
(i.e., individual and group key informant interview sessions); (3) pretesting the initial
adapted materials (i.e., training and coaching sessions with adult mental health
practitioners); and (4) using feedback to refine and compile the final intervention
manual (i.e., the ParentingWell Practice Profile). Participants reflected diverse, oftentimes
multiple roles and perspectives, including those of parents with mental illness, adult
children, and family members.

Results: ParentingWell is practitioner- and setting-agnostic, addresses parenting
across the lifespan, fits into the routine workflow, and builds on practitioners’
existing skills. Eight themes emerged, which were translated into four core elements
(engage, explore, plan, access and advocate) consistent with Self-Determination Theory
and four underlying principles (trauma-informed, strengths-based, family-focused,
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culturally sensitive) in keeping with the LTC model. The ParentingWell Practice Profile
operationalizes each core element and addresses the underlying principles.

Conclusion: ParentingWell makes talking about parenting and family experiences a
routine part of the therapeutic conversation with adults with mental illness. Future
research will test the adaptation, implementation, and impact of ParentingWell.

Keywords: parents with mental illness, adult mental health services, intervention adaptation, family-focused
practice, recovery

INTRODUCTION

Family-focused practice has received increasing attention over
the past decade, particularly in relation to parents with mental
illness receiving care in adult mental health services (1–8). The
relative lack of research into interventions for families with
parents with serious mental illness has been highlighted (9).
Practitioners have reported or been found to have significant
deficits in relevant skills, knowledge and confidence in working
with adults who are parents and their families (4, 5, 7–
12). Challenges in integrating family-focused interventions into
everyday routine in adult mental health are context- as well
as practitioner-related (13). Contextual issues that may impede
adoption or result in the adaptation of specific interventions
include perceptions of workplace support (12); the need for
training, mentoring, supervision and co-worker support (5); the
fact that the implementation of new routines is a time and
resource consuming effort (14); and the challenge of taking an
open approach to the definition of family—a “whole of family”
approach—in a context that is focused on the assessment and
treatment of the individual (1, 6). We undertook the task of
addressing these issues as we navigated the process of identifying
and adapting an evidence-based intervention, Let’s Talk about
Children, to meet the needs of adults with serious mental illness
who are parents or planning to become parents, in the context of
adult mental health services in Massachusetts, United States.

Extensive groundwork for the selection and adaptation of
an appropriate evidence-based practice was laid in previous
research on the prevalence, experiences and needs of parents
living with mental illness (15, 16), prior assessment of community
capacity and needs (10, 17), and the prior identification and
evaluation of existing models (18–22). Prior work was conducted
in partnership with parents, practitioners, and policymakers,
in the spirit of participatory action research and the mantra
“nothing about us without us.” We reviewed existing evidence-
based interventions, selecting Let’s Talk about Children (LTC),
a three session, well-articulated, prescribed model developed in
Finland (15, 23–26) and replicated and tested in Australia (13,
27–29), Greece (30), and Japan (31). The research background
and replication of LTC in different countries were described in
detail in a recent paper published in the current Frontiers special
topic collection (32).

The goal of LTC is to promote parenting and child
development and prevent children’s mental health problems by
providing their parents information and opportunity to talk
about their children. The provider is trained to use a semi-
structured interview tool in three or four prescribed sessions

to guide the discussion about parenting to address the child’s
life, the parent’s mental illness and its meaning for the family,
development of a plan to promote the child’s wellbeing and family
life, and the engagement of supports and services. It is important
to note that in randomized controlled trials in countries other
than Finland, adaptations have been made to enable engagement
with the parent (e.g., changing language to fit a parent’s needs or
culture), to fit the service system or model of care (e.g., delivering
LTC in shorter sessions over a longer period of time), and to tailor
LTC materials (e.g., to incorporate changes in questions asked)
(13, 32).

In addition to specific guidelines for implementing the LTC
model, authors have recommended the importance of six core
and inter-related principles of family-focused practice for families
living with parental mental illness that informed our work
including: (1) family care planning and goal setting; (2) liaison
between families and services including family advocacy; (3)
instrumental, emotional and social support; (4) assessment of
family members and family functioning; (5) psychoeducation;
and (6) a coordinated system of care (1). Others stress the
benefit of assessing strengths within families, a non-judgmental
and supportive approach, transparency to build trust, and the
normalization of parenting difficulties (8, 33). International
efforts to extract and replicate key elements of family-focused
practice and develop program theory have recently been
described, with a focus on consideration of the relationships
among contextual factors, action mechanisms, and impact (34).

The tension between intervention fidelity and fit as evidence-
based practices are implemented in real world settings has given
rise to the science of adaptation (35). In the context of innovation
diffusion theory, Rogers defined adaptation as “the degree to
which an innovation is changed or modified by a user in the
process of its adoption and implementation” (36). Adaptation
has come to represent a more active, intentional process “to
make an intervention fit a specific or new use or situation often
by modification” (37). Adaptation of interventions, developed
and tested in more controlled conditions, has been suggested
as a requirement for achieving sustainable real-world outcomes,
attending to intervention fidelity while adjusting to local needs
and contingencies operating in the environment (38). Aarons
and colleagues further specify types of “scaling out,” when
evidence-based practices are adapted to new populations or
new delivery systems or both (37, 39). Strategic, well-considered
implementation of an evidence-based practice with a different
population or in a different setting may contribute to more
expeditious testing in a shorter timeframe. Strength may be
“borrowed” from evidence obtained in prior effectiveness trials
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to the extent that core elements or core functions and forms are
retained (39, 40).

Authors consistently highlight the importance of a systematic
approach, both to navigating the adaptation process as well as
documenting the adaptations made (35, 37, 39, 41, 42). Prior
studies of intervention adaptation have focused on public health
interventions including HIV prevention, teen pregnancy, and
sexually transmitted infection (41). The recommendation has
been made that more studies of the adaptation process to improve
fit between interventions and contexts would inform adaptation
strategies in the context of implementation (35).

Several models of the steps or phases in the adaptation process
have been outlined (36, 37, 40–44). Common among them
are steps involving exploration, preparation, implementation,
and sustainment, with similar accompanying activities. Authors
acknowledge that the adaptation process is not necessarily
linear, but is best described as an iterative, dynamic process
in which steps may overlap, with feedback loops informing
next steps and refinements (36). At best, key stakeholders are
engaged throughout the process, to ensure that all interests
are represented, that the adapted intervention is culturally
sensitive and relevant, and to promote stakeholder buy-in,
thereby increasing the likelihood of successful implementation
and positive outcomes (41). The ultimate goal of the adaptation
process is to maintain as much fidelity to the essential ingredients
of the original model as possible, while facilitating fit and
feasibility with the new target population or context (42).

A multidisciplinary Adaptation Team, including researchers,
practitioners, implementers, and service recipients or consumers,
is recommended to guide and navigate this process (35).
The first phase, exploration, generally involves assessing needs,
selecting an intervention, and gathering and reviewing relevant
intervention or program model materials. If possible, the
developer or purveyor, and other experts are involved to ensure
the Adaptation Team fully understands the selected intervention
and the context in which it was originally implemented. Core
elements or components (i.e., key ingredients necessary to
make the intervention effective), core functions and forms
(i.e., intervention activities that produce change) or best
practice characteristics (i.e., characteristics common to effective
programs) of the original model are identified, along with the
internal logic or theory of change (36, 39–41, 44).

The second phase of the adaptation process focuses on the
preparation of the adapted intervention or program model and
materials (44). Common activities include the identification of
mismatches between the original intervention or program model
and the new context (e.g., culture, health care system, social
and economic disparities), to enhance the potential fit and
feasibility of the adapted model. This task may be informed
by interviews with key community stakeholders to promote
understanding of the contextual differences. Description of
the adapted intervention model and materials (e.g., manual,
training resources) may be reviewed by community partners
and representatives of the target population, and feedback
solicited (44).

The activities of the implementation phase generally involve
the pre- or pilot testing of the adapted model, with training

of staff, taking model adaptations into account. Intervention
components and procedures are evaluated and refined (44).
Finally, in the sustainment step, the adapted intervention is
implemented and evaluated further, training and supervision
provided on an ongoing basis, and a dissemination plan
implemented. Attention to issues of training and ongoing
technical assistance promote better intervention results (38).

The purpose of this paper is to describe the process
of adapting an evidence-based intervention, Let’s Talk about
Children (LTC), targeting parents with mental illness receiving
services in the adult mental health system in Massachusetts.
The specific objectives included: (1) to explore and specify the
core components, functions, and principles of LTC essential to
adapting the intervention (i.e., program theory), (2) to consider
contextual factors related to the new setting (i.e., practice,
organizational and systemic factors); (3) to pre-test the adapted
materials with diverse practitioners working with parents (i.e., in
training and coaching sessions); and (4) to compile the program
model and materials (i.e., the practice profile) for use by adult
mental health service providers in Massachusetts. The overall
project goal was to adapt LTC and clearly specify a program
model for parents with mental illness that could be implemented,
tested and sustained in the context of adult mental health services.
We partnered with diverse stakeholders including parents with
mental illness, their children, and family members to specify
and adapt an appropriate model, pre-test, and refine the model
for scale-up and future, larger-scale implementation, rigorous
testing, and sustainment.

MATERIALS AND METHODS

A developmental evaluation design and qualitative methods
provided the framework for the iterative process of exploration
and innovation in adapting the LTC model (45). Cycles of data
collection, reflecting, feedback and refinement were not linear, as
adaptation activities informed each other in a reflective manner
and changes were made based on emergent conditions and
information. Consequently, findings from multiple perspectives
were integrated systematically over time to inform the final
program model and practice profile.

Procedures
Adaptation activities occurred between 2015–2019 and included:
(1) consulting with experts with professional and lived experience
to explore and specify the core elements and theory behind
the selected intervention (i.e., with the LTC purveyor and
international experts, in individual and group in-person and
videoconference sessions); (2) consulting with key stakeholders
with professional and lived experience for input regarding the
Massachusetts target population and context to inform program
model adaptations (i.e., individual and group stakeholder
interview sessions); (3) pretesting the initial adapted materials
(i.e., training and coaching sessions with adult mental health
practitioners working with parents); and (4) using feedback to
make further modifications and compile the final intervention
manual (i.e., the ParentingWell Practice Profile). These steps
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were not completely linear, in that an iterative process of
considering adaptations and checking back with stakeholders
occurred over time, consistent with a developmental evaluation
design. A core Adaptation Team met over time to facilitate
the adaptation process. It is important to note that, while
stakeholders may be referred to as “practitioners,” for example,
practitioners may reflect diverse perspectives and multiple roles
and responsibilities (e.g., peer specialists who themselves are
parents with mental illness).

Procedures for each phase of the project were reviewed by the
relevant university and state agency institutional review boards.
When activities met criteria for human subjects research per
se, the appropriate written or verbal consents were obtained, as
recommended by the institutional review boards. Stakeholders
(i.e., agency staff, policymakers, parents, adult children, family
members, and advocates) were volunteers who did not receive
stipends for participation, as all activities took place during
routine working hours as part of ongoing professional and agency
activities and commitments.

The Adaptation Team
A core group served as the Adaptation Team (n = 4), including
parents and individuals with backgrounds and expertise in
psychiatric rehabilitation and clinical care, policymaking,
program development and research. The Adaptation Team met
in person, bi-weekly, and communicated more frequently via
email and text message throughout the 4 years of the project.
Detailed minutes were typed directly into electronic documents
for qualitative analysis and stored in secure digital files by
independent research staff who observed the meetings.

The Let’s Talk About Children Purveyor and
International Expert Group
The Let’s Talk about Children (LTC) purveyor (Solantaus)
and colleagues met quarterly in 2-h sessions over the course
of 2 years (2015–2017) via video conferencing as the LTC
Worldwide Group (n = 20). The group included purveyors,
researchers and practitioners from Finland, Japan, Australia,
Sweden, Italy and the United States, with professional and
lived experience, who discussed implementation issues in
diverse practice settings internationally. Adaptation Team
members presented draft materials and Massachusetts-specific
implementation considerations for input and feedback from LTC
Worldwide members. In addition, individual LTC Worldwide
participants provided in-depth review of draft project materials
and detailed feedback. Meeting presentations, detailed minutes
and reviewers’ comments were transcribed into electronic
documents by research staff and stored in secure digital files.

Key Massachusetts Stakeholders
Twelve individual or group interview sessions of approximately
1 to 2 h each were completed early in the project (2016)
by telephone or in-person, involving a convenience sample
of 70 participants with professional and lived experience
recruited by telephone and email to represent the Massachusetts
Department of Mental Health leadership and Planning
Council, advocates from the National Alliance of Mental

Illness, and two community-based agencies providing
outpatient and residential mental health services to adults,
and parents themselves. The agencies provide diverse
mental healthcare services to 40,000–50,000 individuals
and families annually with sites located in diverse geographic
areas in Massachusetts. Agency representatives included
practitioners (i.e., peer specialists, clinicians, case managers),
supervisors, program managers and agency administrators,
who participated in invited staff gatherings. Members of
the Adaptation Team provided informational and draft
materials for participants to review and facilitated discussion
regarding topics including: (1) the experiences of parents and
practitioners; (2) services currently provided; (3) challenges
and unmet needs; and (4) implementation issues, current or
anticipated, related to the agency and community contexts.
In-person interviews took place in comfortable agency
settings (e.g., a large office or conference room). Detailed
verbatim notes were compiled electronically and stored in
secure digital files by an independent research staff member
attending meetings and using a laptop computer. A draft
manual was compiled, based on the input and feedback of
stakeholders to this point.

Adult Mental Health Service Practitioners
Two, 2-h in-person training sessions, held 2 weeks apart in May
2017, were conducted by members of the Adaptation Team in
each of the two community-based agencies providing mental
health services to adults. Practitioners were provided with the
draft manual, and training content focused on information
and materials in the draft manual to pretest materials.
Twelve practitioners (e.g., social workers, peer specialists, case
managers, supervisors) working with parents with mental
illness participated. Participants then attended 41-to-2-h in-
person coaching sessions, held in each agency at 1-month
intervals following the training, in a comfortable conference
room, facilitated by the Adaptation Team members. Participants
were encouraged to describe contacts with parents served and
supported in sharing suggestions for strategies to deal with
challenges in service provision. Again, detailed notes were
entered into document files by independent research staff
members using laptop computers; documents were then stored
in secure digital files.

Analysis
The goal of the project was to describe the process of
intervention adaptation and compile the refined intervention
model, rather than assess the impact of an intervention
on practitioner or parent outcomes. Consequently, detailed
background and demographic data on individuals participating
were not solicited. Participants represented multiple roles
and responsibilities, professional and lived experience, and
their “in the moment” contributions reflected any of these.
Detailed notes, systematically obtained and recorded in many
diverse settings from multiple perspectives over time, were
captured via laptop or transcribed where necessary into
electronic documents by independent research staff, uploaded
into Dedoose software to facilitate data management and
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coding, and reviewed systematically by members of the
research team (46). The Adaptation Team and research staff
debriefed after each consultation, interview, training or coaching
session to review key points, add to notes as necessary
to insure the thoroughness of documentation, and plan for
the next data collection opportunity. Themes were identified
and elaborated in content analysis of transcribed documents,
across participants’ perspectives, by members of the research
team, experienced qualitative researchers, who met regularly
to develop a shared understanding of themes and related
codes. Transcripts were coded independently by members of
the research staff who met to discuss and reconcile any
differences, and to inform and refine subsequent coding.
Themes identified through review and coding of prior sessions
were explored further in subsequent sessions with diverse
participants, to corroborate and elaborate data and thematic
codes, and to obtain input and feedback from multiple
perspectives over time (i.e., triangulation and member checking)
(47). Memos were generated by research staff, describing
and elaborating themes across data sources, to facilitate the
identification of patterns and relationships among themes. These
memos were reviewed by research staff and Adaptation Team
members with professional and lived experience for further
elaboration and feedback until consensus was achieved on key
findings. Findings were compiled and translated into the final
ParentingWell Practice Profile, to operationalize program theory
and key intervention components, and provide guidelines for
practitioners’ interactions with parents served.

RESULTS

Findings relate to the study goal of adapting the LTC
intervention to the new context and service setting. Named
“ParentingWell,” the core elements of LTC are retained, while
shaping the practice approach to fit the service context
and practitioners’ recommendations. Concrete strategies for
intervening are elaborated, based on the core elements and
practice principles derived from LTC and translated for
application in the U.S. setting.

Specifying the ParentingWell Program
Theory
The ParentingWell program theory or logic model, adapted
from the key elements of the Let’s Talk about Children
intervention, is based on Self-Determination Theory (48) with
core elements of Engage and Explore (autonomy: identifying
personal circumstances and motivation), Plan (competence:
setting goals, assessing progress, and building self-efficacy),
and Access and Advocate (relatedness: linking to social and
professional supports and resources). Recent work by Australian
colleagues corroborates the consistency of LTC underpinnings
with Self-Determination Theory, that is, of the need to feel
autonomous, effective and connected as drivers of the mental
health recovery of parents (49). The original LTC model
was found to enable practitioners to support parents with
mental illness in building agency and self-regulation (49). We

hypothesize practitioner outcomes to include enhanced skill and
comfort, increased use of ParentingWell resources, and more
frequent interactions with adults regarding parenting and family
life, strengths, goals and needs, which will contribute to the model
mediators of practitioner-parent alliance, hope and optimism,
and supports and resources. We hypothesize proximal parent
outcomes to include enhanced parent self-efficacy and reduced
parenting stress. Distal outcomes include improved adult/parent
wellbeing and functioning which will, in turn, contribute to and
benefit from improvements in the parent-child relationship and
enhanced child outcomes (see Figure 1).

Considering the New Context
We found numerous challenges to the implementation and
spread of the adapted ParentingWell model when closely
replicating the three-session LTC model. We learned that what
practitioners needed and wanted, rather than a tightly prescribed
intervention protocol, was a more loosely described practice
approach, with well-specified principles and core elements, that
fit into their routine work flow, drew from the skills and
competencies they already had, was perceived as enhancing their

FIGURE 1 | The ParentingWell program theory is based on Self-Determination
Theory (46) with core elements of Engage and Explore (autonomy: identifying
personal circumstances and motivation, to feel and do better. Plan
(competence: setting goals, assessing progress, and building self-efficacy),
and Access and Advocate (relatedness: linking to natural and professional
supports and resources).
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work and promoting the recovery of the people with whom they
worked, and could be of value in working with the parent of
children at any age, at any point in the therapeutic relationship.
In addition, work with parents and the spread of ParentingWell
practice was perceived to benefit from training, coaching and
ongoing support, professionally and organizationally.

Specific points of feedback included the following: (1)
practitioners should routinely ask about parenting and family
life; (2) parenting and family life must be integrated into
program staff and agencies’ routine practice, and not isolated
as a specialty service; (3) working together with parents is
complex and practitioners would benefit from targeted, ongoing
support; (4) shifting to a focus on parenting and family life
with adult providers requires organizational champions and
support; and (5) organizations must be prepared to adapt policies,
practices, and the agency context to be parent- and family-
friendly. The first and second points both broadly relate to
consistent integration of parenting considerations, as opposed to
the implementation of an isolated intervention. In illustration of
this need for consistent integration of parenting conversations
into routine practice, one practitioner (coaching session, July
2017) noted the need to “link the parenting goals to other
goals including symptom management, community education,
community inclusion.” Another practitioner said (coaching
session, November 2017), “Making things general, like symptom
management, or adult daily living skills or housing or self-care—
all these things can work back around to parenting (e.g., you
need to do self-care so you can be able to care for your son),”
clearly conveying synergies between parenting and other topics.
A coaching participant expressed that she was hesitant to tack on
an “additional component” to her routine, and thus supported the
idea of more holistic integration into practice (coaching session,
June 2017).

The third, fourth, and fifth points of feedback each depict
the need to address organizational considerations to adequately
support parents. These organizational considerations include
support for practitioners who do this work, having organizational
infrastructure and champions to ensure the consistency of the
work, and having family-friendly policies within the agency. For
example, one stakeholder mentioned “coaching and supervision”
as key considerations for peer specialists (Adaptation Team
session, December 2016). Another practitioner commented that
“In our [comprehensive assessment] we have a risk assessment
and different addendums—this could be an addendum—other
ones are substance abuse history, medications, legal issues. We
use these to develop treatment plans (key informant session,
August 2016).” This practitioner thus conveyed the need to infuse
parenting questions into other agency routines—a task related to
organizational infrastructure. Suggested family-friendly policies
included allowing toys in the waiting room and permitting
parents to bring their children in vehicles when transportation
was provided by the agency.

Our notion of success thus loosened to focus less on the
specific details of ParentingWell as a prescribed intervention,
and more on translating the underlying goals and principles
into concrete practice recommendations and skills, and building
the capacity of practitioner/adopters to adapt the ParentingWell
practice approach in their own settings (50). As such, the

adapted practice approach ultimately focuses on the following
three questions, which should be woven into routine interactions
between behavioral health providers and their clients: (1) What
are your parenting and family circumstances? (2) How are things
going? and (3) How would you like them to be?

Pre-testing the ParentingWell Practice
Approach
Eight themes (each described below) emerged from conversations
with stakeholders and practitioners. These themes were
ultimately translated into the core elements and underlying
principles of the ParentingWell model, as described in a
subsequent section.

Stakeholders consistently noted the need for a family-focused
approach to behavioral health across the lifespan. As an LTC
Purveyor explained, “Being able to respond to the family and
child feeds into the sense of agency, which is a key ingredient in
resilience” (LTC-Worldwide session, September 2015). Another
stakeholder alluded to the role of the family in recovery, and the
implications for behavioral health practice, as she said, “A lot of
the clients that are parents do not have custody of their children
and do not have visitation. We want these clients involved,
because we feel issues of family life and children are incredibly
important to recovery” (key informant session, October 2016).
This stakeholder thus conveyed that a family-focused approach
is relevant for the unique experiences of each client, including
issues of custody loss and/or visitation, where relevant, and for
those with children of any age.

Stakeholders acknowledged the fact that culture is largely
influential in parenting and mental health (i.e., there is “diversity
and cultural competency and different attitudes about parenting”;
key informant session, June 2016), and thus recognized that
the approach should be culturally sensitive. In discussing how
to adapt existing models, one stakeholder stated that it will
be important to “develop, when necessary, informed cultural
adaptations in the Let’s Talk model without sacrificing its
principles” (LTC-Worldwide session, September 2015). These
adaptations may occur in the context of individual practitioner-
client relationships, so that practitioners can explore the
implications of clients’ cultures for their parenting experiences,
family life and recovery.

Conversations with stakeholders frequently reflected their
inclination to focus on the strengths of parents served, to
inspire hope and to capitalize strengths to facilitate goal
achievement. One practitioner reflected, “She (the mother) finds
the conversations helpful in realizing the abilities she has within
herself in helping her child and improving her parenting”
(coaching session, September 2017). Thus, the strengths-based
approach of these conversations was integral for this client
in enabling her to focus on and grow positive aspects of her
parenting experience. Another practitioner offered the following
question that would be helpful to use within the ParentingWell
approach: “Would you be interested in talking about your
strengths and goals around parenting?” (key informant session,
September 2016).

Stakeholders were also aware of the fact that many of
their clients had experienced trauma, in some cases related to
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parenting, and thus the approach should be trauma-informed.
A trauma informed approach would recognize the reality that
“sometimes people are concerned that these types of questions
[about parenting] will upset or retraumatize their clients” (key
informant session, August 2016), especially for clients who do
not have contact with their children. An Adaptation Team
member (practitioner) noted that the approach should be
trauma-informed, meaning that it needed “dependable, reliable,
follow-through, non-judgmental” (Adaptation Team session,
April 2018). The non-judgmental element is especially relevant
given the wide array of parenting experiences, including the
experience of separation from children.

Many stakeholders raised considerations regarding ways to
engage with parents about family life respectfully and non-
judgmentally and doing so in a way that aligns with the parents’
needs and preferences. Stakeholders raised concerns associated
with engagement, as reflected in the following quote: “Sometimes
people are concerned that these types of questions will upset
or retraumatize their clients—that is an issue” (key informant
session, August 2016). Despite these hesitations, stakeholders
acknowledged the importance of engaging their clients in these
potentially difficult conversations. As one stakeholder said,
“Part of the wellness role is to validate experiences, including
parenting ones” (key informant session, June 2017) Given the
recognized need to include conversations about parenting in their
interactions with clients, stakeholders shared strategies for doing
so, including meeting the parents where they are at, and bringing
up parenting when the parent seems ready and willing to do so,
pacing the conversations. Stakeholders emphasized that listening
to the parent is key: “Listen. Listen to what’s going on. Lots of
people think they know what’s going on, but you really need to
listen. Don’t be directive. Be collaborative in the way you work
with someone. When people are directive, it pushes people away
and people can get angry” (coaching session, August 2017).

Stakeholders also reflected on how to explore the wide range
of their clients’ parenting experiences, some of which may be
emotional experiences that are charged with shame and self-
blame. One practitioner explained, “Some clients are afraid
to even talk with their children about their diagnoses—a lot
of the time children don’t even know what their parents are
dealing with” (key informant session, August 2016). Stakeholders
conveyed the importance of discussing family-related transitions
and associated stressors: “Relating to how scary the leap of
faith is as a parent when having their child moving in with
them” (coaching session, September 2017) Another stakeholder
conveyed the wide range of parenting experiences, and their
associated implications for conversations about parenting, as
she said, “We need to also realize that there are some parents
with adult children. . . some parents want to make a connection
with their older child” (key informant session, February 2016).
Another stakeholder simply noted, “There are many ways to be a
parent” (training session, May 2017).

Additionally, stakeholders explained that behavioral
health practitioners should help parents in making plans to
improve their experiences related to parenting. Thus, helping
parents plan should be a key element of an approach to
parenting-focused behavioral health approach. Parents will
ultimately be encouraged to weave parenting goals into their

overall wellness and recovery plan. As one participant said, “Feels
like you could have a ParentingWell conversation about what
was positive re: parenting and use that to start thinking about
a plan. Focusing on how things are going, and how you’d like
things to be” (coaching session, August 2017).

Stakeholders clearly conveyed that part of their role was
to help their clients advocate and access peer supports,
opportunities for self-care, supports related to basic living needs,
and culturally relevant resources. Demonstrative quotes include:
“Peer specialists are the ones who relate to the family, who the
client will listen to. From the perspective of the peer specialist—
‘I understand your situation. What would work for you? Who
will be in your life? Who will be there to support you?” (key
informant session, March 2016); and regarding what training
or preparation workers would need: “. . .to help the client find
home or shelter, things the baby would need, parenting classes,
the social welfare benefits process, information about what is
changing in the system, employment and benefits applications,
Mass Health (health care payer) applications” (key informant
session, March 2016).

Compiling the ParentingWell Practice
Profile
In light of the feedback we received, we shifted our focus to
compiling the agency- and practitioner-agnostic ParentingWell
Practice Profile (PWPP), relevant to parents across the lifespan
(51). A practice profile describes the program or practice
approach, including essential functions, operational definitions,
and practical performance strategies (i.e., the theory of action).
The PWPP provides concrete discussion points and topics
(core activities) that practitioners can use to address the
four core elements and four underlying principles. The core
activities also embody action mechanisms (i.e., information
sharing, reflecting and reframing, goal-setting, and skills-
building; examples provided in the next paragraph). Thus,
designed to reflect the core elements and underlying principles,
and inclusive of concrete action mechanisms, the PWPP is the
culmination of the adaptation process. The PWPP is also the
operationalization of the core elements and practice principles
into a specific theory of action (52) (see Table 1).

For example, a core activity suggests that during the first
meeting, the practitioner welcomes the parents and asks initial
questions about parenting and family status (core element
engage, key principle family focused, action mechanism
information sharing). A second core activity suggests that the
practitioner support the parent in identifying strengths and
resources, particularly as they relate to parenting/relationships
with children and family life, social support, and self-care
(explore, strengths-based, reflecting and reframing). A core
activity pertaining to goal setting is to help the parents identify
what they want to change and picture the outcomes; an activity
pertaining to skills-building is to assist with a problem-solving
approach if parents cannot “put the pieces in place” to take steps
forward. Thus, the core activities provide concrete action steps
that put into motion the core elements and underlying principles.

Core activities are not necessarily meant to occur in a
particular order, activities from different core elements may occur
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TABLE 1 | The ParentingWell Practice Profile action mechanisms.

Information sharing Respectful, non-judgmental curiosity

Positive messaging (e.g., encouragement, empathy)

Reflecting Exploring experiences, thoughts and feelings

and reframing Understanding relationship between attitudes, thoughts
and behavior Unraveling and challenging faulty thinking

Recognizing patterns

Taking the other’s point of view

Shifting perspective to see a situation differently

Goal-setting Forming intentions

Identifying necessary resources (e.g., motivation, time and
energy, natural, and professional supports)

Pinpointing barriers and strategies for overcoming

Setting SMART goals (Specific, Measurable, Achievable,
Relevant, Time- Bound)

Celebrating successes

Skills-building Observing and recording (e.g., journaling) Instructing

Modeling or demonstrating the behavior Rehearsing and
experimenting

Providing relevant, appropriate feedback

The ParentingWell theory of action, related activities and practitioner skills are
informed by Social Cognitive and Cognitive Behavioral Theory and the Information-
Motivation Behavioral Model.

simultaneously, and practitioners and clients may work back and
forth among activities over time. For each client, a more complete
picture of the person as a parent and their priorities for family
life will emerge. Practitioners will be able to work with parents
to help them weave their goals for parenting and family life into
their vision for change and plans for the future.

In addition to compiling the ParentingWell Practice Profile
as a guide for practitioners, the ParentingWell Workbook of
activities for practitioners and parents is available, along with the
ParentingWell Self-Assessment and Supervisory Tools for use by
practitioners and their supervisors. These resources are available
in Supplementary Material linked to this article.

DISCUSSION

This study describes the process and outcome of adapting an
intervention for parents with mental illness, for implementation
and sustainment in Massachusetts adult mental health service
agencies. Specific objectives were as follows: (1) identify the core
components and principles of the original LTC intervention;
(2) consider service delivery contextual factors, which would be
sustained during the adaptation process; (3) pre-test the adapted
materials, resulting in the specification of new core components
and principles; and (4) compile the practice profile, translating
core components and principles into a theory of action and
core activities.

Regarding the first study objective, conversations with
stakeholders yielded the program theory or logic model for
Let’s Talk About Children. The elements of the logic model
comprise the core components and principles of the original
intervention that were retained during the compilation of the
adapted ParentingWell model. Adaptations that fail to retain the
key elements of an intervention may reduce the effectiveness

of that intervention (53). While the goal of adaptation is to
improve the efficacy of an intervention for a new specified
context, the assumption is that the original intervention remains
intact enough for evidence of its effectiveness to remain
relevant even in its adapted form (53). To ensure that the
adaptation is fidelity consistent (and thus that evidence for its
effectiveness “translates”), the identification and maintenance of
key components of the original intervention are critical to the
adaptation process (53). In examining the extent and impact
of adaptation, other considerations relate to both process and
outcome, such as whether modifications were planned/proactive
or unplanned/reactive; who made the decisions; what is modified
(e.g., components, delivery method, etc.); and factors that
influenced decisions (e.g., improve fit, align with cultural
values, norms or priorities) (53). The adaptation process
described in this paper included a consistent focus on the
key elements of Let’s Talk About Children, contributing to a
strong likelihood that evidence for the effectiveness of Let’s Talk
About Children will also apply to the ParentingWell Practice
Approach. However, as future research explores implementation
of the ParentingWell Practice Approach, it will be important
to investigate how the original intervention and its adapted
elements each contribute to its impact.

Conversations with stakeholders, including intervention
purveyors, ParentingWell Training and Coaching Participants,
reflected themes that addressed the second and third study
objectives. Regarding contextual considerations (the second
objective), the first theme that emerged from our data relates
to workflow; specifically, stakeholders emphasized that the
adaptation should ultimately result in a framework that can be
consistently integrated into practice, rather than a stand-alone
intervention. As such, the resultant ParentingWell is an approach
to routine practice that makes talking about parenting, children,
and family experiences a natural part of the conversation and
of an adult’s recovery process. The ParentingWell approach
thus addresses contextual considerations, namely by avoiding
challenges that would accompany “tacking on” an additional
intervention, which may require extensive time and training (3).
Stakeholders who are familiar with adult mental health service
agencies in Massachusetts emphasized the benefits of this routine
integration. Future research should also investigate the extent to
which the approach is relevant for agencies in other states and
perhaps countries.

Also related to future implementation beyond Massachusetts,
the use of the ParentingWell approach does not require extensive
clinical, counseling or practice skill specific to addressing
parenting. This may facilitate implementation in a wide variety
of settings. Research in several contexts has established that
practitioners often lack knowledge and skills related to addressing
their clients’ parenting roles (4, 5, 7–12). The ParentingWell
approach enables and encourages practitioners to draw from the
skills they already possess, while keeping parenting in mind. As
such, it does not require a vast set of skills that are specific
to addressing parenting. Future research will need to explicitly
address this characteristic as it relates to scale-up.

Regarding the third objective, stakeholders specified the
following themes, which comprise the underlying principles
and the core elements of the ParentingWell Practice Profile:
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the need for an approach that is family-focused, trauma-
informed, culturally sensitive, and strengths-based; and for
conversations in which the provider and the client engage,
explore, plan, and access and advocate around issues related
to parenting and family life. The identification of themes
fulfills the third objective, which is the specification and the
compilation of the ParentingWell Practice Profile. The Profile
includes operationalized core activities for each element (i.e.,
for engage, the practitioner might ascertain where children are
living and who is caring for them; for explore, the practitioner
might discus daily routines, household chores, and taking care
of the children). It also identifies how the underlying principles
map onto each core element. For instance, explore is strengths-
based as the activities reflect the understanding that parents,
especially those who are quite depressed or see themselves as
“failures,” may require assistance in identifying strengths and
resources in themselves and in their children. Future research
should assess the feasibility of implementing the approach, the
impact on practitioner behavior, and ultimately, the impact on
parents. Also, because the adaptation involved modifying a stand-
alone intervention into a continuous and holistic approach,
future research that assesses impact should seek to understand
how this change impacts parents. Considerations might include
whether the timing and/or duration of impact differs as a result
of the transition from a stand-alone intervention to an ongoing
approach.

The adapted model (the fourth objective) fills a critical gap
as it addresses the lack of evidence-based interventions for
parents with serious mental illness and it reflects the need for a
flexible practice approach. The ParentingWell Practice Approach
includes well-specified principles and core elements, aligned with
core activities that constitute a theory of action. It fits into routine
workflow at any point in the therapeutic relationship, and draws
from practitioners’ existing skills and competencies, ultimately
with the potential to enhance clients’ recovery.

Limitations
Despite this promise, this study has its limitations. The
stakeholders are reflective of the Massachusetts mental health
workforce and, consequently, are mostly White. Meanwhile, both
parenting and mental health are culturally bound. ParentingWell
addresses this consideration, as a key principle is to be culturally
sensitive, but it is still critical to engage more diverse stakeholders.
This should be the focus of future testing and refinement of
the ParentingWell Practice Profile. Additionally, the context of
mental health service provision has changed with COVID-19,
as has the context of parenting. The approach is designed to be
flexible, delivered, however, and wherever mental health services
are delivered. However, as future research explores the feasibility
and impact of the approach, changing contextual factors should
be kept in mind.

CONCLUSION

Ultimately, this study and the adapted ParentingWell resources
address the critical lack of evidence-based interventions for

parents with serious mental illness. Future research will provide
needed insight pertaining to its implementation and impact.
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Children of parents with a mental illness are a particularly vulnerable group as

they have a high risk to develop a mental disorder themselves and those are

associated with high stigma. Moreover, just like primary recipients of stigma, they

are affected by the social taboo surrounding mental illness: they do not receive

enough information, are often left alone with their problems, and are thus considered

“invisible children”. In previous research, family stigma has only been assessed through

general questionnaires for all family members. What has not yet been adequately

investigated is how stigma difficulties affect the children of parents with mental illness

in particular. To address these limitations, we developed the Children of Parents with

Mental Illness-Stigma-Questionnaire (COPMI-SQ), a self-report instrument for young

people aged 12–19 years, designed to assess young people’s stigma experiences

in daily life. Based on a systematic review preceding the questionnaire, we identified

relevant stigma dimensions for children of parents with a mental illness that resulted

in 93 items that according to theory were assumed to load on four different scales:

experienced stigma, anticipated stigma, self-stigma, and structural discrimination. An

expert discussion, and a comprehensibility analysis with the target group followed.

In this paper, we report on the development process and initial pilot data (N = 32)

on the psychometric properties of the COPMI-SQ. Item analyses via an item difficulty

index, discriminatory power, as well as internal consistency analysis resulted in a revised

instrument reduced to 67 items.We observed very high internal consistencies (between α

= 0.868 and α= 0.975) for the subscales. The approach taken to develop the COPMI-SQ

followed scientifically accepted principles by ensuring different construction phases and

is considered a solid basis for further reliability and validity studies. The study is ongoing

and undergoing a further validation investigation; dimensionality and factor structure will

also be examined.

Keywords: children of parents with a mental illness, stigma by association, family stigma, COPMI-SQ,

questionnaire, instrument development, piloting

INTRODUCTION

Approximately 17–25% of all children worldwide live with at least one parent who has a mental
illness (1–4). Evidence shows that children of parents with a mental illness (COPMI) are exposed
to serious and diverse risks compared to their peers of similar age (3). The high prevalence and
known risks contrast with the very low visibility of these children (5). Mental illnesses of parents
can influence the living environment of children and adolescents in many ways, and they carry
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various risks associated with reduced mental health, poorer
academic achievement, and impaired social well-being (3, 6).
Moreover, COPMI carry a significantly increased risk of
developing mental health problems themselves (1). In addition
to genetic factors and familial influences resulting from or
accompanying the parental illness, there are environmental
factors that contribute to whether children develop a mental
illness themselves during their lives (1, 7). One social
environment mechanism that influences the entire family
system and is known to be relevant in terms of children’s
personal development, wellbeing, and help-seeking behavior is
the stigma associated with a parent’s mental illness (8, 9). Despite
high prevalence rates of children of parents with a mental illness,
they are remaining “invisible” due to the lack of recognition
and formal identification within (adult) health systems (10, 11).
Through the fear of stigma and negative repercussions of those
children and their families, many of these children remain
hidden (8, 9).

Although the appearance of stigma is liable to historical,
cultural, and temporal changes, there is hardly a country, society,
or culture in the world where mental illness is not stigmatized
(12, 13). Stigma is an attribute leading to widespread social
disapproval, and encompasses the negative effects of a label
placed on any group (14, 15). It occurs in social situations,
meaning that stigma does not reside in the person itself, but is the
result of the social context and the perception of the public (16).
People with a mental illness are frequently viewed as dangerous,
unpredictable, incompetent, abnormal, and of weak character
(17).While this is widely true for all types of mental disorders, the
perception of different disorders varies and therefore the stigma
attached to it: for instance, schizophrenia is associated with much
more “dangerousness” than depression, resulting in greater social
distancing from the public to the people it is associated with (18).

With regard to the stigma of mental illness, as with other
stigmatized conditions, there is evidence that those affected
themselves by mental illness are not the only individuals who
suffer social stigma (19). Goffman, who raised the concept of
stigma, has already outlined the phenomenon of the so-called
courtesy stigma in 1963 (15). Nowadays, it is widely known as
stigma by association (SBA) or family stigma, describing family
members as also being exposed to stigma resulting from a
family member’s mental illness (20). An abnormality attributed
to individual family members or the family as a whole is
considered key to the development of family stigma (21). Another
crucial factor in determining whether a SBA occurs appears
to be the entitavity, i.e. the degree to which two or more
people form a significant social unit (22, 23). The higher the
entitavity, the greater the likelihood of being stigmatized on the
basis of association (23). Intimate groups such as families are
attributed the highest degree of entitavity (23)—the association
with a stigmatized family member and one’s own experience of
stigmatization is therefore very likely.

Children and adolescents who grow up with parents with
a mental illness are thus—due to their dependent and close
relationship to the affected person—a particularly vulnerable
group for stigma. They may face the stigma due to the parental
mental illness itself, and due to associated peculiarities and

“otherness” within their families as described above (21, 24,
25). Negative effects in the affected children and young people
arise both from the actual stigma experienced as well as the
fear of being stigmatized and the internalization of stigmatizing
attitudes toward them and their families (24, 26, 27).

There are many theories clarifying the various facets of stigma
for people with a mental illness. Yet there is no comprehensive
theoretical model for SBA. Research suggests that family stigma
is no monolithic phenomenon, because it varies depending on
the relationship the family member has with the person with
the mental illness: studies have shown that parents of children
with a mental illness are more likely to experience the stigma
of neglect and blame for their children’s disease onset (12, 28),
and the siblings of children with a mental illness and spouses of
someone with a mental illness are more likely to experience the
stigma of blame for the persistence of their relative’s disease (12);
COPMI are more likely to face the stigma of “contamination”—
meaning that the general population believes that parental illness,
and especially regarding COPMI, is passed on to children (29).
However, studies in this regard are very sparse. By describing a
“contamination” stigma, authors are often referring to the public
perception of stigma toward COPMI [e.g., (30, 31)], and are
thereby missing out to understand children’s lived experiences.
Thus, these studies possess little informative value if we hope to
understand how children perceive and experience family stigma.
A recent integrative review on the evidence of stigma concepts
for children of parents with a mental illness has shed light on
those limitations by identifying stigma-related experiences and
outcomes as reported by parents and children (29). Nevertheless,
this review shows that a concept which includes the various
dimensions of stigma experiences of children whose parent has
a mental illness is missing. The results of the review show that
children report feelings of embarrassment, shame, and the need
to hide their parental mental illness, but the authors do not
integrate those findings into an overall framework of different
stigma dimensions.

To fill this gap, we have conducted a systematic review to
analyze the COPMI’s experiences of stigma and to identify
specific stigma dimensions and their characteristics for this
specific target group (28). Our review resulted in four
stigma dimensions: (1) Experienced SBA describes personally
experienced prejudice and discrimination (32, 33); (2) anticipated
SBA incorporates expectations that others will devalue and
discriminate against them in the future (32); (3) affiliate
stigma describes the self-stigma of people associated with a
mental illness, i.e. the internalization of public stigma (34); and
(4) structural discrimination, entailing social institutions and
ideological systems that reproduce and maintain the stigmatized
status (14).

In a literature search, we identified nine scales measuring
mental illness SBA or family stigma (34–42) as well as
one family-experiences interview with a stigma subscale (43).
Most of the scales only measure the stigma component self-
stigma/internalized stigma (34–36, 40). One of the scales was
a slightly modified version of a scale constructed for primary
stigma recipients, i.e., people with a mental illness (39). Another
scale was developed to measure the SBA of relatives of patients
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with schizophrenia (42); the others were not restricted to a
specific relative’s mental illness. Six scales as well as the interview
schedule stigma scale were designed for all familymembers, while
two of the scales measure the stigma parents of children with
a mental illness suffer from (40, 41). None of the scales was
constructed or validated for minor children. The items’ wording
is often awkward [e.g., “Most people believe their friends would not
visit them as often if a member of their family were hospitalized
for serious mental illness” (37)]. In addition, the way the items
are phrased often presuppose a great deal of basic knowledge
of certain emotional and cognitive processes, such as “I feel
emotionally disturbed because I have a family member with mental
illness/intellectual disability” (34), or do not seem stigma-specific:
“Having a family member with mental illness/intellectual disability
imposes a negative impact on me” (34).

Furthermore, we know that stigma varies depending on the
individual’s role within the family, and none of the established
instruments combines all the stigma dimensions highlighted in
the review that are relevant to children with a mentally ill parent.
Our systematic review has revealed aspects of stigma that are
quite specific to their role as children, for example, being bullied
and teased in school, being isolated because of feeling ashamed
and therefore not inviting friends home, being afraid of passing
on the illness to another generation, being responsible as a child
for the parent’s wellbeing when psychiatrists turn them away,
having nobody to talk to, and not getting enough information
about their parent’s mental illness.

Overall, for children of parents with a mental illness,
no suitable instrument exists yet to measure their stigma
experiences, expectations, self-stigma and the stigma’s structural
dimensions—especially none considering the special role of
children. The current study aimed to describe the development
and initial pilot data on our newly developed Children of Parents
with a Mental Illness—Stigma Questionnaire (COPMI-SQ). This
scale can provide important information to better understand
the complex phenomenon of stigma by association among young
people and shed light on experiences and needs of this group in
intervention studies or anti-stigma campaigns.

METHODS

Figure 1 shows the different stages of development for the
COPMI-SQ.We have oriented ourselves to two guidelines for the
development of new scales (44, 45). We are currently reporting
on phase 3 and present our pilot data. Phase 4 is still under way.

Ethics
Research with children and adolescents is always in a field of
tension between the respect of the various rights of children and
their special need for protection. In recent decades, a paradigm
shift has occurred within research, in which children are now
rather seen as “moral agents in their own right” (46). As a result,
more research is now being conducted with children to increase

FIGURE 1 | Phases of development of the instrument measuring stigma in COPMI (COPMI-SQ).
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their participation. Researchers and adults in general cannot
assume that their view of the world is congruent with that of
children (46). In order to comply with the UN Convention on
the Rights of the Child, we consider it of fundamental importance
to interview children and adolescents themselves when it comes
to their life experiences and the intention to improve their living
conditions. Since it can be assumed that stigma may affect a lot of
children of parents withmental illness in particular, it is necessary
to obtain their perspectives before interventions are directed past
their needs.

In order to ensure the special protection of children under
guardianship, we followed the guidelines of the Central Ethics
Committee of the German Medical Association (47), which
stipulates a need for an informed consent both from their parents
with a mental disorder and the children themselves in age-
appropriate language prior to study participation. We considered
the costs and benefits of a survey, which could be potentially
burdensome and concluded that the results of the survey offered
great insights into the experiences of this population which could
be beneficially used for further interventions for this population.
However, since it can be assumed that children of parents with
mental illness are particularly exposed to stresses that may also
be related to stigmatizing experiences, they were offered to
contact the persons responsible for the study, who are child and
adolescent psychotherapists, at any time. In addition, they were
advised to contact any trusted adult person in case of need.
Furthermore, prior to study participation, they were informed
that they could withdraw from their participation in the online
study at any time and without giving reasons, up to when the data
were analyzed.

The study was approved by the Ethics Committee of the
Psychology Department of Philipps University ofMarburg (study
approval number: 2020-20).

Inclusion Criteria
Young people were eligible to participate in the study as long
as they were between 12 and 19 years old and one or both
parents had a mental illness. Information regarding the illness
was obtained through a self-report by the parents. Otherwise,
there were no exclusion criteria.

Phase 1: Item Generation
The first step toward designing this new instrument, the
systematic review, resulted in four different dimensions of
family stigma in COPMI, i.e. experienced SBA, anticipated
SBA, affiliate stigma (self-stigma), and structural discrimination.
Those findings were presented by a PhD student to 50 scientific
collaborators in Clinical Psychology and Clinical Child and
Adolescent Psychology working groups of Marburg University,
Department of Psychology, including pre-, post-docs, and
professors. Post-docs and professors further possessed licenses
as psychotherapists and PhD students were psychotherapists in
training. Quotes from primary studies based on a systematic
review with the instruction to collect ideas for items for a survey
were presented to all participants. Initial items that may be used
in a survey for this population and for the different dimensions
were generated through group discussions.

The inductively generated items were then compared with
already validated instruments measuring (family) stigma (see
above) to apply formulations already established whenever
possible. Using the established stigma scales, the generated items
were developed further and supplemented in their formulation.

To ensure that every aspect of stigma was covered, the
first pool of items was then supplemented by adding further
inductively formed items for every (sub-)sub-category identified
in the review [for further information see Dobener et al. (28)].
Statements from the included primary studies were included
also to reflect as accurately as possible the comments of the
target group members themselves in the items. For each category
identified in the review, 5–15 items were formed. A total of 109
items was generated in phase 1.

Phase 2: Content Validity and
Comprehensibility Analysis
Expert Discussion
The entire item pool was then reviewed and discussed by a panel
of experts from our and other known working groups, with
knowledge in developing questionnaires as well as in the field
of stigma. The experts were asked to rate all items according to
the extent to which they seemed to be an appropriate measure of
the intended construct. They were also asked to provide open-
ended feedback. Items agreed upon by at least two of the three
experts were retained or reworded according to their comments.
This ensured that only items that were understandable and
meaningful in terms of both content and language were used.
Through this process, the item pool was reduced to 96 items since
the expert panel revealed problems like overly complex wording,
repetition, or other violations of “best-practices” regarding item
structure (48).

Comprehensibility Analysis With Children
In a further step, five children and adolescents of different ages
whose parents have a mental illness filled in the questionnaire
to check comprehensibility. They completed the COPMI-SQ
in the presence of the author L-MD, to enable immediate
feedback on any difficulties in understanding. In addition to the
comprehensibility check, this allowed us to see whether filling
in the COPMI-SQ was associated with any mental stress when
confronted with the effects of their parents’ illness. According
to the children’s feedback, some items were reworded, and three
were removed entirely.

At the end of this second phase, the item pool was reduced
to 93 items, of which 91 were closed questions and two were
open-ended. Due to the complexity of wording and the general
need for any mental illness concept as well as children’s feedback,
we found our survey to be most suitable for children and
adolescents aged 12–19 years. For younger children, the language
and delivery as an online survey does not seem the right format.

Phase 3: Piloting
Our questionnaire was piloted in an online survey with a sample
of children and adolescents having at least one parent with a
mental illness.
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The study was conducted using the online platform
SosciSurvey (49) between March and May 2021. All participants
were part of a convenience sample—either contacted as part of
an ongoing study [COMPARE-family, see (4, 50), via university
mailing lists or clinical institutions; e.g., psychiatric clinics,
psychotherapy outpatient clinics]. Participants could participate
in a raffle of several gifts as study reimbursement. Inclusion
criteria for the COPMI-SQ-validation were having a parent with
a mental illness and being 12–19 years of age. Participants were
not excluded if they themselves had a mental illness.

Measures
Participants responded to questions pertaining to socio-
demographic characteristics (age, school grade, living situation,
etc.) and questions about their parent’s mental illness and their
own health status.

COPMI-SQ
Stigma experiences in COPMI were measured via the 93 items in
the newly developed COPMI-SQ. Participants were first asked to
complete two open-ended sentences: “I think about people with a
mental illness ...” and “Others think about people with a mental
illness ...”. Afterwards, they were asked to rate each of the 91
closed items on a visual analog scale (VAS). The VAS consisted
of a line with verbal anchors (“strongly disagree” on the far left
and “strongly agree” on the far right). All of the items were scored
from 1 to 101, with 1 meaning no agreement at all, 101 meaning
full agreement. Most of the items were preceded by an item
root like “Because my mother/my father has a mental illness,...”,
others were presented separately. The questionnaire consists
of 26 reversed coded items, whose agreement represented a
low stigma experience to control for and identify acquiescence
response bias (51), see Supplementary Table S1. For all other
items, the higher the agreement, the greater the experience
of stigma.

The first theoretically assumed dimension, experienced stigma
by association (SBA), consisted of 18 items representing varied
aspects of directly experienced stigmatization as a result of the
parental mental illness; for example, experiencing rejection by
others, inappropriate and hurtful language or warnings, and
obviously discriminatory behavior such as bullying.

The second theoretically assumed dimension, anticipated SBA,
was captured across 20 items and included fears of stigmatizing
behavior or the attitudes of others if they found out about the
parental mental illness.

For the third theoretically assumed dimension, self-stigma, 23
items were constructed to capture different facets of self-stigma:
the feeling of being “contaminated” by the parental illness, the
shame associated with the parental illness, feelings of guilt, and
feeling generally inferior compared to other people.

The fourth and last theoretically assumed dimension
represents the experienced structural discrimination and
was captured by 30 items. This included discrimination in
the education system, the health system, the media, and
discrimination in society as a whole. Our instrument’s entire
structure and all its items are found in Supplementary Table S1.

Statistics

Sample Size
We aimed to recruit about 200 participants to validate the
scale’s psychometric properties. The sample size of 200 is
considered adequate for validating an instrument, i.e., for item
analyses, and factor analyses to examine the questionnaire’s
multidimensionality (52, 53).

Missing Values and Outliers
The online survey was designed so that all items had to be
answered. Thus, none of the included cases had any missing
values. However, there was a filter question addressing parental
hospitalization. If this was answered positively, all the subsequent
questions were posed only to COPMI whose parent(s) had
been hospitalized; this group formed a smaller subsample of
only 18 children. All items were analyzed for univariate outliers
using boxplots. Conspicuous cases were assessed as realistic after
examination and were in a generally inconspicuous range across
the mean values achieved; thus they were not excluded from
further analyses.

Item Analyses

General Procedure
The item analyses were carried out in three phases. In the first
phase, items were checked at the subscale level for appropriate
item difficulty and discriminatory power, and subscales were
adjusted by removing inappropriate items. Due to content
considerations, some psychometrically inappropriate items were
retained. In the second phase, the adjusted subscales were
combined into an overall scale, the items were rechecked for
their characteristic values, and unsuitable items were removed
accordingly to improve global consistency and increase the
suitability of the overall instrument. In the third phase, the
subscales of the COPMI-SQ were adapted to the structure of
the final overall instrument, and the final instrument’s internal
consistency was calculated again. Statistical analyses were carried
out using SPSS, version 20.

Item Difficulty Index
Given that the COPMI-SQ is intended to allow differentiation
across a broad spectrum of trait values, we aimed for a
distribution of item difficulties of 20 < Pi <80 [see (54)].
Since extremely difficult, or very easy items hardly allow
differentiation between test persons, items with values below
20 and above 80 were considered more closely. Items of very
low or extreme difficulty were checked for their discriminatory
power and their retention or removal from the item pool was
supplemented with content considerations. The exact reasons for
retaining or deleting a given conspicuous item are provided in
Supplementary Table S1.

Discriminatory Power
The item discrimination index was calculated using the corrected
item-total-correlation. Values of rit between 0.3 and 0.5 were
considered acceptable; 0.5< rit <0.7 is considered good
discriminatory power (54). All items whose discriminatory
power was below 0.3 were scrutinized, and usually removed to
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ensure high internal consistency of the subscales and the overall
instrument. However, those items with cut-off values below 0.3
were checked for their relevance to the content and either deleted
or reformulated when evaluating strongly relevant content. They
were then removed one after the other and new item-total
correlations were calculated in each case to see how the items
interacted. The order of removal of the items and content-related
considerations is illustrated in Supplementary Table S1.

Internal Reliability
Cronbach’s alpha was calculated to measure the COPMI-SQ’s
internal reliability (55). This should attain a value of at least 0.7
for the subscales—the widely accepted criterion for Cronbach’s
alpha [e.g., (56)].

RESULTS

Sample
All participants (N = 32) were between 13 and 19 years of age
(M = 15.75, SD = 2.05). Sixty-five percent of the participants
were female. The COPMI usually lived together with their parent
with a mental illness (93.8%). Three COPMIs reported having
both parents with a mental illness. Mothers were most often
affected (60%). Themost common parental diagnosis was amood
disorder such as bipolar disorder and depression (maternal:
54.2%; paternal: 82.3%), followed by anxiety disorders (maternal:
16.7%; 11.8% paternal). Almost half of the children stated to
have already suffered from a mental illness themselves (46.9%).
These were, similar to the parental diagnoses, usually mood
disorders (32%). All the sample characteristics are provided in
Table 1.

As COPMI are an exceedingly difficult target group to
reach (57, 58), we were unable to recruit enough COPMI to
assess decisively the questionnaire’s psychometric goodness of
fit, despite intensive recruitment efforts. Nevertheless, according
to Johanson and Brooks (59), 30 representative participants
from the population of interest suffice for a pilot study to
test a new instrument in terms of preliminary item analyses,
estimates of internal consistency and proportions of people
responding to specific options. For factor and further analyses,
more participants are needed, so we focused on the item analyses,
especially to reduce the number of items requiring further
validation and evaluation of the COPMI-SQ, in order tomake the
questionnaire more practical and reduce participation thresholds
as well as raise the quality of the instrument.

Item Analysis on Subscale Level
Experienced SBA Subscale
Initial Cronbach’s alpha equalled 0.940 (see Table 4). In the
experienced SBA scale, two items revealed low item difficulty,
and one item a low item-total correlation. The item with the low
item-total correlation was thus removed. However, the two items
of low item difficulty were retained after content considerations.
Both had a discriminatory power above 0.7. The item “Because
my mother/my father has a mental illness, my friends no longer
want to be friends with me” was retained because this aspect
addressing the loss of friendship stood out in the review as a

TABLE 1 | Familial and COPMI-specific sample characteristics T1, N = 32.

Characteristics Categories n (%)

Gendera Female 21 (65.6)

Male 10 (31.3)

Diverse 1 (3.1)

Agea M (years) 15.75

SD 2.05

Min 13

Max 19

Living situationb Together with ill parent 30 (93.8)

Without ill parent 2 (6.2)

Parental mental illnessb,c Mother 21 (58.3)

Father 14 (38.9)

Diagnoses motherb,c Mood disorders 13 (54.2)

Phobia/anxiety disorder 4 (16.7)

Personality disorders 3 (12.5)

Posttraumatic stress disorder 1 (4.1)

Burn-out 1 (4.1)

Obsessive compulsive disorder 1 (4.1)

Schizophrenia 1 (4.1)

Diagnoses fatherb,c Mood disorders 14 (82.3)

Phobia/anxiety disorder 2 (11.8)

Pain disorder 1 (5.9)

Children’s mental illnessa Yes 15 (46.9)

No 17 (53.1)

Diagnoses childa,c Mood disorder 8 (32.0)

Phobia/anxiety disorder 4 (16.0)

AD(H)D 3 (12.0)

Eating disorder 2 (8.0)

PTSD 1 (4.0)

Autism spectrum disorder 1 (4.0)

OCD 1 (4.0)

Sleeping disorder 1 (4.0)

Attachment disorder 1 (4.0)

Not to be classified 3 (12.0)

n= stated characteristics. a Information is based solely on information provided by COPMI

themselves; b Information is based solely on information provided by parents; cMultiple

answers possible.

relevant experience for COPMI, and that aspect was not covered
by any other item. Similar considerations applied to the item
“Because my mother/my father has a mental illness, I’m bullied at
school/university/work”: the aspect of bullying has been described
in the literature, and as it is not covered by any other item in the
questionnaire, we retained this item.

Anticipated SBA Subscale
In the anticipated SBA subscale (initial Cronbach’s alpha of
0.927), four items revealed a low item-total-correlation; one
of them also revealed low difficulty. The item with low
discriminatory power and low difficulty was removed first.
After considering the content, the other items with too little
discriminatory power were also removed one after the other,
because they were either covered by other items or classified as
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non-essential. The step-by-step removal of the items led to an
increased item-total correlation within the subscale.

Affiliate Stigma Subscale
In the Affiliate Stigma subscale with an initial alpha of 0.904,
two items were conspicuous due to low difficulty and two
items due to low discriminatory power. The item with negative
discriminatory power was removed first, as it seems to be
misleading. Furthermore, its content was already covered by
other items. The other item with low discriminatory power was
also removed. The item “Because my mother/father has a mental
illness, I don’t think I should have children of my own later” was
retained despite its low difficulty because it measures the belief in
contamination, which has consequences for future plans, and is
not covered by any other items. Furthermore, the other item of
low difficulty “I feel like I’m carrying around a sign: He/she has a
mother/father with a mental illness” was also retained because, it
was adapted from an evaluated stigma scale and, additionally, the
aspect of “contamination” is otherwise not sufficiently embodied
in comparison to “inferiority.”

Structural Discrimination Subscale
Out of the Structural Discrimination subscale with an initial
alpha of 0.817, 16 items revealed low discriminatory power.
Of these, one had very high and one very low item difficulty.
The first ones deleted stepwise were those three items with
negative item-total correlation, indicating that they measured
something completely different. Further items of very low
discriminatory power were then successively removed, starting
with those intended to measure discrimination within the mental
health system. This was because it was clearly overrepresented
compared to the other dimensions of the subscale.

The item “At school, I’d like to learn more about mental
illness” was retained despite its low discriminatory power,
firstly because it was on the edge of acceptance (rit = 0.295),
secondly, in order to maintain the proportions to the other
structural stigma dimensions to some extent, and thirdly, because
the content of the item was attributed a special significance
concerning possible interventions. For the media as a source of
structural discrimination, the item “In the media, mental illness is
portrayed negatively, which contributes to many people developing
prejudices” was retained despite its low item-total-correlation; for
the reason of having at least two items representing this source
of discrimination. In addition, we reworded the item in order to
avoid multidimensionality as follows “Mental illness is portrayed
negatively in the media.”

Item Analysis on Total Scale
In the second phase of the item analyses, i.e., when assessing
the internal reliability of the overall instrument, one item
in the Affiliate Stigma scale and an item in the Structural
Discrimination scale showed low item-total correlations and
were therefore deleted. Supplementary Table S1 shows which
items were affected.

Revised COPMI-SQ
Our instrument was reduced to a total of 67 items after the three
phases of item analyses. The revised instrument is illustrated
in Table 2. The final version of the Experienced SBA subscale
now consists of 17 items, with Cronbach’s alpha = 0.948 and
item-total-correlations from good (lowest 0.395 for the item
“There are people I can talk to about my fears and worries.”)
to very high (highest 0.905 for item “Because my mother/father
has a mental illness, my classmates/colleagues/work colleagues
tease me.”). The final subscale Anticipated SBA (Cronbach’s alpha
= 0.949) shows item-total correlations between 0.426 (item “If
others found out about my mother’s/father’s illness, it wouldn’t
change their behavior toward me”) and 0.877 (item “they’d bad-
mouth me.”), see Supplementary Table S1. The final subscale of
Affiliate Stigma consists of 19 items, with item-total correlations
ranging between 0.449 (item: “I’m just a normal kid like any
other.”) to 0.820 (item: “Because my mother/my father has a
mental illness, I think there’s something wrong with me”), and
with Cronbach’s alpha = 0.933. The item-total-correlations for
the final subscale of Structural Discrimination (STD) are the
lowest compared to the other subscales, and range from 0.282
(item “In media, mental illness is appropriately portrayed”), which
is actually below acceptable discriminatory power, but will be
kept to ensure the media source of discrimination is represented,
to 0.705 (item: “In school, I don’t feel disadvantaged because of my
mother’s/father’s illness”). The revised STD subscale results in a
Cronbach’s alpha of 0.868.

Table 3 shows our sample’s scores on the final subscales
and the overall COPMI-SQ instrument. Overall, the sample
shows very similar average levels of family stigma on the
subscales Experienced SBA, Anticipated SBA, Affiliate Stigma and
the overall instrument. Here COPMI, with a mean score of
30, tend to be in the lower third of the possible values. On
the STD subscale, COPMI are in the middle range of values.
Supplementary Table 2 illustrates the intercorrelations of the
final instrument scales. Overall, these tend to demonstrate small
to very large correlations, all of which are significant.

Internal Reliability
Table 4 shows the internal consistencies for both the initial
subscales and subscales adjusted by the item analyses as described
above. The internal consistencies for the overall instrument are
also visible in Table 4. We observed an improvement in all the
scales’ consistencies. We detected internal consistencies between
α = 0.868 and α = 0.975 across the scales.

DISCUSSION

This study reports on the development and piloting of a
questionnaire to assess stigma in children of parents with
a mental illness. The COPMI-SQ is the first instrument
incorporating different stigma by association dimensions tailored
to the stigma experiences of children of parents with a mental
illness. After reducing the item number, the final version of
the COPMI-SQ consists of 67 items representing four subscales:
experienced stigma (17 items), anticipated stigma (16 items), self-
stigma (19 items) and structural discrimination (15 items). The
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TABLE 2 | Overview of the revised COPMI-SQ after item analyses.

New

itemname

Original item Translation Intended theoretical dimension Scoring

Experienced SBA

Preceded by:
Weil meine Mutter/mein Vater eine

psychische Erkrankung hat, . . .

Preceded by:
Because my mother/my father has a

mental illness, . . .

ESBA_01 machen sich andere über meine
Mutter/meinen Vater lustig.

others make fun of my mother/father. hostile behaviors of others 1–101

ESBA_02 reden andere hinter meinem Rücken über
die Erkrankung meiner Mutter/meines
Vaters.

others talk about my mother’s/father’s
illness behind my back.

hostile behaviors of others 1–101

ESBA_03 lästern andere über mich. others say awful things about me. hostile behaviors of others 1–101

ESBA_04 lachen andere mich aus. others laugh at me. hostile behaviors of others 1–101

ESBA_05 tratschen andere das weiter. others gossip about it. hostile behaviors of others 1–101

ESBA_06 gehen andere mir aus dem Weg. others avoid me. withdrawal and rejection 1–101

ESBA_07 haben andere Angst vor meiner
Mutter/meinem Vater oder mir.

others are afraid of my mother/father or
me.

inappropriate language and contents 1–101

ESBA_08 möchten meine Freund*innen nicht mehr
mit mir befreundet sein.

my friends no longer want to be friends
with me.

withdrawal and rejection 1–101

ESBA_09 wollen sich meine Mitschüler*innen /
Kommiliton*innen/ Arbeitskolleg*innen
nicht mehr mit mir treffen.

my classmates/ colleagues/ work
colleagues no longer want to get together
with me.

withdrawal and rejection 1–101

ESBA_10 ärgern mich meine Mitschäler*innen/
Kommiliton*innen/ Arbeitskolleg*innen.

my classmates/colleagues/work
colleagues aggravate me.

hostile behaviors of others 1–101

ESBA_11 werde ich in der Schule / Uni / auf der
Arbeit gemobbt.

I’m bullied at school/university/work. hostile behaviors of others 1–101

ESBA_12 wussten andere nicht, wie sie passend
darauf reagieren / damit umgehen sollten.

others did not know how to react to or
deal with it appropriately.

inappropriate language and contents 1–101

ESBA_13 haben andere mir geraten, selbst keine
Kinder zu bekommen.

others have advised me not to have
children myself.

inappropriate language and contents 1–101

ESBA_14 haben andere verletzende Sachen über
mich oder meine Mutter/meinen Vater
gesagt.

others have said hurtful things about me
or my mother/father.

hostile behaviors of others 1–101

ESBA_15 Es gibt Leute, mit denen ich über meine
Ängste und Sorgen reden kann.

There are people I can talk to about my
fears and worries.

withdrawal and rejection 101–1

Separate items without an item root

ESBA_16 Andere Leute möchten nicht mit mir über
die Erkrankung meiner Mutter/meines
Vaters sprechen.

Other people don’t want to talk to me
about my mother’s/father’s illness.

withdrawal and rejection 1–101

ESBA_17 Wenn ich wegen der Erkrankung meiner
Mutter/meines Vaters Hilfe brauche, gibt
es Personen. mit denen ich sprechen
kann.

If I need help because of my
mother’s/father’s illness, there are people I
can turn to.

withdrawal and rejection 101–1

(Continued)
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TABLE 2 | Continued

New

itemname

Original item Translation Intended theoretical dimension Scoring

Anticipated SBA

Preceded by:
Wenn andere von der Erkrankung

meiner Mutter/meines Vaters erfahren

würden,. . .

Preceded by:
If others found out about my mother’s/

father’s illness,. . .

ASBA_01 würden sie sich über meine Mutter/meinen
Vater lustig machen.

they’d make fun of my mother/father. fearing hostile behaviors 1–101

ASBA_02 würden sie hinter meinem Rücken
schlecht über die Erkrankung meiner
Mutter/meines Vaters reden.

they’d talk badly about my
mother’s/father’s illness behind my back

fearing hostile behaviors 1–101

ASBA_03 würden sie über mich lästern. they would badmouth me. fearing hostile behaviors 1–101

ASBA_04 würde das an ihrem Verhalten mir
gegenüber nichts ändern

it wouldn’t change their behavior toward
me.

fearing hostile behaviors 1–101

ASBA_05 würden sie mich auslachen. they’d laugh at me. fearing hostile behaviors 1–101

ASBA_06 würden sie das für sich behalten. they’d keep it to themselves. fearing hostile behaviors 1–101

ASBA_07 würden sie mir aus dem Weg gehen. they’d avoid me. fearing lack of understanding rejection 1–101

ASBA_08 würden sie Angst vor meiner
Mutter/meinem Vater oder mir bekommen

They’d become afraid of my mother/father
or me.

fearing of negative attitudes and
ascriptions

1–101

ASBA_09 würden sich meine Mitschüler*innen/
Kommiliton*innen/ Arbeitskolleg*innen
nicht mit mir treffen wollen.

my classmates/ fellow students/
colleagues would no longer want to get
together with me.

fearing lack of understanding rejection 1–101

ASBA_10 würden mich meine Mitschüler*innen/
Kommiliton*innen/ Arbeitskolleg*innen
ärgern.

my classmates/ fellow students/
colleagues at work would get angry with
me.

fearing hostile behaviors 1–101

ASBA_11 würde ich in der Schule / Uni / auf der
Arbeit gemobbt werden.

I’d be bullied at school/university/work. fearing hostile behaviors 1–101

ASBA_12 würden andere mir raten, selbst keine
Kinder zu bekommen.

others would advise me not to have
children myself.

fearing of negative attitudes and
ascriptions

1–101

ASBA_13 würden sie verletzende Sachen über mich
oder meine Mutter/ meinen Vater sagen.

they’d say hurtful things about me or my
mother/father.

fearing hostile behaviors 1–101

Preceded by:
Wenn Fachleute

(Jugendamt/Psycholog*innen/Sozialarbeiter*innen.

etc.) von der Erkrankung meiner

Mutter/meines Vaters erfahren

würden. . . .

Preceded by:
If professionals (youth welfare

office/psychologists/social workers.

etc.) found out about my

mother’s/father’s illness. . . .

ASBA_14 könnte ich weiterhin zu Hause wohnen
bleiben.

I could still keep living at home. fearing of negative attitudes and
ascriptions

101–0

ASBA_15 bringe ich selten neue Freund*innen mit
nach Hause, aus Angst. dass sie dann
nicht mehr mit mir befreundet sein wollen.

I rarely bring new friends home for fear that
they won’t want to be friends with me
anymore.

fearing lack of understanding and rejection 1–101

(Continued)
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TABLE 2 | Continued

New

itemname

Original item Translation Intended theoretical dimension Scoring

Seperate item without an item root

ASBA_16 Ich habe kein Problem damit, meinen
Freund*innen meine (erkrankte)
Mutter/meinen (erkrankten) Vater
vorzustellen.

I have no problem introducing my (ill)
mother/father to my friends.

fearing any harmful reaction 101–1

Affiliate Stigma

Preceded by:
Weil meine Mutter/mein Vater eine

psychische Erkrankung hat, . . .

Preceded by:
Because my mother / my father has a

mental illness, . . .

AS_01 denke ich, mit mir stimmt etwas nicht. I think there’s something wrong with me. beliefs of being inferior 1–101

AS_02 versuche ich, mich besonders normal und
unauffällig zu verhalten, damit andere mir
nicht anmerken, dass ich nicht normal bin.

I try to act particularly normal and
inconspicuous so that others do not
notice that I am not normal.

beliefs of being contaminated 1–101

AS_03 nehmen andere wahr, dass ich anders /
komisch bin.

others notice that I am different/weird. beliefs of being contaminated 1–101

AS_04 habe ich Angst, mich anstecken zu
können.

I am afraid of catching the illness. beliefs of being contaminated 1–101

AS_05 denke ich bei kleinsten Anzeichen, dass
ich dieselbe Erkrankung habe wie meine. . .

I think at the slightest sign that I have the
same illness as my mother/father.

beliefs of being contaminated 1–101

AS_06 denke ich, dass ich später keine eigenen
Kinder bekommen sollte.

I don’t think I should have children of my
own later on.

beliefs of being contaminated 1–101

AS_07 fühle ich mich weniger wert. I feel less worthy. beliefs of being inferior 1–101

AS_08 ist meine Familie nicht richtig. my family is not right. beliefs of being inferior 1–101

AS_09 fühle ich mich schuldig. I feel guilty. beliefs of being inferior 1–101

AS_10 schäme ich mich. I feel ashamed. beliefs of being inferior 1–101

Seperate items without an item root

AS_11 Ich fühle mich, als würde ich ein Schild mit
mir herumtragen: “Er/Sie hat eine
Mutter/einen Vater mit einer psychischen
Erkrankung”

I feel like I’m carrying around a sign:
“He/she has a mother/father with a mental
illness”.

beliefs of being contaminated 1–101

AS_12 Ich bin ein ganz normales Kind, wie jedes
andere auch.

I’m just a normal kid like any other. beliefs of being inferior 101–1

AS_13 Weil ich so ein schwieriges Kind bin, ist
meine Mutter/ ist mein Vater erkrankt.

Because I am such a difficult child, my
mother/ father has become ill.

beliefs of being inferior 1–101

AS_14 Ich bin (mit-)verantwortlich dafür, dass sich
der Zustand meiner Mutter/meines Vaters
nicht verbessert.

I am (co-)responsible for the fact that the
condition of my mother/father isn’t
improving.

beliefs of being inferior 1–101

(Continued)
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TABLE 2 | Continued

New

itemname

Original item Translation Intended theoretical dimension Scoring

AS_15 Ich muss die Erkrankung meiner
Mutter/meines Vaters geheim halten.

I have to keep my mother’s/father’s illness
a secret.

beliefs of being inferior 1–101

AS_16 Wenn ich die Erkrankung meiner
Mutter/meines Vaters beschreibe, spiele
ich die Schwere der Erkrankung herunter.

When I describe my mother’s/father’s
illness, I downplay the severity of it.

beliefs of being inferior 1–101

AS_17 Mir ist es peinlich, dass meine Mutter/mein
Vater eine psychische Erkrankung hat.

I’m embarrassed that my mother/father
has a mental illness.

beliefs of being inferior 1–101

AS_18 Ich schäme mich dafür, dass meine
Mutter/mein Vater nicht wie andere
Mütter/Väter ist.

I’m ashamed that my mother/father isn’t
like other mothers/fathers.

beliefs of being inferior 1–101

AS_19 Wenn meine Mutter/mein Vater wegen
ihrer/seiner Erkrankung verurteilt wird,
fühle ich mich auch verurteilt.

If my mother/father is judged because of
her/his illness, I feel judged too.

beliefs of being contaminated 1–101

Structural Discrimination

Preceded by (after a filter question
whether the parent ever has been
hospitalized before):
Wenn meine Mutter/ mein Vater

aufgrund der psychischen Erkrankung

im Krankenhaus war, . . .

Preceded by:
When my mother/father was in

hospital because of the mental illness,

. . .

STD_01 konnte ich das Personal immer
ansprechen, wenn ich Fragen zur
Erkrankung meiner Mutter/meines Vaters
hatte.

I could always approach the staff if I had
any questions about my mother’s/father’s
illness.

health care system 101–1

STD_02 hätte ich gerne mehr Informationen vom
Krankenhauspersonal bekommen.

I’d have liked to get more information from
the hospital staff.

health care system 1–101

STD_03 fühlte ich mich vom Krankenhauspersonal
gut einbezogen und informiert.

I felt well integrated and informed by the
hospital staff.

health care system 101–1

STD_04 fühlte ich mich, als wäre ich dort
unerwünscht.

I felt like I was unwanted there. health care system 1–101

STD_05 war die Beziehung zwischen mir und dem
Krankenhauspersonal gut.

the relationship between me and the
hospital staff was good.

health care system 101–1

Seperate Item without an item root:

STD_06 Meiner Mutter/meinem Vater wurde durch
das Gesundheitssystem nicht genug
geholfen.

My mother/father wasn’t helped enough
by the health system.

health care system 1–101

(Continued)
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TABLE 2 | Continued

New

itemname

Original item Translation Intended theoretical dimension Scoring

Preceded by:
In der Schule. . .

Preceded by:
At school.. . .

STD_07 würde ich gerne mehr über psychische
Erkrankungen erfahren.

I’d like to learn more about mental illness. educational system 1–101

STD_08 kann ich mit meinen Lehrer*innen über die
Erkrankung meiner Mutter/meines Vaters
sprechen.

I can talk to my teachers about my
mother’s or father’s illness.

educational system 1–101

STD_09 gehen die Lehrer*innen auf mich und
meine Schwierigkeiten zu Hause ein.

the teachers respond to me and my
difficulties at home.

educational system 101–1

STD_10 fühle ich mich wegen der Erkrankung
meiner Mutter/meines Vaters nicht
benachteiligt.

I don’t feel disadvantaged because of my
mother’s/father’s illness.

educational system 101–1

Preceded by:
In den Medien. . .

Preceded by:
In the media,

STD_11 werden psychische Erkrankungen
angemessen dargestellt.

Mental illness is portrayed appropriately. media 101–1

STD_12 werden psychische Erkrankungen negativ
dargestellt.

Mental illness is portrayed negatively. media 1–101

Seperate items without an item root

STD_13 Ich erhalte von niemandem ausreichend
Informationen über die Erkrankung meiner
Mutter/meines Vaters.

I don’t get enough information from
anyone about my mother’s/father’s illness.

general 1–101

STD_14 Ich weiß genau, an welche
(professionellen) Stellen in mich wenden
kann, wenn ich Hilfe wegen der
Erkrankung meiner Mutter/meines Vaters
benötige.

I know exactly which (professional) places I
can turn to if I need help because of my
mother’s/father’s illness.. . .

general 101–1

STD_15 Es gibt ausreichend Hilfsangebote für
meine Eltern und mich.

There’s enough help available for my
parents and me.

general 101–1

Items with scoring 1–101 are the normal coded items, with 1 meaning no agreement at all, 101 meaning full agreement. The higher the agreement the higher the stigma experiences. Items with scoring 101–1 are the reversed coded

items, also referring to 101 as full agreement. The higher the agreement, the lower the stigma for these items.
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TABLE 3 | Sample characteristics revised instrument version COPMI-SQ.

Scale n Min Max M SD

Experienced SBA 32 1.19 73.18 28.36 22.40

Anticipated SBA 32 1.00 73.94 34.59 25.28

Affiliate stigma 32 1.05 62.16 30.00 20.25

Structural discrimination 32 12.73 82.33 54.27 16.78

COPMI SQ total 32 7.64 66.24 35.50 18.36

Scale characteristics of the sample on the revised subscales and the overall instrument

COPMI-SQ after adjustments according to the item analyses.

COPMI-SQ, once validated, can be used to better understand
the complex phenomenon of stigma by association among young
people and also to target the experiences and needs of this
group in intervention studies or anti-stigma campaigns. As the
questionnaire also captures which parental condition in which
parent is present, it can be used to create insights to the extent
to which stigma experiences vary for different parental disorders.
In addition, it could potentially support shedding light on the
gendered theoretical landscape of parenting.

Developing the Instrument
The approach we took to develop the instrument followed
scientifically accepted principles (20) by ensuring various
construction phases. The construction process relied on (family)
stigma theories (14, 20, 39, 60, 61), incorporated qualitative
results from a comprehensive systematic review to best reflect
the expressed stigma experiences of affected children (28), and
included expert opinions on the initially constructed items. The
COPMI-SQ is thus considered a solid basis for further reliability
and validity studies.

Item Reduction
We ran into difficulty with item analyses due to the fact that it
was not a test construction for which clear rules could be applied
while considering the required item difficulties or discriminatory
power. Although recommendations could be used as a guide,
each change or reduction of the item pool had to be made
by carefully considering the content. For example, the subscale
“Structural Discrimination” represents a very heterogeneous set
of items, as they were meant to represent different institutional
sources of discrimination, for example the educational system,
as well as the media and the health care system. In this respect,
we had to assume that discrimination perceived in one societal
structure does not necessarily go hand in hand with a high level
of discrimination in another, as there are unintended public
and private sector policies that restrict opportunities for some
groups (62) and we do not yet know precisely how they interact
(62, 63). This means that the item-total correlations it did for not
have to meet the same requirements as did the other subscales.
We also had to make sure we did not over- or under-represent
some sub-aspects.

Nevertheless, a detailed explanation of the reasons for
deleting or retaining the items ensures transparency, and very
high item-total correlations were achieved overall. Only in
the “Structural Discrimination” subscale one item with a low

TABLE 4 | Changes in the instrument structure through internal consistency
analysis.

Scale α initial α final Initial number

of items

Revised number

of items

Experienced SBA 0.940 0.948 18 17

Anticipated SBA 0.927 0.949 20 16

Affiliate stigma 0.904 0.933 23 19

Structural
discrimination

0.817 0.868 31 15

COPMI-SQ—total 0.970 0.975 92 67

Results of the consistency analysis. The initial internal consistency refers to all original

items of a scale.

item-total-correlation, namely “In the media, mental illness is
appropriately portrayed” remained in the questionnaire. This can
be justified due to the item’s relevance to the content and that
its discriminatory power of 0.282 was only minimally below the
acceptable limit of 0.3. Nevertheless, items of low discriminatory
power or showing low item-total correlations must be examined
more closely in the further validation course in a factor analysis.

The very high values regarding internal reliability and the
increase in Cronbach’s alpha in each subscale, as well as in the
final instrument compared to its first version suggest that we
made the right decisions here.

We detected overall very strong correlations between the
various subscales in the questionnaire’s revised form. This may
be an initial indication that also a one factor model may be
considered. In a further validation study, factor structure and
dimensionality have to be examined.

Evaluating Reliability and Validity
The final COPMI-SQ’s internal reliability can be considered
as very good. It demonstrates good to excellent internal
consistency in the subscales, as well as excellent internal
reliability of the instrument as a whole. We ensured content
validity through an expert panel, and evaluated the difficulty of
understanding items with children themselves. However, due to
the impossibility of conducting a factor analysis, whether these
subscales are confirmed by the instrument’s factor structure and
multidimensionality cannot be assessed yet.

Test-retest reliability could not be assessed due to an
insufficient sample size. However, we can assume that stigma
experiences are also not constant variables. New experiences can
always emerge, so that if test-retest reliability is to be measured,
there should be a shorter time span between them. Furthermore,
the mere questioning of these experiences could also lead to
some young people, especially when confronted with the topic
for the first time through the questionnaire, potentially being
sensitized to subsequent experiences and accordingly revealing
higher values at a later point in time.

Strengths and Limitations
The greatest strength of the present study is that the COPMI-
SQ was theory-based and developed supported by an extensive
systematic review. In addition, the various steps in its
development are presented transparently and in detail.
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There are several areas for improvement and further
investigations. About half of the participants reported having
a mental illness of their own—a good representation of the
population of children of parents withmental illness (64), but this
means that their responses may be cofounded by experiencing
stigma due to their own illness. Due to recruitment difficulties,
we were unable to identify enough participants to permit a factor
analysis and investigate multidimensionality and factor structure.
The assumed four factors are not supported by the very high
inter-correlations of the assumed subscales, but they cannot be
ruled out either. However, the study is still ongoing. With the
reduced number of items due to the item analyses, we can reach
our sample size more easily. Other recruitment strategies, such
as recruiting via schools, must be integrated in the future to
reach this vulnerable target group. Since this paper is concerned
with the methodology of developing a new instrument, content-
related considerations of the different dimensions of stigma have
been marginalized. A more detailed discussion of the meaning
and interconnectedness of the different dimensions can be found
in the paper reporting the results of the systematic review (28).

Implications for Further Research and Use
of the COPMI-SQ
In a further validation study, we will aim to recruit approximately
200 COPMI to examine our questionnaire’s multidimensionality.
In the first step, this should be examined via an exploratory factor
analysis (EFA). An EFA is preferable to a confirmatory factor
analysis (CFA), since it is possible that factor structures other
than those expected might emerge (45). Especially as high inter-
correlations between the subscales might indicate a one-factor
structure, uni-dimensionality should also be checked. A CFA
should then be conducted on a separate sample to confirm the
structure of the scales resulting from the EFA.

A further validated COPMI-SQ could be used to help develop
anti-stigma and general interventions for this population. Our
first pilot data promises good reliability of the a priori assumed
subscales. As our scale is constructed for young people aged 12–
19, it can be used as a starting point to develop a scale addressing
the same problem for younger children. A more creative and
interactive way of getting those information from younger
children, should be developed, to be able to incorporate younger
children’s views as well. Research in children’s lived experiences
is limited, and this is especially true for younger children.
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The goal of this perspective piece is to suggest challenges to family-focused practice

with parents with mental illness and their children that have emerged during the

COVID-19 pandemic. We discuss implications for practice, policy, and research that

will benefit from rigorous study in the future, as we sift through lessons learned. The

impact of the pandemic on the mental health and well-being of people around the

world has been documented. Common adaptations in service delivery have included

a shift to telehealth and digital tools. The pandemic has posed challenges to practice

across the EASE Framework components for family-focused practice (i.e., Engage,

Assess, Support, and Educate) for both parents/families and practitioners. Governmental

policy and funding responses will be critical to addressing the impact of stresses,

disruptions and losses endured during the past months. Pandemic experiences and

consequences have implications for research measures, methods, and outcomes, given

the dramatic changes in people’s lives and the contexts in which they live. The shift to

research implementation in virtual environments has resulted in challenges in maintaining

confidentiality, and the privacy and security of data. As we move forward, it will be

important to acknowledge the remaining uncertainty about the future and accommodate

the profound changes in family life, professional practice, and research implementation

related to the pandemic in our efforts to demonstrate the effectiveness of positive lessons

learned while developing new approaches for dealing with the negative consequences

of the pandemic.

Keywords: family-focused practice, parents with mental illness, children of parents with mental illness, pandemic,

adaptations, COVID-19

INTRODUCTION

Over the past few decades, the practice, lived experience, and research communities have
engaged in ongoing discussion to specify core principles of family-focused practice aimed at
improving outcomes for parents experiencing mental illness and/or substance use disorders
and their children. Consensus has emerged across diverse cultural and systemic settings where
stakeholders collaborated to facilitate local adaptation of evidence-based interventions (1–11).
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Practice principles underpinning these initiatives include the
importance of asking about an adult’s parenting and family status,
or a parent’s mental health and well-being when children are
being seen. Treatment and recovery are viewed as relational and
multidirectional processes, with families providing the context
for change. Relationships with parents and family members
are built on trust and a non-judgmental, trauma-informed
approach. Family roles, responsibilities, needs, and resources
are assessed and considered in care planning and goal setting,
leveraging the strengths of parents and children to address
vulnerabilities. The coordination and integration of supports
across diverse service sectors and natural networks are advised, in
the context of a collaborative, therapeutic partnership approach.
Psychoeducation about mental health benefits both parents and
children (4, 5, 11–15).

Any changes, temporary or otherwise, in the biopsychosocial
challenges families face and the factors that mediate risk, enhance
resilience, and support personal and relational recovery require
re-examination in light of the COVID-19 global pandemic (16).
A contemporaneous understanding of the pivotal elements of
socio-cultural and service system contexts is paramount to
ensuring that future practice, policy, and research in this field
remain evidence-based, and that lessons learned during and due
to the pandemic are incorporated into our efforts.

In this perspective piece, we lay out a range of possible impacts
of the COVID-19 pandemic on the core elements of family-
focused practice. We borrow the EASE Framework (4), a theory-
and evidence-informed practice approach to relational recovery
for parents with mental illness, to organize our comments for
this perspective. Our discussions with mothers with mental and
substance use disorders and practitioners over the past 2 years
further inform our consideration of the ways in which the
pandemic has challenged family-focused practice.

As experienced clinicians and researchers in two different
countries, cultures, and service contexts, we recognize that our
perspectives are shaped by our own lived experience of the
pandemic and the lives, experiences, and stories of those around
us. Our goal is not to provide recommendations based on
research findings but, rather, to suggest challenges and discuss
implications for family-focused practice, policy, and research that
will benefit from rigorous study in the future, as we sift through
lessons learned to endorse positive consequences of the pandemic
and move past negative impacts.

THE PANDEMIC HAS CHALLENGED
FAMILY-FOCUSED PRACTICE

The impact of the pandemic on the mental health and well-
being of people around the world has been documented (17–
20). Common adaptations in service delivery have included a
shift to telehealth and digital tools (21). The pandemic has posed
challenges to practice across the EASE Framework components:
Engage, Assess, Support and Educate (4). Challenges have
differed somewhat, depending on family circumstances and
whether parents and families are newly referred or have existing
relationships with practitioners (16).

Engage
Engagement is the process of building a relationship with a parent
and relevant family members, establishing rapport and trust to
promote further collaboration (4). The pandemic has disrupted
traditional, in-person modes of contact for practitioners with
parents and families in many ways. Emerging, increasingly
routine solutions (e.g., video conferencing) have necessitated
attention to building and strengthening relationships within new
arrangements. Cognizant of the limitations of virtual contact,
practitioners have had to adapt or seek new ways to build trust,
develop rapport, and maintain the safe, collaborative therapeutic
partnerships essential to family-focused practice (22).

Safety imperatives have curtailed face-to-face contact by
suspending home visiting or changed how this might occur
due to the need for PPE protection, physical distance and,
where possible, outdoor exchange. The focus of all parties (i.e.,
parents, families, practitioners, and programs) on minimizing
the threat of infection have fundamentally altered the ways and
locations in which parents, families and practitioners connect.
Staying mindful of family needs and promoting connection
likely have been challenging within some settings (e.g., hospital
emergency departments or adult psychiatry inpatient units).
Fundamental physical safety priorities have curtailed family
visiting and possibly contributed to the breakdown of inter-team
care coordination. During a crisis of this proportion, staff may
have been redeployed away from their usual duties, potentially
disrupting established therapeutic relationships.

While digital technology enables virtual connection as an
alternative to face-to-face contact, these modes are not without
disparity in their availability, cost, quality, capacity, and user
proficiency. They also largely create a de facto incursion into the
home, with potential privacy issues, complicating engagement
in a way that office-based visits, if they were the norm, do not.
The presence of children and other household members who
may not be the focus of the session may affect levels of comfort,
openness to sharing, concentration, and focus. Where sensitive
matters such as abusive relationships, substance use or issues
undisclosed to others in the household exist, virtual home-based
sessions can be problematic. Practitioners may be exposing their
own households to the parents they work with in virtual sessions,
in ways that may inhibit or, alternatively, promote discussions of
children and family life.

Assess
Assessment involves asking key questions in the context of the
parent-practitioner relationship (4). The pandemic may have
mixed impact on assessment of parents and family members,
particularly in new relationships. If assessments are done
virtually, practitioners may be concerned about missing the
cues or signals that inform clinical judgement. Peer recovery
coaches, in our community engagement discussions, shared their
concerns about possibly missing signs of substance use relapse
that typically informed their “hunches” about how parents
were doing.

Virtual sessions may provide glimpses into the parent’s
home and family life, previously unavailable. Parents may face
the disclosure of information—as seen by the practitioner
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or overheard by the child or partner—they might not have
provided in an initial assessment session. Parents may say more
than they might have typically offered in the past, as being
stressed and feeling frustrated, unhappy, or anxious have become
commonplace in the COVID-19 context. Articles in the popular
press highlight “parenting burnout” and underscore the stress
accompanying remote learning for children due to lockdown.
The pandemic may have, in some ways, given parents permission
to openly discuss their challenges and ask for help, in a less
judgmental context and with fewer negative consequences.

In many ways, family life has changed significantly. Routine
assessment probes such as the request to “describe a typical
day” have new meaning when days are no longer “typical” and
a “new normal” is emerging over time. Life may have slowed
down or become more intense, as obligations and commitments
outside the home have been limited by travel restrictions and
family members are spending more time together. When coping
(e.g., with the threat of illness exposure or pandemic-induced
isolation) is perceived as challenging for everyone, practitioners’
assessment of risk or the identification of family members’
strengths may be altered.

Parents’ resilience and coping strategies may be enhanced by
opportunities for practice or overwhelmed by stresses conveyed
by the pandemic. The “mom-wine” culture touted in social
media may well have influenced alcohol consumption over the
past months, as parents cope with unprecedented pressures
through increased substance use (23). Clearly, a non-judgmental,
accepting stance on the part of the practitioner is warranted, with
appropriate questions posed to clarify any assumptions made
during an assessment.

Support
Support includes helping parents take steps toward realistic goals,
to achieve their vision for the family (4). The provision of
instrumental or emotional support directly, or via the sharing
of information and connections or referrals to resources have
likely been significantly impacted by the pandemic. Exploring
immediate unmet needs has been complicated both by the
awareness that fewer solutions are available, and that methods
of access to them have been hampered. On the other hand, a
parent may be more likely to identify needs that have become
more readily apparent due to the pandemic, as people’s awareness
and acceptance of challenges in day-to-day living have become
the norm.

Developing and bolstering natural and professional support
networks for parents, their children, partners, and other family
members—a key activity in family-focused practice—may well be
a major challenge. The ability to establish crisis and family care
plans may be undermined by the lack of access to the established
safety net of the extended family, respite resources, and school
or childcare programs. In some cases, the pandemic may have
led to a permanent loss of kinship care options, particularly
affecting proactive parent-led prevention of relapse, or planning
for hospitalization when alternative care options are vital. A fear
that hospitalization may expose an individual and, therefore,
family to infection may have led to avoidance of help seeking or
planned admission, undermining a parent’s recovery. In addition,

demands on hospitals to focus on the acute needs of COVID-19
patients, has made in-patient care harder to access for those with
non-COVID-19 related concerns.

The safety valve and empowerment provided by peer support
and group programs for parents and children may have also been
diminished through cancellation, postponement, or transfer to
online formats. Online platforms have allowed some continuity
of support, but the effectiveness of online approaches may vary
depending on the resources and technical capabilities of users
and services. The capacity to refer to additional professional
help for individuals or whole families (e.g., counseling, infant
and maternal mental health, family therapy) may have been
limited by demands on the workforce to serve a much larger
proportion of the population who have been affected by
the pandemic.

Educate
The provision of evidence-based psychoeducation to parents
and children is a key tenant of family-focused practice (4).
The pandemic has resulted in an “info-demic” as parents
and families are bombarded by health information, constantly
changing as new research findings emerge. The pandemic
has placed mental health center stage, with more information
available in the popular press than ever before (e.g., suggestions
for recognizing depression, coping with anxiety, etc.). Health
literacy skills have become increasingly important, as parents and
families make decisions about whether and when to seek help
for emotional and behavioral problems, along with pandemic-
specific decisions about social distancing, mask wearing and
vaccination. Parents may require or request assistance in sifting
through available information.

Psychoeducation about coping with loss and grief has become
increasingly important. Families may have lost family members
to illness and death; lost regular contact with extended family
and friends; and lost the normal routines that comprised
pre-pandemic family life. Continuous proximity of family
members without sufficient relief during lockdowns has for
many, intensified relationships within the home and resulted
in emotional dysregulation, relational strain, and interpersonal
hostility (16). The practitioner may be faced with the challenge of
teasing apart the impact of the pandemic and trauma conveyed
from normal development issues, though the parent and family’s
needs and the professional’s response may be similar in either
case. The frame placed on the issues is critical in supporting
parents and families in drawing upon their strengths, rather than
succumbing to their vulnerabilities.

DISCUSSION: FUTURE IMPLICATIONS

The challenges to family-focused practice during this period of
pandemic crisis require us to consider the future implications for
families, communities, and the workforce. This Discussion
highlights opportunities to strengthen core principles,
to identify potential undermining of advances made to
date, and to refresh the practice and research agendas for
the future.
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Families and Communities
As time passes, more detailed evidence of the impact of
the COVID-19 pandemic is emerging, confirming expectations
that the incidence of mental ill health has indeed increased,
with females and younger age groups particularly affected by
depressive and anxiety disorders (24). The social determinants of
mental ill health are clearly reflected in the social and economic
consequences of the pandemic and, in turn, to an exacerbation
of pre-COVID mental illnesses. This is of particular concern
in families where parents had prior mental or substance use
disorders and find their ability to manage their illnesses and cope
with the demands of childrearing overwhelmed by pandemic-
related stresses.

However, while generating significant demand for mental
health services, this increase in higher prevalence psychiatric
disorders (e.g., depression, anxiety) and greater awareness of the
multidimensional, interdependent nature of mental distress and
adversity across the lifespan, also create opportunities to:

• lessen the stigma, shame and secrecy that often accompany
mental ill health or substance use;

• normalize open discussion about mental health or substance
use concerns and, therefore, encourage help-seeking behavior;

• mobilize previously untapped social support networks (e.g.,
community and neighborhood opportunities), particularly for
children and adolescents (25);

• increase recognition of the need for co-design in planning
sustainable local responses (26, 27);

• gain public and governmental support for addressing mental
health and substance use challenges, overcoming policy-
related barriers to services and increasing funding for
prevention, early intervention, and treatment.

What the post-pandemic context holds for those affected by lower
prevalence mental illnesses typically considered more serious
(e.g., schizophrenia, bipolar disorder), either pre-existing or
newly onset, is less clear. Given the historical failure to implement
and scale up adequate responses to those living with mental ill
health despite compelling evidence of effective interventions, it
may be the case that this heightened public awareness will steer
discourse, service orientation, and publicly funded resources and
research away from serious and enduring mental illnesses to the
more commonly experienced situational, adjustment, and higher
prevalence psychiatric disorders.

Workforce
One of the implications of this much broader experience of
adversity and crisis is the effect on practitioners (28, 29). Many
family-focused practitioners have undoubtedly encountered
significant stress in their personal and professional lives,
which may have generated reflection and reappraisal. Career
reassessment is occurring in health care fields and in the
workforce in general (30). Future inquiries should examine the
extent of pandemic-related secondary impacts on family-focused
practitioners of trauma, helplessness, compassion fatigue, and
work-related moral injury (i.e., the profound psychological
distress that comes from actions or the lack of, which violate one’s
moral or ethical code) (31).

If the emotional reserves of professionals have been
tested, how has that impacted therapeutic relationships? Are
practitioners more attuned to their parent-clients and the needs
of the children in these families (32)? In training and supervision,
practitioners may be able to draw from their personal exposure to
adversity to consider their perception of risk and their capacity
to maintain a fundamentally non-judgmental, strengths-based
approach in their work. With the significant community effort
and experience in collective caring and interpersonal sharing
during this crisis, we also have an opportunity to elevate the
utility of both peer support and recovery approaches across
health and social care sectors, given their natural alignment to
pandemic responses and healing.

If we accept that reliance on digital platforms has been
embraced as an acceptable practice adaptation, this could lead to
framing Internet access as a basic right, requiring future mental
health service delivery to maintain a flexible menu of virtual and
face-to-face options tailored to individual need, preference, and
suitability. This could include:

• peer group programs that consist of a hybrid combination of
face-to-face and online sessions;

• home visiting prioritized for individuals and families without
reliable digital access;

• face-to-face interaction prioritized where virtual contact
interferes with micro-communication; and

• increase in the available workforce by including those who
cannot undertake a full time, site based or home visiting role
due to other commitments or restrictions (e.g., digital service
delivery by those home-bound).

It would be wise for the practice community to prepare
actively to advocate against the repetition of past experience.
Competing priorities in any service reconfiguration because of
the pandemic may mean the needs of parents with mental illness
and their families go unrecognized or untreated, as has occurred
historically when resources are scarce.

Research
Our pandemic experiences have implications for research
measures, methods, and outcomes. Treatment targets and
timeframes may have shifted, given changes in modes of
engagement, contextual stresses, and coping strategies. The
validity and reliability of research measures routinely employed
to assess variables and outcomes may need to be re-evaluated,
given the dramatic changes in people’s lives and the contexts
in which they live. For example, traditional measures of
social networks, social support, social functioning, self-efficacy,
family functioning and family relationships may require careful
examination, given the likely impact of the pandemic at a
population level on each of these. Intervention fidelity measures,
possibly based on frequency or type of visits, may need to be
adjusted to take virtual encounters into consideration.

The pandemic has likely had positive and negative impacts
on research practices. The shift to virtual encounters has, in
some ways, made research interviewing more streamlined and
expeditious by eliminating the need for travel. On the other
hand, issues of privacy and confidentiality have been raised, as
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both the participant and the researcher are more exposed on
the video screen. The role and responsibilities of institutional
review boards have become more complex, as issues of data
collection, management, and security have been challenged by
requirements for limited in-person contact and social distancing.
Research with parents and families may have been limited during
this time to those with access to the Internet and necessary
equipment. Alternatively, the shift to virtual data collection
may have resulted in the ability to access target populations
previously untapped or more diverse than in-person data
collection permitted.

CONCLUSION

In conclusion, we acknowledge that our perspective is based
on our experiences as clinicians and researchers in two well-
resourced, first world countries. Our goal is to bring attention to
both the challenges and the opportunities the pandemic brings to
family-focused practice, and the parents, children, and families
with whom we partner. As we move forward, it will be important
to acknowledge the remaining uncertainty about the future and
accommodate to the profound changes in family life, professional
practice, and research related to the pandemic, as we demonstrate
the effectiveness of positive lessons learned while developing new
approaches for dealing with negative consequences.
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Background: Children of parents with a mental illness are at higher risk for various

psychiatric problems and adaptive difficulties compared to those of parents without

mental health problems. Certain preventive psychoeducational interventions target these

children to promote their well-being and resilience and prevent the emergence of

adaptive difficulties. However, few such interventions have been developed and evaluated

specifically for elementary school-aged children of parents with a mental illness.

Objectives: This study aims to evaluate an interpersonal psychotherapy-based book

targeting children living with a parent with a mental illness.

Methods: The study examines children, parents and psychosocial workers’ perception

of the acceptability, appropriateness and utility of the book. In total, 22 participants

answered online open-ended questions after reading the book.

Results: The book was highly appreciated and positively perceived by the families and

psychosocial workers. Results suggest that children, parents and psychosocial workers

viewed it as an appropriate and useful tool for supporting children with a parent with a

mental illness. The present study reveals that the bibliotherapy appears well adapted to

the developmental level of school-age children.

Discussion: This study presents a book that shows promise for supporting the

resilience of elementary school-aged children having a parent with a mental illness.

Results highlight the importance of tailoring the content and modalities of interventions

to the developmental level, needs and preferences of elementary school-aged children.

The relevance of a collaborative method is also discussed, thus providing knowledge

regarding this type of approach for the development of interventions targeting children.

Keywords: children, parental mental illness, bibliotherapy, psychoeducation, interpersonal psychotherapy,

intervention
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INTRODUCTION

Overall, about one in five children have a parent with a mental
illness (1). The mental illness symptoms can have a significant
impact on the parent and other family members, including
children (2). Living with a parent with a mental illness may
involve adverse family conditions (3, 4) characterized by high
levels of conflict, poor family communication and low cohesion
between family members (5, 6). Children of parents with a
mental illness (COPMI) frequently report a poor parent-child
relationship, few moments of shared family time, a tendency
to be parentified (7) and, above all, developmental needs that
often go unmet (1). Exposure to parental mental illness can
also lead to several negative outcomes for a child. COPMI are
at higher risk of a wide range of negative affects (e.g., fear,
anxiety, sadness, guilt, shame, confusion), notably owing to the
parent’s symptoms, lack of information about the mental illness,
and fear of developing a similar illness or being responsible for
the parent’s illness (8, 9). These children may also experience
more isolation and loneliness than others (10). The stigma of
their parent’s mental illness may make them reluctant to invite
friends over, talk about the mental illness, or ask for help from
those around them, thus reinforcing their feelings of distress
(10–12). Moreover, COPMI are at higher risk of academic
difficulties (8, 13, 14) and emotional and behavioral problems (15,
16). The scientific literature reveals, furthermore, that parental
mental illness significantly increases a child’s risk of developing
psychopathology during childhood, adolescence and well into
adulthood (17–22). This risk of intergenerational transmission
seems present for two future generations (22). Furthermore,
the likelihood of these children developing a mental illness at
a younger age is higher than that observed in children in the
population at large (23, 24).

Despite these important risks, it should be noted that
children exposed to parental mental illness do not all develop

in the same manner, as is underlined by the multifinality

concept. While some face significant psychosocial difficulties,
others demonstrate resilience in the face of family adversity

and avoid developing psychosocial problems (1, 25–28).
Interestingly, according to a literature review by Drost et
al. (25), several COPMI even report feeling “more mature,
independent, and empathic than their peers who did not have
a parent with a mental illness”. These resilient children show
that some aspects of their environment and family, including
positive and strong social support or the presence of a parent
with positive mental health, helped them maintain good
mental health. At the same time, the literature indicates that
interventions to promote the mental health, well-being and
resilience of youth with a mentally ill parent should include
several components underscoring protective psychosocial
factors. Protective factors are: seeking and requesting social
support; acquiring knowledge about the parent’s mental
illness; communication and problem-solving skills; self-esteem
and social competence skills (e.g., recognizing and sharing
feelings and needs); and capacity to replace negative cognitions
(12, 29, 30). Coping skills are particularly important in a
family context where the manifestations of parental mental

illness can lead parents to be unable to manage daily problems
and conflicts.

Generally speaking, results of several studies indicate that
the preventive interventions designed for this at-risk clientele,
including the targets mentioned above, are beneficial and have
positive effects on children’s mental health and overall well-
being (9, 31–33). They are recommended as early as elementary
school, in a prevention perspective (1, 5, 30, 34). As examples,
the Play and Talk group program (21), targets 8-to-12-year-
old children with a mentally ill parent and offers eight weekly
90min group meetings and a family meeting. The intervention
program shows beneficial effects in participating families. Indeed,
in a study conducted with 254 families, a decrease in negative
thoughts and emotional and behavioral problems was observed
in young participants to this program compared to the control
group (35). Another example of an intervention with beneficial
effects is the Family Focus DVD, designed for families with a
parent having a depressive or anxiety disorder and elementary
school-aged children. An increase in mental health literacy and
knowledge of strategies for talking about mental health problems
was reported by the 29 young participants (36). More generally, a
meta-analysis highlighted that COPMI have a 40% lower risk of
developing psychopathology when they have access to effective
preventive services (16). Therefore, it’s essential to support
COPMI and their families with effective and easily accessible
interventions to help them cope with the various challenges
they face (37). The challenges they face are exacerbated by the
current epidemiological situation and the difficulty of the mental
health services to respond quickly and in an adapted way to their
important needs (38–40).

However, even if the effects of interventions are positive and
seem to persist and even increase over time, they tend to be
small and are therefore unlikely to be sufficient to effectively
reduce these children’s risk factors or lighten their burden
(35, 41–43). Some researchers raise the hypothesis that the
content and modalities of certain preventive programs and tools
for elementary school children may not be adequately tailored
to their needs, characteristics or developmental level (35, 41,
42). In fact, very few published studies present information
on the satisfaction or perceived usefulness of their content or
intervention modalities by participants or on how the program
content is integrated into the children’s and family’s life (44,
45). Besides, few studies have consulted elementary school-
aged children to determine their needs and preferences when
designing or evaluating interventions for them (44). Hence,
almost no information is available on how COPMI perceive and
accept the tools and programs proposed to them or, for example,
if they understand the terms, strategies or activities included
(42, 44–46). In general, the effects of preventive interventions
are usually evaluated without considering their implementation
(47). The adequacy between the characteristics of the clientele,
the intervention protocols and the service delivery can ensure
successful implementation and utilization of available services
among families (48–51). When a psychoeducational program
or intervention tool is offered for school-aged children, the
proposed content must be relevant and adapted to their
developmental level, notably their ability to understand complex
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concepts, solve interpersonal problems, focus during long
periods of time, and recognize and share their emotions. Garber
et al. (42) suggest these factors maymodulate the implementation
and effect sizes of psychoeducational programs or interventions
targeting children.

Some strategies could improve children’s acceptability
and understanding of the content of an intervention. The
recommendation is to use simple language and clear and short
sentences when giving instructions, and to provide tangible and
visual materials, pictograms, playful games, concrete examples
and practical experiences (42, 52). Bibliotherapy appears to be
among the most promising ways to promote the understanding
of psychoeducational content and its adaptation to children’s
developmental level (52–54). The term bibliotherapy refers to
the use of written materials (e.g., storybooks) as therapeutic
tools for preventing or treating a variety of specific issues related
to a child’s needs (54, 55). Empirical evidence underlines the
positive effects of bibliotherapy on individuals with mental
health problems and on mental health and well-being in general
(55, 56). Also, although the evidence is scarce, some evidence
tends to show that bibliotherapy could be beneficial for COPMI
(57–59). In fact, some interventions for COPMI incorporate
psychoeducation and informative materials in written form
(e.g., pamphlets, books, symbolic stories), which supports the
relevance of this type of medium for these children (30, 33, 60).

In Quebec, Canada, a book titled Le Trésor de l’Île Rouge (see
https://lapproche.uqo.ca/le-tresor-de-lile-rouge/) was developed
initially as part of a preventive intervention program for
families with a depressed parent adapted from Family Talk
(61), FAMILLE+ (62, 63). The aim of the book is to help
elementary-school COPMI learn coping strategies to deal with
the challenges and difficult situations of everyday life. The
book can be read by the child alone or facilitated by a
professional, parent or other adult. The story describes an
amusing pirate adventure where children are introduced to the
main characters, their adventures and the strategies they use to
overcome the obstacles and challenges they encounter. It uses
different learning modalities and a series of activities offering
young readers various opportunities to learn while having fun.
Some of these are free to download and use on our website
(e.g., Emotional-Pirate tools). The book’s content is based on
intervention targets acknowledged to bemost relevant to COPMI
as presented above (e.g., (19, 29, 64). It is also based on
the Interpersonal Psychotherapy (IPT) approach, a commonly
used and evidence-based preventive intervention treatment
for depression in adolescents (65, 66) and pre-adolescents
(8–12 years old; (67)) and a number of other disorders
including anxiety (68). Several studies show its effectiveness for
improving well-being and social functioning in young people
(66). IPT focuses on improving interpersonal relationships,
reducing symptoms of mental illness and improving well-
being. This goal is achieved by improving communication
and relational problem-solving skills and promoting positive
interpersonal behaviors with significant others (e.g., parents,
peers). Similarly, our objective via the IPT-based book is to help
elementary school-aged COPMI learn concrete socio-emotional
regulation skills, effective communication and interpersonal

problem-solving skills, strategies for reducing conflict and
ways to promote their social support network. In the long
term, this may enable children dealing with parental mental
illness to better cope with their parents and family. It
may also help promote a positive parent-child relationship,
children’s well-being and, ultimately, their mental health (see
Table 1).

It should be noted that the book addresses the main problems
encountered by COPMI without addressing the specific issue
of parental mental illness. Communication difficulties, impaired
family functioning and a tendency to parentification are examples
of themes highlighted in the characters’ stories. For example, the
main character, the ship’s captain, feels unwell and can no longer
meet the needs of his shipmates. This passage conjures themental
illness of a parent who has difficulty responding adequately to
their child’s needs. The captain also experiences many negative
emotions (e.g., shame or guilt) and hides in his room rather
than inform the crew of his situation. The captain is concerned
about the possible reaction of the ship’s company to his inability
to function as usual, a situation recalling the stigma and shame
associated with parental mental illness in families (10, 69).

Two previous pilot studies assessed the evaluation of the first
version of the book and highlighted suggestions for improvement
(70). Some changes have been made to enhance its acceptability
for children ages 7 to 11. This study evaluates the second version
of this book. The present study aims to evaluate the IPT-based
book Le Trésor de l’Île Rouge targeting elementary school-aged
children with a parent with a mental illness.

METHODOLOGY

Research Design
The formative evaluation examined children, parents
and psychosocial workers perception of the acceptability,
appropriateness and utility of the book. Qualitative data were
collected by asking participants to respond to online open-ended
questions after reading the book. Data triangulation between the
perspectives gathered from children, parents and psychosocial
workers was performed as a cross-validation modality to
increase the validity and confidence level of research results
(71). Involving children themselves in the assessment process
is advocated as it provides more valid and accurate data based
on their perspectives and experiences, which are often different
from their parents or psychosocial workers (72–77).

Recruitment and Procedures
Between August 2020 and September 2021, participants were
recruited from two community organizations (La Boussole
and L’Apogée) that provide help and support services for the
relatives of individuals with a mental illness. The organisations’
management promoted the research to families using their
services and to psychosocial workers. To be eligible, families
had to have a child aged 7 to 11 years old and a parent with
a mental illness. For psychosocial workers, the single inclusion
criterion was to work with families with parental mental illness.
Participants had 3 weeks to read the book and complete
the online confidential formative evaluation questionnaire.
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TABLE 1 | Strategies and activities of the book.

Chapter Title Description and activities Psychoeducational goals

and strategies

Captain Philou and his new crew Captain Philou puts together his new crew to find the Red Island

Treasure and the crew members use all their strengths to battle

enemy pirates.

Use your strengths

(personal and family).

The storm rages on The crew must overcome a terrible storm, which makes the pirates

experience a lot of emotions and jeopardizes the operation of the

ship.

Share your emotions with others, otherwise they will

grow inside you.

The island of a thousand words Poor communication between the crew members causes the boat to

crash on an island.

Use your communication skills.

Work together to overcome challenges.

The rotten fish The captain is not feeling well. A pirate must take on his

responsibilities. He has too many tasks and the ship is attacked by

sharks.

Ask for help when you need it.

Recognise and talk about your limits and needs.

The red ants The pirates arrive on the Red Island. Excitement is running high, and

pirates experience all kinds of emotions. They make a plan to

overcome the obstacles they will encounter on their way.

Breathe gently through your belly to calm yourself.

Use the problem-solving technique.

A celebration The crew hikes over the Red Island and faces multiple dangers. They

find the brother of a teammate and the treasure. A banquet is held to

celebrate.

Emphasize the importance of doing fun activities as

a family.

Captain’s questions Reading comprehension questions: 5 multiple choice questions

related to the story and strategies taught.

Validation and learning integration of coping

strategies.

Pirate-Active Body percussion activities: Pirate dances and related reflection

questions.

Get the children moving and make connections to

the theoretical content.

Emotional-Pirate Feelings tools: Mood thermometer and emotion display to evaluate

feelings.

Encourage identification of emotions and generate

discussion on the subject.

Tips from Diane La Sage Emotional regulation skills: 3 tips for sharing and calming your

emotions. Space to write down ideas.

Encourage sharing of emotions and healthy

strategies to soothe emotions.

Quiz: Which pirate are you most like? Identifying personal strengths: Quiz with questions and captions to

determine which pirate child resembles.

Explore and reflect on personal strengths.

Special recipes from Jeanne La Borgne Parent-child activities: 4 recipes related to the story about the pirates. Promote quality time between the child and a

significant adult.

My pirate team Social support activity: 1 proximity circle exercise and 1 fun pirate

drawing activity.

Identify people who can meet the child’s needs.

The pirate apprentices’ corner Self-esteem drawing activity: Invitation to draw the crew’s adventures

with the chance to post the drawing on the book’s website.

Promote children’s self-esteem and their integration

of information and reinforce the dynamic aspect of

the book.

Although parents could help their child technically (e.g., write
down the answers or rephrase the questions), they were told
it was important for children to give their own answers
when completing the questionnaire. A research assistant offered
to assist children and parents as needed, but this help was
not requested. Participating families were given a financial
compensation of $25 in the form of a voucher.

Sample
In total, 22 participants completed the online questionnaire,
including eight parents (five mothers and three fathers), eight
children (four girls and four boys) and six psychosocial workers.
The children’s explicit consent was obtained as part of their
participation. Three children were 7–8 years old; two children
are 9–10 years old, and three children were eleven years old
(M = 9 years). The participating parents were aged between 36
and 45 years old (M = 40 years). Four families were biparental,
two were blended or uniparental. Two children had an attention
deficit hyperactivity disorder and were being treated by a child
psychiatrist. All participating children were receiving specific

support services from a community organization for the family
members of a person with a mental illness. Four parents had a
diagnosis—mainly of mood or anxiety disorders—and four were
the partner of a parent with a diagnosis. All four parents with a
diagnosis had a comorbid mental illness with one or more co-
occurring illnesses. Five parents had a university degree, two had
a college degree and one parent reported having a high school
diploma. All six psychosocial workers were woman. Four of them
were under 35 years and twowere between 40 to 45 years old. Five
had a university degree and one indicated having a college degree.
The majority had one to 2 years of experience in their workplace.

Formative Evaluation Questionnaire
To gather information concerning the book’s acceptability,
appropriateness and utility for children aged 7 to 11 years old
with parent with a mental illness, participating children, parents,
and psychosocial workers were asked open-ended questions
about their overall appreciation of the book and its features.
Examples of questions for children are the following: “Did you
enjoy the book? Why?”; “What did you like most and least?”;
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“What strategy did you find most useful? Why?”. Most of
the questions asked to the parents and psychosocial workers
were identical. For examples: “Did you enjoy the book?”; “Do
you think this book was helpful and useful?”; “Would you
recommend this story to families with school-aged children?”.
Psychosocial workers were asked one additional specific question:
“Would you like to use this tool in your practice with children
aged 7–11 and their families?”. Parents were also questioned
about their perception of their child’s reading experience,
with one question: “In your opinion, did your child like
the book?”.

Then, four specific open-ended questions were asked to
psychosocial workers concerning the content’s readability and
appropriateness to the children’s age and developmental level:
“Do you think this book is adapted to the developmental
capacities of the target clientele?”; “Do you think some aspects
are difficult for children this age to understand?”; “Generally
speaking, do you think the information is well explained?”; “In
your opinion, is this book fun and enjoyable to read for children
of this age group?.” Similarly, parents were invited to indicate in a
few lines whether they considered the book to be appropriate for
children the same age as their own and to justify their answers.

Analysis Strategies
The qualitative data obtained have been transcribed and were
processed using N’Vivo software (78). General categories were
created to group the data according to the questions asked and
the book’s features. A triangulation of the data obtained from all
respondents was also carried out (79). Excerpts of responses were
selected for a concrete illustration of each category. Participants
were assigned fictitious names. Recurrences or discrepancies
in the responses of the various participants (parents, children,
psychosocial workers) were highlighted.

RESULTS

Evaluation of the Book in General
All children, parents and psychosocial workers who participated
in the study reported they liked the book. More specifically,
all parents affirmed their children appreciated it, as testified by
this father of a 7-year-old girl: “My daughter really liked the
book. When she started reading, she would take it with her in
the car, even when we went to the grocery store. Which actually
surprised me because she’s hardly ever done that with other
books. She practically finished reading the book before I did.”
Furthermore, participating parents reported that the book was a
helpful and useful tool for their child and family. Among themost
relevant elements underlined, they mentioned accessible content,
problem-solving strategies and understanding of experienced
emotions, as the following examples demonstrate:

“It makes them see that sometimes there are difficulties, but that it’s

always possible to overcome them together.” (Anna, Mother of an

8-year-old girl)

“The children realised that with good strategies they could solve

their problems easily.” (Jade, Mother of an 8-year-old girl and an

11- year-old boy)

“In 2021, I think boys need to keep up with the times and this is a

great way to show them that they can be close to their emotions even

if they want to be strong all the time.” (Layla, Mother of two boys

aged 8 and 10)

The psychosocial workers all agreed the book was helpful and
useful for 7- to 11-year-old children and their families. The
two main reasons for the consensus were teaching strategies
and use of the story as a therapeutic tool. In this regard,
psychosocial workers reported that the book allowed children to
access varied, concrete and simple tools. In their opinion, the
proposed strategies are relevant to any child in the 7-to-11 age
group and can be applied in a variety of situations to help them
overcome difficulties. A few psychosocial workers and one parent
also reported that using a story to address sensitive topics (e.g.,
difficulties or emotions) and teach positive coping strategies can
improve children’s attention, illustrate content and offer a playful
setting for learning and expressing experiences. The following are
some of their observations:

“This puts the strategies one must use to be a self-benevolent and

emotionally attentive human being into a more amusing context.”

(Layla, Mother of two boys ages 8 and 10)

“I think this book has great potential for youth intervention. (. . . ) I

believe this book is helpful for any 7- to 11-year-old child because it

offers strategies for communication, emotional regulation and self-

management that may be relevant to them in the future. It also gives

them the tools to remain calm in difficult situations. (...) The fact is

that children can identify a situation in the book and receive a tool

to solve it directly in the story. They can then apply it to themselves

afterwards.” (Florence, psychosocial worker)

Thus, all psychosocial workers agreed they would recommend the
book to families with school-aged children and aimed to use it in
their clinical practice with this clientele.

Evaluation of the Book’s Features
Families and psychosocial workers were asked to comment on
their appreciation of specific features (e.g., story, complementary
activities, characters, illustrations) of the book. The following
sub-sections describe the perspectives of participants regarding
the book’s features.

Story and Characters
In general, all the families and most of the psychosocial
workers reported they appreciated the story. The participants
considered it interesting, funny, captivating and imaginative. Jess
(psychosocial worker) explained: “There are many twists and
turns, and the adventure style is appealing.”

Parents especially appreciated the parallels between the
situations in the story and those in family life, as the following
excerpts show: “Nice parallel to life in general. I liked that it shows
both the good times and the not-so-good times since these are a part
of family life.” (Evelyne, Mother of 11-year-old girl); “Somehow, I
saw myself in the role of Captain Philou. The book uses fantasy to
teach life values that I think I and my children need. In fact, I asked
my 13-year-old son to read it too.” (Donovan, Father of 7-year-old
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girl). This father also praised the way the six chapters combined
theory and practice “in a very simple and understandable way”.

Finally, one psychosocial worker seemed less appreciative of
the story, which she deemed overly literal and redundant: “I
didn’t feel there was a narrative, but rather a snapshot of each event
(e.g., a challenge arises, you find solutions, you apply a solution,
it works, you move on to the next challenge). It would have been
interesting to have a larger narrative framework, which would
create better flow in the story and smoother interactions between
the characters.” (Valerie, psychosocial worker)

In another vein, many children, psychosocial workers and
parents found the characters to be well described, diverse,
colorful, original, and interesting. Mathieu, a father of two
children 8 and 9 specified: “The characters are endearing and
relatable to children.” One social worker, on the other hand,
commented that the characters were presented in an idealized
fashion (e.g., the story failed to mention their bad habits,
problems or faults). Another suggested that more connections
could have beenmade between the reactions of the characters and
mental health issues.

Illustrations, Visuals and Format
Children, parents and psychosocial workers reported liking the
visuals, colors and illustrations of the book. These features
are eye-catching and help make the book more dynamic. A
psychosocial worker also noted that the color-highlighted tips
and tools make it easy to identify the strategy used in the
particular situation. Florence (psychosocial worker) explained:
“I think the book is super well done. The illustrations are very
beautiful. (...) I really like the choice of colours.”

Most children, parents and psychosocial workers really liked
the book’s format. Psychosocial workers specifically liked the
division of chapters and sections and the balance between text
and drawings, which made the book easy and pleasant to read
and allowed for reading one chapter per day. However, two felt
it contained too much information (e.g., a lot of details on the
instruction page) and was “a little too long and busy”. As well, two
said the activities should be presented after each chapter related
to them, while another suggested the exercises be detachable so
children could use them more readily.

Strategies Presented
When asked about the most valued features of the book, parents
and psychosocial workers named the adaptive coping strategies,
which were considered relevant, accessible to all and easy
to understand.

“These are good strategies that are the basis of what we’re taught to

promote mental health.” (Evelyne, Mother of 11-year-old girl)

“I don’t usually let children know how I feel about a difficult

situation because I think I’m protecting them. But this book helped

me realise how important it is to communicate with them and how

to do this.” (Donovan, Father of a 7-year-old girl)

The taught strategies were also praised for being well illustrated,
clearly explained for the 7- to 11-year-old age group and
easily applicable in various situations. Because strategies were
appropriate to a given context, the participants felt children

could more easily identify the type of situation calling for the
tools presented. Two psychosocial workers also commented on
the diversity of the proposed learning methods (e.g., dance,
drawings, sharing, games, etc.), whichmeantmore children could
be reached based on their learning styles and interests. Judith
(psychosocial worker) specified: “Excellent strategies, varied and
accessible to all. They are well illustrated and explained for
all ages.”. One psychosocial worker, on the other hand, felt
that strategies should not be presented as instructions, since
this interrupted the storyline and could cause children to lose
interest: “At times, I didn’t feel like I was reading a children’s
story anymore, but a document explaining a strategy.” (Valerie,
psychosocial worker)

Themajority of children stated they had used or were thinking
of using a strategy from the book in the near future. Among
the strategies they had used or were considering using in the
near future, the breathing technique was named most often.
Half the children mentioned communication techniques (e.g.,
talking about their emotions, using “I” instead of “you”, looking
at people when speaking). Also, Angelique (age 7) responded:
“Asking someone for help when you need it. I used this technique at
school.” Additionally, some parents intended to use, or reported
having used, some of the strategies presented, as evidenced in
the following:

“We’ve already experimented them, and it has helped us during

conflicts.” (Jade, Mother of an 8-year-old girl and an 11-year-

old boy);

“They’re great [strategies] and my kids are already using them.”

(Mathieu, Father of a 9-year-old girl and an 8-year-old boy).

At the same time, parents and children identified the strategies
they perceived as particularly useful and helpful. Some
named self-regulation strategies (e.g., self-soothing or self-
calming), others the belly-breathing technique or the tips
for sharing feelings (e.g., the importance of and ways to
facilitate communication about feelings) and promoting effective
communication, including “speaking in the first person”.
The following comments reflect the strategies participants
found helpful:

“Talking about how you feel because it helps a lot.” (Lea, age 11)

“The way we communicate. We lived for several years with a dad

who blamed us for his bad behaviour, so the kids see from the

book that that this isn’t a good way to express themselves.” (Layla,

Mother of two boys, ages 8 and 10)

For the father of a 7-year-old girl, the problem-solving technique
was the most relevant: “As long as we’re alive, we’ll have problems.
I think that mastering this technique early on will better prepare
children for life.”

Complementary Activities
All respondents described the activities as relevant, fun and
interesting. Some parents and psychosocial workers emphasized
that the activities improved the children’s understanding of the
story, allowed them to integrate the book’s content, and made the
story more interactive and dynamic.
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“There were fun games. (..) I hope you write more books like this

because it explains to people how to relax and gives them activities

to do when they’re bored.” (Rose-Anne, age 8)

“The games were fun and helped us get to know each other better,

develop new strategies and laugh together.” (Jade, Mother of an

8-year-old girl and an 11-year-old boy)

Conversely, one father criticized the complementary activities as
the least interesting aspect of the book: “I liked the rest of the
book less, even though it contains important information. I lost
interest in reading after chapter 6. I found this part much more
theoretical.” Accordingly, he suggested the activities be separate
from the book.

According to three psychosocial workers, Captain’s reading
comprehension questions are important because they allow
for consolidating transmitted information, reinforcing what
has been learned, and revisiting certain passages of the story
with the children; as well, they make the reading experience
more interactive and playful. These workers also recommend
adding specific questions regarding the characters’ reactions
or general questions about problems experienced and ways
to avoid certain situations or normalize the behaviors of
persons with a mental illness instead of focusing solely
on the tips and solutions in the questions asked. One
worker, however, indicated this learning modality might
not be of interest to all children, as it could prolong
the reading.

In general, most child participants said they very much
enjoyed the body percussion activities in the section Pirate-
Active, and the psychosocial workers stated they were an
interesting addition to the book. Only one child and one
psychosocial worker reported they liked these activities least.
Two workers said the activities allowed children to move and
become aware of their physical sensations, making the book
more dynamic. Only one mentioned she was not convinced
of the activities’ relevance or children’s participation. Some
psychosocial workers observed that the activities involved
several persons (e.g., a few children together, a sibling),
whereas a child might not have access to several persons
willing to participate. Alternatives were therefore proposed
to be added to the book, for example, a breathing or
communication activity.

Furthermore, almost every child reported they enjoyed
the pirates’ emotional tools—including the pirate’s mood
thermometer—provided in this section. Only one said he liked
them more or less. Parents, for their part, said they liked the way
the book dealt with emotions and offered tips on attending to
emotions and learning to regulate them. A father of a 11-year-old
girl explained: “I liked that it talks about emotions and gives tips
on how to learn to work on those emotions.”

Most of the psychosocial workers found these tools interesting
and relevant, notably, because they provided children with visual
tools to recognize and identify their moods and emotions.
Florence specified: “I think this activity is highly relevant since
it puts a visual image on how the child is feeling.” A few of
them stated that they would have liked to see other features in
this section (e.g., the breathing technique, a greater variety of

emotions, questions allowing the child to draw parallels between
the challenges experienced by the characters and their own life).

Overall, the majority of children reported they greatly enjoyed
the tips and tools for sharing and regulating emotions presented
in the section Tips from Diane La Sage, while psychosocial
workers perceived this section as interesting, relevant and
instructive. The reinvestment of the tools presented in the book
and their connection with the child’s experiential life were two
more positives aspects mentioned. Sophie mentioned: “It’s good
to have activities that refer to the child; it allows children to transfer
elements of the story into their own life.”.

One psychosocial worker especially appreciated the first tip
(calm your emotional storm) because it offered children various
ways to regulate their emotions, allowing each to choose the
solution best suited to a particular situation. However, one
psychosocial worker suggested an activity be includedmotivating
children to reflect on the presence of some of the characters’
behaviors in people in their own lives (e.g., the captain’s refusal
to get out of bed or Louis Le Curieux’s anxiety).

Besides, most child participants reported they greatly
appreciated the quiz (Which of the pirates are you most like?).
Psychosocial workers considered it to be playful, interactive and
interesting for opening discussion and encouraging introspection
(e.g., identifying personal strengths). However, one proposed the
following change: “It’s pretty obvious what answer they have to
give to look like the pirate of their choice. A simple key might make
identification of the pirate less obvious.”

Most of the children also greatly enjoyed the cooking activities
(Jeanne La Borgne’s special recipes) aimed at promoting quality
time between parents and children; only one child reported
having little interest. Some psychosocial workers believed these
activities could help children develop skills, self-confidence,
and good life habits; they reported that cooking was an
interesting and fun way to encourage special parent-child
moments. One person in particular commented: “Nice idea,
well presented with “pirate” ingredients. A nice activity that’s
not often suggested to children and their parents.” (Marianne,
psychosocial worker). Conversely, one psychosocial worker did
not find these activities necessary for understanding the book and
the tools, while another questioned the relevance of the recipes.
A few suggested that changes be made (e.g., use simpler and
inexpensive ingredients).

In addition, children report enjoying the My pirate team
activity, which focuses on identifying their support network.
The psychosocial workers also approved this activity because the
support network is “super important to focus on”. In general,
they appreciated parental involvement in this activity, as most
mentioned it was an excellent idea.

Then, child participants were highly enthusiastic about the
drawing activity in Pirate apprentices’ corner aimed at promoting
children’s self-esteem and reinforcing the dynamic aspect of
the book. Only one child reported being uninterested. Two
psychosocial workers considered this section relevant, but non-
essential. Psychosocial workers, in fact, felt that drawing had
several possible benefits for children because it fostered a
sense of pride and the integration of content and encouraged
children’s participation.
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Content Readability and Adaptation to
Child’s Age
From parents’ perspectives, the strategies presented allowed
children to understand how to find solutions without pushing
them too hard. Josiane, a mother of a 9 year old girl and
an 8 year old boy stated: “It’s easy to understand and fun at
the same time.” In this regard, psychosocial workers believe
children should be able to understand the information conveyed
in the book. They reported that the book was, on the whole,
easy to read and understand thanks to simple words, clear and
playful explanations and a good number of illustrations. Judith,
a psychosocial worker, explained: “The book is still quite a long
read, but I think the chapters and interactive aspect should hold
children’s interest and keep parents involved as well.”

Nevertheless, a minority of parents and psychosocial workers
stated that some of the terminology used could be difficult
to understand, especially for younger children. In this regard,
some psychosocial workers reported that the children may need
support to understand certain concepts presented in the book
(e.g., the usefulness and origin of emotions) and to do the
activities (e.g., body percussion activities), despite the fact that
the book is generally easy to read. This limitation was noted by
a mother who participated in the study with her 9-year-old son:
“There were a few words I had to explain to him, but generally he
understood the story very well. He has a lot of trouble with reading
comprehension, so I had to help him make the connections with
real life because he wasn’t making the connections himself.”

Overall, only, one parent and one psychosocial worker
suggested that some activities may be less adapted to a child’s
age (e.g., special recipes section) or gender (e.g., dance activities).
Furthermore, two psychosocial workers expressed concerns
about the book’s readability and adaptation for school-aged
children. Among other things, they found that the story was
somewhat “childish” considering the target audience (particularly
for 11-year-old children) and did not sufficiently consider the
preferences of all school-aged children. With this in mind, one
worker suggested that a similar bibliotherapy be created with a
different theme (e.g., sports). This way, some children “might get
a little more out of the story”. However, she believed there was
little chance a child would fail to enjoy this type of reading.

DISCUSSION

The purpose of the present study was to conduct a formative
evaluation of an IPT-based book (Le Trésor de l’Île Rouge)
targeting COPMI. The evaluation documents the perspective
of families with parental mental illness and of psychosocial
workers toward the acceptability, appropriateness and utility of
the bibliotherapy. Results suggest the book is useful and well-
adapted for 7- to 11-year-old children with a mentally ill parent
and their families.

First, the results of our study support the findings of previous
research indicating that bibliotherapy such as the one evaluated
in the current study may help children learn concrete strategies
and tools to cope with the personal and familial challenges they
face on a daily basis (9). Children are introduced to different

coping strategies and tools for dealing with adversity thanks to
the adventures and challenges faced by the characters in the story.
Through bibliotherapy, children can identify with characters and
situations, create connections to their experiences and discover
new and healthy adaptive coping strategies to use in everyday
life (53, 54, 58). In this regard, almost all parents and children
in this study reported they had used or intended to use a
strategy taught in the book. Also, all participating psychosocial
workers underlined they would use the book in their practice and
recommend it to COPMI and their families.

Second, results show the book’s use of a story and dynamic
activities is relevant for helping families initiate discussions
on sensitive subjects like parental mental health, a finding
consistent with the recognized effects of bibliotherapy (52).
Indeed, bibliotherapy is frequently used in interventions to help
create a safe space for dialogue with children, facilitate discussion
of sensitive and emotional content, and encourage reflection
and exploration of children’s experiences (53). Furthermore, the
parents in our study reported they particularly appreciated the
parallels between situations in the book and those in everyday
life. The literature as well identifies this as a benefit of using
bibliotherapy (52–54, 58). Indeed, stories can depict real aspects
of family and community life for children, thereby strengthening
family relationships (57).

Third, participants say they appreciate the various, concrete
and simple coping strategies (e.g., tips for social-emotional
regulation and problem-solving) offered throughout the book.
They view the strategies proposed as relevant for helping
school-aged COPMI respond to challenges (e.g., family conflicts,
communication problems, stress, feelings of isolation). They
recognize that learning these strategies may help foster better
interpersonal relationships, particularly regarding parents and
family members, and improve their social support network
and well-being. This further supports the relevance of the
recommendations for targeting these psychosocial factors in
preventive interventions for families with parental mental illness
(29, 30, 60).

Clinical Implications
Results on the whole underline the relevance and acceptability
of the book Le Trésor de l’Île Rouge for elementary school-
aged COPMI and their families. This high-risk context where
many potential consequences can negatively impact a child’s well-
being (1) necessitates the development and evaluation of tools
and psychoeducational interventions to prevent mental health
problems or psychological distress in these children. To our
knowledge, this is the first formative evaluation of a bibliotherapy
targeting school-aged COPMI. In light of the results of the
present study, it may be viewed as a promising psychoeducational
prevention tool.

Besides, some elementary school-aged children living with
parental mental illness already present symptoms of mental
illness or experience significant distress. These children are
in dire need of psychosocial help and support. Many parents
who have a mental illness may worry about their children’s
mental health and look for tools or psychosocial support
services to help them cope (37). These families may face
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important additional challenges owing to the current pandemic
and the limited capacity of mental health services to meet
their needs (38, 39); such challenges can include obstacles to
accessing care and services (e.g., long waiting lists and the
absence of dedicated care pathways and intervention tools
adapted to their needs and family issues) (40). In this context,
bibliotherapy like the one in this study could offer a useful
form of support for children and families who are waiting
for psychosocial services or hesitate to accept help from
a professional.

Moreover, according to some authors (52), bibliotherapy can
also be an effective universal prevention tool for promoting
mental health in primary school children. The results of
the present study underscore the relevance of combining
storytelling and activities adapted to the developmental level
of primary school children. The book captures their attention
and facilitates learning. The use of tools and adapted activities
can promote children’s understanding of content, facilitate
discussions on sensitive issues, normalize their experiences and
reinforce their interest (42, 52). Therefore, a book like Le
Trésor de l’Île Rouge may help parents, psychosocial workers
and teachers to accompany children coping with difficult
everyday situations and allow them to recognize and fulfill
their potential. The book can be used in a variety of ways:
individually by the child, together as a family (parent-child or
sibling), or in the classroom (teacher-led individual or group
educational activity).

Overall, results support the importance of adapting tools
and interventions to the specific age group and developmental
level of targeted children, as many researchers suggest (42,
51). More broadly, the involvement of children themselves
in the evaluation of interventions ensures the evaluations are
accessible, relevant and appreciated, which then ensures that
the services made available to them are actually used (50).
Results show that the book was favorably viewed and well-
appreciated by families and psychosocial workers, who also
praised the book’s format, illustrations and characters. According
to participants, the content is clearly written, playful, well-
illustrated and easy to understand; child participants were able
to understand and retain the information conveyed. It could
be assumed the book’s readability and suitability for elementary
school-aged children influenced their appreciation of it. Yet
the children’s obvious enjoyment proves that it was, in fact,
a good choice for them. As stated above, the use of tools
and adapted activities can promote children’s understanding
of content, facilitate discussions on sensitive topics, normalize
their experiences and reinforce their interest, according to some
authors (42). In consequence and considering that parents also
appear to appreciate this book, it’s possible children and their
parents will be more inclined to use it on a daily basis, for
example, to spend time together as a family or use the tools
included in the book. Because there is often a high attrition
rate in interventions targeting families with parental mental
illness and maintaining engagement is a well-known challenge
(21), offering an adapted bibliotherapy as an intervention
modality could help increase the retention and participation of
children and families. Ultimately, an intervention that aligns

with the characteristics of the targeted clientele and responds
to their needs makes for a smoother implementation process
(48) and ensures that the services made available are actually
used (49).

Strengths and Limitations of the Study
To our knowledge, this study is the first of its kind to
validate the acceptability, appropriateness and utility of a
bibliotherapy for COPMI. Generally speaking, the effects
of preventive interventions are usually evaluated without
considering their implementation or first documenting their
acceptability, adaptation or satisfaction by those concerned (47).
In the current study, data were collected and analyzed from three
different types of respondents (children, parents and psychosocial
workers), therefore offering different perspectives and increasing
results validity (71).

Additionally, an important strength of the study lies in that
scarce empirical data are available regarding the satisfaction
of children in this particular age group living with parental
mental illness. Children’s views of the content and modalities
proposed in intervention programs developed to support them
are rarely collected, despite the importance (72) and numerous
benefits (73) of doing so. Their views may often differ from
those of parents or psychosocial workers (44). Data from research
using this type of design are known to be more valid and
accurate because they come from the children themselves, the
primary target audience (73, 74). Children are in the best position
to share their perspectives (ideas, opinions, suggestions) and
experiences (75, 76). This formative evaluation contributed to the
development of a bibliotherapy adapted to children’s preferences,
needs and developmental level.

The project also has certain limitations. First, the small
number of participants limits generalisability of results. Further
evaluation with a larger number of participants is therefore
recommended to verify whether similar results are obtained
when the book is offered to larger samples and more diverse
clienteles. This broader study would ensure representativeness
of results and increase the potential for generalization. Second,
variables were measured using measurement instruments
designed by the research team, which nevertheless met the
research objectives. Finally, certain biases may have interfered
with the validity of the results obtained, such as participants’
reactivity (e.g., trying to please, avoiding awkward responses or
criticism) or participants’ expectations (e.g., social desirability),
particularly among children (73).

CONCLUSION

In conclusion, this research has documented the satisfaction
of children, parents and psychosocial workers with regard
to a bibliotherapy targeting elementary school-aged COPMI.
Overall, results show that families and psychosocial workers
had a favorable opinion of the book, perceiving it to be
relevant, useful and helpful. Thus, it appears well adapted to
the developmental level of school-aged children. This research
highlights the importance of adapting the content and modalities
of interventions to children’s interests, preferences, needs and
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developmental level. Future research should focus on promoting
children’s participation in the research process. It’s important
to develop a research culture where children’s voices are
heard and their involvement in the activities and decisions
affecting them is an integral part of everyday research practice.
Furthermore, psychosocial workers should be made aware that
children, even school-aged children, require adaptive strategies to
cope with the stressors they encounter. Bibliotherapy resources
such as Le Trésor de l’Île Rouge could be made available in
settings frequented by children and parents, including schools
and community organizations in a perspective of universal
prevention. Such resources could also be offered to parents
with a mental disorder who are eager to find tools supporting
family resilience.
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Objective: A multiple case-study in which each case was evaluated by adult and child

mental health professionals who used an integrated family approach in their treatments.

In this approach, treatment focuses on the mental disorders of the parents as well as

on the development of the young child and family relationships. This study evaluated

the experiences of professionals from adult and child mental health services using this

approach. The aim of the study is identifying key elements of this approach, processes

involved in treatment, and barriers to its success, with the aim of contributing to the

development of practice based integrated mental health care for the whole family.

Background: Parental mental disorders have an impact on parenting and child

development. To stop detrimental cascade effects and prevent parent and child from

being caught up in the intergenerational transmission of psychopathology, an integrated

family approach in mental health care is needed. Methods: A qualitative case study

design using a grounded theory approach. Data were collected through 19 group

interviews of professionals (N = 37) from adult and infant mental health teams who

worked together in the treatment of a family.

Results: Professionals from the two services were comfortable coping with complexity

and felt supported to perform their treatments by staying in touch with each other

in multi-disciplinary consultations. They indicated that by attuning the treatment

components to each other and tailoring them to the capabilities of the family, their

treatments had more impact. A flexible attitude of all involved professionals and

commitment to the interest of all family members was essential.

Conclusion: According to professionals, treatment with an integrated family approach

in mental health care is of value for families by addressing the distinct roles, positions

and relationships, by implementing a flexible complementary treatment plan, and by

empowering professionals by multi-disciplinary consultations.

Keywords: integrated family approach, adult and child mental health services, parental mental disorder, infants

and early childhood, transmission of psychopathology, family focused practice, qualitative study
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INTRODUCTION

In the Netherlands, an integrated family approach in mental
health care has been developed that involves the parent with a
mental disorder as well as the young child and their relationships
within the family in order to prevent the intergenerational
transmission of psychopathology from the parent to the child.
Epidemiological research provides evidence that children of
parents with a mental disorder are at serious risk of developing
a mental disorder of their own during their lifetime (1, 2). The
prevalence of mental disorders in such children ranges from 41
to 77% for the whole diagnostic spectrum (3). The association
between mental disorders in parents and their development
among children is complex and depends on a number of
interacting risk and protective factors (3–5). The risks are
more prominent during pregnancy and early life due to the
vulnerability of the fetus and the great dependence of the infant
on the environment. In this crucial phase of brain development,
the brain is vulnerable to stress, and the exposure to stress
early in life is associated with later psychopathology (6, 7). The
establishment of a secure attachment relationship with caregivers
is another critical development during the first year of life, which
provides an important foundation for subsequent cognitive and
social emotional development [for instance, see (8)]. In addition,
a secure attachment style is mentioned as a protective factor
against the development of psychopathology (9–11). Therefore,
mental health care that integrates treatment of parents with a
mental disorder and their young children is needed (5).

Parenting is likely to be more challenging for parents with
a mental disorder because there is a risk of reactivating or
exacerbating the symptoms (12–14). Although parenthood can
be a motivator for parents with mental disorders to manage their
symptoms more effectively (15), there is a great deal of evidence
that suggests parenting can be affected by a mental disorder
(13, 16, 17). For instance, depression is associated with such
parental behaviors as unresponsiveness, intrusiveness, hostility,
and a high level of expressed negative emotions (18).

According to Sameroff’s (19) transactional model, the
bidirectional nature of the parent-infant relationship over time
affects both parent and child. For instance, if the parent
is unpredictable in emotional availability and stimulation,
the young child is at risk of developmental delays, insecure
attachment styles, and challenging behavior. This in turn will
make parenting more stressful and less satisfying with the
additional risk of aggravating the parents’ psychiatric symptoms.
Therefore, in addition to the treatment of parental mental
disorders, mental health services should include parenting and
the evolving parent-child relationship to prevent and repair
negative parent-infant interaction patterns (20, 21).

To prevent parents and children from negative cascade
effects and being caught up in the cycle of intergenerational
transmission of mental disorders and adverse outcomes, a
paradigm shift from an individual model to a family centered
model in psychiatry is needed (13, 22). However, treatment with
a focus on the whole family is not common in adult mental
health services for various reasons (13, 23). Worldwide, mental
health services for adults and children are mostly separated,

and professionals are educated in one of these two areas of
clinical practice. An individual perspective on mental disorders
and symptoms in adult mental health care results in a limited
view that excludes the role of patients as parents, their dependent
children, and the developing parent-child relationship (24, 25).
In addition, child mental health services focus one-sidedly on
the problems of the child and do not incorporate the mental
health problems of the parents in treatment (26, 27). The split
between adult and child mental health services makes it more
difficult to meet the needs of parents, their young children, and
the evolving relationship at the same time. Collaboration between
adult and child mental health services is recommended by several
researchers (22, 23, 28, 29).

An integrated family approach in the practice of mental
health care involves multi-disciplinary treatment for the family
as a whole. Treatment using this approach offers parents with
a diversity of mental disorders and their young children a
combined treatment addressing current problems in different
domains within the family, namely the mental disorder(s) of the
parent(s), the partner relationship, parenthood and family life,
the parent-child relationship, and the child’s mental or relational
disorder. The aim of this collaborative integrated family approach
is to increase the quality and efficiency of the treatment for
parents and their young children, to improve their relationships,
and to ameliorate the risk of intergenerational transmission of
psychopathology or other adverse outcomes.

This combined treatment is conducted by professionals from
adult and child mental health services, who collaborate closely
by tailoring treatment components to the capabilities of the
family, and their social and socio-economic context. These
professionals carried out their treatments according to their
own expertise, parallel or integrated, but always in tune with
the other treatments. Therefore, they meet up regularly in a
multidisciplinary consultation.

A prominent feature of families considered for integrated
treatment is a complexity of interacting problems which often
result in negative cascading effects. Therefore, treatment using
an integrated family approach is not conducted according to
a standard fixed program, but is tailored to the specific needs
of the individual family. For instance, families in which there
are conflicts between the parents receive couples therapy, while
in other families there is a need for home treatment because
of unpredictable, or lack of, daily routines. Professionals jointly
determine in their multidisciplinary consultations which targets
of intervention should be prioritized to initiate positive cascade
effects, in which sequence, in which timeframe, and by which
professionals. Expertise from adult and children’s mental health
services is brought together for the benefit of the whole family.

The integrated family approach is closely related to family-
focused practice (FFP), which is an umbrella term for preventive
and supportive interventions within adult mental health care
services in which attention is paid to the family members
of the patient, especially the children (22). An example
of this approach is psycho-education regarding a parent’s
mental disorder for both the partner and the children. The
difference between FFP and the integrated family approach
is that the latter incorporates the parent with the disorder,
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the young child, and their relationships within the family in
their treatment, and therefore integrates treatments by adult
and child mental health services professionals. However, the
aims of treatment using the integrated family approach and
FFP are identical, namely the prevention of intergenerational
transmission of psychopathology.

There are no studies whereby such integrated treatment and
collaboration between professionals from adult and child mental
health services has been evaluated. Thus, the main aim of
this study is to gain insight into this approach by identifying
which key elements of this approach and which processes that
occur during treatment contribute to treatment success and what
barriers exist to treatment success. In addition, we hope to inspire
and motivate professionals and mental health services to treat
the family in an integrated way so that families as a whole
benefit from treatment. This study is part of a broader study
that also examines the experiences of the parents and the effects
of this treatment; however, the data collection for this has not
yet been completed. The research questions posed in this study
were: First, what do professionals indicate as key elements of
success in an integrated family approach, and which processes
amongst professionals emerged, in treatment of parents and their
young children? Second, what do professionals identify as the
benefits for the whole family? Third, what challenges or barriers
did professionals experience that posed a threat to the success
of treatment?

METHODS

Design
In this multiple case-study of 19 families, we evaluated with
professionals of adult mental health service (AMHS) and child
and adolescent mental health service (CAMHS) their experiences
with the use of an integrated family approach in these 19
cases. We adopted a qualitative design using a grounded theory
approach. This approach is suitable when no previous research
has been done about the object of study (30). As far as we
know there is a lack of knowledge of experiences of professionals
using a multi-disciplinary family approach involving both adult
and child mental health services. The grounded theory approach
is an inductive method to derive theory through systematic
collection and analysis of data (31). In line with the interpretive
grounded theory approach, researchers were engaged with and
played an active role in interpreting the data, resulting in a theory
about key elements, and processes involved in an integrated
family approach grounded in the data (32), as well as barriers to
this success.

We conducted group interviews, with the professionals
(N = 37) who were involved in these 19 cases. Group
interviews have the potential to create a process among
professionals wherein they can share and compare their views
and experiences in a conversation (33). This can lead to
a reflective stance of the professionals and increases the
chance of more differentiated and deepening information about
experiences with integrated family treatment and reflecting on
factors contributing to and obstructing successful treatment
compared to individual interviews.

Data Sampling
The data were collected through group interviews with
professionals who were actually involved in the treatment of
the 19 selected families. Each group interview focused on one
of the 19 cases. In the group interview, the treatment the
family received was evaluated by all professionals who played a
substantial role in that treatment. Ethics approval was granted
by the Medical Ethics Review Board at the University Medical
Centre of Utrecht in the Netherlands (18-186/C). Parents of the
families were asked by their therapist if they would be willing
to participate in the study. The selection of the 19 family cases
was based on the following criteria: adult patients with a mental
disorder according to the DSM-5 and a young child up to 6 years,
with relational problems or other disorders according to the
DSM-5. The first 19 families were included whose treatment has
been completed when the study has started and who had given
their informed consent to participate. All of these families had
complex problems in different domains that were interrelated
and mutually influencing each other.

Procedure
Group interviews were semi-structured, lasted about 75min, and
chaired by a moderator, the primary researcher or a research
assistant, and an assistant. The number of professionals in each
group interview was dependent on how many professionals were
involved in the treatment of the particular family, varying from
two to five. Prior to the group interview, the professionals were
informed about the aim and the topics of the group interview. In
preparation for the group interview, the electronic case file for the
parent and child were studied by the researchers and displayed in
a compact chronological overview in a timeline. The moderator
presented this at the start of the group interview as a warmup
for the professionals. Most of the time, this was the start of a
spontaneous discussion between group members.

Interview questions were open, not based on the literature
but guided by topics related to an integrated family approach.
These were: (theoretical) considerations about the shift from an
individual to a family approach in treatment, the efficacy of the
whole treatment, which factors in the treatment were helpful and
whether any challenges were experienced, the contribution of
the regularly multi-disciplinary consultation, the influence of the
other colleagues, and critical thoughts about and satisfaction with
the treatment.

After finishing each group interview, the moderator and
the assistant shared their impressions in a debriefing about
atmosphere, content, observations, and differences with previous
group interviews. Group interviews and debriefings were audio
taped and transcribed and the text was proofread.

The method of constant comparison between the different
group interviews was used during the process of data sampling
and a few interview questions were added to explore specific
topics inmore detail. For example, when some professionals were
spontaneously talking about what they learned from working
with this approach and what it means to them personally,
a question about learning was added because it seems an
interesting topic. Another adjustment in the interview guideline
was made because to understand which processes contributed in
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the cases in which an integrated family approach did not work
out well.

Data Analysis
The transcripts of the group interviews were anonymized,
which means that each professional was provided with a code
indicating their discipline, so the analysis process was not
influenced by remembering the person. Data were analyzed
using grounded theory following the analysis stages including
open, axial, and selective coding (31). Atlas-ti 8 software was
utilized for coding. During the open coding phase, codes were
attached to quotes that could be meaningful in light of the
research questions. Subsequently, this process was iterated by
comparing new information with old data. In the next phase
of axial coding, themes and categories emerged through linking
various codes together. These categories provided the building
blocks for developing grounded theory. The coding of the
transcripts was done by at least two independent researchers (14
by the primary researcher and research assistants and five by
two research assistants), who afterwards compared and discussed
their coding to achieve consensus. Reliability of coding was
assessed by estimating the degree of consensus upon completion
of the coding of each transcript. In case of disagreement in the
interpretation, when coders could not reach consensus about a
part of the text, the primary researchers decided how to code
the text. The process of coding includes memoing and writing
a debriefing after finishing coding for each group interview.
The memos contained information about shared emergent ideas
about, perceptions of, and relationships identified within the
data, and were used in searching for patterns to achieve a
grounded theory.

After 16 group interviews, no new information emerged, but
given the wide diversity of the cases three more group interviews
were added to control for possible bias. Data sufficiency (34)
was achieved when no significant new information emerged
during the final group interviews and no new codes emerged
during the analysis. The text of the interviews and all codes were
read, reread, and compared. From the data, six superordinate
categories and nine subordinate categories formed the basis of
the emergent theory about key elements and processes which
contributed to or impeded the success of a multi-disciplinary
integrated family approach conducted by adult and child mental
health services.

RESULTS

The treatment of 19 families was evaluated in group interviews
with all professionals who were involved in a substantial part
of the treatment of that particular family, except in one group
interview. In that one case, a professional who was intended
to participate in the interview but was unable to attend at
the last minute. We decided to interview her by phone. Of
the 17 group interviews, 14 were done in-person, but due to
the Covid-19 lockdown, three were online. No difference was
found in the quality from the data of the live and online
meetings. In two of the 19 evaluations it was impossible to
get all the involved professional together. In these two cases,

all these professionals have filled in a questionnaire with the
same content as the interview topics. Table 1 provides some
information about features of the parents and children in the
19 families and how many professionals attended each group
interview. Some professionals participated in several interviews
because they were involved with various cases. From this table it
can be seen that the members of the families who were evaluated
are heterogenous regarding their DSM-5 classifications, ages,
and duration of treatment they received. Comorbidity is present
in 68% of the parents and 37% of the children. We tried to
follow the daily practice of complex cases treated by mental
health services very closely. In clinical practice there is wide
variety in the phenomenology of mental disorders (35) and the
contexts of the patients and families. Therefore, this study did
not focus on a specific classification to avoid the false impression
of a homogeneous group that could have been treated in a
uniform way.

The analysis of the data showed that according to
professionals, an integrated family approach in mental health
care generates value for families, although there were also
challenging issues that could pose a threat to treatment success.
We found three different important key elements and three
processes amongst professionals which led to enhanced quality
of treatment and improved outcomes for the family (see
Figure 1). The three key elements are: first, the family is seen as
a whole and the distinct roles, positions and interrelationships of
the family members are addressed in treatment by the different
services; second, the treatment plan is flexible, complementary,
and tailored; and third, there is multi-disciplinary consultation
on a regular basis. The three processes amongst professionals
which led to enhanced quality of treatment because of their
consultations were: being comfortable in coping with complexities
of problems, learning, pleasure and satisfaction.

The main challenging issues in collaboration that pose a
threat to the intended benefits are differences between the AHMS
and CAMHS professionals in therapeutic concepts, organization
policy, loyalties, need to exchange information, and differences in
ideas about realistic targets.

Key Elements Within an Integrated Family
Approach That Contribute to Benefit of the
Family
Focus on the Whole Family
Professionals considered it to be of value that in the different
treatments by the two services (CAHMS and AHMS), the focus
was on the whole family, addressing distinct roles, positions, and
relationships. It especially benefited parents who were able to
distinguish between their roles in treatment: The role of an
individual with a mental disorder, a parent of a child, and partner
or ex-partner. In an integrated family approach, all distinct roles
of the adult were addressed. In the treatment of the parent-
child relationship at CAMHS, the vulnerability of parenthood
and the fear of losing their child through outplacement impacts
parents’ behavior. While in individual treatment of the mental
disorder parenthood is not the focus, this makes the parent more
able to work on their own issues in the therapeutic relationship
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TABLE 1 | Features of parent and child which treatment was evaluated by professionals in 19 group interviews.

N Parent Child Treatment period2 Professionals3 in group interview

DSM-5 C Age1 DSM-5 C Age2 AMHS CAMHS

01 Personality disorder 1 23 Parent-child relational problem 0 24 10 1 1

02 Personality disorder 4 32 Post-traumatic stress disorder 2 1 24 1 1

03 Personality disorder 1 43 Parent-child relational problem 0 9 18 1 1

04 Personality disorder 1 30 Post-traumatic stress disorder 1 24 27 2 1

05 Personality disorder 1 36 Unspecified neurodevelopmental disorder 1 52 15 1 1

06 Personality disorder 2 18 Unspecified neurodevelopmental disorder 1 24 16 2 2

07 Bipolar disorder 1 33 Parent-child relational problem 0 3 13 3 2

08 Depressive disorder 0 30 Parent-child relational problem 0 60 9 1 2

09 Depressive disorder 1 26 Parent-child relational problem 0 7 20 1 1

10 Depressive disorder 0 39 Parent-child relational problem 0 12 14 1 2

11 Anxiety disorder 0 32 Parent-child relational problem 0 10 8 2 2

12 Anxiety disorder 2 28 Parent-child relational problem 0 4 10 2 1

13 Autism spectrum disorder 2 33 Autism spectrum disorder 1 24 16 1 2

14 Autism spectrum disorder 0 44 Parent-child relational problem 0 11 33 1 2

15 Autism spectrum disorder 1 33 Parent-child relational problem 0 48 15 1 3

16 Post-traumatic stress disorder 0 37 Unspecified neurodevelopmental disorder 1 60 30 1 2

17 Post-traumatic stress disorder 0 38 Parent-child relational problem 1 8 15 3 1

18 Post-traumatic stress disorder 2 27 Parent-child relational problem 0 8 20 2 2

19 Other specified trauma and stressor-related disorder 1 30 Parent-child relational problem 0 12 8 2 1

C, comorbidity disorders; 1 amount in years; 2 amount in months; 3 categories of professionals: psychiatrist, psychotherapist, psychologist (clinical psychologist, general psychologist), group therapist, family or couples’ therapist, nurse

(nurse specialist, community psychiatric nurse), professional in home treatment.
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FIGURE 1 | Grounded theory about key elements, processes and benefits of an integrated family approach according to professionals.

without being anxious about consequences for their parenthood.
A psychotherapist (CAMHS) who worked with the parent-child
relationship described an example of this as follows:

I have always felt that she was more socially desirable with me.

With you [nurse AMHS] she could also express anger. With me she

suppressed that very much from, I suppose, the fear of “what if I

show it here?” The consequences for her, whether she could raise her

child. And so, it was a good thing that it could all be there.

Flexible Complementary Treatment Plan Tailored for

Each Individual Family
The direct benefit that professionals experienced was that they
were better able to “grasp the whole picture” of the family and the
environment because the focus is on the entire system.

In a family of two children aged 3 and 6 years, all
members were struggling with autism or ADHD. There were
housing and financial problems, and they experienced a lot of
stress due to their lack of overview and planning skills. The
involved professionals attuned their treatments to each other and
prioritized what was most necessary so that the family was not
overburdened. The nurse of the mother said:

Tuning in [with each other] also makes sure that you get an overall

picture. I think that’s really important. Because if something is going

to happen in the treatment of the child, it has an impact on the

treatment of the mother. And the way I work with mother affects

the treatment of the child. And certainly, if patients don’t tell you, if

you don’t ask about it, it’s just possible that you [colleague CAMHS]

would have started a whole treatment and I would never have

known about it through the mother.

By attuning the treatment components to each other and
tailoring them to the capabilities of the family, an integrated
family approach enables a better-suited and improved outcome
of treatment. Flexibility and timing were mentioned as essential
elements. Sometimes temporizing is needed to give the parent
time to become open to learning and taking advantage of an
intervention. If this succeeds, therapeutic processes become
complementary and reinforce each other, resulting in improved
outcome. In one of the families, it took a year before the parents
were motivated and there was enough space to start couple-
relations therapy. The couples’ therapist said:

It was a good timing when I came in, and I also noticed it was very

helpful that we were doing it together as well as each of us doing

their own part. Because I wouldn’t have been able to do anything

with this couple if she [the mother] didn’t get healthier and it didn’t

calm down at home with the daughter.

The psychologist at AMHS agreed: “I think we have been
achieved this with the flexibility of all the different treatments.”
The psychotherapist at CAHMS added that although their
intervention had started with a focus on parent-child interaction,
this was not appropriate, and was redirected to a home treatment
with a more practical approach aimed at parenting issues and
cooperation as parents.
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With another family with a baby and a mother with a
personality disorder embroiled in a complicated divorce, both
psychologists from AMHS and CAMHS adapted their goals
and tempo of treatment to the situation. The psychologist at
AMHS answered the question of whether she was affected by the
treatment conducted by her colleagues as follows:

I have become less ambitious in my attitude toward the mother. If

this is the reality in which she lives and if this is what is going on

than a number of things cannot be done now. The mother was also

ambitious in terms of education and work. And because I had this

contextual information I thought: “Hey, wait a minute, if all this is

going on then she has to be more careful on certain points.”

The psychologist at CAHMS working with another family
said: “We knew from each other what we were doing. I really
thought that was an added value.... I knew when the trauma
treatment of the mother was going to start and that she needed
space for it.”

Professionals at CAMHS especially emphasized the
importance of considering the information from their colleagues
about the impact of the mental disorder and capacities of
the parent(s) and adjusting their treatment accordingly. A
psychotherapist said:

It was, because in our regular consultation you [nurse AMHS)] told

me about her history, that I recognized that I was involved with

someone who had a serious chronic mental illness. That did help

me to be more careful.... It helped me to determine what I could do

and could not.

Multi-Disciplinary Consultation
Multi-disciplinary consultations, in which the information
provided by all professionals was brought together, and clarified
the complexity of the family. All of them had problems in different
domains, including the parental mental disorder, the young
child’s individual problems, and the parent-child relationship.
In most of them there were also problems in other facets of
the family (the other parent, the partner relation, the other
children) or the environment (e.g., financial, housing). With all
this shared information and multiple perspectives, professionals
were able to develop a joint vision, recognize patterns in processes
in treatment, and were more able to prioritize and stay on the
same track.

In a family with complicated relations and loyalties, the
psychotherapist fromAHMS became aware through consultation
of how she was taken in by idealizing the partner of her patient
and that the family dynamic was more complicated than she
could see from her position as a therapist who focused on the
individual mental health problems.

I think that if you do it together, you will get a better understanding

of such a complicated [family] system.

It turned out that professionals were easily overwhelmed
by the complexity of the families which exceeded their own
knowledge and expertise. In one case the mother and her baby
were referred, but at the start of the treatment it turned out that

the father also was suffering from a mental disorder, and they
experienced problems in their partner relationship. Three mental
health services (two AMHS and CAHMS), the child protection
system, and social services were involved. The grandparents
participated in the care of the baby. In the group interview five
professionals participated. The couple therapist said:

There was so much going on. A lot was needed. You could never

have done this on your own.... You’d be pulled into a hundred

pieces.... All those different contexts and different people seeing

different people, saying different things.

An important process that emerged was the regulation of
emotions professionals experienced within themselves through
the knowledge that another colleague was treating the problems
in a different but related domain. Knowing that all risks and
problems in the family were addressed by colleagues gives
professionals a sense of control and supports professionals in
keeping focus on their own expertise and targets.

A single mother with borderline personality disorder (BPS)
and multiple traumas with hardly any support system was
referred for treatment after delivery. The involved nurse
motivated her patient to contact a colleague from CAMHS
because she was concerned about the impact of the mental
disorder on the development of the baby and the parent-child
relationship. She felt that working with the baby was beyond her
expertise and the therapeutic alliance too fragile to allow her to
do that:

She [the mother] had quite a big emotion regulation disorder. And

with the baby there, that was a concern for me. So, it was good to

know that there was a child therapist involved, who knows much

more than I about mothers and infants. . . . That gave me more

peace of mind . . . When I saw her [the mother] I always thought

about that baby. But I don’t have to say anything about my concerns

about the baby. I could not do that, I know my colleague does.

. . . If I would have said something about it, I would have lost her

[drop out].

The same experience was brought up by professionals at
CAMHS. A mother and her baby were referred for parent-child
therapy, after hospitalization of the mother because of severe
depression and suicidality. She was involved in a complicated
divorce. The involved psychologist said:

I found it quite complex, their intention to divorce, and it was

important for me that you [family therapist] took that piece. It gave

me space to really work on that parent-child relationship. But this is

also the case with the individual therapy of the mother. I knew she

had really been very depressed and suicidal, and it was important

to know that this was monitored by my colleague.

The multi-disciplinary consultations provide professionals
space to think about the meaning of the problems, to understand
how they are interrelated, and to think about what the best port
of entry for treatment will be to elicit change. A mother with a
major depression and her baby had been referred for treatment
with an integrated family approach after a crisis period. The
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professionals felt much pressure from the parents to achieve
rapid improvement, which was not a realistic expectation given
the severity and complexity of the problems. In the multi-
disciplinary consultation this was discussed and the reflection
about the meaning of it led to a better understanding. The
psychotherapist from CAMHS mentioned this as follows:

Our regular consultation contributed to a better understanding

of the mother’s process . . . her desire to solve things quickly. Her

trouble with tolerating that it doesn’t work like that. Something did

happen there [in the consultation] that we could understand her

better and so it gave us a chance to talk about it with her.

The multi-disciplinary consultation supported professionals
in maintaining their reflective stance in challenging processes
as splitting between the therapists, and handling a fragile or
complicated therapeutic relationship by sharing their feelings.
In one case, the treatment of the child was on hold because
the mother was angry and did not trust the psychotherapist at
CAMHS anymore. She was splitting the therapists into good
and bad, but this did not lead to disruption between the
collaborating colleagues because they discussed this in their
consultation. The psychotherapist at AMHS made this a topic
in the therapy with her patient. This was important in enabling
the psychotherapist at CAMHS to stay involved until she could
continue the treatment.

In cases in which professionals experienced powerlessness,
friction between them emerged easily, which provoked the risk
that these feelings would be transformed into anger at the other
colleagues, as stated by the parent-child therapist: “I think the risk
in this case is that you say, ‘Oh, the other person [colleague] is not
doing it right. That’s the one who has to fix it.’ We all didn’t get
it solved.”

Another important result mentioned by the professionals was
that they were daring to be more directive and confronting in
their own treatment because of the involvement of their colleague
of the other service. A nurse from AMHS said that she dared to
discuss difficult things that she would otherwise suppress because
of the vulnerability of the mother, knowing that the stability of
the young child is guaranteed by her colleague. “Well, especially
that collaborating, . . . yes, I tackled more things, dared more. . . .
And I think that otherwise I would have thought ‘that’s not possible,
because there’s a baby’. . . . I think I wouldn’t have discussed certain
things.” The psychotherapist at CAMHS in turn dared to confront
more because she saw that her colleague was doing so and it did
not lead to disruption in the relationship.

The multi-disciplinary consultation performs a regulatory
function when it comes to being persistent despite slow progress.
The problems, resulting from accumulating and interrelated
risk factors in different domains resulting in negative cascade
effects, are not easy to change and generally take a long
period of treatment, sometimes several years. A mother with
a personality disorder lacked feelings of bonding with her 9-
month-old baby. She was convinced that her baby did not
need her and so absorbed in her own concerns that she was
constantly searching for confirmation of her motherhood in the
baby’s behavior. Consequently, she was not emotionally available

enough to the baby, who in turn was avoidant toward her
mother which was again a confirmation for the mother that she
was superfluous. At AMHS, individual psychotherapy with the
mother was conducted in which her own attachment history
was an important topic and EMDR was part of her treatment.
At CAMHS, videos confirmed to the mother that her baby was
avoidant of her (not due to autism, but an attachment issue).
She could discuss her feelings about the baby with the therapist
and with help she could be emotionally available to her child and
sensitive to the child’s needs. There were also a few sessions with
the parents and both therapists. It took one and a half year to
change the beliefs of the mother and to change the patterns in the
parent-child interaction. The psychotherapist who addressed the
parent-child relationship gave her reflection on this collaboration
with her colleague: “And that we [colleagues] had contact and
that we could share encouraged me to keep going, not to give up.
Because it was sometimes very difficult, there was so little progress,
especially in the first year.”

Processes Among Adult and Child Mental
Health Professionals That Contribute to
Benefit of the Family
The key elements identified above generate processes in the
professionals which enable them to enhance their functioning.

Comfortable to Cope With Complexity
As illustrated in the above section, by joining the multi-
disciplinary consultations, processes among professionals occur
in which they felt regulated and calm, making them comfortable
in coping with the complexity of the problems in these families.

Learning
A specific process mentioned by professionals was learning from
colleagues with another area of expertise, as described by a nurse
(AMHS): “I received something extra, because I’ve also seen your
work, and I really liked that. . . . I’ve learned a lot more about
attachment and about [parent-infant] regulation.”

In one of the group interviews, the AMHS professional
brought up that she had felt uncomfortable giving feedback to her
colleague at CAMHS about her treatment which did not match
with this mother. The parent-child therapist’s reaction was that
this was indeed “hard to take”, but it had helped her.

Pleasure and Satisfaction
In a majority of the group interviews, it was mentioned that
the collaboration provides more pleasure and job satisfaction,
wherein the following aspects were mentioned: “It becomes more
lively,” “The children are in the picture,” “It provides multiple
perspectives,” “More involvement,” “More sense of connection,”
“It is motivating”, “That we all did it together, good allocation
of tasks,” and “More things succeed that otherwise would not
succeed.” Especially professionals in AMHS got a broader view: “I
enjoyed viewing the case together and from different perspectives,
discussing the child’s interests, possibilities of treatment for the
parent(s), the ‘stuck in between’ position of parent-child therapist,
and searching for a helpful solution.”
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Enhanced Quality of Treatment and
Improved Outcome for the Families
Overall, professionals indicated that by using an integrated family
approach, involving the three key elements, together with their
strengthened functioning, both the quality of treatment and the
outcome for the family is improved. They perceived treatment
as having improved impact with their treatments compared
to working separately. The following results were reported:
reduction of symptoms of the parental mental disorder, and
improvement of quality of the parent-child relationship, partner
relationship and family relationships.

The professionals discussed this point and concluded that
treatments with an integrated family approach carried out by
adult and child mental health services needs time and effort
involving multi-disciplinary consultation, but in the end will be
more efficient and produce an improved outcome for the family.
A nurse treating themother in a complex situation with problems
in all domains made this point as follows:

What I learned from it is that I continue focus on collaboration and

communicating about when you run into things. Even though there

is not always time or opportunity to do so. I don’t think we would

have gotten that far without this collaboration.

A therapist of a mother expressed her view of the efficiency of
collaborating with professionals with different areas of expertise
as follows: “When I started treatment that way with you
[colleagues at CAMHS], I had a lot more background information
as well. I didn’t have to find out the same things you did.”

Not surprisingly, many professionals mentioned the
preventive impact of working simultaneously with the adult
and the parent-child relationship, because this is an important
goal of this integrated family approach. With prevention, mostly
the impact on the development of the child is considered: “. . .
and where we hope that there will be a solid foundation [for the
infant], I think we can be satisfied that we have made a nice
contribution with a lot of work, and with a lot of waiting and
acceptance of pace”.

In some group interviews, it appeared that in general there
is more attention from those at AMHS for the children of the
patient because of the existing collaboration. In addition, it was
mentioned that more families could benefit from this integrated
family approach.

One participant, a psychiatrist (AMHS), mentioned that an
eye opener for her was recognizing the importance of looking
beyond the individual to the whole context. They jointly chose a
different port of entry in treatment than the guidelines prescribe.
Instead of treating the chronic traumas of the mother, they chose
parenting and the parent-child relationship as the port of entry
in line with the request for help, and she was surprised that the
duration of the treatment was shorter and the outcome of the
treatment was better than she had expected at the start:

And that is somiraculous tome, that if you go beyond the individual

and just go to the [family and social] context, treatment can have

a completely different focus, as a result of which something happens

to the individual which has completely surprised me. [. . . ]

Well, I also think that from an individual viewpoint and just follow

the guideline then “We have to do this and this and this,” while

if you take a contextual viewpoint then there are so many more

factors you can act on, which can also lead to a lot of change in the

individual. That is what I have learned from this case.

Challenges in Collaboration by Adult and
Child Mental Health Services
Professionals experienced various challenges in carrying out their
treatments with an integrated family approach involving both
adult and child mental health services. The challenges mentioned
by professionals are related to the traditional differences in
therapeutic concepts and organizational policy between the
two services and loyalty of professionals to their own service
and patient.

In a few cases the professionals struggled during treatment
with the differences in the therapeutic concepts whereby on the
one hand from an individual point of view the adult patient is
seen as an autonomous individual with their own responsibility
and on the other hand from a family approach perspective
the adult is seen as a young parent with a dependent infant.
For instance, professionals at AMHS emphasized patients’ own
responsibility for not showing up for a therapy session and
the importance of their accepting the consequences of that: if
that is repeated, the therapy will be terminated. Professionals
at CAMHS were more likely to reach out in the interest of the
young child.

There was a particular group interview regarding a case of
a 18 years old mother who, on the one hand, was eager for
trauma treatment, but on the other hand, did not attend her
appointments regularly. The professionals discussed this, and
they conceptualized the problem differently from each other. The
therapists from AMHS defined it as a motivational problem: “She
had not really committed to her treatment”. The professionals
from CAMHS defined her behavior as a product of her being a
mother who developmentally was still a teenager, with planning
problems which required more support from professionals to
get the therapy started, for example through home visits. In
their multi-disciplinary consultation, they struggled to decide
regarding the port of entry. The professionals from CAHMS
preferred to give priority to treating the traumas of the mother
based on the idea that she was so preoccupied with her traumatic
experiences that it impeded her from connecting with her child.
The professionals from AMHS, in contrast, experienced that it
was beyond their control to get the mother to show up for her
sessions. Because there was a problem with parenting and the
parent-child relationship, this is arguably a better port of entry.
They all experienced a lot of powerlessness being caught in the
dilemma between ending treatment because there did not seem
to be a good context for treatment and on the other hand feeling
motivated to help dependent young children.

In another case, the professional from AMHS mentioned that
if she had involved the mentor of the mother-child home in an
earlier stage, she would have had information about the abuse
that was going on, but it was against the therapeutic concept to
do so in an early stage of treatment:
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She [mentor] said, “There had been abuse for some time, why didn’t

you respond?” And I thought: but I didn’t know that at all. . . . In

hindsight, I thought: maybe I should have had this mentor in the

room much earlier and looked more closely at “How is it really

going?” or “What is your impression as a third party?” With us,

a third party [outside the organization] comes in very hard. In

general, I agree with that . . . we think the patient’s own control

is important. . . but with this mother I think afterwards “She [the

mentor] had so much information.”

The loyalty to one’s “own service” in this case was particularly
focused on by the professionals from AMHS. On the one hand,
they wanted to be loyal to the rules of the service they worked for,
and on the other hand, they felt the pressure of the interests of
the children that the colleagues from CAIMHS pointed out.

Different views regarding what were realistic targets in
treatment are also mentioned in a case where the treatment at
AMHS and CAMHS started at various times. The professional
who was just entering treatment was more optimistic than the
one who had already had a long-term therapeutic involvement
with the family, which caused some strain in their joint effort.

Another point particularly brought up by professionals at
CAMHS was they felt a greater need to exchange information
compared to their colleagues at AMHS because they needed to
know what they could expect and ask from the parent. This
dynamic was confirmed by the colleague at AMHS who felt
no need to get frequent information about the progress of the
parent-child therapy. It was sufficient to know that the child was
seen in treatment. Moreover, the professionals from AMHS felt a
great responsibility to protect the privacy of their patient, which
sometimes prevented them from sharing information easily,
despite parental consent to do so.

The collaborative relationship of professionals in treatments
including parent and child can fall under pressure due to
loyalties, especially if there are young children. The dependency
and vulnerability of the young child easily leads to identification
with the child, resulting in blaming the parent, who is the patient
of the therapist at AMHS. If this dynamic is not addressed, it will
isolate the therapist in a bond with the patient and withdrawal
from joint treatment may occur. In one case this did occur. The
therapist of the mother felt her patient was judged and she had
to defend her: “It seems to me that the mother’s problems were
blamed on her, that she shouldn’t do certain things as a mother.
While I think yes, she is also a patient.... The children had to be
protected, but that atmosphere was too much for me.”

All these mentioned challenges interfere with fruitful
collaboration, and clarify what conditions are needed to
prevent this from happening. Professionals struggling with these
challenges highlighted the importance of commitment of all
involved professionals to the family approach, taking more
time for reflection, and ensuring that the interests of all family
members are represented in the multi-disciplinary consultation.

DISCUSSION

The analysis of the data showed that according to the
professionals, an integrated family approach in mental health

care generates value for parents with mental disorders and
their young children. This study revealed three important key
elements that led to enhanced quality of treatment and improved
outcomes for the families. The first key element is that the
family is seen as a whole, and the distinct roles, positions
and interrelationships of the family members are addressed in
treatment by the different services. The second key element is
the flexible, complementary, and tailored treatment plan, and
the third key element is the multi-disciplinary consultation on
regular basis.

The focus on the family as a whole provides information
about the parental mental disorder, functioning in the parental
role and family relationships, and the functioning of the child.
This complementary information helped professionals to grasp
the whole picture. Sharing information and observations in
the multi-disciplinary consultations made it easier to recognize
and understand patterns and themes. This contributed to
making a better assessment of which goals were viable and
how they could tailor their treatment to each individual family.
Flexibility in attuning their complementary treatments to each
other and tailoring them to the capabilities of the family
members enabled the whole treatment to be applied better to
the needs of the whole family. Because of these key elements
in an integrated family approach, the professionals perceived
their quality of treatment as enhanced, resulting in improved
outcomes. The mentioned key elements prevent fragmentation
of treatment, which is mentioned as an important barrier
in providing integrated care (36, 37), and overburdening of
the family.

As a result of these key elements, processes emerged in
which professionals felt more comfortable in coping with the
complexity of the problems in the family. They experienced a
sense of control and regulation in conducting their treatment
while facing a lot of problems in different, related domains
in family life and the environment. They experienced support
from their colleagues, knowing that they were working on
related domains. This study showed that the multi-disciplinary
consultation plays an important part in this. The process of
working together resulted in professionals being able to keep
their focus on their own expertise and targets, to maintain their
reflective stance, and to think about and understand challenging
processes in the therapeutic relationship and the dynamics
between the therapists involved. The capacity to understand
behavior of self and others in terms of internal states such
as feelings, desires, and needs is called mentalization (38).
Maintaining thementalizing stance of collaborating professionals
within a team is mentioned by Nijssens et al. (39) as an important
capacity in challenging interactions in treatment, through which
“coherence and consistency of the treatment” remains ensured
(p. 85). Furthermore, professionals felt encouraged to be more
directive and confrontational in their treatments and holding on
and moving forward despite the treatment path being “long and
bumpy.” In addition, professionals expect prevention of adverse
outcomes, especially for the young child, which makes them
consider their work to be more meaningful. In most evaluations,
professionals told us they felt more pleasure and satisfaction
in working together in the treatment of the whole family and
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learning from each other. All these benefits for the professionals
indicate an indirect benefit for the family that received their
treatment of better regulated and more focused professionals.
The professionals’ feelings of self-efficacy is one of the identified
facilitators in providing integrated care (36).

Another benefit for the family mentioned by professionals is
in addressing the distinct roles of patient, parent, and (ex)partner
in different treatments. The impact of the mental disorder is
not limited to the individual functioning of the adult, but also
affects the relationship with the children and the partner and,
conversely, the context of the family may affect the course of
symptoms. The involvement of professionals from both AMHS
and CAMHS in the treatment honored the distinct roles and
relationships in family life and allowed the parent to feel more
comfortable about paying attention to their functioning as an
individual and in relationships within the family.

Our findings about the importance and benefit of addressing
the distinct roles and positions in the family are in line with
previous research of family focused practice. Parents often have
concerns about the effect of their mental disorder on their
parenting and relationship with, and development of their
children (40), but do not easily bring this up in their own
treatment for fear of losing custody of their child (41). In
addition, mental health professionals at AMHS are not trained to
treat parenting and child development issues (42). These barriers
experienced by parents and professionals can be overcome by
adopting an integrated family approach.

The novel element in this study is the integration of multi-
disciplinary treatments conducted by professionals from two
services, AMHS and CAMHS, targeting the whole family.
However, although this offers many opportunities to increase the
quality and impact of total treatment, it is also more complicated,
particularly because this entailed a team around the family in
which professionals had not previously worked together and did
not share the same therapeutic views (37, 43).

Besides the benefits, we also found challenges in conducting
treatment of the whole family which pose a threat to the
collaboration and a joint focus on the treatment of involved
professionals of AMHS and CAHMS. These challenges are
differences in therapeutic concepts, organization policy, loyalties,
need to exchange information, and ideas about realistic targets.
Sharing information between professionals from both services
in a multi-disciplinary consultation is one of the key elements
of treatment embracing an integrated family approach. If a
professional is reluctant to do so due to personal values, their
colleagues are limited in their ability to tailor the treatment to
the capabilities and circumstances of the family. In our sample,
we saw a tendency for CAMHS professionals being more in need
of information regarding making decisions about how to direct
their treatment than their colleagues at AMHS. This is a direct
consequence of the different goal statements of the two services.
Treatment of the young child is impossible without the parent
(44), whereas treatment for the adult could be done without
involving the children.

Another challenging factor was the different therapeutic
concepts and policies between the services. This is related to

the traditional difference in focus between CAMHS and AMHS,
and the responsibility felt by the professional. On the one hand,
the individual focus of AMHS views the patient as autonomous
and with responsibility for their own lives. On the other hand,
the focus of CAMHS is on the child and the parent-child
relationship, and the professional feels a certain responsibility for
the development of the child. This is not in a legal sense but arises
from a sense of commitment to the vulnerability and interests
of the young child. These differences pose a challenge and can
potentially give rise to conflicting views on issues regarding
port of entry and termination of the treatment. The loyalty of
the professional to their own patient and own service is easily
triggered by controversy and may keep them away from being
committed to the whole family.

The above-mentioned processes which threaten collaboration
between AMHS and CAMHS are in line with previous research
(45, 46).

LIMITATIONS

Some limitations of our study concern the sample of families
whose treatment was evaluated by the professionals. First, the
recruited professionals were from two mental health services
in a small part of the Netherlands. This is because there are
no other mental health organizations with a comparable liaison
between AMHS and CAMHS embracing an integrated family
approach wherein professionals are facilitated to do so. Second,
we included all professionals involved in the treatment of
families that occurred during our study, and we finished data
collection after data sufficiency, which possibly results in bias
in terms of the specific characteristics of the sample. Although
there was sufficient diversity among the included families, we
cannot exclude bias partly because the study took place in a
geographically small area. Third, professionals and researchers
are part of the same organization, and in certain cases, they
know each other, which carries the risk of their not being willing
to speak out openly. Fourth, in this study we have only used
one method and one source, the experiences of professionals,
which is a limited foundation for a grounded theory approach
presenting a concept of a theory about an integrated family
approach in mental health care. This paper is part of a broader
study, with the goal to build amodel grounded in data of different
sources as the literature, experiences of patients, observations,
and measurements of treatment outcomes. In the additional
studies different methods will be used to establish a more
elaborate theory.

Implications for Clinical Practice
This exploratory evaluation suggests that treatments using an
integrated family approach carried out by adult and child mental
health services working together is of value for the families
involved by empowering professionals from the different services
to collaborate with one another. The experiences of professionals
in this study were helpful for informing the management
and the workforce of mental health services about which
key elements and processes are associated with an integrated
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treatment approach will benefit parents and children and their
relationships. By paying attention to the challenges and threats
that often emerge in these treatment programs, they are better
able to create conditions in which professionals will be family
focused in their treatment.

An interesting finding is the great benefit of the
multidisciplinary consultation of involved professionals, on
the one hand the conducting of complementary well-tailored
care for each individual family and on the other hand for
professionals to be able to cope with complexity in the family.
These findings may seem contradictory considering the current
call for patient involvement in shared decision making (SDM).
SDM is a concept wherein decisions are made based on
interaction with the patient, regarding which treatment has
the best evidence and is most appropriate with respect to
patients’ values and preferences (47, 48). However, multi-
disciplinary consultation and SDM do not exclude each other.
The multi-disciplinary consultation enabled the professionals
to see all aspects of the whole family. Because of this, the
professionals are better able to assist patients and parents to
make shared decisions.

CONCLUSIONS

The experiences of professionals in this study indicate that
using an integrated family approach in treatment could be of
benefit for the families involved, although there are challenging
issues that could pose a threat to it. The key elements that
provide benefits for the family are the focus on the whole family,
flexible complementary tailored treatment, and multidisciplinary
consultation. Professionals indicate that because of these
key elements, they were more comfortable coping with the
complexity of problems in the families they treated, and they
perceived that this led to better quality of treatment and resulted
in improved outcomes for the family. The key elements providing
benefits and the challenging issues can be understood as a
recommendation to the managers to enable professionals of adult
and child mental health services to collaborate and discuss their
issues, all for the benefit of families.
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Background: Approximately 1–2% of mothers may experience severe mental illness

(SMI) requiring admission to an inpatient Mother and Baby Unit (MBU). MBUs aim

to provide mental health assessment and treatment and strengthen the mother-infant

relationship, essential for infant development. Whilst MBUs offer various interventions,

they do not routinely offer structured parenting interventions. The Baby Triple P

Positive Parenting Program (BTP) was developed to enhance parenting competence,

psychological coping and the quality of partner and other social support. Guided by

lived experience consultation, we aimed to determine the feasibility and acceptability of

delivering BTP plus Treatment as Usual (TAU) in this setting.

Method: A multi-site, parallel-group, single-blind pilot randomized controlled trial

(registration: ISRCTN12765736) comparing BTP+TAU to TAU in participants, recruited

from two MBUs in England. The Baby Triple P intervention consisted of eight

parenting sessions, with the final four being delivered over the telephone following

MBU discharge. Feasibility outcomes were participant intervention engagement and

study retention. Clinical outcomes including maternal parenting competence, bonding

and mental health outcomes were assessed at baseline, post-baseline/intervention

(10 weeks) and six-month follow-up. Data were analyzed using descriptive statistics

and linear regression models. An economic feasibility analysis was also conducted.
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Results: Thirty-seven of the 67 eligible participants consented; 34 were randomized

(16 to BTP+TAU and 18 to TAU), of whom 20 were retained at post-intervention data

collection and 21 at six-month follow-up. Twelve participants (75%) completed the

intervention, which was rated as highly acceptable. Clinical outcomes signaled potential

improvements in maternal parenting competence, bonding, mood and mental health

symptomatology in participants who received the intervention. Healthcare resource use

and EQ-5D-5L questionnaires were well-completed by participants. Delivering BTP in

this setting is estimated to cost £443-822 per participant.

Conclusions: This is the first trial of a parenting intervention in a MBU setting.

BTP is feasible and acceptable to mothers with SMI, with a promising signal for

treatment efficacy. Although minor modifications may be required for the collection

of observer-rated measures post-MBU discharge, the findings indicate that a larger,

definitive trial could be conducted, especially if the setting is extended to include perinatal

mental health community settings.

Keywords: mothers, intervention, perinatal, severe mental illness (SMI), parenting, inpatient admission, feasibility

and acceptability

INTRODUCTION

Approximately 10–20% of women develop mental health
difficulties during pregnancy or the first year of having
a baby, with an estimated 1% experiencing severe mental
illness requiring specialist psychiatric services (1–3). Severe
mental illness (SMI) in the perinatal period refers to severe
and incapacitating depression, psychosis, schizophrenia, bipolar
disorder, schizoaffective disorder and postpartum psychosis (2,
3). Within the literature, it has long been established that
maternal mental illness has a significant, detrimental impact
on the woman, her family, and her developing child [e.g., (4–
10)]. The quality of the mother-infant interaction in women
experiencing SMI or severe mental health difficulties can be
poorer compared to mothers experiencing affective disorders
[e.g., (11, 12)]. For example, Wan et al. (11) observed mothers
with schizophrenia to be less responsive and sensitive toward
their infants and the infant in turn were more avoidant.

Mother and Baby Units (MBUs) offer an inpatient setting for
the treatment ofmothers experiencing severemental illness in the
perinatal period whereby mothers are admitted jointly with their
babies [e.g., (1, 2, 13)]. However, despite improvements in mental
health in mothers admitted to these units, research has found
that the treatment of the mother’s symptoms does not necessarily
always translate into more positive and attuned interactions
with her baby (12). Early interventions may be a good solution
to promote nurturing environments and parent and baby
interaction because the potential benefits of these interventions
in the general population have been largely accepted, especially
in relation to child outcomes (14–19).

The Triple P system of interventions is a major contribution
to the parenting intervention research with solid theoretical,
scientific and clinical foundations (20–25). Triple P interventions
are aimed at contributing to the healthy development of children
by enhancing parental knowledge and resourcefulness regarding

positive parenting practices. Given the substantial long-term
negative effects of early adverse experiences, and the capacity
of positive relationships to buffer or modulate these effects,
an expansion of Triple P interventions has resulted in an
intervention to address parental practices and needs in families
expecting a baby (23). Baby Triple P is a positive parenting
intervention aimed at preparing parents for their transition into
parenthood by providing them with knowledge and skills to
promote secure attachment with a new baby, to improve the
quality of partner support alongside wider social support and to
increase coping resources to reduce parental distress (26).

First-time parents rated this universal intervention to be
acceptable (27). There is also evidence from studies with non-
psychiatric parents that Baby Triple P has reduced infant distress
in terms of inconsolable crying in six-month-old infants who
also appeared to be more content in contrast to infants in
the control group (28). At 2 years of corrected age, pre-term
children were also found to have significantly better cognitive
function, motor and symbolic communication skills compared
to their control group (29). Furthermore, the acceptability and
feasibility of Baby Triple P was explored in a sample of mothers
(76.9% were primiparous) with postnatal depression in order
to see if it could be beneficial within a mental health context
(30). Of the 27 women randomized to treatment as usual or the
intervention in this pilot trial, all 12 women who received Baby
Triple P rated the intervention as highly acceptable and all of
them were retained until the final follow up. Although this study
was underpowered for analysis of effect, the results were in the
predicated direction post-intervention in terms of reported levels
of depression, happiness, self-regulation and subjective bonding.
Acceptability and applicability in a more severe mental illness
context were further examined in two related studies, using Q-
methodology to explore the views and attitudes of mothers with
SMI admitted to a MBU as well as MBU staff (31, 32). Mothers
believed that a parenting intervention like Baby Triple P would be
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beneficial to them. They also deemed theMBU environment to be
suitable for its delivery (31). This view was shared by MBU staff
who also endorsed that this type of intervention would be feasible
within the MBU setting and acceptable to mothers, regardless of
their personal situation (32).

The preventive focus of the Baby Triple P programme on
strengthening the mother and baby relationship or bond as well
as on reducing maternal stress and increasing social support
could be beneficial, specifically for women presenting with
perinatal mental health problems. Despite the availability of
psychiatric interventions for mothers experiencing severe mental
health difficulties, no structured parenting interventions are
routinely offered within these specialist perinatal settings.

The aim of this study was to evaluate the acceptability of
the Baby Triple P parenting intervention in mothers with severe
mental health problems in a MBU setting and the feasibility
of recruiting, engaging and retaining women in this study with
a view to evaluating it in a full-scale randomized controlled
trial (33). In particular, this study aimed to (1) establish the
suitability and acceptability of the study procedures for mothers
experiencing severe mental health problems admitted to a
Mother and Baby Unit, (2) determine whether there were any
signals that the intervention might improve maternal and infant
outcomes and (3) identify key drivers of cost associated with
the intervention.

METHODS

Design and Study Setting
This study used a multisite, parallel-group single-blind (outcome
assessors) randomized controlled trial (RCT) design to compare
Baby Triple P plus treatment as usual (BTP+TAU)with TAUonly
in a MBU setting, with one MBU located in the Northwest (Site
1) and one in the Midlands (Site 2), in the UK. These MBUs had
a capacity of 10 and 9 beds, respectively, and were comparable
in serving a largely urban and ethnically and socio-economically
diverse group of female service users and their families.

A mixed-methodology approach was used to establish the
feasibility and acceptability of the intervention and study
procedures [see (33), for the study protocol]. Acceptability was
explored in depth through participant and MBU staff interviews
and these qualitative findings will be published elsewhere (34).

Ethical Approvals and Research
Governance
This trial was supported by the NIHRResearch for Patient Benefit
Programme (NIHR RfPB, grant number PB-PG-1014-3505) and
sponsored by The University of Manchester. Study approvals
were granted by the NHS National Research Ethics Service
(NRES) via the Northwest–Greater Manchester South Research
Ethics Committee (REC) (16/NW/0510), the Health Research
Authority (HRA) (IRAS project number 188486, protocol
number 16233) and the Research and Innovation departments
of both NHS trusts overseeing the two participating MBUs
(Greater Manchester Mental Health NHS Foundation Trust
and Birmingham and Solihull Mental Health NHS Foundation
Trust). Furthermore, an independent Trial Steering and Data

Monitoring Committee and a Patient and Public Involvement
(PPI) group supported this study through regular meetings
throughout the feasibility trial’s duration.

Participant Inclusion and Exclusion Criteria
Women jointly admitted with their babies to one of the two
participatingMBUswere screened against the following eligibility
criteria: Participants had to: (1) be aged ≥18 years, (2) have at
least one infant aged <12 months or be in the third trimester of
pregnancy and expected to reside on the MBU following delivery
and (3) be proficient in English to provide written informed
consent and/or participate in the study assessments, interviews
and, if allocated, in the intervention.

Participants were not eligible for this study if they had
any of the following characteristics: (1) they experienced
significant psychiatric symptoms that compromised their ability
to concentrate on assessments or intervention sessions, (2) they
showed severe personality disorder traits including self-harming
behaviors or (3) their infants were removed from their care on a
non-temporary basis. Participants were also excluded from study
participation if their discharge from the MBU was scheduled
within seven days of them expressing interest in the study because
they would be unable to complete the initial four sessions within
a week if randomized to the intervention.

Recruitment
Recruitment was conducted until April 2018 (commencing
November 2016 at Site 1 and from March 2017 at Site
2). Recruitment methods involved MBU staff identifying
participants who met the eligibility criteria and were willing to
be approached by the research team to receive information about
the study. A “Consent to Approach” form was used to document
potential participants’ consent to be contacted by a member of
the research team. Each participant provided written, informed
consent and their continued consent was sought regularly by the
project manager prior to each assessment. The full recruitment
procedure is detailed in Wittkowski et al. (33).

Randomization
Participants were asked to complete the first set of outcome
measures at baseline before they were randomly allocated
to either BTP+TAU or TAU only. The randomization list
was held by the Manchester Academic Health Science Centre
Clinical Trials Unit (MAHSC-CTU), subsequently known as the
Manchester CTU. The allocation ratio was 1:1 with randomized
permuted blocks of size 4 and 6.

The Baby Triple P Intervention
The BTP programme consisted of eight sessions, which were
delivered by trained facilitators: a clinical psychologist at Site 1
and an occupational therapist at Site 2. A full description of the
sessions is presented in Table 1. Participants allocated to receive
this intervention were given the BTP workbook (26) to keep.
They were advised to share it with their partners and, if desired,
other family members, but not to share it with other mothers on
the MBU to avoid contamination of outcomes. All participants
adhered to this request.
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TABLE 1 | Session content summary of the baby triple P positive

parenting programme.

Session

number/Theme

Content covered in session Strategies

Session

1—Positive

parenting

• Aims of positive parenting.

• Factors that impact

child development

• Strategies for promoting

healthy development.

• Strategies to promote secure

attachment and healthy

interactions with baby.

• Goal setting for first 12 months

as a parent.

Communication

strategies to show

affection to baby.

Session 2—

Responding

to your baby

• Responding to baby

• Teaching of new behaviors

and skills

Praising baby, show

attention, providing

interesting/novel activities

and setting routines.

Session

3—Survival

skills

• Identification of unpleasant

emotions and how they

affect parenting.

• Identification of unhelpful ways

to think about parenting

(parenting traps)

• Expectations of transition

to parenthood.

• Common experiences when

having a new baby.

Coping skills, settling

techniques, relaxation

and stress management

techniques, establishing

boundaries, coping plans

development, though

identification, social

support.

Session

4—Partner

support

• Common experiences in

couples in transition

to parenthood.

• Identification of unhelpful ways

of thinking about relationship.

• Communication skills for

maintaining

relationship wellbeing.

Communication,

constructive feedback,

support for each other,

problem solving

approach, sharing task

and activities.

Sessions 5 to

8—

Implementing

parenting

routines

• Prompting self-evaluation,

• Goal-setting and planning for

areas of future change.

• Identifying obstacles and risks

and strategies to

address them.

All as indicated above.

Adapted from Tsivos et al. (30).

Intervention Fidelity and Process
Evaluation
Both facilitators were trained by an accredited BTP trainer to
deliver the intervention, which was supported by a facilitator
manual. In addition, the facilitators recorded a log of the
amount of their time spent on delivering the intervention. To
ensure fidelity of the intervention delivery, both facilitators also
completed BTP specific checklists following each session and
discussed intervention delivery and its challenges in regular peer
assisted supervision and support sessions [for further details of
this supervision model, see (35, 36)]. Furthermore, five sessions
were digitally recorded and assessed by an independent and
experienced Triple P therapist and supervisor, who confirmed
that BTP sessions were delivered with high content fidelity and
high process quality.

Treatment as Usual (TAU)
TAU consisted of case management using a care programme
approach provided by allocated MBU psychiatric staff including
consultant psychiatrists, nurses and nursery nurses and
pharmacological interventions as well as non-parenting
psychological interventions (e.g., CBT for depression). TAU
varied according to patient needs, MBU capacity and staff
availability, but excluded any parenting interventions. The
variability of psychosocial and psychological interventions
offered in MBUs in the UK has been documented elsewhere
[see (37, 38)]. As both MBUs admitted women from anywhere
in England and Wales based on bed availability, post-discharge
care varied and depended on local service provision. Hence,
TAU following MBU discharge included multidisciplinary
team management offered by perinatal community mental
health teams (CMHTs), where available, or by crisis or home
treatment teams, non-perinatal CMHTs or Improving Access to
Psychological Therapies (IAPT) teams.

Outcome Measures
The primary outcome was the feasibility of recruiting and
retaining participants to the study and the intervention. The
feasibility of BTP delivery was assessed via engagement with
the intervention (i.e., percentage of sessions attended) and
acceptability were derived from participants’ satisfaction with
the intervention, which was assessed via the Client Satisfaction
Questionnaire (CSQ) (39).

Secondary outcomes, collected to identify signals of
effectiveness and key drivers of cost-effectiveness, are
summarized in Table 2. The suitability and acceptability of
outcome measures were informed by data completeness analysis
(i.e., number of items responded by active participants).
Outcome data were collected by research assistants blind to
the allocation arm at three time points during the study: Time
1 (baseline), Time 2 (10 weeks post-baseline) and Time 3 (6
months post-baseline).

Procedure
Full details of the procedure are reported elsewhere (33). After
consenting to the study, participants completed the baseline
assessment measures and MBU staff were asked to complete
relevant observer-rated measures. Participants were randomly
allocated to continue with TAU alone or to receive the
intervention in addition to TAU during their MBU admission.
Participants allocated to the intervention were usually offered
weekly sessions. At each site, the project manager, who was not
blind to the allocation, offered session reminders to participants
and checked ongoing consent prior to each follow up assessment.
These assessments were typically conducted in participants’
homes because most participants were discharged from the
MBU by this stage. All relevant health and safety procedures
were followed.

After study completion, all participants were offered £30 as
a reimbursement for their time and contributions alongside
a certificate of completion and a list of useful contacts or
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TABLE 2 | Overview of outcome measures used.

Outcome measure What is being

measured

Score interpretation Completed

by

Time 1 Time 2 Time 3

Family Background

Questionnaire [FBQ, (40)]

and Maternal Social

Support (41)

Sociodemographic

characteristics

including social support

FBQ—n/a, mostly descriptive

MSS: higher scores indicate better perceived social support.

Cut off scores suggest <18=low, 19–24 = medium and >24

= adequate levels of support

Participants

Maternal Efficacy

Questionnaire [MEQ, (42)]

Maternal self-efficacy Higher scores indicating higher maternal efficacy Participants

Brief Depression, Anxiety

and Stress Scale

[DASS-21, (43–45)]

Subjective mood and

stress

Higher scores indicate worse mood or higher stress

Cut off scores are:

1. 0–4 = normal, 5–6 = mild, 7–10 = moderate, 11–13 =

severe and ≥14 extremely severe levels of depression

2. 0–3 = normal, 4–5 = mild, 6–7 = moderate, 8–9 = severe

and ≥10 = extremely severe levels of anxiety

3. 0–7 = normal, 8–9 = mild, 10–12 = moderate, 13–16 =

severe and ≥17 extremely severe levels of stress

Participants

Brief Symptom Inventory

[BSI, (46)]

Psychiatric symptom

presence and severity

Scores exceeding 63 indicate clinical significance and

increased psychopathology.

Participants

Postpartum Bonding

Questionnaire [PBQ,

(47, 48)]

Subjective

mother-baby

relationship and bond

Lower scores indicate better perceived bonding, and higher

scores indicate poorer bonding and higher maternal

psychopathology.

Cut of scores are:

1. <11 = high bond and ≥12 low bond (PBQ Impaired

Bonding)

2. <16 = normal mother-infant relationships and scores from

17–35 indicate high mother-infant relationship disorders (PBQ

Rejection and Pathological Anger)

3. 1–9 = low infant-focused anxiety and ≥10 = high

infant-focused anxiety (PBQ Infant-focused Anger)

4. 1–2 = low maternal pathological anger and ≥3 = high

maternal pathological anger (PBQ Incipient Abuse)

Participants

Five-Level EQ-5D

[EQ-5D-5L, (49–51)]

Health status, used to

calculate quality

adjusted life years

(QALYs)

All five dimensions have five response levels. Lower scores

indicate better health and higher scores indicate worse health

Participants

Health and Social Care

Resource Use

Questionnaire

Capturing resource use

during the study period

N/A Participants

(Continued)
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TABLE 2 | Continued

Outcome measure What is being

measured

Score interpretation Completed

by

Time 1 Time 2 Time 3

Clinical Global Impression

Scale [CGI, (52)]

Improvement from

admission to discharge

This scale includes 3 factors (severity of mental illness,

improvement since admission, efficacy of treatment with

medication compared to severity of side effects). High and

low scores indicate worse and better mental health

respectively. Score interpretations state:

1. Minimum score = 1 (normal), maximum score = 7 (among

the most extremely ill patients) (Severity of mental illness)

2. Minimum score = 1 (very much improved), maximum score

= 7 (very much worse) (Improvement since admission)

3. Minimum score = 0 (marked improvement, no

side-effects), maximum score = 4 (unchanged/ worse, side

effects outweigh therapeutic effects). (Efficacy of treatment

with medication compared to severity of side effects)

MBU staff Could no

longer be

rated by MBU

staff

Brief Psychiatric Rating

Scale [BPRS, (53, 54)]

Psychiatric symptom

severity

7-point Likert scale for 18 factors (minimum score = 18,

maximum score = 126). Lower scores indicated better

mental health and higher scores indicated worse mental

health. Cut-off scores state: 18–31= mildly ill, 32–41=

moderately ill, 42–53= markedly ill, >53 = severely ill.

MBU staff Could no

longer be

rated by MBU

staff

Louis MACRO (Mother

and Child Risk

Observation) Measure

(55)

Infant wellbeing and

mother-baby-

relationship

Higher scores indicate better status and lower risk. MBU staff Could no

longer be

rated by MBU

staff
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organizations for additional support. After the last follow-
up assessment was completed, participants in the TAU only
condition were also offered the BTP workbook.

Data Analysis
The statistical and economic analyses were described in
the protocol (33) and follow the intention-to-treat principle.
Analyses were conducted in STATA (56) and SPSS (57).

We report participant flow using the CONSORT Statement
for Pilot and Feasibility Studies (58), and descriptive summaries
were generated for the outcome measures. A linear regression
model was used to estimate the effect of treatment allocation on
the self-reported outcomes at post-intervention (i.e., 10 weeks
post-baseline, Time 2) and at 6-month follow-up (Time 3)
separately, adjusting for outcome measures at baseline. Adjusted
mean differences, bias corrected bootstrap standard errors and
95% confidence intervals (CIs) are reported as well as Cohen’s
d standardized effect sizes (calculated from the adjusted mean
differences and the pooled standard deviation at baseline) and
their corresponding 95% CIs.

Resource use data were collected from an NHS and social care
perspective. The currency used was GBP (£) and price year 2018.
Descriptive summaries were generated for the EQ-5D-5L and
healthcare resource use data. Utility values were derived using the
crosswalk methodology (50) as currently recommended by NICE
(51) and quality adjusted life years (QALYs) were calculated using
an area under the curve approach. The cost of delivering the
Baby Triple P intervention was estimated based on the number
of hours that facilitators reported spending on delivering the
intervention, and the respective unit cost (59) of the NHS grade
that each facilitator was employed on. The cost of training the
facilitators, based on the employment grade of the person who
delivered the training and duration of training, was also included.

RESULTS

Participant Characteristics
The two groups of participants were comparable across most
demographic and clinical characteristics (see Table 3) and reflect
the wider urbanMBU population as well. On average participants
were 29 years old and their partners slightly older at 33 years
old. Their infants, of which 55% were girls, were mostly the
result of planned (59%) but complicated (62%) pregnancies. The
infants had an average age of 14.62 (SD = 10.31) weeks. The
mothers were mostly British (68%), primiparous (59%), married
or cohabiting (61% and 29%, respectively) and rated their partner
and wider social support to be moderate (20.81, SD= 3.41).

Although infants in the TAU group were on average 2 weeks
older than those in the BTP+TAU group at baseline, there were
no other differences between the two groups which suggests that
randomization was performed successfully.

In terms of their mental health, most participants reported
previous mental health difficulties (85%) and were currently
taking medication (97%), predominantly for affective diagnoses
with anxiety (72%). The most common diagnoses were
depression (21%) and anxiety with an affective disorder (21%)
but only 6% received a diagnosis of an anxiety disorder only.

The other most common diagnoses were bipolar disorder
(15%) and personality disorder with affective disorder (15%).
Postpartum psychosis was diagnosed in 12% of the participants.
A higher percentage of participants from the TAU only group
received a diagnosis of postpartum psychosis (16%) and of
personality disorders with affective disorders (16%) compared to
the BTP+TAU group (6 and 6% respectively). Further diagnostic
and psychosocial information can be found in Table 3 and
Supplementary Table 1.

Changes to the Study Protocol
As the original grant submission for this study predated the
publication of this CONSORT statement, we analyzed the data in
accordance with our original funding submission and published
protocol [see (33)]. However, there were some changes to the
original protocol (see Supplementary Table 2 for full details).
Based on preliminary data on the capacity (19mothers and babies
per unit per month) and turnover [average admission duration of
approximately seven weeks; (37)] of the two participating MBUs,
we anticipated a potential pool of 209 women to be admitted
and aimed to recruit approximately 60 to this feasibility trial.
During the study recruitment period, however, the admission
rate was considerably lower, with women being admitted for
longer with an average of about nine weeks. As the amount of
available data was low, analyses were conducted using all available
values rather than performing multiple imputation. NHS site
was not included as a covariate along with group and baseline
measures, due to the low number of participants recruited at
Site 2. Due to the low number of participants assessed at post-
baseline with observer-rated measures, regression analysis was
also not conducted using observer-rated measures, except for
the CGI (52). Originally, research staff were going to complete
observer-rated measures, but during the study the research
team and trial steering committee agreed that, despite training
in questionnaire administration, research assistants lacked the
expertise of clinical psychiatric and nursing staff to adequately
rate symptoms of mental health. Finally, as one of the sites had
stopped administering the Health of the Nation Scale (60) as a
routine outcome measure, it was also not used in any analyses.

Although two blind breaches per site occurred, in all four cases
it was possible for another trained assessor to undertake these
assessments instead. Hence, research assistants who undertook
data collection remained blind to the participants’ allocation arm.

Feasibility of Recruitment and Retention
The flow of participants through the study is summarized in
Figure 1. All 165 women (100%) admitted to one of the two
MBUs during the recruitment period were screened, but 98
(59%) were not eligible. Of the 67 eligible women, 37 (55%)
consented to take part in the study. However, two participants
were discharged before randomization took place and one
participant was discharged following randomization, making all
three ineligible. The remaining 34 participants (roughly 52% of
the 65 eligible participants) were randomized to receive either
TAU only (n = 18) or BTP+TAU (n = 16). As can be seen in
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TABLE 3 | Demographic, psychiatric, psychosocial and delivery-related characteristics of the participants, their infants and partners.

Total (n = 34) BTP + TAU

(n = 16)

TAU Only (n

= 18)

Maternal characteristics

Mean age (years) (SD) 29.3 (4.1) 29.3 (0.98) 29.3 (4.4)

Perceived severity of current psychological difficulties (M and SD, from a 1 to 10 scale) 6.5 (1.66) 6.7 (1.6) 6.3 (1.6)

Currently taking medication (yes%) 97% (n = 33) 94% (n = 15) 100% (n = 18)

Mean length of stay in MBU in weeks (SD) 9.2 (4.5) 9.5 (5.2) 9.1 (3.9)

Mental health history - previous psychological difficulties (yes%) 85% (n = 29) 87% (n = 14) 83% (n = 15)

Affective disorders (% of sample with previous mental health difficulties) 13% (n = 4) – 26% (n = 4)

Affective disorders + anxiety (% of sample with previous mental health difficulties) 72% (n = 21) 86% (n = 12) 60% (n = 9)

Other (% of sample with previous mental health difficulties) 6% (n = 2) – 13% (n = 2)

Did not specify (% of sample with previous mental health difficulties) 10% (n = 2) 14% (n = 2) –

Difficulties occurring during previous pregnancies (yes, % of sample with previous mental

health difficulties)

17% (n = 5) 14% (n = 2) 20% (n = 3)

Psychiatrist diagnosis

Postpartum psychosis 12% (n = 4) 6% (n = 1) 16% (n = 3)

Bipolar disorder 15% (n = 5) 19% (n = 3) 11% (n = 2)

Depression with psychotic features 12% (n = 4) 6% (n = 1) 16% (n = 3)

Depression 21% (n = 7) 31% (n = 5) 11% (n = 2)

Anxiety (including GAD and PTSD) 6% (n = 2) 12% (n = 2) 0% (n = 0)

Anxiety (including GAD, PTSD and OCD) and affective disorders 21% (n = 6) 12% (n = 2) 16% (n = 4)

Personality disorder and affective disorders 15% (n = 5) 6% (n = 1) 16% (n = 4)

Schizophrenia 2% (n = 1) 6% (n = 1) 0% (n = 0)

Infant characteristics

Mean age (weeks) 14.6 (10.3) 13.6 (2.5) 15.5 (2.5)

Gender (Female %) 55% (n = 19) 63% (n = 10) 50% (n = 9)

Relationship status (%)

Married 61.8% (n = 21) 50% (n = 8) 72% (n = 13)

Living together 29.4% (n = 10) 50% (n = 8) 11% (n = 2)

Single 8.8% (n = 3) 0% (n = 0) 17% (n = 3)

Parity (%)

First time parent 59% (n = 20) 63% (n = 10) 50% (n = 10)

Two children 29% (n = 10) 37% (n = 6) 20% (n = 4)

Three children 6% (n = 2) – 11% (n = 2)

Over three children 6% (n = 2) – 11% (n = 2)

Ethnicity (%)

British 68% (n = 24) 75% (n = 12) 61% (n = 11)

Other white background 18% (n = 6) 13% (n = 2) 20% (n = 4)

Asian British 12% (n = 4) 6% (n = 1) 16% (n = 3)

Other mixed background 3% (n = 1) 6% (n = 1) –

Education level (%)

No qualifications 6% (n = 2) 6% (n = 1) 6% (n = 1)

GCSEs, CSEs or O-levels 18% (n = 6) 19% (n = 3) 17% (n = 3)

A levels/BTEC 18% (n = 6) 19% (n = 3) 17% (n = 3)

Trade/apprenticeship 15% (n = 5) 25% (n = 4) 6% (n = 1)

University degree 24% (n = 8) 25% (n = 4) 22% (n = 4)

Postgraduate degree 9% (n = 3) – 17% (n = 3)

Other 12% (n = 4) 6% (n = 1) 17% (n = 3)

Family income (%)

Upper-middle – High 38% (n = 13) 44% (n = 7) 33% (n = 6)

Middle 38% (n = 13) 38% (n = 6) 39% (n = 7)

Low-middle – Low 24% (n = 8) 19% (n = 3) 28% (n = 5)

(Continued)
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TABLE 3 | Continued

Total (n = 34) BTP + TAU

(n = 16)

TAU Only (n

= 18)

Reported financial issues in the last 12 months 15% (n = 5) 13% (n = 2) 28% (n = 5)

Maternal employment (%)

Full-time 9% (n = 3) – 17% (n = 3)

Part-time 6% (n = 2) 6% (n = 1) 6% (n = 1)

Home-duties 15% (n = 5) – 28% (n = 5)

Maternal leave 50% (n = 17) 63% (n = 10) 39% (n = 7)

Unemployed 21% (n = 7) 31% (n = 5) 11% (n = 2)

Partner characteristics

Mean partner/husband age (years) 33 (6.8) 33 (7) 32 (6.6)

Previous diagnosis of depression (yes) 3% (n = 1) 6% (n = 1) –

Partner’s education (%)

No qualifications 3% (n = 1) 6% (n = 1) –

GCSEs, CSEs or O-levels 24% (n = 8) 13% (n = 2) 33% (n = 6)

A levels/BTEC 12% (n = 4) 13% (n = 2) 11% (n = 2)

Trade/apprenticeship 15% (n = 5) 25% (n = 4) 6% (n = 1)

University degree 24% (n = 8) 25% (n = 4) 22% (n = 4)

Other 24% (n = 8) 31% (n = 5) 17% (n = 3)

Partner employment (%)

Full-time 68% (n = 23) 88% (n = 14) 50% (n = 9)

Part-time 6% (n = 2) – 11% (n = 2)

Home-duties 6% (n = 2) – 11% (n = 2)

Unemployed 15% (n = 5) 13% (n = 2) 17% (n = 3)

Pregnancy characteristics (%)

Planned pregnancy (yes %) 59% (n = 20) 63% (n = 10) 53% (n = 10)

Complications during pregnancy (yes %) 62% (n = 21) 56% (n = 9) 67% (n = 12)

Vaginal delivery 53% (n = 18) 50% (n = 8) 53% (n = 10)

Induced labor 21% (n = 7) 19% (n = 3) 20% (n = 4)

Assisted delivery

Forceps 15% (n = 5) 25% (n = 4) 5% (n = 1)

Ventouse 3% (n = 1) – 5% (n = 1)

Episiotomy 12% (n = 4) 13% (n = 2) 10% (n = 2)

Fetal Monitoring 12% (n = 4) 6% (n = 1) 17% (n = 3)

Emergency Cesarean 12% (n = 4) 13% (n = 2) 10% (n = 2)

Planned Cesarean 18% (n = 6) 19% (n = 3) 17% (n = 3)

Other 3% (n = 1) – 5% (n = 1)

Maternal social support (mean/SD) 20.8 (3.4) 20.4 (4.9) 20.6 (4.2)

Feels supported by friends 3.6 (1.3) 3.5 (1.3) 3.7 (1.3)

Feels supported by family 4.1 (1.2) 4.3 (1.2) 3.9 (1.3)

Feels supported by husband/partner 4.5 (0.9) 4.7 (0.5) 4.2 (1.1)

Experiences high level of conflict with husband/partner 3.4 (1.0) 3.5 (1.0) 3.2 (1.2)

Feels being controlled by husband/partner 4.0 (1.5) 4.5 (1.1) 3.6 (1.8)

Feels loved by husband/partner 4.2 (1.2) 4.4 (1.0) 4.0 (1.4)

Values in bold indicate significant differences between groups at p < 0.05.

Figure 1, a greater number of participants were recruited at Site
1 (n= 27) than at Site 2 (n= 7).

In terms of study retention, 21 of the 34 eligible participants
(approximately 62%) completed the final follow-up assessment,
but retention rates varied considerably between the groups from
baseline to the two assessment timepoints (e.g., 75 and 63%

for BTP+TAU and 44–61% for TAU). Only four participants
from the BTP+TAU group did not complete assessments at
Time 2, in contrast to 10 from the TAU only group. However,
at Time 3 three TAU participants agreed to questionnaire
completion again, while only one participant in the other
group did so. From Time 1 to Time 2, 75% of BTP+TAU
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FIGURE 1 | Consort diagram.

participants were retained in the study. At the final follow up,
all 12 of the participants who completed the intervention agreed
to assessments visits. However, two participants requested to
complete the questionnaires afterwards and their self-report data,
with the exception of the EQ-5D-5L (49, 51), were subsequently
lost in the post. Thus, full data from 62.5% of participants
were available for analysis. In contrast, only 44% of TAU only
participants remained engaged with the study at Time 2 but, with
three participants returning to complete measures at Time 3, 61
% were retained in the end.

Baby Triple P Engagement and
Acceptability
Of the 16 participants allocated to receive BTP+TAU, 93% (n =

14) completed the four core sessions which were almost always
delivered during their MBU admission. The first four sessions
are essential, whilst the remaining four sessions are for parents
to practice their skills and to problem solve; these final sessions
are typically delivered via the telephone. The data revealed that
81% continued to engage with the intervention at Session 5
which then dropped to 75% for the remaining three sessions.
Most participants would have been discharged from the MBU at
this stage of the intervention. In total, 75% (n = 12) completed
the intervention.

Ten of these 12 participants returned the Client Satisfaction
Questionnaire (CSQ) (39) by post. Their overall mean score was
75.33, out of a total possible score of 91, which indicates high

acceptability of the intervention (see Supplementary Table 3 for
further details). Responses for individual domains indicate that
participants particularly valued the quality of the programme.
They were also satisfied with the overall delivery of the
intervention and that they were particularly satisfied with the
progress of their baby.

A more detailed analysis of the intervention’s acceptability
alongside the study procedures, based on interviews with study
participants and MBU ward staff, will be reported elsewhere
[see (34)].

Serious Adverse Events and Contamination
No research related serious adverse events were recorded for
any participants during the study period, suggesting that the
parenting intervention was safe. All participants adhered to our
requests of restricting any sharing of BTP learning and materials,
such as the workbook, with their partners and/or family. No
contamination issues were reported or observed.

Secondary Outcome Measures
Of the participants who were retained in the study, completion
of the assessment measures was very high for all five outcomes
collected across the three assessments: MEQ (91%), DASS-21
(97%), PBQ (97%), BSI (94%) and EQ-5D-5L (100%). However,
one participant in the BTP+TAU group completed the EQ-
5D-5L only at the Time 2 assessment, but not the other self-
report questionnaires. We did not identify any patterns in the
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missing data that indicated unacceptability of certain items
or specific questionnaires. MBU staff completed observer-rated
measures for 94% of participants at Time 1. However, their
completion rate dropped to 20% at Time 2, which typically fell
outside participants’ average MBU admission of about 9 weeks,
because MBU staff no longer had contact with study participants
following discharge and could not report on their outcomes.
Consequently, it was decided to not seek further information
from staff at Time 3.

Between-Group Effect Sizes
The mean total scores for the clinical outcome measures at
baseline are presented in Table 4 and group differences following
treatment and at follow-up are detailed in Table 5. Based on cut-
off scores from the DASS (45), at baseline participants across
both groups rated their symptoms of depression as severe, anxiety
as extremely severe, and stress as moderate (see Table 4). Based
on cut-off scores proposed by Brockington et al. (48), mean
PBQ total scores as well as mean PBQ scores regarding impaired
bonding indicate psychopathology in both groups. Although t-
scores for BSI Global Severity Index suggest that this sample
was below the cut-off score (i.e., t-score of 63) for identification
of psychiatric disorders (61), participants’ BSI scores appear to
be higher than other clinical samples [e.g., (62)]. At baseline,
MBU psychiatrists rated the participants as being moderately to
severely ill [according to their CGI and BPRS assessments (54)].
Mothers allocated to the BTP+TAU group were also assessed
as presenting with more risky behaviors related to baby care
than the mothers from the TAU only group as assessed by Louis
MACRO total scores and the Louis MACRO subscales scores
regarding emotional care, parenting and mother’s mental state
(see Table 4).

The adjusted mean differences between the groups indicate
higher levels of improvement (i.e., higher scores in MEQ and
lower scores on all other measures) for the intervention group
than for the TAU only group at post-intervention (see Table 5).
From baseline to post-intervention, large effect sizes (63) were
observed for the DASS total scores as well as the DASS stress
subscale scores. Improvements were also evident in terms of
symptomatology: large effect sizes were noted for participant-
completed BSI positive symptom Total and Distress scores,
interpersonal sensitivity, depression, hostility and psychoticism.
Although only evidenced by a medium effect size, improvements
in mental state, as assessed by the psychiatry staff rated CGI, were
also greater for the BTP+TAU group compared to the TAU only
group. Improvements were also noted in mothers’ perceptions
of their parent-baby bond: medium effect sizes were noted for
the overall PBQ total score as well as for the rejection and anger
subscale both at post-intervention and six-month follow-up.

Although overall effect sizes seem to reduce from post-
intervention to final follow-up, inspection of mean values
for each group across assessment points indicate greater and
sustained improvements in all available outcome measures
for the BTP+TAU group compared to the TAU only group.
However, the small sample size as well as the large range in
confidence interval values could suggest imprecision of the effect
of the differences between groups.

The potential benefits of the intervention were explored
further: individual scores from self-reported measures were also
assessed for clinical significance changes by calculating Jacobson
and Truax’s (64) reliable change index (RCI) from baseline to
post-intervention and follow-up scores. We then summarized
the number of participants with a reliable change indicating
improvement (a score of > 1.96) in each treatment group.
Results from this reliable change index analysis indicated that
more participants in the BTP+TAU group showed clinically
significant improvements from baseline to follow-up assessments
in almost all of the self-reported measures compared to the TAU
only participants (see Supplementary Table 4). The findings
indicated that those in the intervention group improved more
quickly from baseline to Time 2, especially in terms of self-
reported symptoms of anxiety, depression and stress (DASS)
and other symptoms (BSI), and these improvements were also
evident from baseline to final assessment. Both groups gained in
perceived maternal competence (MEQ) but only participants in
the intervention group showed improvements in how they rated
their overall bonding with their infants (e.g., 0% vs. 36% and 0%
vs. 40% to Time 2 and Time 3, respectively).

Economic Data
Utility values and QALYs derived from the EQ-5D-5L are
summarized in Table 6. Over the whole follow-up period the
intervention group had higher utility values on average than the
TAU only group.

The cost breakdown of delivering BTP in a MBU setting is
summarized in Table 7. Training was delivered once in each Site
over 3 days (assuming 7.5 h per day, this equates to 22.5 h). The
total cost (including training) for Site 1 was estimated to be £443
per participant, based on an NHS Band 8a Clinical Psychologist
delivering the training (£63/h, 64) and the 69 h delivering the
intervention to 13mothers. The total cost for Site 2 was estimated
to be £822 per participant, based on anNHS Band 7Occupational
Therapist delivering the training (£53/h, 64) and the 24 h
delivering the intervention to three mothers. The average cost
across both sites was £514 per participant. Due to low recruitment
at Site 2, the training was more expensive per participant who
received the intervention at that MBU. Data regarding healthcare
resource use, reported in Supplementary Table 5, suggest that
there were differences between the groups, with greater resource
use for the TAU only group for all services except for nurses. The
healthcare resource use data were complete in almost all cases
examined and the quality of the data were good.

The details of the index MBU admission were recorded for
22 out of 34 participants. The mean length of stay was 62 days
(95% CI 39 to 85; n = 10) in the TAU group and 64 days (95%
CI 47 to 82; n = 12) in the BTP+TAU group. The unit cost per
MBU bed per night was £729 (65). The mean cost of the index
MBU admission was £46,778 (95% CI 34,084 to 59,471) in the
intervention group and £45,417 (95% CI 28,731 to 62,103) in the
control group. Two participants were re-admitted to an MBU
following index admission (both from the TAU group), totalling
an additional 37 days of inpatient care in an MBU (costing
£26,973); this may be a key driver of cost.
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TABLE 4 | Self-reported and observer-related outcomes at baseline.

BTP + TAU (n = 16) TAU only (n = 18) Total (n = 34)

M SD M SD M SD

Self-report measures

MEQ 52.44 10.58 52.78 10.81 52.62 10.54

DASS total 83.13 18.17 81.56 32.8 82.29 26.55

DASS depression 25.06 10.88 25 13.99 25.02 12.43

DASS anxiety 22.31 8.8 20.72 13.65 25.03 12.44

DASS stress 26.44 10.09 28.11 11.47 21.47 11.48

PBQ total 46.56 26.77 42 25.17 27.32 10.72

PBQ impaired bonding 18.81 12.85 19.22 12.3 19.03 12.37

PBQ rejection and pathological anger 13 8.07 11.56 8.07 12.24 7.98

PBQ infant focused anger 7.25 4.63 7.94 3.78 7.62 4.15

PBQ risk of abuse 2.19 3.97 3.28 3.98 1.5 3.51

BSI global Severity Index t-score (raw score) 58 (2.05) 6.66 (0.66) 60.12 (2.25) 10.61 (0.93) 59.09 (2.15) 8.85 (0.80)

BSI positive Symptom Total t-score (raw score) 59.38 (42.18) 7.92 (7.25) 60.88 (42.41) 11.22 (10.54) 60.15 (42.30) 9.64 (8.96)

BSI positive Symptom distress t-score (raw score) 55.81 (2.54) 8.06 (0.57) 56 (2.53) 10.69 (0.74) 55.91 (2.54) 9.36 (0.65)

BSI Somatisation 57.19 (1.62) 7.62 (0.75) 56.88 (1.69) 9.86(1.09) 57.03 (1.68) 8.71 (0.92)

BSI obsessive-compulsive 59.5 (2.54) 7.45 (0.91) 60.47 (2.60) 9.42 (0.97) 60 (2.57) 8.4 (1.08)

BSI interpersonal sensitivity 58.5 (2.48) 9.97 (1.12) 60.41 (2.63) 9.93(1.08) 59.48 (2.56) 9.84 (1.08)

BSI depression 57.38 (2.57) 9.11 (1.13) 56.12 (2.51) 10.43 (1.15) 56.73 (2.54) 9.68 (1.12)

BSI anxiety 56.19 (2.44) 5.38 (0.72) 55.71 (2.35) 8.6(1.15) 55.94 (2.39) 7.11 (0.89)

BSI hostility 54.81 (1.45) 8.73 (1.06) 58.59 (1.85) 9.65(1.22) 56.76 (1.66) 9.27 (1.15)

BSI phobic anxiety 59.56 (2.12) 6.83 (1.01) 62.35 (2.62) 8.54(1.19) 61 (2.38) 7.77 (1.12)

BSI paranoid ideation 53.81 (1.58) 8.95 (1.04) 58.06 (2.04) 10.84 (1.31) 56 (1.82) 10.05 (1.19)

BSI psychoticism 55.5 (1.71) 6.35 (0.78) 57.94 (2.07) 11.92 (1.15) 56.76 (1.89) 9.56 (0.99)

Staff-rated measures

Louis MACRO total 16.97 1.32 18.08 1.42 17.6 1.47

Louis MACRO safety 3.81 0.22 4.52 2.57 4.19 1.91

Louis MACRO physical care 3.75 0.22 3.84 0.29 3.8 0.26

Louis MACRO emotional care 3.1 0.44 3.47 0.49 3.3 0.5

Louis MACRO parenting 10.65 0.63 11.23 0.74 10.97 0.74

Louis MACRO infant characteristics 3.41 0.4 3.59 0.52 3.51 0.47

Louis MACRO mother’s mental state 3.11 0.41 3.35 0.65 3.24 0.56

BPRS total 59.56 19.11 58.72 16.08 59.12 17.3

CGI severity 4.93 0.92 5 0.84 4.9 0.86

17 participants were assessed for BSI scores in the TAU group; 15 participants were assessed for Louis MACRO scores in the BTP + TAU group. Values in bold indicate significant

difference at p < 0.05.

DISCUSSION

Feasibility, Acceptability and Satisfaction
Indicators
This is the first feasibility trial to evaluate the feasibility and
acceptability of a structured parenting intervention like Baby
Triple P in mothers with severe mental health difficulties. The
findings indicate that mothers who were MBU inpatients found
the intervention and its delivery in this setting acceptable. In
addition, the individually randomized trial design, including the
randomization procedure, was found to be feasible to be scaled
up to a fully powered RCT to evaluate the effectiveness and cost-
effectiveness of BTP in this setting. However, recruitment was
lower than anticipated due to lower MBU admissions so the
optimal approach to recruitment may need to be revisited.

In terms of outcome measure suitability, the high rates of
participants answering all items as well as the low number
of items being omitted suggest that outcome measures were
acceptable and user-friendly. Furthermore, no specific patterns
of items being left out were identified which indicates that
the questions raised in the measures were acceptable for this
population. Overall, the excellent rate of data completion
(of >95% across all three assessment points) could be an
indicator of our patient-reported outcomes (i.e., self-reported
measures) being suitable for gauging differences in a future trial.
Completion of observer-rated measures by MBU staff was also
excellent during participants’ admission for the first assessment
time point (94%). However, at subsequent assessment timesMBU
staff could not complete those measures consistently because
participants had been discharged. In a future RCT, the possibility
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TABLE 5 | Differences between groups after treatment.

Post-intervention (10 weeks

after baseline; Time 2)

BTP + TAU (N = 11)* TAU only (n = 8) Adjusted

mean

difference

SE BCa 95% CI Cohen’s d

M SD M SD

MEQ 64.45 7.92 60.63 13.60 4.27 4.04 −2.52 10.54 0.38

DASS total 51.45 29.73 74.25 29.69 −24.55 13.77 −52.02 5.96 −0.83

DASS depressions 14.55 12.36 22.25 12.85 −8.25 5.21 −17.38 1.04 −0.65

DASS anxietys 15.27 10.13 16.88 11.23 −4.09 5.28 −13.75 8.73 −0.38

DASS stresss 19.82 10.45 29.38 9.40 −10.08 4.42 −18.16 −0.25 –1.02

PBQ total 20.27 23.44 29.00 27.21 −14.01 8.54 −32.20 4.39 −0.55

PBQ impaired bondings 9.45 10.96 13.63 13.06 −5.30 3.67 −13.90 2.44 −0.44

PBQ rejection and pathological

angers
6.00 6.87 8.38 8.28 −3.53 2.16 −7.92 1.43 −0.46

PBQ infant focused angerS 3.91 3.51 5.25 4.06 −1.12 1.57 −4.48 2.36 −0.29

PBQ Incipient abuses 0.91 3.02 1.50 3.51 0.71 0.62 −0.21 1.49 0.22

BSI global Severity Index

(t-scores)

46.09 13.03 52.25 14.09 −7.32 4.48 −17.99 3.28 −0.73

BSI positive Symptom Total

(t-scores)

47.55 13.70 53.88 14.82 −9.66 3.19 −16.71 −3.33 –0.92

BSI positive Symptom distress

(t-scores)

42.73 10.21 50.75 12.65 −6.35 4.53 −14.30 2.65 −0.76

BSI somatisations 48.18 9.83 49.50 11.67 −3.70 4.90 −12.02 4.66 −0.47

BSI obsessive-compulsives 50.55 13.71 52.00 9.65 −3.23 5.61 −14.44 6.24 −0.36

BSI interpersonals sensitivity 49.55 10.43 57.75 9.93 −7.85 3.76 −14.90 −0.95 −1.04

BSI depressions 44.73 13.03 52.25 14.26 −7.98 4.66 −17.13 −0.04 −0.80

BSI anxietys 43.91 11.11 49.25 11.35 −5.98 3.88 −13.59 2.33 −0.72

BSI hostilitys 46.00 10.42 52.50 10.72 −6.79 3.78 −14.51 0.81 −0.87

BSI phobic anxietys 50.91 11.71 56.50 14.02 −2.64 5.80 −11.45 4.57 −0.28

BSI paranoid ideations 46.55 10.43 48.00 12.31 −4.48 3.32 −11.16 3.49 −0.54

BSI Psychoticisms 45.82 8.38 54.88 15.29 −9.87 2.87 −15.67 −4.11 −1.14

Clinical global impression 1.38 0.51 1.64 0.67 −0.23 0.25 −0.74 0.22 −0.48

Six-month Follow-up (Time 3) BTP + TAU (N = 10) TAU only (n = 11) Adjusted

mean

difference

SE 95% CI Cohen’s d

M SD M SD

MEQ 64.90 11.32 61.80 9.77 2.38 0.18 0.36 0.98 0.22

DASS total 43.60 43.44 56.55 33.29 −18.09 16.28 −49.27 19.31 −0.47

DASS depressions 12.30 12.91 16.45 13.57 −5.91 5.99 −16.78 4.39 −0.45

(Continued)
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TABLE 5 | Continued

Six-month Follow-up (Time 3) BTP + TAU (N = 10) TAU only (n = 11) Adjusted

mean

difference

SE 95% CI Cohen’s d

M SD M SD

DASS anxietys 10.20 10.56 14.64 12.98 −7.48 5.65 −18.07 2.25 −0.63

DASS stresss 15.20 13.41 19.00 11.51 −5.89 5.31 −15.39 4.71 −0.47

PBQ total 20.50 17.89 34.36 32.32 −16.23 10.48 −35.31 4.19 −0.61

PBQ impaired bondings 9.60 8.06 16.00 14.62 −5.67 4.24 −14.03 3.00 −0.47

PBQ rejection and pathological

angers
5.10 4.98 9.91 9.54 −5.30 2.78 −11.69 1.39 −0.69

PBQ infant focused angers 4.80 4.52 5.64 4.63 −0.05 2.06 −4.58 5.16 −0.01

PBQ incipient abuses 1.00 2.83 2.82 4.62 0.50 0.53 −0.47 1.79 0.13

BSI global Severity Index

(t-scores)

47.30 16.83 49.82 12.95 −4.36 5.38 −14.25 7.65 −0.29

BSI positive Symptom Total

(t-scores)

48.10 15.79 50.82 12.64 −3.29 4.39 −11.03 5.47 −0.23

BSI positive Symptom distress

(t-scores)

48.10 19.30 48.36 12.69 −5.60 6.13 −17.74 9.34 −0.35

BSI somatisations 49.60 12.02 51.27 12.02 −2.94 5.42 −12.77 7.26 −0.24

BSI obsessive-compulsives 52.30 11.13 51.00 10.99 0.32 5.16 −8.54 8.54 0.03

BSI interpersonal sensitivitys 48.60 15.06 52.36 14.07 −2.99 5.37 −12.79 6.88 −0.21

BSI depressions 45.20 16.72 47.27 11.12 −4.06 5.06 −13.84 7.08 −0.29

BSI anxietys 42.90 12.26 48.18 10.42 −8.40 4.08 −17.02 1.42 −0.74

BSI hostilitys 47.90 15.18 50.64 10.41 −4.16 4.54 −12.49 4.48 −0.32

BSI phobic anxietys 51.60 14.21 57.09 13.85 −3.48 5.88 −14.51 6.92 −0.25

BSI paranoid ideations 47.30 14.39 47.82 12.59 −2.30 5.03 −12.80 11.07 −0.17

BSI psychoticisms 44.70 12.46 50.64 13.60 −5.64 4.82 −15.44 6.53 −0.43

*One participant at post-intervention assessment remained in the study but only completed the EQ-5D.
s Indicates measure is a subscale. DASS stress difference at post-intervention significant at p = 0.04; BSI psychoticism difference significant at p = 0.02; BSI Positive symptom total significant at p = 0.01MEQ: Higher scores indicate

higher maternal efficacy; DASS, PBQ AND BSI: lower scores indicate lower psychopathology; lower scores on the CGI indicate better mental health status.

10 participants from the TAU only group completed MEQ measure at six-month follow-up assessment.

Cohen’s d: 0.2 = small effect, 0.5 = medium effect, 0.8 = large effect (63).
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TABLE 6 | Summary of EQ-5D data.

Mean (95% CI)

BTP+TAU (n

= 16)

TAU

(n = 18)

Utility at Time

1

0.57

(0.48, 0.66)

n = 16

0.55 (0.42,

0.68)

n = 18

Utility at Time

2

0.70

(0.55, 0.85)

n = 11

0.54 (0.26,

0.83)

n = 8

Utility at Time

3

0.72

(0.55, 0.76)

n = 10

0.63 (0.46,

0.79)

n = 11

QALYs

(baseline to

week 26)

0.37

(0.31, 0.43)

n = 8

0.27 (0.15,

0.40)

n = 8

Net QALYs

(95% CI)

0.10 (−0.02

to 0.22)

n = 16

TABLE 7 | Summary of costs for training and intervention delivery.

Cost of

delivering

intervention*

Cost of

training**

Total cost Cost/

participant

Site 1 (n = 13) £4,347 £1,418 £5,765 £ 443

Site 2 (n = 3) £1,272 £1,193 £2,465 £ 822

Overall (n = 16) £5,619 £2,611 £8,230 £ 514

*Total cost based on number of full hours of care provided (69 in Site 1, 24 in Site 2).

**Number of hours of training (3 days at 7.5 per day = 22.5 h) x unit cost of trainer and

trainee’s time.

of including observer-rated measures that can be administered
by research staff should be considered alongside a stronger
request for all self-reported measures to be completed during the
follow-up appointments, even if online. Online or remote data
collection has increased in use over the last 2 years to minimize
infection risks; hence, tried and tested methods could be used in
a future trial.

Although 100% of women admitted during the recruitment
window were screened for study eligibility, the available pool
to recruit from was lower than expected, potentially reflecting
the early stages of the transformation of the perinatal mental
health service provision in the UK (66). Furthermore, there was
a difference in the recruitment rate between the two sites: the
site with lower recruitment admitted more women with complex
problems during the recruitment window and so they could not
be included in the study. In addition, an increase in complex
problems often meant longer admissions and a slower turnover
of potential participants being admitted to that MBU. However,
the diagnoses reported for this total sample are similar to those
reported in previousMBU surveys in the UK (37, 67–69). Finally,
although our inclusion criteria were relatively broad, women had
to continue to reside on the ward for at least another week after
expressing interest in the study to be eligible. Thus, only about

41% of all women admitted were eligible for study inclusion.
Recruitment from more MBUs and possibly the inclusion of
participants from recently developed perinatal CMHTs (66)
would ensure better recruitment opportunities in future trials,
potentially an even more diverse ethnic representation. The
inclusion of participants who are not proficient in English should
also be considered in any future study to test interventions
for diverse groups of parents with mental health problems. In
addition, the involvement of much younger mothers (≥16 years)
could also be considered. As seen in this study, three mothers
were eligible for study inclusion, but their relatively quick
improvements meant they were discharged from the MBU much
faster than originally anticipated by staff. If a future trial recruited
from inpatient and outpatient perinatal mental health services,
the timeframe of service use could be revised substantially, given
the expectation that women discharged from MBUs are seen
within relevant local perinatal mental health services.

Our intervention retention rate of 93% after the four core
sessions of BTP was excellent and higher for our sample
of mothers with severe mental health problems compared to
a sample of mothers with postnatal depression [intervention
retention rate of 85%; (30)] or a sample of non-psychiatric,
healthy parents of premature babies [80%; (29)]. The completion
of those crucial core Triple P sessions could be seen to constitute
programme completion, because the remaining four sessions are
designed for parents to practice their learnt parenting skills.
Our retention rate of 75% at the end of the intervention was
also higher compared to parents of premature babies [66%;
(29)] and first-time, healthy mothers [40%; (28)], but not as
promising as that of 85% for mothers with postnatal depression
(30). Overall, our intervention attrition rate of 13% compares
positively with attrition rates from Triple P interventions for
parents of older children (>2 years) as attrition rates across
several studies reached 19.5% [see meta-analysis by Nowak and
Heinrichs (70)].

Clinical Outcome Indicators
Although this study was not powered to detect statistically
significant differences between the treatment groups, we
identified signals of effectiveness. At Time 2 following the
intervention, greater improvements were noted for the
BTP+TAU group than the TAU group on all of themeasures. The
biggest differences (i.e., large effect sizes) were for participant-
reported depression, anxiety and stress (i.e., DASS-21 scores)
and for positive symptom total scores on the BSI which
measures psychiatric symptom presence and severity. At Time
3 the between group differences had attenuated for almost all
measures except the PBQ which evaluates the mother-baby
bond and relationship. Considering that there is evidence to
suggest that early remission of postnatal psychiatric difficulties
can mitigate the effects of maternal SMI on child development
(71), the results from the present study could be worth exploring
in a full RCT. These findings may also suggest that the expected
mechanism of action of this parenting intervention in relation
to strengthening the mother-infant relationship may be more
evident over a longer period. Accurately capturing the changes
in the parent-infant relationship across a longer time period,
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potentially without relying solely on self-report measures [e.g.,
(72)], would be crucial for any future trial.

Economic Outcome Indicators
The quality and completeness of data from the resource use and
EQ-5D-5L questionnaires were good. There was a net QALY gain
in the BTP+TAU group compared with the TAU only group,
which may signal additional health benefits associated with BTP.
This difference was not statistically significant, but the sample
size was small and the study was not powered to detect differences
in QALYs. The cost to deliver BTP was modest; however, it may
be possible to explore whether BTP could be delivered over fewer
sessions or by lower salaried professionals without reducing the
fidelity of the intervention. The resource use questionnaire is well
designed for data collection when administered in an interview
format by field researchers as done here. It may be necessary
to modify the design if a different mode of completion was
used in a full RCT. A key driver of healthcare costs among
the study participants was MBU readmission. Two participants
from the TAU only group were readmitted to their MBUs which
was associated with a cost of £26,973. None of the participants
randomized to BTP+TAU was readmitted. If the addition of
this parenting intervention to usual care was associated with
a lower likelihood of readmission to a MBU this would be
an important outcome. However, given the small number of
participants included in this analysis, it is possible that this was
observed by chance.

Challenges of Undertaking This Study in a
MBU Setting and Limitations
Although acute psychiatric wards have been found to be
complex and challenging environments for patients as well as
staff, staff supported the consent, recruitment and other study
procedures at both MBUs. The longer admissions for the women
recruited to this study may indicate more complex mental
health presentations, but it is important to note that those
women allocated to receive the intervention engaged extremely
well, especially during their inpatient admission. However, other
challenges should be acknowledged. Two MBUs, comparable in
terms of size and other relevant factors, were used to enhance
the generalisability of the findings, but only one site almost
met the anticipated recruitment rate whilst the other one did
not. During this study admissions to the lower recruitment site
varied and that MBU was not always operating at full capacity.
Over the last few years MBUs in the UK have been part of a
changing service landscape with the development of perinatal
mental health services including community service provision.
It is possible that those developments impacted one MBU more
than the other.

The collection of staff-rated measures proved challenging
after participants were discharged from the MBU and several
measures could not be included. Some of these measures were
chosen because they were routinely collected outcomes at both
MBUs during the study planning phase (e.g., HONOS and
LouisMACRO). For any future trial, observer-rated measures
should be chosen carefully so that research staff could complete
these. The transformation of perinatal mental health services in

the UK may ensure that women will be referred to perinatal
CMHTs following MBU-discharge which means that routine
outcomemeasures used within these services could be considered
and the woman’s care coordinator could be asked to assist with
the completion of measures. It would also be sensible to extend
the trial to include such services in order to omit the exclusion
criterion of ward presence for a period of seven days following
expressing an interest in the study; we had to exclude three
participants for this reason. Furthermore, due to its established
training structure, the intervention can easily be offered by
various members of an inpatient or outpatient perinatal mental
health team, including nursery nurses. BTP was developed for
the infant’s parents so delivery does not have be restricted to
the mother but can successfully be offered to fathers as well
as other significant others in the case of single parents. As
many countries may have different criteria for the admission of
a mother to a psychiatric unit, sometimes without the ability
for a joint mother and baby admission, it would be useful to
explore the benefits of this type of parenting interventions in
other countries as an adjust to the mother’s usual mental health
care. Finally, the inclusion of a video-based assessment of the
parent-infant interaction and relationship should be considered
to assess potential attachment behaviors shown by the infant and
to have a more objective measure of the parent-child interaction,
rated by trained and accredited coders. The intervention clearly
supported mothers bonding with their infants and this aspect
warrants further investigation, especially in relation to the infant’s
psychological development and mental wellbeing.

When interpreting the current findings, some limitations
need to be considered. The study sample size was relatively
small and admission rates to both MBUs were lower than
anticipated. Uptake and engagement rates of mothers need to be
explored further in an outpatient mental health setting.Whilst no
contamination issues were reported by participants or observed
byMBU staff, this possibility remains. However, as the prevalence
of maternal mental illness is reportedly rising (73), there is a
need to explore the benefits of a range of interventions that can
improve the mental health of mothers as well as their bonding
with their infants.

Conclusions
This preliminary study indicates that a parenting intervention
like Baby Triple P can be delivered and implemented successfully
in acute psychiatric inpatient settings like a Mother and Baby
Unit to service users who appeared to benefit from what
the intervention has to offer to them and their infants. We
identified that this intervention and our study procedures could
be delivered safely. There was good retention in both treatment
groups and an exceptionally high level of completion of self-
report outcome measures. Some modifications may need to be
made to the collection of observer-rated outcomes but overall
the findings suggest that the study procedures are feasible for
a future large-scale trial of a structured parenting intervention
that would complement other therapeutic approaches perfectly
and could easily be implemented into existing perinatal mental
health services.
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Active engagement of community stakeholders is increasingly encouraged in behavioral

health research, often described as a co-production approach. Community stakeholders

(e.g., patients, providers, policy makers, advocates) play a leading role together

with research investigators in conducting the various phases of research, including

conceptualization, design, implementation, and the interpretation and dissemination

of findings. The concept of co-production has promising benefits for both the target

population and the research outcomes, such as producing person-centered interventions

with greater acceptability and usability potential. However, it is often the case that neither

researchers nor community members are trained or skilled in co-production methods.

The field of behavioral health research lacks tools and methods to guide and promote

the engagement of diverse stakeholders in the research process. The purpose of this

methods paper is to describe the Virtual Community Engagement Studio (V-CES) as a

new method for engaging vulnerable populations like mothers with mental health and

substance use conditions in research. We piloted the method in collaboration with the

Maternal Mental Health Research Collaborative (MMHRC), focusing on one of the most

vulnerable, under-researched populations, mothers coping with mental health and/or

substance abuse disorders. Our pilot included mothers and providers who work with

them as Community Experts to inform all phases of research design and implementation,

and the interpretation and application of findings. The aim of this article is to describe

the V-CES as a powerful tool that supports the engagement of mothers with mental

health and/or substance use disorders and other community stakeholders in research,

to provide examples of its use, and to make recommendations for future use, based on

lessons learned. The V-CES toolkit is available for use with this target population as well

as others.

Keywords: community engagement, co-production, parents with mental illness, mothers, mental health,

substance use disorder
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INTRODUCTION

The onset of COVID-19 and its emotional, social and
psychological implications, particularly for mothers of
childbearing age (e.g., social isolation, working at home with
children, difficulty accessing treatment, loss of employment)
have been found to be associated with a surge in use of substances
(e.g., opioids, cannabis, alcohol), anxiety and depression (1, 2).
Mothers of childbearing age with pre-existing conditions of
mental illness are at a particular higher risk for developing a
substance use comorbidity (3, 4). Unfortunately, this vulnerable
group of women is often less engaged in mental health services
and substance use treatment programs, and even less engaged
in research projects that presumably target their needs and
challenges (5, 6). The low rates of engagement in research among
this group directly affects the quality of the services and care they
receive, as new interventions and programs are being developed
without the critical input of this vulnerable group of potential
end-users or beneficiaries.

Co-production or co-design approaches are offered as
processes for tailoring interventions and treatment programs,
making them more relevant to the lived experience of the
target population and, as a result, potentially increasing
service/treatment engagement and effectiveness (7, 8). In a
co-production process, community stakeholders (e.g., patients,
providers, policy makers, advocates) and research investigators
partner in conducting the various phases of research, including
conceptualization, design, implementation, and dissemination. A
co-production approach can potentially lead to more meaningful
and impactful programs, interventions and outcomes for both
patients and researchers (9). Co-production is also associated
with benefits to researchers, such as enhanced acceptability and
feasibility of methods and procedures, enhanced relevance of
outcomes in terms of meaning and impact for patients, and
enhanced sustainability of interventions (10, 11). Similar to other
engagement approaches, such as shared decision making (12,
13), benefits for patients/participants in co-production include
improved quality of care and outcomes, and feeling valued
and empowered by sharing their experiences and expertise
on behalf of “a greater good” – that is, informing research
and practice approaches that may improve the lives of others.
Patients/community stakeholders may also benefit from the sense
of mastery that emerges from being “in the driver’s seat,” not
just as passive patients or research subjects, but as significant
decision-makers (10).

Despite the promising potential, the use and implementation
of co-production in practice is limited (14). Researchers may
be challenged in engaging community members (e.g., patients,
providers, policy makers, and advocates) as partners in research
endeavors rather than, or in addition to, as participants (15).
Many researchers are not trained or skilled in identifying,
recruiting, convening and engaging community stakeholders or
preparing them for participation in research in an advisory
capacity or as contributing members of a research team. At
the same time, mothers with mental or substance use disorders
may not feel comfortable participating, may be distrusting of
researchers, or may have concerns that there could be possible

legal or social services consequences to their involvement, due
to stigma and the sensitive nature of maternal mental illness and
substance use (16).

The COVID-19 pandemic has given rise to the rapid
digitalization of remote mental health via telemedicine and
digital psychiatry approaches (17, 18). Attention is also being
given to the development of virtual research methods, with
the Patient-Centered Outcomes Research Institute (PCORI) in
the United States soliciting projects via its Eugene Washington
Engagement Award program to develop and enhance community
engaged research approaches in the virtual era imposed by
COVID-19 pandemic. This article describes the results of a
PCORI engagement award to develop the Virtual Community
Engagement Studio (V-CES) method for virtually engaging
this vulnerable target population, mothers of childbearing age
with mental health and/or substance use disorder, across the
research life cycle. We will describe the V-CES method and
its application including feedback from participants, lessons
learned, and recommendations.

MATERIALS AND EQUIPMENT

V-CES Background
The V-CES was developed based on the community engagement
studio (CES) model (19–21) as an interactive method to
facilitate co-production in behavioral health research with
vulnerable populations, in our case, mothers with mental health
and/or substance use disorders. The end goal was to engage
community stakeholders as experts with researchers in various
steps of behavioral health research to provide input to inform
and improve recruitment procedures, data collection, ethical
considerations, the choice of outcomes, and the interpretation
and dissemination of findings. The V-CES is inspired by the
CES approach that focuses on supporting the involvement of
community members with researchers to inform next steps in
research and treatment innovation (19, 20). The original CES
was developed by Joosten and colleagues at Vanderbilt University
to recruit and train stakeholders and prepare researchers to
participate in an in-person meeting (19). The V-CES and the
original in-person CES model describe research efforts with
people rather than on people, similar to existing community
participatory based research (CBPR) or Cooperative Inquiry
(CI) approaches. Since we adapted the CES method during
and in response to the COVID-19 pandemic, the community
engagement studio takes place in a virtual/digital medium (i.e.,
an online video conference space), which requires consideration
of the differences from engaging with community stakeholders
in-person. Conducting the CES virtually provides opportunities
to facilitate and broaden the engagement of diverse mothers
(e.g., race, ethnicity, disability) in diverse geographic areas (e.g.,
rural, urban), time zones, and living situations (e.g., alone or
with extended family), with diverse responsibilities (e.g., caring
for young children at home) that impact on scheduling (e.g.,
during school hours or after school) with researchers from
different institutes or universities, states or countries, and areas
of research.
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V-CES Structure
The V-CES method includes two components: The core V-
CES team, which is at the center of the V-CES activity,
and the operational team, working behind the scenes, that
administratively supports the operation and execution of the V-
CES. Importantly, both components reflect a commitment to a
partnership between the researcher and the target population
(i.e., mothers with mental and/or substance use disorder). The
core V-CES team is composed of three types of members:
researchers, Community Experts, and Facilitators. The V-CES is
implemented by the operational team that includes a Community
Navigator, Science Navigator, and a Manager. The operational
team is responsible for implementing the V-CES, provides
coaching and support to both researchers and Community
Experts, and manages administrative aspects such as logistics
and resource preparation, including video conference platform,
V-CES recruitment, and the solicitation of feedback from V-
CES participants.

The V-CES Core Team

Researchers
The researcher identifies a theme or topic area and prepares a
short presentation to discuss with the V-CES team in preparation
for the V-CES. The V-CES team recommends changes to
the presentation as needed to improve clarity and ensure
the language and tone are appropriate and sensitive to the
Community Experts’ characteristics and experiences. Researchers
are guided to avoid jargon, technical terms and acronyms and
encouraged to use plain language. The researcher’s opening V-
CES presentation serves to elicit feedback from the Community
Experts on how best to move forward with a research project.
After making the presentation, the researcher’s role is primarily
to listen, asking and answering questions for clarification.
Participants may want to know, for example, why a researcher
is interested in a particular topic.

Community Experts
Community members, be they mothers, family members, peer
specialists, service providers or advocates, are considered experts
by experience and are the key to the success of the V-CES. Ideally,
they represent diverse backgrounds and are connected to the
community in various ways. For example, a care manager or
peer specialist who works withmothers inmetal health/substance
use treatment may have a very different, but equally valuable,
perspective from a mother currently in recovery with a similar
condition. Generally, Community Experts should have good
verbal communication and listening skills, a desire to learn
about research, and a willingness to share their experiences.
Accommodations can be made to support the engagement of
participants whose skills may be compromised by a health
condition or disability.

Facilitator
As recommended by Joosten et al. (19) the Facilitator’s task
is to create a comfortable, safe environment that allows for
open and frank discussion and to guide the conversation among
researchers and Community Experts. A skilled Facilitator does

not interject their opinions or biases into the conversation.
The Facilitator should have professional and/or lived experience
working within the target population community and possess
the ability to balance the differences in power that can naturally
occur when researchers and community members come together.
The Facilitator’s responsibilities include explaining (and keeping)
discussion ground rules (e.g., be concise, don’t interrupt, and
maintain confidentiality), keeping the discussion on track, using
the predefined questions as the discussion framework, and
guiding the discussion, only interjecting their own opinion and
personal observations with intention and purpose.

The V-CES Operational Team

Community Navigator
A boundary spanner with familiarity with the target community,
experience with academic-community partnerships, and
understanding of principles of community engagement is
a good candidate for the Community Navigator role. The
navigator should have experience building rapport and
trusting relationships with key community leaders. Specific
responsibilities include helping to identify, orient, and support
Community Experts who participate in the V-CES; coaching
the researchers on communicating with Community Experts
with personal or professional experience with maternal mental
health and/or substance use; and developing and maintaining
mechanisms to communicate with community partners, increase
interaction between community partners and researchers, and
track the development of research-community partnerships.
Hiring a Community Navigator from the community puts into
practice fundamental principles of community engagement
such as mutual benefit, respect and community capacity
building (19). A respected community member is likely to have
access to networks unfamiliar to someone who works in an
academic/research setting.

Science Navigator
The Science Navigator provides guidance on identifying and
recruiting participating researchers, and coaches them on
communicating effectively with non-researchers and engaging
Community Experts as consultants, rather than as research
subjects (19). The Science Navigator benefits from having
experience in patient-centered outcomes research, community-
engagement, comparative effectiveness and community-based
participatory research (19). Specific responsibilities include
helping to identify, orient, and support researchers who
participate in the V-CES; coaching the researchers on
communicating effectively with non-researchers and on
engaging Community Experts as consultants; and encouraging
Researchers to consult Community Experts who would like to
remain involved as the research project develops.

Manager
The Manager works with the Community Navigator and
Science Navigator to reach out to selected researchers and
Community Experts, securing the time and access code to
virtual sessions (e.g., via ZOOM, SKYPE, TEAMS) for the V-
CES, and preparing necessary materials to assist, plan, and
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implement the V-CES. Specific responsibilities include managing
logistics such as securing a virtual space and time for the V-
CES that are convenient for the Community Experts; making
sure the appropriate documentation is completed for each V-
CES, including capturing the Community Expert feedback from
each session; and the completion of evaluation surveys and forms
needed to process payments or stipends for participation.

METHODS

Step by step procedures for implementing a V-CES are described
below, using examples from the application of the V-CESmethod
with researchers and the target population of mothers with
mental and/or substance use disorders and providers who work
with them in the community. We implemented four V-CES’s
during the COVID-19 pandemic with a total of 19 Community
Experts (i.e., mothers and providers). The first two sessions were
conducted in April 2020 and included 16 participants: researcher,
facilitator, manager and 13 Community Expert, White women,
ages 25 to 45, from four states in the US. A third V-CES was
held in March 2021 and included 6 participants: researcher,
facilitator, manager and 3 Community Experts, White women
from the Massachusetts area. A fourth V-CES was conducted
in May 2021 with 8 participants: researcher, facilitator, manager
and 5 Community Experts, White women, one identifying as
Hispanic/Latina, ages 25 to 55 from six states in the US. The
V-CES procedures were reviewed by the Brandeis University
Institutional Review Board and deemed to be exempt from
consideration as Human Subjects Research. Community Experts
received gift cards in the amount of $150 US.

Recruitment
Recruitment of Researchers
The Operational Team was responsible for the recruitment
process. The V-CES Manager centralized the recruiting process
with the help of the Community and Science Navigators.We used
two strategies to recruit researchers and Community Experts
for the V-CES sessions. Researchers were recruited by the
Science Navigator from a mapped pool of researchers who
focus on maternal mental health and/or opioid use/recovery.
Interested researchers were invited to submit a paragraph
describing their research and plans for community engagement
including a summary of the problems or questions their
project would address, target population, stage of research,
and questions they wanted to propose to Community Experts
along with feedback needed. The V-CES team chose four
research projects problems or questions that were most likely
to benefit from input from or be of interest to available
Community Experts.

Recruitment of Community Experts
To recruit mothers with mental and/or substance use disorders
as Community Experts, we reached out through the Maternal
Mental Health Research Collaborative (MMHRC) listserv and
social media platforms. First, we emailed a survey to the
MMHRC listserv. The survey was designed to query mothers
who would be interested in participating as Community Experts

regarding contact information and availability as well as basic
personal and/or professional mental health and/or substance use
experiences to help build an appropriate Community Expert
pool. We published the survey link online to reach potential
participants who were members of the MMHRC Facebook
group, a social media initiative for reaching mothers coping
with maternal mental health conditions and/or substance abuse.
The Manager or the Community Navigator contacted potentially
interested Community Experts to set up an additional screening
conversation via telephone or online platform. The purpose
of this additional screening step was to confirm potential
Community Experts’ interest, availability, and comfort level
participating in an online group discussion on challenges facing
mothers and how to improve research on maternal mental health
and/or substance use. An important part of the screening process
was also ensuring that Community Experts have a relatively
quiet and private place where they feel comfortable talking
about sensitive topics, and the technology tools and skills to
participate virtually.

Preparation of Participants
Preparing Community Experts and researchers for the V-CES
and buttressing their sense of agency is an important step in the
V-CES process. Prior to the V-CES, the team emailed the V-CES
participants a guide that provided a general description of process
and the role of the Community Experts and researchers; and
an online survey that captured general background information.
Participants were asked to review and complete these materials
prior to the V-CES. Participants were encouraged to contact
the Operational Team with any comments and/or questions.
We prepared a series of videos of researchers addressing
questions provided by mothers regarding research – Research
101 for Mothers (https://research4moms.com/research-101/).
Mothers provided video clips for researchers regarding research
participation (https://research4moms.com/research-101/). These
videos were available to participants who requested further
information about the project.

The V-CES Process
In the introduction of a V-CESmeeting, Community Experts and
the researcher were informed by the Facilitator that the Science
Navigator would take notes. Participants were encouraged to
have their video cameras on, if they were comfortable. The
V-CES Manager and/or the Facilitator asked for participants’
permission to record the meeting. This recording was only used
as a reference for notes and would never be shared without
permission from participants. The steps in conducting the V-CES
included: greetings and introductions, providing a brief overview
of the purpose of the meeting and the process of discussion
and communication (“discussion roles”), and the researcher’s
presentation. The Facilitator kept the conversation on track,
making sure everyone’s voice was heard and the two to three
research topics were addressed. The Science Navigator took
notes throughout the discussion and, finally, the Community
Navigator thanked everyone for their participation and explained
next steps.
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V-CES Follow-Up
The V-CES follow up materials provided the researcher
important feedback from the Community Experts and
facilitated further collaboration between the researcher and
the Community Experts.

Follow-Up for the Researcher
A summary report including the Science Navigator’s notes and
verbatim written comments from the Community Experts was
shared with the researcher within one week of the V-CES. We
highlighted specific recommendations as related to the topics
that were discussed during the meeting (21). The researcher also
received a one-page Continuing Community Engagement Guide
that suggested ways for the researcher to maintain appropriate
communication with the Community Experts who reported
interest in serving as consultants as the research project develop.

Follow-Up for the Community Experts
We notified participants of any changes, adjustments and
improvements to the research made as a result of their
input. Items shared as follow-up could include updated
outreach materials, policy and procedural changes or significant
accomplishments of the study due to advice received during the
V-CES. If possible, it would be important to provide Community
Experts periodic updates on the project as well as any findings
published or disseminated by the researcher (21). Community
Experts participating in the V-CES sessions contributed to and
had opportunity to review tip sheets for researchers and mothers
developed as part of the project (See Supplementary Material).
The V-CES toolkit is also provided as Supplementary Material.

RESULTS

Recruitment via Social Media
Our recruitment advertisement via the MMHRC listserv and
Facebook group resulted in 91 mothers contacting us. We were
able to strategically select an average of 5 mothers for each of
the V-CES sessions and followed specific email invitations with
a screening call by the V-CES Manager. We recruited more
participants than needed in case a potential participant had a
last-minute schedule conflict or childcare challenge.

Community Experts’ Feedback
Community Experts who participated in the V-CES reported
positive experiences. They were grateful for the opportunity to
impact research and wanted more opportunities to participate
in such co-production initiatives in the future. For example, one
participant shared she felt “. . . being heard and listened to [by the
researcher]. I appreciate the time that was put into this” (V-CES
March 21). Another participant shared that she “. . . like the fact
that the researcher is trying to reach out to women during the first
year after giving birth. I know it’s a difficult time for many women,
but so critical to understand for others” (V-CES May 21).

Community Experts felt empowered by their research co-
production experience and wanted to continue their involvement
in the future to impact and disseminate research on maternal
mental health and substance use issues:

“I loved that this researcher really wanted to figure out how we can

add supports and not let these moms slip through the cracks. The

researcher is motivated by identifying this vulnerable population

and providing them with support” (V-CES May 21)

“I liked the connections...I liked the diversity of professionals...I

liked the empathy. . . I liked the desire to improve services, I liked

that [the researcher] wanted to know what we think is working

and not working and where we would like to see services go in the

future.” (V-CES May 21)

“It was so helpful having all 3 experts from different geographic

locations and within different medical communities - rural, large

city, and small city; but we all had similar experiences. This says so

much about how change needs to be widespread and proves to be a

big challenge.” (V-CES March 21)

Participation in research co-production also has the potential to
impact participants’ recovery:

“Getting new mothers to talk about their substance use to begin

with. It’s a huge step for these moms to come forth to talk about

addiction, or even admit they are experiencing addiction. It’s scary

and full of judgement from others. The stigma around addiction

and mental health needs to be educated with the entire community.

Hopefully moms will see the benefit of this program and trust the

process” (V-CES May 2021)

Last, Community Experts provided essential feedback for
research conducted with mothers with mental health and
substance use:

“I think that the idea of a flyer seems very non-threatening along

with all the other paperwork that gets sent home with a new mom

when she’s discharged from the hospital. I had an entire folder. As

we talked about the questions, it was really important to make the

surveys more conversational in tone.” (V-CES May 21)

“I would say disclosure about substance use or any mental health

that the participant maybe going through [is an issue]. As a mom,

they [research participants] may feel judged or would be scared that

something may happen to their baby if anyone knows what they are

going through. Another challenge may be retention, having a person

fill out a survey every month could be challenging, but I think with

good incentives, it may make it a little easier.” (V-CES May 21)

“It’s a huge step for these moms to come forth to talk about

addiction, or even admit they are experiencing addiction. It’s scary

and full of judgement from others. The stigma around addiction

and mental health needs to be educated with the entire community.

Hopefully moms will see the benefit of this program and trust the

process.” (V-CES May 21)

Researchers’ Feedback
We learned that even when working with researchers who have
previous community engagement experience, it was important
and necessary to coach researchers on how to engage with
Community Experts effectively. We found that for a successful
and collaborative conversation Community Experts want: 1). to
understand the researcher’s motivation, so researchers should be
willing and able to talk about their commitment to the topic,
professionally and perhaps, personally; 2). to know how their
input will specifically impact the research project and then the
broader community; and 3). to feel heard as knowledgeable
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consultants. We had researchers create brief video overviews to
introduce themselves and their interests, provided to participants
prior to the event. The team reviewed their brief presentations
in advance of the V-CES and provided feedback. Researchers
were challenged by having a conversation in plain language with
mothers and stakeholders whose perspectives they were hoping
to solicit. They benefitted from coaching prior to V-CES sessions,
as well as guidance and direction during sessions.

researchers reported that their perception about the role of
patient or community stakeholders in their research changed as a
result of the V-CES:

“I’m thinking about their interactions with the medical community

and stigmatization and ’othering’ they talked about.” (V-CES

April 2020).

“They [Community Experts] had a fantastic understanding of the

recruitment process.” (V-CES May 2021).

DISCUSSION

This article describes the efforts and steps taken to develop
and implement V-CES, a co-production engagement method
to involve patients and community stakeholders in the design
and implementation of research projects, and the interpretation
and dissemination of findings. The V-CES method is based
on the CES model and was developed in response to
the barriers and challenges in community engaged research
caused by the breakout of the COVID-19 pandemic. Our
experience demonstrates the potential contribution to V-
CES to improve research engagement and relevancy in the
virtual space post-pandemic, allowing for increased diversity of
participants, communities, and service contexts. For researchers
and Community Experts, in our case mothers with mental
health and substance use, V-CES participation provided a “win-
win” scenario, with the potential to improve recruitment efforts
and make research outcomes more personalized, meaningful,
and relevant.

Our specific V-CES pilot had three main limitations. First,
by nature, the V-CES excludes populations without access to the
internet or those who are not comfortable using online platforms.
Therefore, participants were those with stable internet access,
who felt comfortable using a virtual platform (Zoom) and were
able to be in a safe, convenient location during their participation
in a V-CES. As with other virtual remote approaches, it is
important to recognize that the V-CES may be less accessible
or effective for individuals who have no or limited access to the
internet and those who prefer in-person interaction for many
reasons (22). One benefit of the V-CES, compared to other
digital-virtual approaches, is the existence of an in-person model,
the original CES, that allows for the inclusion of populations who
do not have or may benefit less from a virtual model.

Second, most Community Experts were White from
Northeastern and Midwestern states. Recruiting a racially
diverse group was difficult because a primary source for
recruitment was the MMHRC Facebook group page, where most
members are Northeastern/Midwestern US white women (3).
Future use of the V-CES method should purposefully address

diverse Community Expert populations. Last, due to the nature
of the study (co-production participatory design), we did not
collect information about what kind of mental health issues
and/or SUDs recruited mothers experience, which may limit the
replicability of the method in different subpopulations.

To summarize, the V-CES is a potentially useful approach
for operationalizing co-production processes virtually, which is
beneficial during emergencies (i.e., COVID-19) (23) but also for
those living in rural areas, lacking transportation, or balancing
work schedules and responsibilities at home, or for those who are
experiencing barriers to “classical participation”(24). While the
V-CES model may well be useful to researchers and Community
Experts implementing co-produced research in other health
domains, future studies are required to contribute to the growing
literature on the science of engagement. For example, our team
has been awarded a PCORI engagement award to implement
and further evaluate the V-CES with mothers with intellectual
and developmental disabilities and behavioral health conditions,
with community stakeholders, and researchers. The V-CES
toolkit and tip sheets are available as Supplementary Material

and on the MMHRC website (https://heller.brandeis.edu/ibh/
affiliates/mmhrc/about.html). We welcome its further use,
implementation, and evaluation by community stakeholders and
researchers, and look forward to receiving feedback for further
improvements and future studies.
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Despite rising rates of youth mental health disorders and suicides, most youth lack

access to accurate, non-stigmatized mental health information. Instead, many describe

people with mental illness as violent and incompetent. Mental health literacy aligns with

resilience theory. It assumes that youth that have accurate mental health information

will have less stigmatized views of mental illness and will be more likely to seek help

earlier should mental health symptoms arise. Accurate, non-stigmatized mental health

information is especially needed for Children of a Parent or other Family Member that

has a mental illness (COPFMI) since they are more likely to acquire a mental illness than

children who do not have a family member with a mental illness. COPFMI youth are in

need of the same mental health information as general population youth but they can

also benefit from knowing how to deal with a family member’s mental health disorder.

Based on many foundation studies and key stakeholder input from parents, educators,

mental health providers, child welfare providers, and especially youth, an emerging Youth

Mental Health Literacy (YMHL) scale was developed and validated for measuring the

mental health literacy levels of youth ages 11–14. The scale provides a full scale score of

youth mental health literacy. It has subscales of knowledge of mental illness and recovery;

stigma, help seeking for self/others; coping with stress; and dealing with family mental

health challenges. The validation study indicated support for a unidimensional structure

for each of the refined subscales. The subscales showed suitable reliability as evaluated

by several measures of internal consistency. While the scale needs further study with

larger samples of youth, it is hoped that the scale can yield mental health literacy outcome

data that can helpmental health literacy programs to build evidence-based programs that

may, in turn, help prevent, delay, or ameliorate mental health disorders among youth.

Keywords: mental health, scale, children, mental health literacy (MHL), youth, families

INTRODUCTION

The aim of this work is to report an early stage of development and validation of a new scale to
measure mental health literacy among youth ages 11–14. The researchers set about to design a scale
that could be used to measure mental health literacy (MHL) levels of youth drawn from general
population youth and/or those that have a parent or other family member with a mental illness.
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The idea was to find a scale that could be flexible for use
across a range of emerging programs. For example, if a program
was delivered to whole classrooms of middle school and high
school student general population youth (1), MHL levels could be
measured. Program providers targeting youth that have a parent
or other family member with a mental illness (2) could also use
the scale to measure MHL levels.

Our definition of youth mental health literacy includes all of
the constructs/components of mental health literacy, as defined
by Jorm (3): knowledge of possible mental health symptoms,
recovery from mental illness, mental illness stigma; and help-
seeking for self and others. This MHL definition was enhanced
with the addition of two additional components.We added youth
coping with stress as a definitional component of mental health
literacy (4, 5). The second add-on component of MHL pertains
to youth with a parent or other family member with a mental
health disorder, specifically their interactions with family mental
health concerns (6).

The inclusion of youth coping with stress as a part of MHL
is based on rapidly rising rates of youth mental health disorders,
often preceded and/or accompanied by persistently high levels
of youth reported stress (4, 5). Further, a general population
mental health literacy program that assessed youth reported
stress regularly found youth reportedmoderate to very high levels
of stress throughout the program (6). Since many young people
have a family member with a serious mental illness such as a
parent and/or sibling, we also included an additional mental
health literacy subscale called family, i.e., dealing with family
mental health concerns (7).

In this study, youth is defined as ages 11–18; young adulthood
includes people ages 19–22. Study participants herein are ages
11–14, aligning with grades 7 and 8th grades, or pre-secondary
school enrollment. Mental illness is defined herein as an axis I
disorder, as explicated by the American Psychiatric Association
(8). Common mental illnesses include anxiety, depression, and
substance abuse.

Youth Mental Health
There are significant risks associated with youth acquiring a
mental illness. In the USA, suicide is now the second leading
cause of death of people ages 10–34 (9). The CDC revealed a 40%
increase in youth reports of feeling persistently sad/hopeless in
the pre-COVID time frame of 2009 to 2019. Nearly one in six
youth revealed making a suicide plan in the past year, yielding
a 44% increase from 2009 to 2019 (10). The World Health
Organization or WHO (11) noted, “Mental health disorders
account for 16% of the global burden of disease and injury among
people ages 10–19” (p. 1). WHO (11) cited the work of Kessler
et al. (12) to explain that “half of all mental disorders begin
by age 14 but most cases go undetected and untreated” (p. 1).
Symptomatic children and adolescents that have not received
mental health support or treatment are at risk of substance abuse,
violence exposure, poor sexual health, and increased disability-
adjusted life years (13). Those youth that continue to experience
mental health disorders into adulthood are more likely than
adults without a mental health disorder to experience a shortened
life span (14), increased physical illness (15), and increased

criminal justice involvement (16). People who experience mental
illness also face an increased likelihood of being a victim of
violent crime (17, 18). They are more likely to experience stigma
and discrimination in employment, housing, public services,
and interpersonal relationships (19). Suicide and self-harm are
particular risks for people with a mental illness (20).

Children of a Parent or Other Family
Member With Mental Illness (COPFMI)
Those at particular risk for acquiring a mental health disorder
include children/youth that have a parent or other family
member with a mental illness (COPFMI). Nearly 24% of mental
health patients in Australian adult services have one or more
minor children (21). Campbell et al. (22) reported that many
children and adolescents receiving mental health treatment have
a parent with a mental illness, specifically 36% of their mothers
and 33% of their fathers. This has led to calls for increasing child,
parent, and family mental health promotion and prevention
programs (3, 23, 24). For example, foundation work conducted
by Nicholson (25) recommended support for parents, especially
mothers, to reduce parents’ mental health symptom levels and
developmental risks of their children.

Youth with a parent or other family member with a mental
illness often experience family separations, early caregiving,
frequent moves, school changes, and high rates of worrying
about family and personal well-being (26). Mental health stigma
is associated with higher rates of out of home placements for
children with a parent with a mental illness (27). Parental mental
illness can affect children in many ways, including becoming
the caregiver for parents, siblings, and other family members
(2). COPFMI have lower levels of academic achievement, social
functioning, and school participation (28, 29). Youth living with
a parent with a mental illness may experience a challenging
family environment that can include parenting difficulties,
emotional vulnerability, high stress reactivity, and child feelings
of guilt, shame, and loneliness (28, 29). COPFMI are more
likely to acquire mental illnesses than children without COPFMI
experience (26, 30), especially depression and anxiety.

Risk and Resiliency
The CDC, as well as WHO, use a risk and resiliency theoretical
foundation to consider the process of people acquiring health and
mental health disorders. The guiding theory for the YMHL scale
development process is similarly based on risk and resiliency,
within a frame of youth development. The theory assumes that
youth development can be negatively impacted when youth
are exposed to risks such as child-parent role reversal, trauma,
losses, physical neglect, emotional neglect, bullying, violence, and
homelessness. However, risk and resiliency theorist Masten (31)
purports that many youth meet, and even exceed, developmental
tasks despite exposure to risk factors. Masten (31) says young
people can benefit from the application of resilience promoting
and ameliorating factors that include coping skills acquisition,
social support, community resources, and access to accurate
knowledge for dealing with a situational risk. The latter fits
especially well with health literacy whereby a patient and/or
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family members learn about preventing, ameliorating, and/or
managing the severity of a health disorder.

Mental Health Literacy
Mental health literacy is similar to health literacy; individuals
and/or family members acquire accurate, non-stigmatized
information about a disorder and its treatment (3, 6, 32). Mental
health knowledge can contribute toward increased resilience
among young people, including those with a parent or other
family member with a mental illness (33). Mental health literacy
program outcomes can include youth who are more likely to
recognize mental health stigma and how to respond to stigma
events (7). People with accurate, non-stigmatized mental health
information are more likely to seek help earlier for what they
suspect may be mental illness symptoms. This is important
because the present average delay from symptoms arising to
getting mental health services is 8.2 years for those with mood
disorder (34). Within this 8.2 year time frame, it took an
average of 6.9 years to recognize that a disorder may be present.
Thompson et al. (34) also indicated that there is a 1.3 year delay
between recognizing the mental health problem, seeking help,
and making first treatment contact.

Knowledge of mental illness symptoms could decrease the
time span between recognizing disorders and seeking help (1,
35). Bale et al. (32), as well as Riebschleger et al. (7) report
that individuals armed with mental health literacy information
are more likely to understand that mental illness is common
and mental health treatment is usually effective. Those with
higher levels of mental health literacy are less likely to hold
stigmatized views of mental illness and are more likely to seek
help for mental health symptoms of one’s self and others (7, 32).
Earlier help-seeking among youth could mean that more severe
mental illness symptoms and the social and economic secondary
effects associated with experiencing mental health stigma may
not develop ormay be less severe if they do develop. Additionally,
earlier help-seekingmay reduce feelings of isolation, lower school
performance, overall stress levels, and suicidal thoughts (35, 36).

Youth with a parent or other family member with a mental
illness that have higher levels of mental health literacy may be
likely to state that a family member’s level of illness is not their
fault. For example, youth are less likely to think about what they
should, or should not have done to keep another person in the
family from “getting worse” (2, 6, 36). In fact, they are also more
likely to report that mental health disorders are health challenges
that are nobody’s fault. They are more likely to know how to talk
about mental illness, recognize that recovery is possible, and state
that there is hope for their future. They are more likely to know
how to seek help for family and peer mental health crises. They
are more likely to know when to help out in the family and when
they can relax and “be a kid.” (37).

Mental Health Literacy Programs
A number of mental health literacy interventions are emerging
or developed (38). For example, Mental Health First Aid helps
prepare family caregivers and emergency responders to engage in
best practices during mental health emergencies (3). Australian
programs Be You and Beyond Blue target mental health in

early learning services and schools toward building a positive,
inclusive, and resilient community (39). Kutcher et al. (1) built
a mental health education program for Canadian high school
students. Two key purposes are to increase youth ability to
seek help earlier for mental health symptoms and to reduce
mental health stigma. Family Talk is a program developed by
Beardslee et al. (38) that is under development in a number
of European countries (40, 41). Family Talk programs help
parents with a mental illness to be able to talk to their children
about their mental health disorder (41). The idea is to open
communication about mental illness among family members.
The Youth Education and Support program by Riebschleger et
al. (7) especially targets small groups of school youth, some of
whom likely have a family member with mental illness. The
program delivers 10 activity-based sessions of mental health
literacy content to youth ages 11–16.

A Need for Youth Mental Health Literacy
Scales
There are emerging and developed mental health
literacy programs that educate about mental health
constructs/components (7, 42–44). However, the programs
are usually not sufficiently evaluated because of a limited
availability of psychometrically valid mental health literacy scales
(45–48). Measurement of outcomes of mental health literacy
programs will not be able to move toward evidence-based
practices until they have access to sound mental health literacy
scales. Programs that are not evidence-based face potential
barriers to implementation and funding (49).

O’Connor and Casey’s (50) review of the literature found that
there are few appropriate mental health literacy assessment tools
to evaluate mental health literacy programs for young people.
They found no available mental health literacy measures covered
all aspects of mental health literacy as described by Jorm (3), i.e.,
knowledge of mental health and recovery; mental illness stigma;
and help-seeking/giving. Wei et al. (47) conducted a scoping
review of available tools to find that more measures have been
developed but most covered only some aspects of MHL and few
had undergone strong psychometric validation. Another more
in-depth review found that some MHL scales had undergone
more rigorous evaluation (48). However, the scales developed
for middle and high school students, did not appear to cover all
components of MHL (48). Newer scales have been published to
evaluate mental health literacy for adults but have too high of a
reading level for young people (50, 51). Members of the authors’
research team published an earlier Knowledge of Mental Illness
and Recovery scale (7) but it did not have new constructs of
coping and family.

There is a particular need for general population youth mental
health literacy scales that include all of the Jorm (3) mental health
literacy components of knowledge of common mental illnesses,
recovery from mental illness, mental illness stigma, help seeking
for self, and help seeking for others. However, it is important
to also measure specific COPFMI ways of dealing with family
members’ mental illness, such as knowing how to seek help for
a family member’s mental illness crisis; when to help or not help
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out at home; and how and when to talk to family members
and others about mental health (52). Scale authors can consider
including a family component since one of four children may
have a parent with a mental illness (21). When siblings and other
family members are considered as well, the likelihood of a mental
health literacy program participant youth having someone in
the family that has a mental illness is even higher. It is also
important to consider adding questions on coping with stress as
recommended by youth providing input to the development of
the scale herein.

There is a need for scales that have reading levels consistent
with the reading levels of the youth. For example, for youth ages
11–14, the scale reading level would need to be about ages 9–10
in order to include slower readers. The questions should align
with youth-reported mental health perspectives which tend to be
behavioral (What do I see people doing and saying?) and not
diagnostic (What are the symptoms and diagnoses?) (28). The
scale should challenge the youth to consider the accuracy of their
cognitive assumptions about mental illness, particularly if they
hold stigmatized views of mental illness. Unfortunately, there
appear to be limited scales that meet all of the needed criteria,
especially for youth ages 11–14.

MATERIALS AND METHODS

A Strong Research Foundation
The Youth Mental Health Literacy Scale content was drawn from
many years of research devoted to identifying mental health
literacy needs of children and youth. This included research
targeting how children and youth with a family member with
a mental illness describe their information needs. A wide array
of stakeholders informed the scale developers of mental health
literacy needs of youth, including children, youth, parents,
mental health services providers, child welfare providers, and
educators. In addition, authors Riebschleger and Grové spent a
good deal of time talking to children and youth about mental
illness within the administration of the Youth Education and
Support program (6, 53) and a video MHL program for COPFMI
youth (2).

Riebschleger et al. (52) surveyed COPFMI experts specifically
about what kind of content would be needed for a scale to
develop mental health literacy. We then conducted an intensive
literature review guided by the overarching research question,
“What do children and youth need to know about mental
illness?” (36). The data collection included examining literature
about the mental health literacy needs of children and youth
with a family member with mental illness. Riebschleger et
al. are also engaged in developing a youth informed mental
health literacy website for adolescents (https://mhiteens.org/).
The entire content was generated by youth and young adult
suggestions for the recommended content. We also had a youth
advisory group that continued to review the mental health
literacy content and to make continued suggestions for youth
mental health literacy content. The youth suggestions were
included in the development of scale constructs.

Across the research projects, we learned: (1) general
population and COPFMI youth need accurate non-stigmatized

mental health information; (2) parents with a mental illness
do not often talk to their children about their disorders; (3)
children ages 11–16 report experiencing high levels of stress
on a regular basis; (4) most children ages 11–16 could identify
depressive symptoms but knew little about other disorders; and
(5) many children and youth described people with mental
illness as looking physically “different”; being violent, dangerous,
cognitively incompetent; and unlikely to have “a good life.” Few
youth knew the word stigma or itsmeaning. Some thought people
with mental illness were physically ill; several thought they used
wheelchairs. Additionally, children with a family member with
a mental illness did not seem to know any more about mental
illness than general population youth. They knew the most about
depression but very few knew about schizophrenia or bipolar
disorder. Simply put, youth levels of mental health literacy were
low across all of the studies.

Constructs and Instrumentation
Most of the content needed by COPFMI were the same as general
population youth. However, there appeared to be a need to
include additional understanding of how to deal with a family
member’s mental illness, e.g., seeking help for mental illness
crises, understanding that mental illness is nothing to be ashamed
of, and articulating that mental illness is no one’s fault. Many
of the COPFMI youth blamed themselves for the symptoms
of a person with mental illness (7). The researchers drew on
literature and stakeholder needs assessment to determine that
a youth mental health literacy scale should cover all of the
Jorm (3) constructs, with additional coping and family subscales.
Another consideration was that the scale would likely be useful
for assessing the outcomes of educational mental health literacy
interventions with 11–14 year old middle school youth and
for special programs for youth with a family member with a
mental illness.

The research team developed items to align with five
components: knowledge about mental illness, knowledge of
recovery, stigma, help seeking for self, and help for others. These
items covered all of the Jorm (3) MHL content areas. Given the
rapid rise in stress levels reported by youth and evidence of a
connection between stress and the development of anxiety and
depression (4, 5), the component “coping with stress” questions
was included. In addition, scale questions about living and
responding to mental illness behaviors of a family member were
developed; they comprise a family subscale. The response options
were a closed-format type with a response set of three choices
consisting of one correct answer and two incorrect answers,
as recommended by a scale development expert. The resultant
draft YMHL scale consisted of 74 multiple choice questions with
subscales that were given full names followed by abbreviations,
i.e., knowledge of MI (K-MI), knowledge of MI recovery (K-
R), stigma (S), help seeking for self (HS-S), help seeking for
others (HS-O), coping (C), and family subscale (F). The questions
were graded correct/incorrect according to an answer key that
underwent review by the item developers and the consulting
project psychometricians.

The knowledge of mental illness subscale combines mental
illness and recovery constructs. Subscale question responses
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focus on mental illness presented as a health disorder that often
responds to active treatment. Subscale questions ask about the
prevalence of mental illness, commonmental illnesses (especially
depression, anxiety) and recovery strategies (counseling,
medications, social support, healthy habits). Questions identify
that mental illness can have a genetic component.

The stigma subscale focuses on the discrimination and
inaccurate labeling of people with mental illness. Subscale
questions ask about people making fun of people with mental
illness and experiences of being judged for having a mental illness
(assumed incompetent, weak, violent). There is a question about
media and social media emphases on mental illness associated
with incompetence, weakness, and violence. Some questions
focus on the societal tendency to blame people for “causing”
the mental illness of selves or others. One question asks about
people feeling embarrassed about their mental illness and/or the
mental illness of a family member. Other subscale questions
report the facts of mental illness: people with mental illness are
as intelligent as others in the general population, more likely to
be a violence survivor than a perpetrator, able to make decisions,
and are usually able to work. People with mental illness can have
good lives. They can also be okay parents too (so one should not
assume parents with mental illness are neglectful or abusive).

The help subscale combines help seeking for self and help
giving for others. There is a strong emphasis on talking to
adults that may be able to help. There is a specific subscale
question on the importance of telling trusted adults at school
(and other places) about someone having thoughts of suicide.
This is presented as a life threatening situation that youth should
not keep secret even if the person might not like them telling.
Several questions address how and when to help out at home
when a family member has a mental illness and how to support a
friend with mental illness.

The coping subscale addresses stress management. The
questions ask about useful ways to manage stress (talking to
someone, exercise, nutrition, relaxation, deep breathing, listening
tomusic, journaling, and positive activities selected by the youth).
Negative stress management is described as behaviors that are
usually not useful, i.e., yelling at family, friends, and others;
breaking things; and using alcohol and illicit drugs.

The family scale was built into the instrument to provide
flexibility of program evaluation. The family questions are spread
across knowledge, stigma, help, and cope subscales. The logic
is that family situations can be part of mental health literacy.
Professionals delivering MHL programs in general education
may or may not want to employ the family subscale as part
of their programming evaluation. However, the professionals
delivering emergingMHL programs for COPFMI youth are likely
to find the family subscale important as one way to measure pre
and post intervention outcomes.

Procedures
Prior to scale administration, we obtained research approval from
the Michigan State University Institutional Review Board, and
organizational approval from the schools, followed by parent
consent, and then youth assent. The draft YMHL scale was
administered to youth (n= 178) enrolled in biology, gymnastics,

and psychology classes located in two middle schools and one
high school. The schools were located in a midwestern state.
The present research focuses on YMHL scale development for
middle school students ages 11-14, and uses data collected from
the younger youth (n = 85). This validation sample is smaller
than the original plan due to the March 2020 school closures
in response to the coronavirus pandemic. Co-Vid continues to
make collection of data in schools difficult as schools move back
and forth between online and in person formats per fluctuating
Co-Vid infection rates.

Analysis
We used a multi-step process to refine the initial item sets for
each of the subscales and examine the psychometric properties
of the subsequently refined seven subscales using the pilot study
data collected from middle school students. Scale refinement
was guided by results obtained from item- and subscale-level
descriptive statistics, confirmatory factor analysis (CFA), and
Mokken Scaling Analysis (MSA), a nonparametric item response
theory model (54–56). To evaluate the structural validity of each
of the seven subscales, we used both Mokken Scaling Analysis
and Rasch modeling (57). Subscale reliabilities were assessed
using several internal consistency measures.

Subscale refinement proceeded first with initial item- and
scale-level descriptive analyses to assess item scalability and
individual youth response quality. Response patterns across all
subscale items were examined, and youth with unusual patterns
were flagged. Unusual patterns may suggest that individual
respondents are not interacting with the instrument in an
expected way (i.e., lack of attention, reading level issues) but
may indicate that items are not functioning properly. To
assess whether the unusual pattern is specific to a respondent
rather than to an issue with the item, patterns were examined
for multivariate outliers. In the few cases where this was
found, respondents with unusual patterns were flagged for later
consideration, since later item refinement steps consequently
impact the flagged respondent’s response pattern. To make a
judgment about item functioning, unusual response patterns
within an item were also considered. Tetrachoric correlations
between item pairs within subscales were used to identify items
that did not fit with the remaining subscale items and items with
negative correlations were removed from the subscale. All items
that all youth got wrong, along with items that all got right,
were eliminated, and items exhibiting little variation were flagged
for consideration following later refinement steps. Missing data
patterns of the youths’ responses were examined, and those
missing half or more of the responses were removed from the
validation sample. Following these steps, the validation sample
of each of the subscales consisted of a set of positively correlated
items for youth who had data for more than half of the possible
number of responses.

Several techniques of MSA were used to further guide
item refinement, examine subscale dimensionality, and evaluate
response patterns. In contrast to factor analytic techniques, this
approach makes few assumptions about the data and does not
require large datasets. To flag unusual items or responses in
the validation sample, results of Guttman errors and automated
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item selection procedure (AISP) were examined. Guttman errors
are person-specific and used to flag respondents who provide
an exceptionally high number of unexpected responses given
their responses on remaining items. The unidimensionality of
each subscale was examined separately using an automated item
selection procedure (AISP) that separates items into like groups,
much like what is produced by an exploratory factor analytic
approach. The results of this procedure were examined for items
inconsistent with a unidimensional scale. The items flagged in
the AISP were excluded from subsequent analyses. Following
AISP, resultant item sets were tested for local independence,
monotonicity, and invariant item ordering. Following further
refinement suggested by the tests of these scale properties, the
dimensionality of the items and subscales were examined using
the homogeneity coefficient (58) typically used with the Mokken
scaling approach. The item-specific homogeneity coefficient, an
indicator of item scalability, provides a measure of correlation
of the item with the remaining items in the subscale. The
scale homogeneity coefficient measures the degree to which the
total score accurately reflects person ranking on the construct
purported to be measured by the subscale. Interpretation of
the homogeneity coefficients were guided by rules of thumb
developed by Mokken (54).

Factor analytic techniques were also used to explore the
dimensional structure of each subscale. Principal components
and principal axis factoring were used to explore the number
of dimensions for each of the refined subscales. A confirmatory
factor analysis model that used the refined subset of items was
also estimated for each subscale, and the factor loadings and
various model fit statistics were examined to determine the level
of agreement between what MSA suggested and what the CFA
results indicated regarding the dimensionality of each subscale.
The results from the CFA were treated as complementary to
the MSA results, rather than as a primary approach to assessing
dimensionality due to the strong assumptions of this approach.
To estimate a factor analysis model using binary data, one
must assume that the binary scores are discretized versions of
latent continuous variables, and that the underlying continuous
variables have a multivariate normal distribution (59). Because
the YMHL is a newly developed scale, we felt that invoking such
strong assumptions would be unwarranted at this early stage.
Therefore, the MSA results were afforded more weight than the
CFA results in subscale refinement decisions. However, because
a factor analytic approach is more common in the literature
than MSA, we chose to include information about how the scale
refinement suggested by MSA compared to that suggested by FA
results where relevant.

Items and responses that were flagged by descriptive analyses
were noted but retained for use in the MSA and confirmatory
factor analysis. These analyses were used as the principal method
for informing the refinement of each subscale to a subset of
items that work together to measure the dimension of youth
mental health literacy targeted by that subscale. The reduced
item set for each subscale was then scaled using the Mokken
approach, followed by scaling with the alternative approach of
Rasch modeling (57) if the data met the strong assumptions of
this approach.

Like MSA, the Rasch approach can be used to produce a
measure of the construct or latent trait (e.g., knowledge of
mental health, stigma) for a respondent. This parametric scaling
technique, appropriate for binary items, shares the assumptions
of MSA (local independence, monotonicity, and invariant item
ordering), but with a more stringent conceptualization of the
nature of the underlying construct as a quantitative rather
than the ordinal characterization of Mokken scaling. As such,
the Rasch approach requires additional stricter assumptions
about the distribution of the data in order for the model to
be able to make more finely-grained measured distinctions
between respondents.Whether the datameet the Raschmodeling
assumptions is determined by a number of tests and measures,
including model fit and person fit statistics, tests of item infit
and outfit, and an assessment of subgroup homogeneity of scores.
Assessment of these assumptions proceeds in an iterativemanner,
as ill-fitting items and persons are removed from the dataset and
the reduced dataset to analyzed to detect additional misfitting
items and/or persons. A final model is one that is judged to
produce acceptable fit statistics with the reduced set of items
and persons. The restrictive assumptions of Rasch approach
can frequently result in a sizeable deletion of both items and
persons and consequently produce a scale with unacceptable
reliability (60). In the instances when the data can support a
Rasch analysis, the model offers the advantage of more detailed
construct measures.

Following scaling, the reliability and the distribution of
scores of each subscale were examined. Estimates of the
internal consistency of a scale only make sense if the scale
is unidimensional; this requirement was assessed prior to
determining reliability. Several indices of internal consistency
were computed. The accuracy of the usual measure, Cronbach’s
α, relies on the strict assumptions of Classical Test Theory,
which are rarely met in applied contexts. Given this weakness,
the estimate is augmented with the calculation of the estimate’s
bootstrapped 95% confidence interval (61), as well as an
additional measure of internal consistency. This alternative
internal consistency measure, ω [coefficient omega (62)],
relaxes the strict assumptions required by Cronbach’s α and
has been shown to be a better estimator of reliability (63).
Conceptually, ω can be considered as an estimate of the
amount of variance of subscale items that is accounted
for by a single (unidimensional) latent trait or construct.
The values of both α and ω are on the same numerical
reliability scale.

Several other descriptive analyses were performed on the
refined subscales following scaling. The distribution of the total
scores were determined and investigated. The average difficulty
and discrimination were estimated for each subscale. The
acceptability of the score distribution was considered subjectively
as being suitable for separating the youth along the dimensions
of MHL. In order for some separation to occur, the scores would
need to have enough variation to suggest groupings. Related to
meeting this goal, a suitable scale would also produce a score
distribution that does not exhibit floor or ceiling effects. The
presence of these effects was assessed for the youths’ scores
resulting from each refined subscale.
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TABLE 1 | Validation sample descriptives n = 80.

Percent

Gender

Female 53.8

Male 42.5

Not reported 3.7

Race/Ethnicity

White 58.8

Asian, Indian, American

Indian, or Alaskan Native 20.1

Black 5.0

Latinx 3.8

Mixed Race 3.8

Not reported 8.8

Grade

7th 32.5

8th 67.5

Mean (sd)

Age 12.96 (0.75)

RESULTS

The initial subscale refinement analysis indicated several
important findings about the original item sets for each of the
subscales. Item-level descriptive statistics were reviewed for each
subscale, and these results were used to identify items with
substantial overlap that behaved similarly in terms of response
patterns. This information, coupled with in-depth review by the
item developers reduced the total number of items from 74 to 60.
Correlation results suggested that two pairs of subscales could
be combined. The Knowledge (K) subscale is a combination of
knowledge of MI (K-MI) and knowledge of MI recovery (K-
R). The Help-Seeking (HS) subscale is a combination of the
help seeking for self (HS-S) and help seeking for others (HS-
O) subscales. The items that had negative correlations with the
remaining items were removed. Following these refinements,
the remaining items were 10 for K, 10 for S, 14 for HS, 13
for C, and 13 for F. The dataset was reduced to include only
respondents who provided more than half of the responses for
each of the subscales, resulting in a validation data set (n = 80)
described in Table 1.

Each subscale was examined for dimensionality using the
AISP, and the responses of the youth were assessed for unusual
patterns. The AISP analysis indicated that some items within all
but the F subscale were not grouping as expected if the subscale
were providing a unidimensional measure of the subscale’s
construct. Using the lowest threshold value for indicating item
grouping, item elimination was accomplished iteratively, as items
one by one were excluded and the analysis rerun with the reduced
item set until AISP results indicated a unidimensional group of
items. In making a final decision about elimination of an item,
we also considered the results of tests for local independence,
monotonicity, and invariant item ordering; all item subsets

suggested by the AISP analysis met these tests. The subscale items
were also examined with factor analytic models, and the results
did not depart from the dimensionality findings using the AISP.
Examination of responses using the number of extreme Guttman
errors found no more than 10 across the subscales. Given more
scale refinement was expected in the scaling step, it was decided
to retain high-error respondents and reevaluate their status later
in the validation process. Following the refinements given MSA
results, the subscales K and H were reduced by 1 item, the S
subscale was reduced by 2 items, the C subscale was reduced by 4
items, and the F subscale remained at 13 items.

The structural validity of the five subscales was examined
first using MSA. The reduced sets of subscale items were used
as the starting set for the MSA scaling procedures. Coefficients
of homogeneity for each item, item pair, and the subscale were
computed to determine the scalability of each item. Items not
exhibiting acceptable levels of homogeneity (minimum threshold
of 0.3, as suggested by 52) were excluded from further analyses,
and analyses were rerun iteratively after item removal. This was
followed by an evaluation of the local independence among
items; violating items were removed and local independence
was reassessed iteratively until this yielded a set of items that
were related through the construct only. Only the S subscale
had two items that were flagged at this stage; both were
removed. The relationship between the endorsement of items
of differing levels of challenge to the measure of the construct
was confirmed by evaluating the monotonicity of the scale; all
items within each of the subscales conformed with the expected
relationship. AISP was rerun to confirm that the resultant item
set of each subscale formed a one-dimensional measure. An
evaluation of the degree of invariance of the item ordering across
different levels of the measure followed. The Guttman errors of
respondents were reassessed with the resultant subscale item sets
to identify possible idiosyncratic response patterns. The number
of respondents exhibiting a high number of Guttman errors
ranged from two on the HS subscale to eight on the C subscale.
Because the distribution of Guttman errors did not show a
concentrated cluster of respondents with high numbers of errors
and given the already relatively small sample size, it was decided
to retain this small number of youth in the validation sample.

The iterative approach described above was used to produce
a final item set for each subscale that did not produce significant
violations. After applying the MSA scaling approach, the number
of items distributed across the subscales were as follows: a K
subscale of nine items, a S subscale of six items, a 13-item
subscale for HS, a nine-item C subscale, in addition to a 13-
item F subscale measuring the family component across the
four domains of knowledge, stigma, help-seeking, and coping.
Using the homogeneity coefficient rules of thumb developed by
Mokken (54), scalability can be classified as strong, moderate,
or weak, based on the inequalities H > 0.5, 0.4 ≤ H <0.5, and
0.3 ≤ H <0.4, respectively. Using these rules of thumb as a
guide, the subscales for S, C, and F exhibited strong scalability
while the K and HS subscales exhibited moderate scalability. The
item scalabilities, item-total correlations, and scalabilities of the
subscales are shown in Table 2. Given that all five subscales also
met the unidimensionality, monotonicity and local independence
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TABLE 2 | Item scalabilities and item-total (point-biserial) correlations.

Subscale (items) H

Knowledge (i = 9) 0.43 Item 1 11 14 15 22 40 42 60 72

Hi 0.35 0.92 0.51 0.52 0.47 0.37 0.55 0.29 0.35

rbs 0.59 0.61 0.48 0.57 0.70 0.57 0.71 0.53 0.54

Stigma (i = 6) 0.58 Item 25 27 32 48 51 61

Hi 0.54 0.80 0.72 0.58 0.59 0.42

rbs 0.66 0.70 0.70 0.70 0.65 0.62

Help (i = 13) 0.44 Item 35 36 37 45 49 53 55 57 58 59 64 66 67

Hi 0.55 0.39 0.38 0.68 0.42 0.35 0.50 0.37 0.36 0.58 0.45 0.43 0.41

rbs 0.60 0.57 0.52 0.71 0.60 0.55 0.73 0.58 0.55 0.73 0.68 0.64 0.46

Coping (i = 9) 0.69 Item 8 33 34 39 45 51 52 54 55

Hi 0.70 0.76 0.73 0.73 0.88 0.73 0.56 0.67 0.58

rbs 0.57 0.75 0.72 0.63 0.78 0.78 0.66 0.75 0.68

Family (i = 13) 0.53 Item 36 37 38 49 51 53 55 59 62 64 66 68 69

Hi 0.51 0.46 0.84 0.50 0.53 0.43 0.55 0.84 0.90 0.42 0.43 0.51 0.47

rbs 0.69 0.62 0.75 0.64 0.71 0.59 0.72 0.75 0.80 0.55 0.60 0.59 0.53

TABLE 3 | Subscale descriptives.

Subscale Initial item

set

Final item

set

Score mean

(SD)

Reliability Difficulty

Mean (SD)

Discrimination

mean (SD)

Cronbach’s α

95% CI

McDonald’s ω

95% CI

Knowledge 18 9 6.98

(1.92)

0.73

(0.55, 0.86)

0.78

(0.71, 0.90)

0.78

(0.20)

0.59

(0.08)

Stigma 14 6 4.74

(1.47)

0.72

(0.51, 0.84)

0.78

(0.63, 0.91)

0.79

(0.16)

0.67

(0.03)

Help-seeking 16 13 10.99

(2.68)

0.84

(0.70, 0.93)

0.98

(0.83, 1.00)

0.85

(0.10)

0.61

(0.08)

Coping 11 9 7.55

(2.14)

0.85

(0.73, 0.92)

0.89

(0.8, 0.95)

0.84

(0.13)

0.70

(0.07)

Family 22 13 11.16

(2.75)

0.87

(0.71, 0.94)

0.94

(0.68, 1.00)

0.86

(0.09)

0.66

(0.08)

assumptions of Mokken scale analysis, this suggests that the sum
score for each subscale can be used to reliably order respondents
on the construct measured by the subscale.

Each one of the subscale item sets were then scaled using
a Rasch modeling approach. For all the subscales, model and
person fit indicators suggested that this parametric scaling
approach was not appropriate with the set of subscale items and
the sample of youth. An iterative approach to scale refinement
using the Rasch model was used, but the results of each
subsequent analysis flagged multiple items and persons and
produced statistics indicating misfit even after prior misfitting
items were removed from the analysis. No suitable subset of
items was found to have acceptable Rasch model fit for any of
the subscales.

Various characteristics of the subscales, including estimates
of internal consistency are shown in Table 3. In addition
to the point estimate of Cronbach’s α, bootstrapped 95%
confidence intervals are provided to give an idea of the level

of uncertainty of this point estimate. All confidence intervals
include 0.8, the typical reliability target generally desirable for
measurement scales. Coefficient ω produced slightly higher
reliability estimates and also indicated acceptable reliability given
the 95% confidence intervals.

The distribution and descriptive statistics of the subscales
show a fair amount of variability among scores. The K and S
subscales showed the least score variation, while the HS and
F subscales show the most variation in scores. The means and
distributions of the scores for all subscales indicate that the youth
found the subscales to be a bit on the easy side, and generally
showed that the youth were able to correctly answer a majority
of the items. The subscales also look similar with respect to
the average item difficulty (proportion of respondents correctly
answering an item) with all having an average difficulty above
0.77 with moderate variation. The frequency distributions of
subscale scores are all negatively skewed, which is consistent
with the mean difficulties exhibited by all subscales. A ceiling
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effect was seen for the C (44%), HS (31%), and F (34%)
subscales, while a floor effect is not an issue for any subscale.
Item discrimination, the measure of the extent an item can
distinguish between low and high scorers, was averaged across
the items within a subscale; all subscales showed acceptable item
discrimination values.

DISCUSSION

Overview
This paper explored the development of a new scale to measure
youth mental health literacy in youth ages 11–14. The scale
includes all of the Jorm (3) components of knowledge of
common mental health disorders, recovery strategies, mental
illness stigma, as well as help seeking for self and others in
the event of possible mental illness symptoms. This scale could
be useful for the general population. We also included coping
and family subscales. Since it is possible that children with a
family member with a mental illness may comprise almost one
of four youth (21), it is likely that the family information will
be useful for many within the general population at present and
in the future. To our knowledge, this is one of the first youth
mental health literacy scales with a reading level appropriate for
youth ages 11–14 that covers the full range of mental health
literacy components.

The YMHL scale development aligns with calls to develop
youth mental health literacy programs (1, 33), particularly given
the rising rates of youth mental illness symptoms and suicide
(9, 11). The assumptions underlying the need for mental health
literacy interventions, and accompanying scales, are that youth
can benefit from the application of risk-reducing and resilience-
promoting developmental resources. These assumptions are
consistent with Masten’s (31) risk and resiliency theory. These
resources include coping skills, social support, community
resources, and access to accurate knowledge for dealing with
developmental risks. The latter fits especially well with health
literacy aiming to prevent, ameliorate, or manage a health
disorder. Standardized scales need to be part of the measurement
of the extent of effectiveness of youth mental health programs.
The idea is to help move these programs toward becoming
evidence-based. Evidence-based programs are more likely to be
further funded, tested, revised, and disseminated.

The subscales developed and initially validated provide a
means to produce such evidence. The instruments went through
a rigorous development process, in which the resultant items
were vetted using a variety of psychometric approaches to
validate the scales and provide information about the nature
of these measures. Using the validation dataset, we found that
the five different aspects of youth mental health literacy could
be measured with some assurance of the validity of the use
of resultant subscales, and with acceptable reliability given our
sample data. There is some evidence that the subscales can
distinguish between more clustered groups of respondents, but
due to the nature of the items and responses, a more finely-
grained measure using a Rasch model scaled version of the
subscales was not possible.

Limitations and Strengths
The greatest limitation of this study is a small sample restricted
by the onset of the COVID-19 and the need to cut the
sample into youth ages 11–14 and youth 15–18 to accommodate
developmental knowledge differences. The ages 11–14 scale
herein was developed with data drawn from youth attending
one of two middle schools in one Midwestern state. Clearly, the
scale is newly emerging and requires further testing with more
rigorous designs, increased geographic diversity, and especially,
larger samples. Larger samples would also allow us to compare
results that we obtained using what is likely an inadequate sample
size for Mokken scaling analysis and the Rasch model. While
we anticipate that Rasch analysis would likely yield the same
results with a bigger sample, we would be interested to see if
Mokken scaling applied to a larger sample may show more score
variability. While the small sample size our results are based on
warrants a cautious application of our findings regarding the
five subscales, these findings form a basis for continued work
on measuring mental health literacy. It is also not known to
what extent the scale is useful for particular youth mental health
programs so this is an important consideration. The scale needs
to align with the YMHL program aims and content.

The greatest strength of the scale lies in its strong foundation
studies and stakeholder inclusion. The content was built from
findings of numerous needs assessments conducted across
many years. Youth input was regularly included in content
development. Other stakeholder input was drawn from parents,
educators, child welfare professionals, and mental health services
providers (2, 6, 7, 36, 64). Family content was drawn from input
provided by youth that have a family member with a mental
illness, a survey of international researchers in family mental
health, and an intensive literacy study intended to flesh out the
mental health literacy needs of youth with a family member with
a mental illness (36, 37, 52).

Recommendations
The scale development process leads to recommendations for
future research, practice, and policy. Future research should seek
a larger sample, more geographically diverse settings, and data
should be collected within more rigorous designs including those
with control groups and random, or at least wait-list control,
sampling. There is likely to be future needs to develop valid
and reliable scales for an array of age ranges, e.g., children,
young teens, older teens, young adults, and adults. For example,
a YMHL scale for ages 15–18 will be forthcoming.

In order to achieve subscales capable of making more
finely-grained measures and achieve more detailed distinction
of differences in YMHL, future research will also draft and
test additional items to be included and vetted in additional
validation efforts. The items will aim to provide more variety
of challenging questions as well as those targeted at the upper
middle of the distribution of YMHL levels. The goal continues to
produce an instrument that accurately measures the dimensions
of YMHL yet does not present the burden of a large number of
additional items.

The authors have requests for access to the YMHL scale from
researchers across a number of nations; many of these require
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translation to a language other than American, Australian or
British English (this may also require some translation). It is
recommended that the scale translation process be rigorous. The
translation of an instrument measuring constructs such as those
here presents a formidable challenge for accurate translations. It
is well-known and understood that a word for word translation
of an instrument is an unacceptable practice. Translation must
necessarily be that of the ideas and spirit of each of the items
in a contextually accurate manner. The steps of translation
must be iterative, and must incorporate a team approach that
should include input from the target population of the scale.
Furthermore, each translated scale becomes a brand-new scale
that must be validated before use.

Recommendations for practice are to continue to develop,
test, and revise mental health literacy programs for children,
youth, and families. Programs need to continue to acquire and
maintain evidence-based practice status. Key stakeholder input
is important to further program development processes. Input
from parents, educators, mental health, and especially youth,
should be gathered and applied to program planning, content,
delivery, and evaluation processes. Programs could be delivered
in a number of settings but schools may be the best place to access
children and youth. Future program development could focus
on the specific mental health literacy knowledge needs of diverse
groups and cultures. COPFMI mental health literacy programs
should be a high priority, especially given youth higher levels of
risk for acquiring a mental illness and because many of them live
day to day with a family member with a mental illness.

Recommendations for policy are to include mental health
literacy programs within the prevention and health promotion
arm of a mental health services continuum. Educators,
mental health providers, and other community services
providers should advocate for funding for mental health literacy
programs and research testing. It is even possible that mental
health programming would be a regular part of educational
programming across all levels of students. That could reduce
mental illness stigma and promote earlier help seeking.

SUMMARY

The Youth Mental Health Literacy Scale for ages 11–14 is
designed to measure mental health literacy among general
population youth and those with a family member with a mental
illness. We will continue to work on refining this scale with
larger samples and continued stakeholder input. The scale is
intended to yield youth mental health literacy outcome data that
can help mental health literacy programs to build evidence-based

programs that, in turn, may help prevent, delay, or ameliorate
mental health disorders among youth. Perhaps 1 day mental
health literacy will be a common health learning activity in
schools and communities. It is hoped that the YMHL scale can
help play a role toward that shifting paradigm.
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