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Editorial on the Research Topic

Parents with mental and/or substance use disorders and their children,
volume I

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 research measures and methods 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
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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

frontiersin.org
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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, Lets 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. Hagstrom 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
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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 Lets 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
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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 the majority 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
the
adult and child mental health services to support family

often requires collaboration of professionals from
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
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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 women with 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 20007,
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.

Author contributions

JN initiated the Research Topic. JN, JP, JR, and AW
were topic editors and wrote the manuscript. All authors
contributed to manuscript revision, read, and approved the
submitted version.
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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 studly.

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.
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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 NVivoll 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 NVivoll 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)

“Alot 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, T 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 parents 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 does matter, 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 parents 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 them might 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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PROGRAM

Resource inputs
System- & organisational-level: shared vision; collaborative
structures; incentives; change management & leadership;
policies or procedures for documenting parenting status,
parent consent and information sharing; reporting systems
(checks & balances)
Practitioner-level: Training & ongoing supervision

my

Components

1. Routine questions about parenting status and children
2. Communication with parent about impact of mental
illness on children
3. Facilitating communication about or with children
4. Offering support for children

§ Strengths-
based -
Ao

B CONTEXT

System; organisational

commitment

Stigma; lack of political, legislative,
and financial support for prevention
and family focus; fragmented
services; lack of management

L)

Individual

Required: Parent’s awareness
of their mental illness

Practitioner:

No knowledge or incentives to
ask about children; fear of
doing harm to parent;
protective of parent

Parents:

away

Low confidence; guilty;
feeling being bad parent;
fear of children taken

Children:
Feel shame, guilt,
anxiety; no information
about parents’ mental
health problems

MECHANISMS (OR SHORT-TERM OUTCOMES)

Practitioners:

Knowledge: Impact of mental
illness on child; child development;
(psycho-) educational skills; support

options available in community

Emotions: Perceiving benefit of
talking about parenting and
children; feeling responsible for
child

Behaviour: Talking about children’s

Triggers for behaviour changes and short-term outcomes

Parents:

Knowledge: Impact of mental illness on
child; how to listen & talk to child;
available support; help-seeking skills

Emotions: Hope and confidence as
parent; trust to practitioner; reduced
stress and guilt

Behaviour: Opening-up in therapy;
listening to child; seeking help for child

=
==

Children:

Knowledge: Understanding of
parental mental disorder or impact
it has; see parent’s strengths

Emotions: Placing mental illness
outside themselves (detachment);
trust in parents; reduced guilt &
self-stigma

Behaviour: Help seeking

needs; information sharing;
signposting to services

) |

/

-i/]?

LONG-TERM CHILD OUTCOMES
Improved relationship with parent, social relationships within and outside family, academic performance, resilience, coping

~—

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.

Opverall, 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 develop mental 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.
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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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Care for Parents Using Methamphetamine

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 Universitit 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 50 min 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
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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 x F15.0,8 x F15.1,74 x F15.2,1 x 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 wuse, 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 Partial completion Successful Group differences
(n=16) (n=27) completion (n = 41)
Sex X(ZZ) =0.921, p = 0.696"
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) Fiost) = 1.809, p = 0.1704
Expecting parents* 1(6.3)a 12 (44.4), 14 (34.1)ap X(ZZ) =6.867, p = 0.032%
Pregnant women 1(7.7)a 11 (47.8) 14 (37.8)ap n = 73 women, Xf%: 5.995, p
=0.048
Becoming a parent during treatment 0(0.0)ap 0 (0.0) 6 (42.9), n = 27 expecting parents”, x(22)
=7.163, p = 0.023"
0(0.0)ap 0(0.0) 6 (42.9)4 n = 26 pregnant women, X(Zz) =

Years of regular methamphetamine
use

6.43 + 6.27 (0-293)

Prior addiction rehab 9 (56.3)

Current psychiatric comorbidity

Due to substance use

(2 x F10.1,8 x F10.2,1 x F11.2, 3 x
F12.1, 35 x F12.2, 4 x F19.2)
Depressive disorder

(1 x F32.0,3 x F32.1,1 x F33, 1 x
F33.4, 1 x F33.8)

Personality disorder

(2 x F60.30, 7 x F60.31, 3 x F60.8)
Attention-deficit hyperactivity disorder
(F90.0)

Any

(the above plus 1 x F40.1, 2 x F43.2, 1 x
F55.2,1 x F63, 1 x F63.0, 2 x F63.8, 3
x F70.0, 1 x F70.8,1 x F91.1, 1 x
F91.3, 1 x Q86.0)

Any except due to substance use

6 (37.5)

2(12.5)

4(25.0)

3 (18.8)ap

11 (68.8)

6 (37.5)

7.62 + 6.34 (0-24)

6.686, p = 0.026™

6.11 £+ 5.92 (0-25) n=76,Hg=1122,p = 0.571K

13 (48.1) 15 (36.6) X3, =2.077, p = 0.354°
14 (51.9) 26 (63.4) X2, =8.256, p = 0.196°
4(14.8) 1(2.4) X2, =8.713,p =0.151"
3(11.1) 5(12.2) X5, = 1.869, p = 0.465
8 (29.6)p 3(7.3)a X2, =5.897, p = 0.059"
20 (74.1) 32 (78.0) ><(22) =0.549, p = 0.757F
14 (51.9) 14 (34.1) X%, =2.191,p = 0.334°

Mental iliness 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. )((23) = 11.452, p = 0.010, Nagelkerke pseudo R? = 14.6%.

*Statistically significant.

TABLE 3 | Associations between correlates of outcome.

Expecting Prior Current Current Current Years of regular
parents addiction substance depressive attention-deficit methamphetamine
rehab use disorder hyperactivity use
comorbidity disorder
Expecting parents re =0.211 re =0.165 ry = —0.208 ry = 0.034 rs =0.258
p = 0.053° p=0.131¢ p =0.091" p = 1.000" p = 0.024*
Prior addiction rehab ro =0.180 ry = —0.007 ro =0.054 re = 0.372
p = 0.099° p = 1.000" p = 0.623° p =0.001*
Current substance use comorbidity re =0.101 ry = —0.043 rs =0.157
p = 0.449" p = 0.695¢ p=0.175
Current depressive disorder re = 0.096 rs = —0.066
p = 0.595" 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 O = 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 of MAMADAM early 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 lliness

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 iliness. 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 iliness, 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 (Rol), 20% of adults experience
a mental health illness—the third highest incidence across 36
countries in Europe—costing the Irish state €11 billion per year
(4). Furthermore, it is estimated that 280,000 children in the Rol
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 Rol, 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; Rol, Republic of Ireland; SUP, Service-user parent.

Family Talk (FT) was developed by William Beardslee and
colleagues in the USA in the 1980’ and is a manualised, 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 60-90 min. 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
Swedish Health and Medical Service Act (20, 21)]. This legislation
means that psychiatric services are obliged to take patients
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,! 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 Rol. 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

The 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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« Clinician & parent(s) meet to take a history of parents illness.

« Parent(s) provided psychoeducation on the illness and parents prepare clinician for meeting the
children.

« Clinician meets with children to discuss experience of the parents’ illness and discuss the upcoming
family meeting. (May require numerous meetings depending on family composition.)

« Parent(s) & clinician discuss and plan for family meeting and review outcome & questions raised
during children’s meetings & agree a format for the family meeting.

)

« Whole family meeting. Topics may include feedback from early sessions, family strengths & issues
raised by the children.

« Parent(s) & clinician review the family session. Discuss the outcome from the family meeting &
discuss how to integrate learning from Family Talk going forward.

« Clinician & parent(s) have a follow-up meeting (within 3-6 months) to review how the family have
been doing since completing Family Talk.

FIGURE 1 | Family Talk sessions.

evaluate family-focused interventions for families with PMI; and ~ compounds their experience of feeling unsupported in their
(2) inform a “think family” care delivery agenda within mental ~ care burden by mental health services (30, 31). Thus, eliciting
health services in Ireland. Following an initial scoping study that  the views of children and other family members regarding FT
demonstrated a lack of structured support for this population in  delivery is important for informing the future development and
the Rol, it was agreed with stakeholders that clinicians across  refinement of this, and other similar, programmes.
15 AMHS, CAMHS and child protection/welfare service sites Five qualitative studies eliciting family experiences of FT have
would deliver Family Talk as part of a randomised controlled  been conducted, to date, all undertaken in Sweden, three within
trial (RCT), with embedded qualitative and economic analyses  outpatient psychiatric settings (32-34), one within a substance
(6, 26). FT was chosen for implementation as it: incorporates a  misuse clinic (35), and another in an open care psychosis unit
structured “whole family” evidence-based approach; can be used ~ (36). With regard to the last of these, a companion study of
with a range of mental disorders; provided freely available and  clinician reports of family experiences of FT was also conducted
high quality online training/resources?; and was replicable and ~ (37). Table 1 summarises the participant characteristics across
capable of being implemented across sites in Ireland (6). these studies). Collectively, the findings from these studies
Despite the growing number of trial evaluations of FT, very =~ from both parents and children show that: the silence around
few qualitative studies to date have investigated the experiencesof =~ mental illness in their home had been broken, they had
families in attending FT. This means that little is known about the ~ greater understanding of mental illness, and more open family
barriers and facilitators of change, intervention characteristics =~ communication and closer relationships, although the level
or contextual factors that may influence implementation and  of improvements varied across and within families (32-36).
trial outcomes, particularly when delivered in real-world service ~ Service-user parents felt more equipped and empowered in their
settings (27). Indeed, the voices of service users, their familiesand ~ parenting role and children expressed relief from fears, less
particularly children, are rarely heard in controlled evaluations = monitoring of their parents, less carework in the home, and
of FFPs (10, 28). Previously, it has been found that children may  being able to spend more time with friends and other interests
have a different perspective on “what helps” compared to parents (33, 35, 37).
and mental health practitioners (29). In addition, partners of Arguably, these findings are potentially biassed in that they did
service users have reported feeling uninvolved in research, which ~ 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

2https://emergingminds.com.au/online-course/family-focus
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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 Adult psychiatry Depression Quialitative interviews, Sweden
(SUPs) grounded theory
Pihkala et al. (33) 14 children from 9 General psychiatry 6 depression, 1 psychosis, 1 anxiety and Qualitative interviews, Sweden
families, aged 6-17 yrs ADHD, 1 with PTSD content analysis
Pihkala et al. (34) 17 SUPs & 8 partners General psychiatry 11 depression, 2 personality disorder, 2 Qualitative interviews, Sweden
from 18 families bipolar, 1 anxiety and ADHD, 1 psychosis grounded theory
and PTSD
Pihkala et al. (35) 7 SUPs, 7 partners & 10 Clinic for substance use All 7 parents diagnosed with substance Qualitative interviews, Sweden
children, aged 8-15 yrs disorder misuse comorbid with depression, anxiety — content analysis
and/or bipolar disorder.
Strand and Meyersson 8 SUPs & 7 children, Open care psychosis units 4 schizophrenia and 4 schizoaffective Qualitative interviews, Sweden
(36) aged 8-15 yrs disorder content analysis
Strand and 11 Family Talk clinicians Open care psychosis units  Parental psychosis Qualitative interviews, Sweden

Rudolfsson (37)

thematic analysis

ADHD, attention deficit hyperactivity disorder; PTSD, post-traumatic stress disorder; SUR, 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 Rol, 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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Families referred (n = 102)

!

Baseline assessment (n = 89)

¥

Randomisation: 2:1 (n = 86)

!

v

Family Talk intervention (n = 56)

v

Control Group {n=30)
Wait list — usual services

v

6-month follow-up assessment
(n=34)

v

6-month follow-up assessment
(n=20)

v

Qualitative interviews conducted
with families (n = 45 participants from
23 families)

FIGURE 2 | Study flow diagram.

v

Control group receives Family Talk

(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 40 min, 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 Referring PMI Marital Mental Age Partner No. Children’s mental Interview FT
ID agency Status diagnosis mental health Children health/services configuration attendance
1 AMHS Female Living Schizophrenia 45 Substance use 5 One child has anxiety, Dyad with Completed
together disorder & attends family support parents FT
anxiety service
2 AMHS Female Single parent Anxiety 31 History of 3 Son and daughter in 1:1 with PMI Completed
domestic CAMHS with ASD and 1:1 with eldest  FT
violence anxiety/self harm son
3 AMHS Male Married Bipolar 49 None identified 3 One son in CAMHS with 1:1 witheach ~ Completed
ASD family member  FT
4 AMHS Male Married Depression/ 38 None identified 3 Not in services. Eldest child  1:1 with both Completed
PTSD on waitlist due to anxiety parents & two  FT
symptoms children
5 AMHS Male Married Low mood/ 47 None identified 3 Not in services 1:1 with PMI Completed
Anxiety FT
6 CAMHS Female Married BPD 42 None identified 3 One child in CAMHS with 1:1 with each Completed
self-harm & emotional family member  FT
deregulation
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 3 Eldest in CAMHS with 1:1 with eldest  Completed
symptoms depression and youngest child; group FT
with behavioural difficulties  interview with
other family
members
9 AMHS Female Married Depression 36 None identified 3 Eldest in CAMHS, feeling 1:1 with PMI Completed
suicidal FT
10 CAMHS Female Married Anxiety/ 40 None identified 2 Eldest in CAMHS with 1:1 with both Completed
Depression depression parents & FT
eldest child
11 CAMHS Female Widowed Depression 37 N/A 3 Eldest in CAMHS, suicidal 1:1 with PMI Did not start
Fr
12 AMHS Male Separated Depression 43 N/A 1 Not in services Dyad with Completed
father & son FT
13 CAMHS Female Single parent  Bipolar/ADHD 39 N/A 2 Eldest in CAMHS for 1:1 with PMI Completed
stress/ADHD FT
14 CAMHS Male Married Depression 50 None identified 5 Three children in CAMHS —  1:1 with PMI Completed
all with anxiety FT
15 CAMHS Female Single parent Depression 44 N/A 5 Two children in CAMHS — 1:1 with parent  Completed
depression/anxiety and & youngest FT
ADHD/ASD child
16 CAMHS Female Married Depression 51 Depression & 3 Not in services. One child 1:1 with both Completed
history of panic on CAMHS waitlist, suicidal ~ parents FT
attacks thoughts
17 AMHS Female Lone parent  Psychotic 36 N/A 1 Not in services 1:1 with PMI Did not start
depression FT
18 AMHS Female Lone parent  Depression 48 N/A 2 Both children in CAMHS —  1:1 with PMI Left after 2
social anxiety, self-harm sessions
19 CAMHS Female Married BPD 35 None identified 4 One child in CAMHS with 1:1 with PMI Left after 3
anxiety sessions
20 AMHS Female Married Depression & 37 Depression & 2 Not in services 1:1 with PMI Left after 1
anxiety anxiety session
21 CAMHS Female Lone parent  Bipolar 41 N/A 2 One child in CAMHS with 1:1 with PMI Did not start
anxiety FT
22 AMHS Female Lone parent  Bipolar affective 42 N/A 2 Not in services but says 1:1 with PMI Did not start
disorder child is depressed FT
23 CAMHS Female Lone parent  Anxiety 34 N/A 1 Child in CAMHS with social ~ 1:1 with PMI Left after 2
anxiety 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 €25 gift voucher as a token of
thanks for participating in the qualitative interview and children
received a €10 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 ME 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 (Table3). 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 Ml 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 Clinician skill
change

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 wasnt 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 dont 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 Mums 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, hes 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 PMIs treatment/care plan,
and that they lacked the knowledge or skills to help their
partner. Maintaining the focus on the service user’ 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.

“Its 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. .. Its 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 wasnt 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 T
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)

“Theres 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 wasnt clear what it was about so I didnt 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 1 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 20 min. 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 Rol. 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 Rol 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 Rol,
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, while most families reported that FT was 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., 20 min 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 Rol (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 Rol. 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 5 months) 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 Rol, 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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Practitioner Perspective

Mairead Furlong**, Christine Mulligan', Sharon McGarr, Siobhan O’Connor and
Sinead McGilloway

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

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 and mental 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,

» <. » s .

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; Rol, 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/CAMHSY) 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 disadvantage® 65 (76)

BPD, Borderiine 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), with most (24/31) having worked in multiple 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
~1.5h (with a break if so required), while one-to-one interviews

with clinicians and managers lasted 30-45 min. 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
had met 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 ME 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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Families referred (n = 102)

:

Baseline assessment (n = 89)

:

Randomisation: 2:1 (n = 86)
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Control Group (n = 30)
Wait list — usual services

v v

6-month follow-up assessment 6-month follow-up assessment
(n=34) (n=20)

Family Talk intervention {n = 56)

A J

Qualitative interviews conducted
with clinicians (n = 31), managers Control group receives Family Talk

(n = 10) & decision makers (n = 14)

b

Companion study: qualitative
interviews with 23 families (n = 45
participants)

FIGURE 1 | Study flow diagram from RCT to qualitative studies.

established a referral structure for FT and held regular FT peer  recruitment and delivery efforts. Moreover, clinicians in these
supervision meetings. Supervision was seen as important in  areas were given time to complete the training, engage in
increasing clinician competence and sharing storeys of successful ~ recruitment and FT facilitation, and attend supervision. It should
outcomes for families helped to motivate clinicians in their  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 Organisational and managerial support

implementation Structured approach of FT

Clinician skills and experience

Seeing the benefits of the programme

Role played by research/research team
Barriers to Engaging and retaining families
implementation — 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

FFR, Family-focused practise; FT, Family talk.

of the few psychiatrists who I've seen think systemically.” (Clinician
10, AMHS, Sitel)

“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, its 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
2 Late 2018 15 19
3 Mid 2018 14 12
4 Early 2019 13 17
5 Mid 2018 10 7
6 Late 2019 2 2
7 Late 2019 2 0
8 Mid 2018 1 0
9 Mid 2019 2 5
10 Late 2018 3 5
11 Mid 2018 0 -
12 Late 2018 0 -
13 Late 2018 0 -
14 Late 2019 0 -
15 Early 2019 0 -

16 Yes AMHS, CAMHS, PC, Tusla
5 No AMHS

18 Yes CAMHS, AMHS, Tusla
10 Yes CAMHS, AMHS, PC

5 No AMHS

1 No AMHS

8 Yes AMHS

6 Yes AMHS, recovery college
1 No Tusla

3 No CAMHS

3 Yes AMHS, CAMHS

1 No Tusla

2 No Tusla

2 No Tusla

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 thats 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, its 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 PMUI’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’ 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, hes 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 FT was 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. ..
Its 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 its 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, staft
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.

“Weve 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 thats not our job, its a luxury, its 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... Its 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 theres 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-focused mental 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 Dads 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 its 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 its 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 Rol 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 RCT were 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.

PM]I, 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 Rol, 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/CAMHSY) 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 of mental 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
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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/individualised model 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, “Lets 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, which may 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 Minds' 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 (Figure2). “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

'Emerging 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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lll Parents” Research Groups

Raphaela E. Kaisler* and Christiane Grill

LBG Open Innovation in Science Center, Ludwig Boltzmann Gesellschaft (LBG), Vienna, Austria

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 iliness (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® (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.
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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.
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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 with mental 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 as much 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 reccommendations. 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 1
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, thats 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 was more 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 boards 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 with mental 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 its 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: “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.”
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 ...for someone who is affected a sign of incredible appreciation, because you see the issue that is important to
of funders 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 | think the format always
needs someone who carries it and who carries the format with him and says, this is so important, | live this
authentically and embody this.

Openness and flexibility to You enter a new setting, which was developed by the OIS itself. And you first have to orient yourself, so to speak.
adaptations You try to find out, so to speak, what my role could be. What can | contribute in relation to other participants?
Collaboration Open-minded personality They went more into interaction and also showed: | am an interested researcher and | want to learn something

from you and get something out of you. | want to experience your world.

Relationships and Relationships matter and communication matters and information sharing matters. Some of the biggest

communication 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 | deal with them? Also
fears, fears of contact.

Appreciation of different | feel like | had respect for and an understanding of people’s different perspectives. You need to choose people

perspectives 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 [...] | 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 This interdisciplinarity is the work of the now and the future. These many perspectives that come in. They’re a
backgrounds and skills huge enrichment; they also make it more complex, of course. Because | 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 | 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 ~Governance Structure
collaboration between them and researchers was dependent on ~ Overall, the advisory board and competence group perceived the
the researchers’ attitudes. Researchers needed to be open-minded ~ general set up, such as the duration, the frequency, preparation
toward new perspectives and approaches, flexible to adapt the  material and the facilitation of the panel meetings, very
research process along the way, and creative in dealing with  positively. More importantly, they reported that the structure
the different perspectives, trainings, and skills. Additionally,  bringing together different expertise and perspectives caused
open, honest, and regular communication about day-to-day  challenges and resulted in more time-consuming decisions in
challenges that researchers were facing fostered mutual learnings  the panel meetings (Figures 1A,B). These aspects well-reflect the
and helped competence group and advisory board members  considerations of practical support as enablers of PPI (45). The
to give advice that was more helpful. Table1l summarizes competence group especially emphasized these aspects probably
the enablers and drivers for successful, transdisciplinary  due their (experiential) experience and their limited knowledge
research approaches. 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
DISCUSSION collaboration” and building trust that makes it easier to challenge
different perspective needs to be established before digging into
Working collaboratively and openly in a transdisciplinary — content-related discussions (51).
research environment brings a range of challenges. In this Competence group and advisory board members rated the
study, we reported how stakeholders perceive transdisciplinary ~ quality of involvement interacting with researchers high. This
collaborations with researchers. Furthermore, we highlighted the ~ is in line with reports on high levels of consensus among
enablers and barriers for such collaborations from the viewpoint ~ stakeholders regarding the added value and impact of PPI
of stakeholders. in research (34, 52). However, the collaboration between
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the members and the researchers and implementation of
recommendations was assessed mixed (Figures2A,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,
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?

we
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A Narrative Evaluation of a Grief
Support Camp for Families Affected
by a Parent’s Suicide

Anneli Silvén Hagstrém*

Department of Social Work, Stockholm University, Stockholm, Sweden

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
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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 parents 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 ritt i
samhillet, BRIS) has organized a grief support program in the
format of a weekend camp—known as support weekends—for
families affected by a parents 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 quantitative methods, 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
parents 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 children’
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

In 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. Bat (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 ‘T 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: “T haven’t had a hard time saying that Mats took his own
life, but I've restrained myself 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: “T forget my dad more and more and then it feels
like '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
how much 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 on mourning 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. Its 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... T 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 '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. “T 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. Theyve
been absolutely crucial. They made such a difference. Just knowing
that there are more. Because its 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.
Opverall, 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 parents suicide [cf. (5, 6)]. Similarly, the
playful activities strengthened family interactions and supported
areorientation 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 parents 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 a more 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 who were 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
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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 iliness (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 impacts may 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 EE may 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 (a
= 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
ata = 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 Table1). 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 [t3g) = 2.72, p < 0.05] and
more likely to be single parents [X?(;) = 14.55, p < 0.001] and
unemployed [X?(5) = 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 [Xz(l) =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 [Xz(l)
= 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). The mean 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 Parents without SMI
schizophrenia
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 R? values (criticism: R? change = 0.09, B
=0.417, p = 0.056; hostility: R?> change = 0.07, B = 0.373, and p
= 0.096). SMI status predicted personal attributions (R> change
= 0.09, B = 0.433, p = 0.033) but not stable (R> change = 0.03,
B = 0.239, and p = 0.286) or blaming attributions (R* change =
0.05, B = 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 Parents without SMI P
with
schizophrenia
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 0.55 (0.09) 0.50 (0.17) 0.242
Internal
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 4417 85.2 (13.32) 0.000
behavior (22.69)
Behavioral self-efficacy
(PTC)
Setting self-efficacy (PTC) 45.52 85.3 (13.76) 0.000

(25.04)
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 5.55 (3.35) 3.80 (3.27) 0.103
encouragement
PAFAS parent—child 8.35 (2.51) 4.75 (2.81) 0.025
relationship
ECBI Intensity 164.55 106.70 (25.04) 0.000

(44.56)
ECBI Problem 21.15 8.35(8.13) 0.000

(10.02)

“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 SMIL
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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*
WEMWSBS 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

"0 < 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 ¢-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, tag) =
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 and maintenance
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:
(@) 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 iliness, 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
about mental 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
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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 by mental 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 ¢-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 in multivariate
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 was more 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% ClI)
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)

b < 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 (%) X2 (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 (4699)*
Home visits (number of times) 0.95 (1.44) 0.70 (0.85) —2.90 (418%)*

*o < 0.05, *p < 0.01, **p < 0.001. @Adjusted for non-equal variance.
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TABLE 3 | Differences in content of CWPS conversations with children (N = 680).

Content

problems (n = 154)

Referrals with mental health

X2 (df)
P for the difference

Referrals with other
problems (n = 526)

n % n %
Exploratory conversation about conditions at home 114 71.1 374 711 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 59 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)*

o < 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 also more 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 to make sure the child
is involved and receives information. Child involvement is a goal
that can be achieved.
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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 iliness 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.

Keywords: young adults, parent with a mental iliness, social support, social belonging, young carers
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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 lliness
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 a mental 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,
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TABLE 1 | Family characteristics of participants.

Affected parent

Diagnosis

Chronicity

Participant 1 Mother and father
Participant 2 Mother
Participant 3 Mother
Participant 4 Mother
Participant 5 Mother
Participant 6 Mother and father
Participant 7 Mother and father
Participant 8 Mother
Participant 9 Mother

Participant 10 Mother and father

Depressive/substance use disorder
Depressive/substance use disorder
Anxiety/depressive disorder

Borderline, depressive and anxiety disorders
No diagnosis but anxiety/depression
Anxiety/depressive disorder
Anxiety/depressive disorder

Anxiety disorder

Anxiety/bipolar disorder

No diagnosis but anxiety/depression

Since about 10 years
Since about 7 years
Since about 11 years
Since about 12 years
Since about 20 years
Since about 11 years
Since about 10 years
Since about 7 years
Since about 10 years
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
18 months, as perceived by the youth; (c) that the parents 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
the meetings 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 youths 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
where my 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 NVivol2 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” (Claudia®), “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 how much 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 my mother who would tell me to do it
or who would do it for me (... ). I knew there was something wrong,
something different about my mother, 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 parents
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: “Its taboo, we don’t talk about it” (Marianne).

!'Some 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 and more 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 also mentioned: “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... Its 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. Its 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 given moment
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. Victorias words and photo
(see Figure 3) testify to this.

“You are looking out for your parents 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 in my 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 resullts).

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 40
Participant 3 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'm making 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.

“Tve 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.”” 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 about my 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.

>The 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 is mainly 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
ilness 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 new Norwegian Health Personnel Actin 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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Providing Support to Patients and Minor Children

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 provide minor
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 2016a 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 Figure1). 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.

Health Mid

Health South-East
Heé‘l‘thﬁ\WesNt‘ !

\fL“

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:

e Information regarding the patients’ children, registered in the
administrative front page of the EPR.

e 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® 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 being mentally
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 2,204 2,317 2,363 2,322 2,334 2,453 2,454 2,499 2,524 2,464 2,297
minor children
Number of patients with minor 2 51 181 280 484 682 844 977 1,088 1,188 1,286
children**
Number of patients with minor 20 230 181 204 189 244 279 268 343 369 401

children and at least on registered
document related to COPMI***

"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 new Norwegian 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

Frontiers in Psychiatry | www.frontiersin.org

129

January 2022 | Volume 12 | Article 815526


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

Reedtz et al.

Providing Support to Patients and Minor Children

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 4 54 125 128 285 295 318 309 329 316 263
registered with minor children
first time*
Total number of minor children 4 60 166 177 391 405 443 442 466 455 467

registered first time*

“Data collected by using DIPS Report 2531765.
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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.

2015 2019

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 process may 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.

= Estimated number of parents
with minor children remaining
unregistered

Total number of parents with
registered minor children and no
documented COPMI activities

Total number of parents with
registered minor children and
COPMI activities documented

administrative page of EPR. This would automatize identification
skills among health personnel and result in full identification
of COPML. 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).
Skogoy 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 COPML

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 a measurable 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
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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 clients 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 a more
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,
Lets 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 identification data
Parent trust/connection with practitioner

Parent

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

e Allocation system accounting for parenting role

e Practitioner training and support infrastructure

e Data collection systems -parent numbers,
practitioners, practitioner’s application post training

* Reporting systems that consider parent, child and family
well-being

¢ Organizational adjustments to fit LTC

trained

Wider
Context

Introduction of recovery-oriented policy

Parent, child and family focused Mental Health Act
Government funded family-focused service development
positions in AMHS

Research trial with trusted organizations

Supported localized implementation

Internal implementers within AMHS

Parallel innovations - free online training and

resources package

Implementation
context

“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
own will 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.

Frontiers in Psychiatry | www.frontiersin.org

January 2022 | Volume 12 | Article 761889


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

Allchin et al.

Family-Focused Practice Sustainability Model

External social political financial context

Integrate family-inclusive practice & funding models

Value preventative mental health work

Collect meaningful data sets on parenting status &
children including both demographic & outcomes

Build skills

practitioner
Monitor
application

Internal
implementer
Support
leadership
Troubleshoot
challenges
Monitor
implementation

FIGURE 1 | Sustainability model for family-focused practice.

Practitioners
Selectpractitioners

Build confidence
Match parent &

Parents
Recognize parenting
Allocate to skilled
practitioner

Offer Family-
focused Practice
Monitor outcome

Leadership
Drive integration
Communicate priority
Minimise paradigm
conflicts
Use feedback loops
Adjustinternal systems
Shape culture
Enable fit

Organisation
Align with identity
Integrate with policy framework
Tailor models of care
Tailor allocation system

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
AMHS models 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.
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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 on mothers 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
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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:

e Reviews.

e Interventions designed for the children of parents with a
mental health diagnosis with no parenting component.

e Interventions designed to improve service-response or
healthcare professional knowledge of parental mental illness
with no parenting component.

e Interventions that excluded parents with psychosis.

e 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 11 2021, and updated
on November 6™ 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 I to yr = “2001-Current”

4. limit 2 to yr = “2001-Current”

5. 3and 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 and MLK 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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Records identified from:
Databases (n = 8)
Registers (n=1)

-

Records removed before screening:
Duplicate records (n = 17,164)

Records screened
(n=22,171)

I

l Reports sought for retrieval

l_.l
H

l Reports excluded:
No intervention described (n = 230)
Parenting intervention in general (n = 30)
Intervention only for children (n = 26)
Intervention only for HCPs (n = 17)
Nottargetting parents with mental
illness (n = 53)
Parents with psychosis excluded (n = 23)
Not in English or German (n = 50)
Perinatal intervention (n = 87)

Records excluded
(n=21,536)

(n =635)

Reports not retrieved
(n=23)

Reports assessed for eligibility
(n=612)

New studies included in review
(n=38)

Records identified from:
Citation searching (n = 14)

Reports sought for retrieval Reports notretrieved

(n=14) (n=0)
Reports assessed for eligibility Reports excluded:
(n=14) » (n=0)

Reports of new included studies
(n=110)

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, L], 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 Iltems
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

Supplementary File 1.

charting form can be found in

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 Lets 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 lliness

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  Country Parent diagnosis Who takes part Who delivers Setting of Referral method Group or Length of Manualized
of primary report(s) and child age in intervention intervention and intervention Individual intervention
training
BROSH program (53) Israel MI, 0-18 Whole family Mental health professional Home Adult mental Individual 3h weekly meeting No
or social worker health or child for 2 years
services
Child and family inclusive Australia MI, 4-18 Whole family Mental health professional  Community or Adult mental Individual 3-8 60-90 min No
programme (54, 55) or social worker home health or sessions
self-referral
Child resilience programme  USA (Indiana) SMI, 8-18 Whole family Unknown Community Adult mental Both 7-8 weekly No
(56) health individual family
sessions
2+ monthly
group therapy
Child Talks+ (57, 58) Norway, Portugal, Ml, 0-18 Whole family Mental health professional Community or Adult mental Individual Four weekly or Yes
the Netherlands or social worker home health biweekly 1h
Two days sessions
CHIMPS intervention (59) Germany and M, 3-19 Whole family Mental health professional  Community Adult mental Individual 8 x 60-90min Yes
Switzerland Two days health sessions over a
period of 6 months
Counseling and support Germany Ml Whole family Mental health professional  Community Adult mental Individual No
service (60) health
Effective child and family Finland Ml Whole family Mental health professional Community or Adult mental Individual 6-8 sessions for Yes
program (61, 62) or social worker home health Family Talk OR
Seventeen days 2-3 for Let’s Talk
1 family meeting
Family options (63, 64) USA SMI, Whole family Psychology graduates Home Adult mental Individual Weekly meetings  No
(Massachusetts) 18 months—16 health or child for 12 months
services
Family Talk (65) Germany Ml Whole family Unknown Community Self-referral Both 2 x 90min group  Yes
sessions for
parents
5 group sessions
for children
One individual
family session
Over 3 months
Family Talk (66) Ireland M, 5-18 Whole family Mental health professional  Community or Adult mental Individual 7 weekly Yes
or social worker home health 60-90 min
Online training-15h and sessions
monthly supervision
(Continued)
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TABLE 1 | Continued

Intervention and authors  Country Parent diagnosis Who takes part Who delivers Setting of Referral method Group or Length of Manualized
of primary report(s) and child age in intervention intervention and intervention Individual intervention
training
Family Talk (67) Sweden Ml, 8-18 Whole family Mental health professional  Unknown Adult mental Individual 6 or 7 sessions Yes
or social worker health
5 days of theory, 5 days of
supervision in a year
Family Talk (68, 69) Sweden Psychosis, 8-17 Whole family Mental health professional Unknown Unknown Individual 6 or 7 sessions Yes
or social worker
FWA Newpin service (70) UK (London) MI, 0-5 Parent and child Social worker Community Unknown Both Meetings held No
twice a week
Godparents programme (71) Switzerland MI, 0-18 Whole family Non-professionals Home Adult mental Individual Regular meetings  No
Introductory event, regular health or child for at least 3 years
peer supervision, two-four services
supervisions with
coordinator a year
Integrated family treatment ~ USA (New SMI Parent and child Mental health professional Home Adult mental Individual 1-5 years of No
(72) Hampshire) health sessions
Invisible children’s project USA (New York) Mi Unknown Social worker Unknown Child services Unknown Unknown No
(20) referral
KidsTime (73, 74) UK, Germany, Spain Ml Parent and child Mental health professional  Community Adult mental Group Monthly meetings ~ Yes
or social worker health or child lasting 2.5h
Two days services or
self-referral
KopOpOuders (22) The Netherlands M, 1-21 Parent Mental health professional  Online Adult mental Group 8 weekly 90 min Yes
health or child sessions
services or
self-referral
Let’s talk about children Finland, Sweden, Ml, 0-18 Parent Mental health professional Unknown Adult mental Individual 2 or 3 weekly Yes
(75, 76), Australia Two days online and 4 h health 60 min sessions
ACTRN12616000460404 face to face
Let’s talk about children Australia Ml, 0-18 Parent Self-help Community or Adult mental Individual Open-ended No
booklet (77) home health
Living with under fives Australia SMI, 0-5 Parent and child Occupational therapist Community Adult mental Group Weekly meetings  No
(78, 79) health or child lasting 2 h
services
Parenting internet USA (Pennsylvania)  SMI, 0-18 Parent Self-help Online Self-referral Individual 12 weekly 30min  Yes
intervention (80) sessions
Parenting with success and  The Netherlands SMI, 0-21 Parent Self-help with option of Community or Adult mental Both Weekly meetings ~ Yes
satisfaction workbooks Mental health professional home health for a year
(81-83) Four days
(Continued)
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TABLE 1 | Continued

Intervention and authors Country Parent diagnosis Who takes part Who delivers Setting of Referral method Group or Length of Manualized

of primary report(s) and child age in intervention intervention and intervention Individual intervention

training

Preventive basic care The Netherlands MI, 3-10 Whole family Unknown Home Adult mental Individual 18 months No

management (PBCM) health

(84, 85)

SEEK (86)* Germany SMI Parent and child Mental health professional  Child inpatient unit ~ Adult mental Group 6 x 90min Yes
health or child sessions over 5
services weeks

Strengths based parenting  Australia Ml Parent Mental health professional  Community Adult mental Group 5 weekly 2h No

programme (87) health or sessions
self-referral

The lighthouse (leuchtturm) — Germany SMI, 0-14 Parent Psychologist, social Adult inpatient unit  Adult mental Both 5 individual Yes

parenting programme (88)* worker, psychiatrist, health or sessions (2 with

nurses self-referral video feedback)
One session with
care worker
4 group sessions
Weekly over
12 weeks
Therapeutic group (89) Israel Ml Parent Mental health professional  Community Adult mental Group Weekly meetings ~ No
or social worker health or child for 21 months
services
Think family whole family UK (Leicester) Ml Whole family Mental health professional Unknown Unknown Individual 8 sessions Yes
programme (90) or social worker
Two days
Triple P (91)* Germany SMI, 2-10 Parent Mental health professional  Community Adult mental Individual 8-10 weekly Yes
10 sessions of training health or child 50-60 min
services sessions
Triple P — every parent’s UK (Manchester) MI, 2-12 Parent Self-help with option of Home Child services Individual Booklet is Yes
self-help workbook (92) mental health professional referral completed over 10
45-60 min weeks

Triple P — every parent’s UK (Manchester) Psychosis, 3-10 Parent Self-help with option of Home Adult mental Individual 10-14 weekly Yes

self-help workbook (93) mental health professional health or child visits for 1.5h
services

(Continued)

149

[e 18 Aejpey

suoluanelu| Bunuased Jo meiney Buidoog


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

610" UISIBUO MMM | AjeIYOASH Ul SJouoI

99128/ 8oy | g} 8WN(OA | zZ0g Arenuer

TABLE 1 | Continued

Intervention and authors  Country Parent diagnosis Who takes part Who delivers Setting of Referral method Group or Length of Manualized
of primary report(s) and child age in intervention intervention and intervention Individual intervention
training
Triple P + CBT (37) Germany M, 1.5-16 Whole family Mental health professional Community Adult mental Both 25-45 sessions Yes
health CBT
8-10 sessions
Triple P
Weekly or
bi-weekly sessions
for 6-12 months
Triple P + mental health Australia MI, 2-12 Parent Mental health professional  Community or Adult mental Both 6 weekly 2.5-3h  Yes
components (36) or social worker home health or child group + four
services or individual visits
self-referral
Tuning into kids (38) Australia MI, 3-12 Parent Mental health professional  Community Adult mental Group 6 weekly 2h Yes
health sessions
VIA family (94) Denmark SMI, 6-12 Whole family Child psychiatrist, child Community or Adult mental Individual 1-2 sessions No
psychologist, adult mental home health introduction
health nurse social worker, 2-4 sessions
and a family counselor lifeline and history
6-8 sessions
psychoeducation
3-10 sessions
Triple P
8 sessions groups
for children and
parents
All over 18 months
You are okay (95, 96) The Netherlands MI, 10-20 with Parent and child Self-help with option of Online Child services Individual 5 sessions online  Yes
mild individual support from social referral for parents +
disability worker 10 weekly support
group sessions
for children
Young SMILES (97, 98) UK (Manchester) SMI, 6-16 Whole family Mental health professional  Community Adult mental Group 5 weekly 2h Yes
or social worker health or child sessions
Three days services

M, 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 Explaining Psycho- Psycho- Psycho- Chance for Parent- Parenting Parent Parent Parent Peer Money Goal Crisis Family Case Interagency Signposting Mentalizing Separate

Primary report(s) mental education education education family to child skills well- social emotional support manage- setting planning therapy manage- or multi team to other component child
illnessto onhow on mental on child talk about relationship being or support support ment for ment collaboration supportive element
child(ren) PMI health  develop- experiences self-care periods agencies

impacts ment of PMI of poor
on child MH

TALKING ABOUT PARENTAL MENTAL ILLNESS

Family Talk (65-69) X X X X X
Let’s Talk about X X X

children (75, 76),

ACTRN12616000460404

Let’s Talk about X X X

Children booklet

(77)

Effective Child and X X X X X

Family Program

(61, 62)

CHIMPS X X X X X X X X

intervention (59)

Child Talks+ X X X X X X

(57, 58)

Child and family X X

inclusive

programme (54, 55)

KidsTime (73, 74) X X X X X X X X X
IMPROVING PARENTING SKILLS

Triple P self-help X X X X

workbook (92, 93)

Triple P + CBT (37) X

Triple P + mental X X X X X

health components

(36)

Triple P (91)* X X X X X X X X X

Tuning into kids (38)
The lighthouse X X X X X X X X
(leuchtturm)

parenting

programme (88)*

Strengths based X X X X X X X X X X

parenting

programme (87)

KopOpOuders (22) X X X X X

You are okay X X X X X
(95, 96)

Parenting internet X X X X X X

intervention (80)

Parenting with X X X X

success and

satisfaction

workbooks (81-83)

x
x
x
x
x
x

(Continued)
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TABLE 2 | Continued

Intervention and Explaining Psycho- Psycho- Psycho- Chance for Parent- Parenting Parent Parent Parent Peer Money Goal Crisis Family Case Interagency Signposting Mentalizing Separate

Primary report(s) mental education education education family to child skills well- social emotional support manage- setting planning therapy manage- or multiteam to other component child
illnessto onhow on mental onchild talk about relationship being or support support ment for ment collaboration supportive element
child(ren) PMI health  develop- experiences self-care periods agencies

impacts ment of PMI of poor
on child MH

[e 18 Aejpey

LONG-TERM TAILORED SUPPORT FOR THE WHOLE FAMILY

Invisible children’s X X X X X X X

project (20)

Family options X X X X X X X X

(63, 64)

Integrated family X X X X X X X

treatment (72)

VIA family (94) X X X X X X X X X X X X
Preventive basic X X X X X X
care management

(PBCM) (84, 85)

Godparents X X X X
programme (7 1)

BROSH program X X X X X X X X X X X
(53)

GROUPS FOR PARENTS WITH MENTAL ILLNESS

Living with under X X X X X X X X
fives (78, 79)

FWA newpin X X X X X

service (70)

Therapeutic group X X X X X X X X

(89)

Young SMILES X X X X X
(97, 98)

SEEK (86)* X X X X X X X X X X X X
FAMILY THERAPY

Child resilience X X X X X X X X X X X
programme (56)

Think family whole X X X X X X X

family programme

(90)

Counseling and X X X X

support service (60)

Total 16 16 10 17 12 18 21 8 14 8 6 3 7 1 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 No. of Percentage Age of parents Percentage Ethnicity of Marital or Education of Employment Age of childrenPercentage Number of Percentage of
name parent with (mean, standard of mothers parents living status parents of parents  (mean, of daughters children in children living
participants psychotic deviation or of parents standard family with parents
diagnosis range) deviation or
range)
BROSH program 11 36.4% Mean = 39.2 Unknown Unknown 27.3% single Unknown 57% Range = 2 Unknown Unknown Unknown
(53) unemployed months—11.5
Range = 32-57 27.3% divorced years
45.4% married
Family options (63) 22 4.6% Mean = 36 100% 77.2% White  36.4% lived More than 80%  18% part or ~ Unknown 52% Mean = 88.5% of
with a completed high  full-time between children lived
SD=8.3 9.1% Black  significant other school employed 2and 3 with parents
SD=1.3
9.1% Hispanic
Range = 1-5
4.6% Asian
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% Range =8-15 57.1% Unknown 86% lived with at
unemployed least one parent
and unable to
work 14% placed in
foster care
Family Talk (65) 37 0% Unknown Unknown Unknown Unknown Unknown Unknown Mean = 10.41  Unknown Unknown Unknown
SD = 2.66
Integrated family 8 Unknown Range = 20-41  100% 100% 37.5% not living ~ 62.5% at least Unknown Unknown Unknown Range = 1-4  Unknown
treatment (72) Caucasian with partner high school
education
62.5% married or
living with partner
KidsTime (74) 5 Unknown  Unknown 100% Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown
KopOpOuders (22) 48 6.3% Mean = 37 85.4% 90% Dutch ~ 58% dual parent  42% 52% Mean = 6.7 Unknown 83% of parents  Unknown
families intermediate employed had 1 or 2
SD=6.8 10% Belgian, education SD =53 children
Turkish or 56% married 27% higher
Danish education
Let’s talk about 39 42.5% Mean = 39.9 94.9% Unknown 51.2% single Unknown Unknown Mean = 9.5 Unknown Mean = 1.8 Unknown
children (75) parent household
Range = 26-62 Range = 6 Range = 1-5
months—18
years
(Continued)
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TABLE 3 | Continued

Intervention No. of Percentage Age of parents Percentage Ethnicity of Marital or Education of Employment Age of childrenPercentage Number of Percentage of
name parent with (mean, standard of mothers parents living status parents of parents  (mean, of daughters children in children living
participants psychotic deviation or of parents standard family with parents
diagnosis range) deviation or
range)
Let’s talk about 19 0% Mean = 42.9 89.5% 94.7% born  26.3% single 5.3% primary Unknown Unknown Unknown Mean = 1.8 84.2% lived full
Children booklet in Australia education time with
(77) Range = 34-60 57.9% married or children
5.3% born living together 42% intermediate
overseas education 10.6% lived with
15.8% separated children more
or divorced 52.7% higher than half the time
education
5.2% lived with
children less
than half the time
Parenting internet 60 13.3% Mean = 37 100% Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown
intervention (80)
SD=7
Parenting with 26 7.7% Range = 21-52  76.9% Unknown 42% unmarried 54% primary 42% employedUnknown Unknown 35% had 69% were legally
success and education 1 child responsible for
satisfaction 19% married 65% had 2-4  their child
workbooks (82) 42% intermediate children
39% education 12% were legally
divorced/widowed responsible with
4% higher a foster poster
education
19% were not
legally
responsible for
their child
Preventive basic 99 Unknown  Unknown 87.9% 33% Dutch  46% single Unknown Unknown Mean = 6.08  45% Mean =2.13  Unknown
care management parent family
(PBCM) (85) 19%
Moroccan
15% Turkish
14%
Surinamese
7% Netherland
Antilles
12% other
(Continued)
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TABLE 3 | Continued

Intervention No. of Percentage Age of parents Percentage Ethnicity of Marital or Education of Employment Age of childrenPercentage Number of Percentage of
name parent with (mean, standard of mothers parents living status parents of parents (mean, of daughters children in children living
participants psychotic deviation or of parents standard family with parents
diagnosis range) deviation or
range)
SEEK (86)* 26 Unknown Mean = 37.1 92.3% Unknown 34.6% single 3.4% primary Unknown Mean =5.92 46.2% Unknown Unknown
education
53.8% married
65.3%
11.6% intermediate
divorced/separated education
65.4% living with a 30.7% higher
partner education
Strengths based 4 25% Mean = 36.75 75% 100% Anglo-  Unknown Unknown Unknown Mean = 9.6 Unknown 50% had Unknown
parenting Australian 1 child
programme Range = 23-48 Range = 2-21 25% had 2
(unnamed) (87) children
25% had 8
children
The lighthouse 5 0% Unknown 100% Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown
(leuchtturm)
parenting
programme (88)*
Therapeutic group 35 14.3% Mean = 43 45.7% Unknown 50% divorced or  Unknown Unknown Mean = 2.7 Unknown Unknown Unknown
(unnamed) (89) separated
Range = 1-9
Triple P (91)* 42 0% Mean = 37 83.3% Unknown 70% married or Unknown Unknown Mean = 6 43% 61.5% had Unknown
SD =51 living with partner one child
SD=27 27% had two
17% children
single/separated/
divorced 11.5% had three
13% Unknown children
Triple P + mental 86 4.7% Mean = 32.6 90.7% 93% Not 38% single Unknown Unknown Mean = 4.9 38% Unknown Unknown
health aboriginal or
components SD =64 Torres Strait  62% married or
(36, 103) living with partner
7% Aboriginal
or Torres Strait
(Continued)
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TABLE 3 | Continued

Intervention No. of Percentage Age of parents Percentage Ethnicity of Marital or Education of Employment Age of childrenPercentage Number of Percentage of
name parent with (mean, standard of mothers parents living status parents of parents  (mean, of daughters children in children living
participants psychotic deviation or of parents standard family with parents
diagnosis range) deviation or
range)
Triple P self-help 10 100% Mean = 33 100% 80% White  90% sole parent  30% primary 10% Mean = 8 40% Mean = 2 Unknown
workbook (93) British household education employed
Range = 26-48 part-time Range = 4-10 Range = 1-5
10% Black 10% cohabiting 10% intermediate 90%
other education unemployed
and not able to
10% Chinese 60% higher work
education
Tuning into kids 8 12.5% Unknown 87.5 Unknown Unknown Unknown Unknown Unknown Unknown Unknown Unknown
(38)
You are okay (95) 41 Unknown  Mean = 43.9 85.4% 87.8% born  51.2% single 26.8% primary  53.7% Mean = 14.1  38.2% Unknown Unknown
in the parent family education unemployed
Netherlands
63.4%
intermediate
education
9.8% higher
education
Young SMILES 33 9.1% Unknown 90.9% 91% White  81.8% 81.8% 96.9% Mean =10.6  60% Unknown 100% of children
97) British unmarried intermediate unemployed lived with
education parents
6% Asian

3% Unknown
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Radley et al.

Scoping Review of Parenting Interventions

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 ~ Quasi- — Parenting Semi-structured * Insight
children (75) experimental o Parenting stress scale interviews o Parents commented they focused on their child more
— Parent psychosocial Interpretative after LT
o General functioning index of MFAD phenomenological o Parents felt they family was more connected after LT
analysis and e Normalizing
thematic analysis o LT gave parents more confidence in their own parenting
e Family communication
o Families talked about PMI more after LT
e Clinician support for the parenting role
o 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 Within group — Parenting Semi-structured ¢ General feedback regarding the resource

children booklet
(77)

pre-post analysis o Parenting self-agency measures,
Parenting and mental illness scale

No significance testing

interviews
Thematic analysis

o Parents felt they could relate to the resource
o Some parents felt the resource could be upsetting
o The booklet helped with asking for support
How the parents used the resource
o The resource helped parents feel they could start a
conversation with their child about PMI
o One parent questioned whether it was important to have
conversations about PMI
Recommendations for dissemination
o The resource is useful for parents at all stages of their
ilness
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
o 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 - Parenting
controlled trial o TOPSE
Parent psychosocial
o PES
— Parent quality of life
o 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 — Child behavior
pre-post analysis o ECBI*
— Parenting
o Parenting scale*

Semi-structured
interviews
Thematic analysis

Being in a group with others with mental illness
o Knowing others also had a mental illness reduced
anxiety
o Parents felt they had similar experiences to others in the
group and felt understood
Focus on child development and parenting with a mental
illness
o Parents felt they learnt techniques on how to handle their
child’s behaviors
o Parents could identify their own triggers so felt more in
control
o 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)

Frontiers in Psychiatry | www.frontiersin.org

157

January 2022 | Volume 12 | Article 787166


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

TABLE 4 | Continued

Intervention QUANTITATIVE EVALUATION QUALITATIVE EVALUATION
name
Design Quantitative results Data collection Qualitative results
and analysis
Triple P self-help  Within group — Parenting Semi-structured ® The discovery of self and lost possibilities

workbook (93) pre-post analysis o Parenting tasks checklist, Parenting  interviews o Parents felt positive about taking part in Triple P
scale*, Parenting and family Interpretative o Parents spoke about the relationship between mental
adjustment scales* phenomenological health and parenting
— Parent psychosocial analysis o Parents felt they were more in control after Triple P
o Psyrats*, DASS-21, PANSS, ® The transition to appropriate parenting
Calgary Depression Scale, PSP*, o Parents felt their parenting had improvement after Triple
WEMBWBS* P e.g., less screaming and more open communication
— Child behavior with their child
o ECBI*, SDQ* o Parents thought their children were happier after Triple
P and that family life was better
e Parents took more pride from their role as a parent after
Triple P
Tuning into kids ~ Within group — Parenting Open-ended e Parents felt comfortable in the group format
(38) pre-post analysis o Parents concerns questionnaire® questionnaire e Some parents felt they were more skilled in their parenting
— Parent psychosocial Conventional at Tuning into Kids

o K10, DERS, PESQ

content analysis

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
©7)

Feasibility RCT — Child quality of life
o PedsQL, KIDSCREEN, CHU9D
— Child psychosocial
o RCADS
— Child behavior
o SDQ
— Parenting
o Mental health literacy questionnaire,
Parenting Scale, PSI
No significance testing

Semi-structured
interviews
Thematic analysis

Intervention coherence
o Some parents felt there was not enough focus on them
as a parent
Affective attitude
o Parents were keen for their child to understand PMI
o Parents felt hopeful for the future after attending Young
SMILES
o Some parents felt comfortable with the group approach
and some didn’t like it
Burden
o Parents felt anxious about going to the group
o Some parents felt pressured to attend the group
Ethnicity
o Some parents valued separate parent and child groups
and some wished they had been with their children
o Parents enjoyed the setting of the Young SMILES
intervention
Opportunity costs
o One parent interpreted Young SMILES as claiming her
mental illness was damaging her child
o One parent said the assessment was too invasive and
her mental health declined as a result
Perceived effectiveness
o Parents felt their children were coping better after Young
SMILES and that the family environment was more
relaxed
o Parents enjoyed being in a group with others who had
similar experiences
Self-efficacy
o 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
o CANS subscale—impact on
caregiver
— Child psychosocial
o CANS subscale —affect regulation
No significance testing

(Continued)
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TABLE 4 | Continued

Intervention QUANTITATIVE EVALUATION QUALITATIVE EVALUATION
name
Design Quantitative results Data collection Qualitative results
and analysis
Child talks+ (57)  Protocol — Child quality of life
Full RCT o KIDSCREEN-27, PEDS

— Child psychosocial
o READ, GSQ-APMI, Children’s
mental health literacy scale
— Child behavior
o SDQ
— Parenting
o Parent-child communication scale,
PSCS

CHIMPS Protocol — Child psychosocial
intervention (59)  Full RCT o Schedule for affective disorders and
schizophrenia for school aged
children, Youth self-report, Children
global assessment scale
— Child behavior
o CBCL
— Child quality of life
o KIDSCREEN
— Parent psychosocial
o BSI, Health questionnaire, Global
assessment of relative functioning,
Oslo social support questionnaire
— Parent quality of life

o EQ-5D
— Parenting
o FB-A
Family options Within group — Parent psychosocial
(63) pre-post analysis o Global Severity Index of BSI*,

Posttraumatic Stress Symptom
Scale, SF-8, MOS-SSS

Family Talk (65) Non-randomized — Child behavior

controlled trial o CBCL*, SDQ**
with healthy — Parenting
control group o Knowledge about mental illness
questionnaire™
Family Talk (66) Protocol — Child behavior
Full RCT o SDQ

— Child psychosocial

o RCADS, SCARED-5, CYRM-12
— Parent psychosocial

o BASIS-24, CSE

Integrated family ~ Within group — Parenting
treatment (72) pre-post analysis o HOME, Parent Stress Inventory
— Parent psychosocial
o BSI

— Child quality of life
o Lehman Quality of Life interview
No significance testing

KopOpOuders Within group — Parenting
(22) pre-post analysis o Parenting Scale*, OOO*
— Child behavior

o SDQ
Parenting Full RCT — Parenting
internet o PSCS**, HFPI**, MOS-SSS, Family
intervention (80) Coping Inventory

(Continued)
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TABLE 4 | Continued

Intervention QUANTITATIVE EVALUATION QUALITATIVE EVALUATION
name
Design Quantitative results Data collection Qualitative results
and analysis
Preventive basic ~ Full RCT — Parenting

care
management
(PBCM) (85)

o HOME, Parenting skill subscale of
FFQ**, Parenting Daily Hassles
Child behavior
o SDQ

SEEK (86)* Non-randomized

controlled trial

Parenting
o EBI*

Parent psychosocial
o HSCL-25

Child behavior
o CBCL

Triple P (91)* Non-randomized
controlled trial
with healthy

control group

Parent psychosocial
o DASS-21**
— Parenting
o EFB-K
o PEV
— Child behavior
o SDQ**

Triple P + CBT
(37)

Protocol
Full RCT

— Child behavior
o CBCL
— Child psychosocial
o Kinder-DIPS
— Parent psychosocial
o DIPS, BSI, PID-5-BF
— Parenting
o EFB, ESF, Child knowledge about
mental disorders
— Child quality of life
o KIDSCREEN-10
— Parent quality of life
o EUROQOL, AQoL-8D

VIA family (94) Protocol

Full RCT

— Child behavior

o CBCL
- Child psychosocial

o CGAS, Days absent from school
— Parenting

o FAD, HOME

Quasi-
experimental

You are okay (95)

— Child behavior
o SDQ*
— Child psychosocial
o Self-perception profile for
adolescents, COMPI specific
cognitions, NRI-BSV
— Parent psychosocial
o SSL-12-|
— Parenting
o 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

QUANTITATIVE EVALUATION

QUALITATIVE EVALUATION

name
Design

Quantitative results

Data collection
and analysis

Qualitative results

Family Talk (68)

Semi-structured
interviews
Quialitative content
analysis

e |nformation
o Family Talk improved family members’ knowledge about
PMI
o FT meant the child knew who to turn to if their parent
became il
e General parenting and child support
o Some parents felt they had received good advice on
parenting
o Some parents felt that FT had not given them any
specific support or made any concrete changes
e Communication
o Before FT, parents hesitated to talk about PMI
o Some parents felt FT allowed them to communicate with
their child about PMI, and others still found it too difficult
to talk about
¢ Understanding
o Family members felt their understood each other’s
experiences better after FT
o Parents who did not have custody of their children felt
FT gave them an insight in their children’s daily lives
e Structure
o Parents appreciated that their child was able to talk to
the professional delivering the intervention
o Parents appreciated the structure of the intervention and
that the professional followed a manual
o 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

e Aims and impact
o Parents felt they could communicate about PMI to their
child
o Parents gained more awareness about how PMI
affected their child
o Parents enjoyed being in a group of others with similar
experiences
o Parents felt their relationship with their child has
improved, and that they feel more confident in their
parenting role
Nature of referral process
o 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
o 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
o Parents provided suggestions to each other on how to
maintain contact with their child
o Parents felt comfortable in the group to share these
difficulties

(Continued)
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TABLE 4 | Continued

Intervention QUANTITATIVE EVALUATION QUALITATIVE EVALUATION

name

Data collection Qualitative results

and analysis

Design Quantitative results

e Speaking with the child about the mental illness
o 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
o Parents expressed insecurities in their own parenting
o Group members gave each other advice on setting
boundaries and discipline
* Hopes and fears regarding parenting
o 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; CHUSD, 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 iliness; 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 studly, social support survey; NRI-BSV, network of relationships inventory-behavioral systems version; OOO, Ouderliike 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;
PSF, 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-12-1, 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 24h 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 lliness

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 ones 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 explaining mental 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
etal. (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.

DATA AVAILABILITY STATEMENT

The datasets presented in this study can be found in online
repositories. The names of the repository/repositories and
accession number(s) can be found below: https://osf.io/z4rpn.

AUTHOR CONTRIBUTIONS

JR: conceptualization, designing the study, selection of sources
of evidence, data extraction, data analysis, and writing the
manuscript. NS: selection of sources of evidence and data
extraction. BM: selection of sources of evidence, data extraction,
reviewing, and editing the manuscript. M-LK and FH: selection
of sources of evidence. RD: data extraction. L] and JB:
conceptualization, designing the study, supervision, reviewing,
and editing manuscript. All authors contributed to the article and
approved the submitted version.

FUNDING

JR is a D.Phil. student and is funded by Mental Health
Research UK.

Frontiers in Psychiatry | www.frontiersin.org

January 2022 | Volume 12 | Article 787166


https://osf.io/z4rpn
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

ACKNOWLEDGMENTS

The authors thank Karine Barker, lead librarian for non-medical
sciences at the University of Oxford, for her guidance with
searching journal databases and searching for gray literature.

REFERENCES

1. American Psychiatric Association. Diagnostic and Statistical Manual
of Mental Disorders (DSM-5). American Psychiatric Pub (2013).
doi: 10.1176/appi.books.9780890425596

2. Myin-Germeys I, Delespaul PA, Van Os ]. Behavioral sensitization
to daily life stress in psychosis. Psychol Med. (2005) 35:733-41.
doi: 10.1017/S0033291704004179

3. Lally J, MacCabe JH. Antipsychotic medication in schizophrenia: a review.
Br Med Bull. (2015) 114:169-79. doi: 10.1093/bmb/ldv017

4. Seeman M V. Schizophrenia and motherhood. In: Reupert AE, Maybery DM,
Nicholson J, Gopfert M, Seeman M V, editors. Parental Psychiatric Disorder
Distressed Parents and Their Families. 3rd ed. Cambridge: Cambridge
University Press (2015). p. 107-16. doi: 10.1017/CB0O9781107707559.012

5. Campbell LE, Poon AWC. Parenting challenges for persons with
a serious mental illness. Ment Heal Soc Work. (2020). p. 457-74.
doi: 10.1007/978-981-13-6975-9_16

6. Wan MW, Salmon MP, Riordan DM, Appleby L, Webb R, Abel KM. What
predicts poor mother-infant interaction in schizophrenia? Psychol Med.
(2007) 37:537-46. doi: 10.1017/S0033291706009172

7. Bebbington P. Childhood sexual abuse and psychosis: aetiology
and mechanism.  Epidemiol  Psichiatr ~ Soc.  (2009)  18:284-93.
doi: 10.1017/S1121189X00000233

8. Varese E Smeets E Drukker M, Lieverse R, Lataster T, Viechtbauer W,
et al. Childhood adversities increase the risk of psychosis: a meta-analysis
of patient-control, prospective-and cross-sectional cohort studies. Schizophr
Bull. (2012) 38:661-71. doi: 10.1093/schbul/sbs050

9. Van Wert M, Anreiter I, Fallon BA, Sokolowski MB. Intergenerational
transmission of child abuse and neglect: a transdisciplinary analysis. Gend
Genome. (2019) 3:247028971982610. doi: 10.1177/2470289719826101

10. Jungbauer J, Stelling K, Kuhn ], Lenz A. How do mothers and
fathers suffering from schizophrenia experience their parenthood? Results
from an in-depth interview study. Psychiatr Prax. (2010) 37:233-9.
doi: 10.1055/s-0029-1223535

11. Abel KM, Hope H, Faulds A, Pierce M. Promoting resilience in children
and adolescents living with parental mental illness (CAPRI): children
are key to identifying solutions. Br ] Psychiatry. (2019) 215:513-5.
doi: 10.1192/bjp.2019.118

12. Campbell LE, Hanlon MC, Galletly CA, Harvey C, Stain H, Cohen M, et al.
Severity of illness and adaptive functioning predict quality of care of children
among parents with psychosis: a confirmatory factor analysis. Aust N Z |
Psychiatry. (2018) 52:435-45. doi: 10.1177/0004867417731526

13. Ranning A, Laursen TM, Thorup AAE, Hjorthgj C, Nordentoft M. Children
of parents with serious mental illness: with whom do they grow up? A
prospective, population-based study. ] Am Acad Child Adolesc Psychiatry.
(2016) 55:953-61. doi: 10.1016/j.jaac.2016.07.776

14. Abel KM, Webb RT, Salmon MP, Wan MW, Appleby L. Prevalence
and predictors of parenting outcomes in a cohort of mothers with
schizophrenia admitted for joint mother and baby psychiatric care
in England. ] Clin Psychiatry. (2005) 66:781-9. doi: 10.4088/JCP.v66
n0618

15. Topor A, Andersson G, Denhov A, Holmgyist S, Mattsson M, Stefansson CG,
et al. Psychosis and poverty: coping with poverty and severe mental illness in
everyday life. Psychosis. (2014) 6:117-27. doi: 10.1080/17522439.2013.790070

16. Johnson SE, Lawrence D, Perales F, Baxter J, Zubrick SR. Prevalence of
mental disorders among children and adolescents of parents with self-
reported mental health problems. Community Ment Health . (2018) 54:884—-
97. doi: 10.1007/s10597-017-0217-5

SUPPLEMENTARY MATERIAL

The Supplementary Material for this article can be found
online at: https://www.frontiersin.org/articles/10.3389/fpsyt.
2021.787166/full#supplementary-material

17. Luciano A, Nicholson J, Meara E. The economic status of parents with
serious mental illness in the United States. Psychiatr Rehabil J. (2014) 37:242-
50. doi: 10.1037/prj0000087

18. Kahng SK, Oyserman D, Bybee D, Mowbray CT. Mothers with serious
mental illness: when symptoms decline does parenting improve? | Fam
Psychol. (2008) 22:162-6. doi: 10.1037/0893-3200.22.1.162

19. Gladstone BM, Boydell KM, Seeman MYV, Mckeever PD. Children’s
experiences of parental mental illness: a literature review. Early Interv
Psychiatry. (2011) 5:271-89. doi: 10.1111/j.1751-7893.2011.00287.x

20. Hinden BR, Biebel K, Nicholson J, Mehnert L. The invisible
children’ s project: key ingredients of an intervention for parents
with mental illness. | Behav Health Serv Res. (2005) 32:393-408.
doi: 10.1097/00075484-200510000-00006

21. Wahl P, Bruland D, Bauer U, Okan O, Lenz A. What are the family
needs when a parent has mental health problems? Evidence from a
systematic literature review. J Child Adolesc Psychiatr Nurs. (2017). 30:54-66.
doi: 10.1111/jcap.12171

22. Van Der Zanden RAP, Speetjens PAM, Arntz KSE, Onrust SA. Online group
course for parents with mental illness: development and pilot study. ] Med
Internet Res. (2010). 12:e50. doi: 10.2196/jmir.1394

23. Park JM, Solomon P, Mandell DS. Involvement in the child welfare system
among mothers with serious mental illness. Psychiatr Serv. (2006) 57:493-7.
doi: 10.1176/ps.2006.57.4.493

24. Kaplan K, Brusilovskiy E, O’Shea AM, Salzer MS. Child protective service
disparities and serious mental illnesses: results from a national survey.
Psychiatr Serv. (2019) 70:202-8. doi: 10.1176/appi.ps.201800277

25. Dolman C, Jones I, Howard LM. Pre-conception to parenting: a systematic
review and meta-synthesis of the qualitative literature on motherhood for
women with severe mental illness. Arch Womens Ment Health. (2013)
16:173-96. doi: 10.1007/s00737-013-0336-0

26. Khalifeh H, Murgatroyd C, Freeman M, Johnson S, Killaspy H. Home
treatment as an alternative to hospital admission for mothers in a
mental health crisis : a qualitative study. Psychiatr Serv. (2009) 60:634-9.
doi: 10.1176/ps.2009.60.5.634

27. Price-Robertson R, Obradovic A, Morgan B. Relational recovery: beyond
individualism in the recovery approach. Adv Ment Heal. (2017) 15:108-20.
doi: 10.1080/18387357.2016.1243014

28. Wyder M, Bland R. The recovery framework as a way of
understanding families’ responses to mental illness: balancing different
needs and recovery journeys. Aust Soc Work. (2014) 67:179-96.
doi: 10.1080/0312407X.2013.875580

29. Krumm S, Becker T, Wiegand-Grefe S. Mental health services for
parents affected by mental illness. Curr Opin Psychiatry. (2013) 26:362-8.
doi: 10.1097/YCO.0b013e328361e580

30. Reedtz C, Lauritzen C, Stover Y V, Freili JL, Rognmo K. Identification
of children of parents with mental illness: a necessity to provide relevant
support. Front Psychiatry. (2019) 9:728. doi: 10.3389/fpsyt.2018.00728

31. Cooklin A. Promoting children’s resilience to parental mental illness:
engaging the childs thinking. Adv Psychiatr Treat. (2013) 19:229-40.
doi: 10.1192/apt.bp.111.009050

32. Butler ], Gregg L, Calam R, Wittkowski A. Parents’ perceptions
and experiences of parenting programmes: a systematic review and
metasynthesis of the qualitative literature. Clin Child Fam Psychol Rev.
(2020) 23:176-204. doi: 10.1007/s10567-019-00307-y

33. Mytton J, Ingram J, Manns S, Thomas J. Facilitators and barriers to
engagement in parenting programs: a qualitative systematic review.
Heal Educ Behav. (2014) 41:127-37. doi: 10.1177/10901981134
85755

Frontiers in Psychiatry | www.frontiersin.org

167

January 2022 | Volume 12 | Article 787166


https://www.frontiersin.org/articles/10.3389/fpsyt.2021.787166/full#supplementary-material
https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1017/S0033291704004179
https://doi.org/10.1093/bmb/ldv017
https://doi.org/10.1017/CBO9781107707559.012
https://doi.org/10.1007/978-981-13-6975-9_16
https://doi.org/10.1017/S0033291706009172
https://doi.org/10.1017/S1121189X00000233
https://doi.org/10.1093/schbul/sbs050
https://doi.org/10.1177/2470289719826101
https://doi.org/10.1055/s-0029-1223535
https://doi.org/10.1192/bjp.2019.118
https://doi.org/10.1177/0004867417731526
https://doi.org/10.1016/j.jaac.2016.07.776
https://doi.org/10.4088/JCP.v66n0618
https://doi.org/10.1080/17522439.2013.790070
https://doi.org/10.1007/s10597-017-0217-5
https://doi.org/10.1037/prj0000087
https://doi.org/10.1037/0893-3200.22.1.162
https://doi.org/10.1111/j.1751-7893.2011.00287.x
https://doi.org/10.1097/00075484-200510000-00006
https://doi.org/10.1111/jcap.12171
https://doi.org/10.2196/jmir.1394
https://doi.org/10.1176/ps.2006.57.4.493
https://doi.org/10.1176/appi.ps.201800277
https://doi.org/10.1007/s00737-013-0336-0
https://doi.org/10.1176/ps.2009.60.5.634
https://doi.org/10.1080/18387357.2016.1243014
https://doi.org/10.1080/0312407X.2013.875580
https://doi.org/10.1097/YCO.0b013e328361e580
https://doi.org/10.3389/fpsyt.2018.00728
https://doi.org/10.1192/apt.bp.111.009050
https://doi.org/10.1007/s10567-019-00307-y
https://doi.org/10.1177/1090198113485755
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

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

Barlow J, Coren E. The effectiveness of parenting programs: a
review of campbell reviews. Res Soc Work Pract. (2018) 28:99-102.
doi: 10.1177/1049731517725184

Pidano AE, Allen AR. The incredible years series: a review of the
independent research base. | Child Fam Stud. (2015) 24:1898-916.
doi: 10.1007/s10826-014-9991-7

Phelan R, Howe DJ, Cashman EL, Batchelor SH. Enhancing parenting
skills for parents with mental illness: the Mental Health Positive Parenting
Program. Med J Aust. (2012) 199:530-3. doi: 10.5694/mjal1.11181

Stracke M, Gilbert K, Kieser M, Klose C, Krisam J, Ebert DD, et al. CoMPARE
family (Children of mentally ill parents at risk evaluation): a study protocol
for a preventive intervention for children of mentally ill parents (Triple P,
evidence-based program that enhances parentings skills, in addition to gold-
standard CBT CBT with the mentally ill parent) in a multicenter RCT-Part
II. Front Psychiatry. (2019). 10:54. doi: 10.3389/fpsyt.2019.00054

Isobel S, Meehan E Pretty D. An emotional awareness based parenting
group for parents with mental illness: a mixed methods feasibility study
of community mental health nurse facilitation. Arch Psychiatr Nurs. (2016)
30:35-40. doi: 10.1016/j.apnu.2015.10.007

Beardslee WR, Hoke L, Wheelock I, Rothberg PC, Van de Velde
P, Sawtling S. Initial findings on preventive intervention for families
with parental-affective disorders. Am J Psychiatry. (1992). 149:1335-1340.
doi: 10.1176/ajp.149.10.1335

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 Assess. (2014). 18:1-250. doi: 10.3310/hta18080

Reupert AE, Maybery DJ. What do we know about families where parents
have a mental illness? A systematic review. Child Youth Serv. (2016) 37:98—
111. doi: 10.1080/0145935X.2016.1104037

Cartwright-Hatton S, Ewing D, Dash S, Hughes Z, Thompson EJ, Hazell
CM, et al. Preventing family transmission of anxiety: feasibility RCT of
a brief intervention for parents. Br J Clin Psychol. (2018) 57:351-66.
doi: 10.1111/bjc.12177

Day C, Briskman ], Crawford M]J, Foote L, Harris L, Boadu J, et al.
Randomised feasibility trial of the helping families programme-modified: an
intensive parenting intervention for parents affected by severe personality
difficulties. BMJ Open. (2020) 10:1-12. doi: 10.1136/bmjopen-2019-033637
Gearing RE, Alonzo D, Marinelli C. Maternal schizophrenia: psychosocial
treatment for mothers and their children. Clin Schizophr Relat Psychoses.
(2012). 6:27-33B. doi: 10.3371/CSRP.6.1.4
Achim AM, Ouellet R, Roy MA,
in first-episode  psychosis.  Psychiatry  Res.
doi: 10.1016/j.psychres.2011.10.011

Radley ], Grant C, Barlow ], Johns L. Parenting interventions for people with
schizophrenia or related serious mental illness (Review). Cochrane Database
Syst Rev. 2020:CD013536. doi: 10.1002/14651858.CD013536.pub2

Schrank B, Moran K, Borghi C, Priebe S. How to support patients with
severe mental illness in their parenting role with children aged over 1 year? A
systematic review of interventions. Soc Psychiatry Psychiatr Epidemiol. (2015)
50:1765-83. doi: 10.1007/s00127-015-1069-3

Suarez EB, Lafreniére G, Harrison ]. Scoping review of interventions
supporting mothers with mental illness: key outcomes and
challenges. ~ Community ~ Ment  Health ]J.  (2016)  52:927-36.
doi: 10.1007/s10597-016-0037-z

Tricco AC, Lillie E, Zarin W, O’Brien KK, Colquhoun H, Levac D,
et al. PRISMA extension for scoping reviews (PRISMA-ScR): checklist and
explanation. Ann Intern Med. (2018) 169:467-73. doi: 10.7326/M18-0850
Arksey H, O’Malley L. Scoping studies: towards a methodological
framework. Int ] Soc Res Methodol Theory Pract. (2005) 8:19-32.
doi: 10.1080/1364557032000119616

Ouzzani M, Hammady H, Fedorowicz Z, Elmagarmid A. Rayyan-a
web and mobile app for systematic reviews. Syst Rev. (2016) 5:1-10.
doi: 10.1186/s13643-016-0384-4

Cohen J, A. coefficient of agreement for nominal scales. Educ Psychol Meas.
(1960) 20:37-46. doi: 10.1177/001316446002000104

Jackson PL.
(2012)

Mentalizing
196:207-13.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

. Oppenheim-Weller S, Shtark T, Aldor R. Families with parental mental

illness: studying a home-based intervention program. Child Fam Soc Work.
(2021) 26:617-28. doi: 10.1111/cfs.12843

Cowling V, Garrett M. Child and family inclusive practice: a pilot program
in a community adult mental health service. Australas Psychiatry. (2009)
17:279-82. doi: 10.1080/10398560902840232

Cowling V, Garrett M. A child-inclusive family intervention in a community
adult mental health service. Aust New Zeal ] Fam Ther. (2012) 33:101-13.
doi: 10.1017/aft.2012.13

Gutjahr A. Child Resilience Program an Intervention for Children of
Chronically Mentally Ill Parents. Ph.D. thesis, Spalding University (2007).
Reedtz C, van Doesum KT, Signorini G, Lauritzen C, van Amelsvoort T, van
Santvoort F, et al. Promotion of wellbeing for children of parents with mental
illness: a model protocol for research and intervention. Front Psychiatry.
(2019). 10:606. doi: 10.3389/fpsyt.2019.00606

Van Doesum KT, Lauritzen C, Reedtz C. Child Talks+ Manual. Regional
Centre for Child and Youth Mental Health and Child Welfare. Tromso:
The Arctic University of Norway (2020). Available online at: https://uit.no/
Content/713118/cache=20210401114628/UiT_RKBU-Nord_A4_manual_
ENG_web.pdf (accesesed April 27, 2021).

Wiegand-Grefe S, Filter B, Busmann M, Kilian R, Kronmiiller KT, Lambert
M, et al. Evaluation of a family-based intervention program for children of
mentally ill parents: study protocol for a randomized controlled multicenter
trial. Front Psychiatry. (2021). 11:561790. doi: 10.3389/fpsyt.2020.561790
Becker T, Kilian S, Killian R, Lahmeyer C, Krumm S. Family needs, children
and parenthood in people with mental illness. Eur Psychiatry. (2009) 24:548.
doi: 10.1016/S0924-9338(09)70281-0

Solantaus T, Toikka S. The effective family programme: preventative services
for the children of mentally ill parents in Finland. Int ] Ment Health Promot.
(2006) 8:37-44. doi: 10.1080/14623730.2006.9721744

Solantaus T, Reupert AE, Maybery D]. Working with parents who have a
psychiatric disorder. In: Reupert A, Maybery D, Nicholson ], Gopfert M,
Seeman M V, editors. Parental Psychiatric Disorder Distressed Parents and
Their Families. 3rd ed. Cambridge: Cambridge University Press (2015). p.
238-47. doi: 10.1017/CB0O9781107707559.023

Nicholson J, Albert K, Gershenson B, Williams V, Biebel K. Developing
family options: outcomes for mothers with severe mental illness at
twelve months of participation. Am ] Psychiatr Rehabil. (2016) 19:353-69.
doi: 10.1080/15487768.2016.1231639

Nicholson J, Albert K, Gershenson B, Williams V, Biebel K. Family options for
parents with mental illnesses: a developmental, mixed methods pilot study.
Psychiatr Rehabil ]. (2009) 33:106-14. doi: 10.2975/33.2.2009.106.114
Christiansen H, Anding ], Schrott B, Rohrle B. Children of mentally ill
parents - a pilot study of a group intervention program. Front Psychol. (2015).
6:1494. doi: 10.3389/fpsyg.2015.01494

Furlong M, McGilloway S, Mulligan C, McGuinness C, Whelan N. Family
Talk versus usual services in improving child and family psychosocial
functioning in families with parental mental illness (PRIMERA—
Promoting Research and Innovation in Mental hEalth seRvices for
fAmilies and children): study protocol for a randomi. Trials. (2021) 22:1-18.
doi: 10.1186/513063-021-05199-4

Pihkala H, Cederstrom A, Sandlund M. Beardslees preventive
family intervention for children of mentally ill parents: a swedish
national survey. Int ] Ment Health Promot. (2010) 12:29-38.
doi: 10.1080/14623730.2010.9721804

Strand J, Meyersson N. Parents with psychosis and their children: experiences
of Beardslees intervention. Int ] Ment Health Nurs. (2020) 26:908-20.
doi: 10.1111/inm.12725

Strand ], Rudolfsson L, A. qualitative evaluation of professionals
experiences of conducting Beardslee’s family intervention in families
with parental psychosis. Int ] Ment Health Promot. (2017) 19:289-300.
doi: 10.1080/14623730.2017.1345690

Lederer J, McHugh M, FWA. Newpin - working with parents with mental
health problems and their young children. Ment Heal Rev J. (2006) 11:23-7.
doi: 10.1108/13619322200600038

Mueller B, Fellmann L. Supporting children of parents with mental
health problems through professionally assisted lay support-the

Frontiers in Psychiatry | www.frontiersin.org

168

January 2022 | Volume 12 | Article 787166


https://doi.org/10.1177/1049731517725184
https://doi.org/10.1007/s10826-014-9991-7
https://doi.org/10.5694/mja11.11181
https://doi.org/10.3389/fpsyt.2019.00054
https://doi.org/10.1016/j.apnu.2015.10.007
https://doi.org/10.1176/ajp.149.10.1335
https://doi.org/10.3310/hta18080
https://doi.org/10.1080/0145935X.2016.1104037
https://doi.org/10.1111/bjc.12177
https://doi.org/10.1136/bmjopen-2019-033637
https://doi.org/10.3371/CSRP.6.1.4
https://doi.org/10.1016/j.psychres.2011.10.011
https://doi.org/10.1002/14651858.CD013536.pub2
https://doi.org/10.1007/s00127-015-1069-3
https://doi.org/10.1007/s10597-016-0037-z
https://doi.org/10.7326/M18-0850
https://doi.org/10.1080/1364557032000119616
https://doi.org/10.1186/s13643-016-0384-4
https://doi.org/10.1177/001316446002000104
https://doi.org/10.1111/cfs.12843
https://doi.org/10.1080/10398560902840232
https://doi.org/10.1017/aft.2012.13
https://doi.org/10.3389/fpsyt.2019.00606
https://uit.no/Content/713118/cache=20210401114628/UiT_RKBU-Nord_A4_manual_ENG_web.pdf
https://uit.no/Content/713118/cache=20210401114628/UiT_RKBU-Nord_A4_manual_ENG_web.pdf
https://uit.no/Content/713118/cache=20210401114628/UiT_RKBU-Nord_A4_manual_ENG_web.pdf
https://doi.org/10.3389/fpsyt.2020.561790
https://doi.org/10.1016/S0924-9338(09)70281-0
https://doi.org/10.1080/14623730.2006.9721744
https://doi.org/10.1017/CBO9781107707559.023
https://doi.org/10.1080/15487768.2016.1231639
https://doi.org/10.2975/33.2.2009.106.114
https://doi.org/10.3389/fpsyg.2015.01494
https://doi.org/10.1186/s13063-021-05199-4
https://doi.org/10.1080/14623730.2010.9721804
https://doi.org/10.1111/inm.12725
https://doi.org/10.1080/14623730.2017.1345690
https://doi.org/10.1108/13619322200600038
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

72.

73.
74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

84.

85.

86.

87.

88.

89.

90.

“godparents”  program.  Child  Youth  Serv.  (2019)  40:23-42.
doi: 10.1080/0145935X.2018.1526071

Brunette ME Richardson F, White L, Bemis G, Eelkema RE. Integrated family
treatment for parents with severe psychiatric disabilities. Psychiatr Rehabil ].
(2004) 28:177-80. doi: 10.2975/28.2004.177.180

OurTime. KidsTime Workshop Manual. London: OurTime (2020).

Ford DM. The Kidstime’ Intervention for Children of Parents With Mental
Illness: An Exploration of the Experience of the ‘Kidstime’ Workshops and
Relevant School-Based Support. Ph.D. thesis. (2019).

Maybery DJ, Goodyear M, Reupert AE, Sheen ], Cann W, O’Hanlon
B, et al. A mixed method evaluation of an intervention for parents
with mental illness. Clin Child Psychol Psychiatry. (2019) 24:717-27.
doi: 10.1177/1359104518822676

Maybery DJ, Goodyear M, Reupert AE, Sheen ], Cann W, Dalziel
K, et al. Developing an Australian-first recovery model for parents
in Victorian mental health and family services: a study protocol
for a randomised controlled trial. BMC Psychiatry. (2017). 17:198.
doi: 10.1186/s12888-017-1357-4

Cooper V, Reupert AE. “Let’s talk about children” resource: a parallel
mixed method evaluation. Soc Work Ment Health. (2017) 15:47-65.
doi: 10.1080/15332985.2016.1170090

Bassett H, Lampe J, Lloyd C. Living with under-fives: a programme
for parents with a mental illness. Br J Occup Ther. (2001) 64:23-8.
doi: 10.1177/030802260106400105

Bassett H, Lloyd C. At-risk families with mental illness: partnerships in
practice. New Zeal ] Occup Ther. (2005) 52:31-7.

Kaplan K, Solomon P, Salzer MS, Brusilovskiy E. Assessing an Internet-
based parenting intervention for mothers with a serious mental illness:
a randomized controlled trial. Psychiatr Rehabil J. (2014) 37:222-31.
doi: 10.1037/prj0000080

van der Ende PC, Venderink MM, van Busschbach JT. Parenting with success
and satisfaction among parents with severe mental illness. Psychiatr Serv.
(2010) 61:416. doi: 10.1176/ps.2010.61.4.416

van der Ende PC. Vulnerable Parenting, A Study on Parents With Mental
Health Problems: Strategies and Support. Groningen: Hanze University of
Applied Sciences Groningen. (2016).

van der Ende PC, van Busschbach JT, Nicholson J, Korevaar EL, van Weeghel
J. Parenting and psychiatric rehabilitation: can parents with severe mental
illness benefit from a new approach? Psychiatr Rehabil ]. (2014) 37:201-8.
doi: 10.1037/prj0000067

Wansink HJ, Hosman CMH, Janssens JMAM, Hoencamp E, Willems WJCT.
Preventive family service coordination for parents with a mental illness in
the Netherlands. Psychiatr Rehabil J. (2014) 37:216-21. doi: 10.1037/prjo0
00073

Wansink HJ, Janssens JMAM, Hoencamp E, Middelkoop BJC, Hosman
CMH. Effects of preventive family service coordination for parents with
mental illnesses and their children, a RCT. Fam Syst Heal. (2015) 33:110-9.
doi: 10.1037/fsh0000105

Fritz L-M, Domin S, Thies A, Yang J, Stolle M, Fricke C, et al. Profitieren
psychisch erkrankte Eltern und psychisch belastete Kinder von einer
gemeinsamen Eltern-Kind-Behandlung? Kindheit und Entwicklung. (2018)
27:253-67. doi: 10.1026/0942-5403/a000264

McFarland L, Fenton A. Unfogging the future: investigating a strengths-
based program to build capacity and resilience in parents with mental illness.
Adv Ment Heal. (2019) 17:21-32. doi: 10.1080/18387357.2018.1476065
Volkert J, Georg A, Hauschild S, Herpertz SC, Neukel C, Byrne
G, et al. Bindungskompetenzen psychisch kranker Eltern stirken:
adaptation und pilottestung des mentalisierungsbasierten leuchtturm-
elternprogramms. Prax Kinderpsychol Kinderpsychiatr. (2019) 68:27-42.
doi: 10.13109/prkk.2019.68.1.27

Shor R, Kalivatz Z, Amir Y, Aldor R, Lipot M. Therapeutic factors in a group
for parents with mental illness. Community Ment Health ]. (2015) 51:79-84.
doi: 10.1007/s10597-014-9739-2

Gatsou L, Yates S, Goodrich N, Pearson D. The challenges presented by
parental mental illness and the potential of a whole-family intervention
to improve outcomes for families. Child Fam Soc Work. (2017) 22:388-97.
doi: 10.1111/cfs.12254

91.

92.

93.

94.

95.

96.

97.

98.

99.

100.

101.

102.

103.

104.

105.

106.

107.

108.

109.

Kuschel A, Granic M, Hahlweg K, Hartung D. «Nicht von schlechten
Eltern!>>  Effekte einer therapieintegrierten  Familienintervention.
Verhaltenstherapie. (2016) 26:83-91. doi: 10.1159/000446170

Butler ], Gregg L, Calam R, Wittkowski A. Exploring staff implementation
of a self-directed parenting intervention for parents with mental
health difficulties. Community Ment Health J. (2021) 57:247-61.
doi: 10.1007/510597-020-00642-3

Wolfenden LL. Parental Psychosis: Exploring Emotional and Cognitive
Processes and the Feasibility of a Parenting Intervention. Ph.D. thesis,
University of Manchester (2018).

Miiller AD, Gjode ICT, Eigil MS, Busck H, Bonne M, Nordentoft M, et al.
VIA family - a family-based early intervention versus treatment as usual for
familial high-risk children: a study protocol for a randomized clinical trial.
Trials. (2019) 20:1-17. doi: 10.1186/s13063-019-3191-0

Riemersma I, van Santvoort F, Van Doesum KT., Hosman CM., Janssens
JMA, Van Der Zanden RAP, et al. ‘You are Okay’: effects of a support
and educational program for children with mild intellectual disability
and their parents with mental health concerns. J Intellect Disabil. (2020).
2020:174462952095376. doi: 10.1177/1744629520953765

Riemersma I, van Santvoort F, Janssens JMA, Hosman CM, van Doesum
KT. “You are Okay™: a support and educational program for children with
mild intellectual disability and their parents with a mental illness: study
protocol of a quasiexperimental design. BMC Psychiatry. (2015) 15:318.
doi: 10.1186/512888-015-0698-0

Abel KM, Bee P, Gega L, Gellatly J, Kolade A, Hunter D, et al. An intervention
to improve the quality of life in children of parents with serious mental
illness: the Young SMILES feasibility RCT. Health Technol Assess. (2020)
24:1-136. doi: 10.3310/hta24590

Gellatly J, Bee P, Gega L, Bower P, Hunter D, Stewart P, et al. A
community-based intervention (Young SMILES) to improve the health-
related quality of life of children and young people of parents with
serious mental illness: randomised feasibility protocol. Trials. (2018) 19:550.
doi: 10.1186/513063-018-2935-6

Sanders MR. Triple P-positive parenting program as a public health
approach to strengthening parenting. J Fam Psychol. (2008) 22:506-17.
doi: 10.1037/0893-3200.22.3.506

Phelan R, Lee L, Howe D, Walter G. Parenting and mental illness: a
pilot group programme for parents. Aust Psychiatry. (2006) 14:399-402.
doi: 10.1080/j.1440-1665.2006.02312.x

Havighurst SS, Harley AE, Prior MR. Tuning into kids: an emotion-focused
parenting program - initial findings from a community trial. ] Community
Psychol. (2009) 37:1008-23. doi: 10.1002/jcop.20345

Fadden G, Heelis R. The Meriden Family Programme: lessons learned
over 10 years. ] Ment Heal. (2011) 20:79-88. doi: 10.3109/09638237.2010.4
92413

Coates D, Phelan R, Heap ], Howe D. “Being in a group with others
who have mental illness makes all the
experiences of parents who attended a mental health parenting program.
Child Youth Serv Rev. (2017). 78:104-11. doi: 10.1016/j.childyouth.2017.
05.015

Higgins JP, Thomas J, Chandler J, Cumpston M, Li T, Page MJ, et al. Cochrane
Handbook for Systematic Reviews of Interventions. Chichester UK: John
Wiley & Sons (2019). doi: 10.1002/9781119536604

Hosman CM, van Doesum KT, van Santvoort F. Prevention of emotional
problems and psychiatric risks in children of parents with a mental illness
in the Netherlands: I1. Intervent. Aust. e-J. Adv Ment Heal. (2009) 8:264-76.
doi: 10.5172/jamh.8.3.264

Venkataraman M]J, Ackerson B. Parenting among mothers with bipolar
disorder: strengths, challenges, and service needs. J Fam Soc Work. (2008)
11:389-408. doi: 10.1080/10522150802441825

Birchwood M, Spencer E, McGovern D. Schizophrenia: early warning signs.
Adyv Psychiatr Treat. (2000) 6:93-101. doi: 10.1192/apt.6.2.93

Radley J, Barlow J, Johns L. Mental health professionals’ experiences of
working with parents with psychosis and their families : a qualitative study.
BMC Health Serv Res. (2021) 1:1-11. doi: 10.1186/s12913-021-06416-1
Radley ], Barlow J, Johns L. The needs and experiences of parents with
psychosis: a qualitative interview study (2021). Submitted.

difference”: the views and

Frontiers in Psychiatry | www.frontiersin.org

169

January 2022 | Volume 12 | Article 787166


https://doi.org/10.1080/0145935X.2018.1526071
https://doi.org/10.2975/28.2004.177.180
https://doi.org/10.1177/1359104518822676
https://doi.org/10.1186/s12888-017-1357-4
https://doi.org/10.1080/15332985.2016.1170090
https://doi.org/10.1177/030802260106400105
https://doi.org/10.1037/prj0000080
https://doi.org/10.1176/ps.2010.61.4.416
https://doi.org/10.1037/prj0000067
https://doi.org/10.1037/prj0000073
https://doi.org/10.1037/fsh0000105
https://doi.org/10.1026/0942-5403/a000264
https://doi.org/10.1080/18387357.2018.1476065
https://doi.org/10.13109/prkk.2019.68.1.27
https://doi.org/10.1007/s10597-014-9739-2
https://doi.org/10.1111/cfs.12254
https://doi.org/10.1159/000446170
https://doi.org/10.1007/s10597-020-00642-3
https://doi.org/10.1186/s13063-019-3191-0
https://doi.org/10.1177/1744629520953765
https://doi.org/10.1186/s12888-015-0698-0
https://doi.org/10.3310/hta24590
https://doi.org/10.1186/s13063-018-2935-6
https://doi.org/10.1037/0893-3200.22.3.506
https://doi.org/10.1080/j.1440-1665.2006.02312.x
https://doi.org/10.1002/jcop.20345
https://doi.org/10.3109/09638237.2010.492413
https://doi.org/10.1016/j.childyouth.2017.05.015
https://doi.org/10.1002/9781119536604
https://doi.org/10.5172/jamh.8.3.264
https://doi.org/10.1080/10522150802441825
https://doi.org/10.1192/apt.6.2.93
https://doi.org/10.1186/s12913-021-06416-1
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
110. Repper J, Carter T, A. review of the literature on peer support 119. Kivelkitz L, Dirmaier J, Harter M. Entscheidungshilfe - ambulante
in mental health services. ] Ment Heal. (2011) 20:392-411. oder stationare behandlungs - moglichkeiten. Psychenet. (2020).
doi: 10.3109/09638237.2011.583947 Available  online  at:  https://psychenet.de/de/entscheidungshilfen/

111.

112.

113.

114.

115.

116.

117.

118.

Nicholson ], Valentine A. Key informants specify core elements of peer
supports for parents with serious mental illness. Front Psychiatry. (2019)
10:106. doi: 10.3389/fpsyt.2019.00106

Nicholson J, Reupert AE, Grant A, Lees R, Maybery DJ, Mordoch E,
et al. The policy context and change for families living with parental
mental illness. In: Reupert AE, Maybery DJ, Joanne N, Gopfert M,
Seeman MV, editors. Parental Psychiatric Disorder Distressed Parents and
Their Families. Cambridge: Cambridge University Press (2015). p. 354-64.
doi: 10.1017/CB0O9781107707559.034

Lauritzen C, Reedtz C, Rognmo K, Nilsen MA, Walstad A. Identification
of and support for children of mentally ill parents: a 5 year follow-
up study of adult mental health services. Front Psychiatry. (2018) 9:507.
doi: 10.3389/fpsyt.2018.00507

Mehta UM, Bhagyavathi HD, Kumar CN, Thirthalli J, Gangadhar
BN. Cognitive deconstruction of parenting in schizophrenia: the
role of theory of mind. Aust N Z ] Psychiatry. (2014) 48:249-58.
doi: 10.1177/0004867413500350

Rohder K, Nystrom-Hansen M, MacBeth A, Davidsen KA, Gumley A,
Brennan J, et al. Antenatal caregiving representations among expectant
mothers with severe mental illness: a cross-sectional study. J Reprod Infant
Psychol. (2019) 37:370-83. doi: 10.1080/02646838.2019.1578868

Marston N, Stavnes K, Van Loon LMA, Drost LM, Maybery DJ, Mosek A,
et al. A content analysis of Intervention Key Elements and Assessments
(IKEA): what’s in the black box in the interventions directed to families
where a parent has a mental illness? Child Youth Serv. (2016). 37:112-28.
doi: 10.1080/0145935X.2016.1104041

Strand ], Bostrom PK, Grip K. Parents descriptions of how their
psychosis affects parenting. J Child Fam Stud. (2020) 29:620-31.
doi: 10.1007/s10826-019-01605-3

Wansink HJ, Drost RMWA, Paulus, Aggie TG, Ruwaard D, Hosman
CMH, et al. Cost-effectiveness of preventive case management for
parents with a mental illness: a randomized controlled trial from
three economic perspectives. BMC Health Serv Res. (2016). 16:228.
doi: 10.1186/512913-016-1498-z

ambulante- oder-stationaere-behandlungsmoeglichkeiten/das-
versorgungssystem-behandlungsmoeglichkeiten/das- versorgungssystem-
behandlungsmoeglichkeiten.html (accessed September 28, 2021).

120. Fekadu W, Mihiretu A, Craig TK], Fekadu A. Multidimensional
impact of severe mental illness on family members: systematic
review. BMJ Open. (2019) 9:1-12. doi: 10.1136/bmjopen-2019-0

32391

Dean K, Stevens H, Mortensen PB, Murray RM, Walsh E, Pedersen CB.
Full spectrum of psychiatric outcomes among offspring with parental
history of mental disorder. Arch Gen Psychiatry. (2010) 67:822-9.
doi: 10.1001/archgenpsychiatry.2010.86

Waldmann T, Stiawa M, Dinc U, Saglam G, Busmann M, Daubmann
A, et al. Costs of health and social services use in children of parents
with mental illness. Child Adolesc Psychiatry Ment Health. (2021) 15:1-11.
doi: 10.1186/513034-021-00360-y

121.

122.

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 © 2022 Radley, Sivarajah, Moltrecht, Klampe, Hudson, Delahay, Barlow
and Johns. 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

170

January 2022 | Volume 12 | Article 787166


https://doi.org/10.3109/09638237.2011.583947
https://doi.org/10.3389/fpsyt.2019.00106
https://doi.org/10.1017/CBO9781107707559.034
https://doi.org/10.3389/fpsyt.2018.00507
https://doi.org/10.1177/0004867413500350
https://doi.org/10.1080/02646838.2019.1578868
https://doi.org/10.1080/0145935X.2016.1104041
https://doi.org/10.1007/s10826-019-01605-3
https://doi.org/10.1186/s12913-016-1498-z
https://psychenet.de/de/entscheidungshilfen/ambulante-oder-stationaere-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten.html
https://psychenet.de/de/entscheidungshilfen/ambulante-oder-stationaere-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten.html
https://psychenet.de/de/entscheidungshilfen/ambulante-oder-stationaere-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten.html
https://psychenet.de/de/entscheidungshilfen/ambulante-oder-stationaere-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten/das-versorgungssystem-behandlungsmoeglichkeiten.html
https://doi.org/10.1136/bmjopen-2019-032391
https://doi.org/10.1001/archgenpsychiatry.2010.86
https://doi.org/10.1186/s13034-021-00360-y
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

l" frontiers
in Psychiatry

ORIGINAL RESEARCH
published: 31 January 2022
doi: 10.3389/fpsyt.2021.806884

OPEN ACCESS

Edited by:
Domenico De Berardis,
Azienda Usl Teramo, ltaly

Reviewed by:

Frances Louise Dark,

Metro South Addiction and Mental
Health Services, Australia

Julio Torales,

National University of

Asuncion, Paraguay

*Correspondence:
Melinda Goodyear
melinda.goodyear@monash.edu

Specialty section:

This article was submitted to
Public Mental Health,

a section of the journal
Frontiers in Psychiatry

Received: 15 November 2021
Accepted: 22 December 2021
Published: 31 January 2022

Citation:

Goodyear M, Zechmeister-Koss |,
Bauer A, Christiansen H,
Glatz-Grugger M and Paul JL (2022)
Development of an Evidence-Informed
and Codesigned Model of Support for
Children of Parents With a Mental
liness— "It Takes a Village” Approach.
Front. Psychiatry 12:806884.
doi: 10.3389/fpsyt.2021.806884

Check for
updates

Development of an
Evidence-Informed and Codesigned
Model of Support for Children of
Parents With a Mental lliness— “It
Takes a Village” Approach

Melinda Goodyear?*, Ingrid Zechmeister-Koss?®, Annette Bauer*, Hanna Christiansen®,
Martina Glatz-Grugger® and Jean Lillian Paul®”

"School of Rural Health, Monash University, Melbourne, VIC, Australia, ? Emerging Minds, National Workforce Centre for
Child Mental Health, Hilton, SA, Australia, ° Austrian Institute of Health Technology Assessment, Vienna, Austria,

“ Department of Health Policy, Care Policy and Evaluation Centre, London School of Economics and Political Science,
London, United Kingdom, ® Department of Psychology, Clinical Child and Adolescent Psychology, Philipps University
Marburg, Marburg, Germany, ° Mental Health Research Program, The Village, Ludwig Boltzmann Gesellschaft, Innsbruck,
Austria, ” Division of Psychiatry I, Department of Psychiatry, Psychotherapy and Psychosomatics, Medical University
Innsbruck, Innsbruck, Austria

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 iliness

in Austria.

Keywords: codesign, family focused, strength-based, children, parents with mental iliness, 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 new way 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:

e 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.

e Alack 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.

e 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”

» «

Frontiers in Psychiatry | www.frontiersin.org

January 2022 | Volume 12 | Article 806884


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

Goodyear et al.

“It Takes a Village” Approach

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)?

Health care 11 Practice 14
Social care Research

Education Policy/Payer

Informal/voluntary
Other (1

Profession (n)

== oo

Service sector (n)

Mediical 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)° 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

2some stakeholders represented more than one field; ® number 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 Table2 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(h=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 resullts.

Presentation of three case vignettes outlining case journeys for COPMI
within the region (information elaborated on from scoping) to identify
areas of change.

Development of a shared vision.
Familiarizing with a theory of change.
Prioritizing areas for change.

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.

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.

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).

Defining feasibility, commitments and next implementation steps.

Agreement on terms of reference.

Agreement on rules for communication.

|dentification of key areas for change from the presentation of case
vignettes of child focused care found in the scoping stage.

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.

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).

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.

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]

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:

Develop standardized processes to
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

identify social

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:

o Inform children of their parent’s mental ill-health.

of care.
o 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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e Schools to provide supports for children of parents with a
mental illness.

e Improve communication between organizations.

e Raise awareness in the community that children of parents
may need support as much as children of parents with a
physical illness.

e Organize mental health care earlier in a way that avoids the
need for acute crisis care (avoid trauma for children).

e Improve information on available support in families, adult
mental health, other relevant organizations and communities.

In Workshop 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) Al 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) avisualization 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 childs 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/ldentification of
Children Living With a Parent Who Has a

Mental lliness

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 or mother (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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OO0

Patient: >18 years, all F-@ C@
VILLAGE

|

Adult psychiatry (hospitals) Primary Care RESULTS CO-DESIGN PROCESS:
Innsbruck Zams Hall? COLLABORATIVEVILLAGE APPROACH

Parent yes/no?

yes

= . 7 tinued
‘ ‘ * Facilitator meets with child (and ‘ : con
iz Network t
Facilitator meets Child parent) to understand support « Mapping support network & cowors mmeeting support

% takes place:
with parent: ‘consent / network identifying areas for improvement Dae::I :p?;: (furth o
3 A A urther meeting
+ 1 . .
i::NSiEn) network assent Activities conducted to capture Network meeting participants support plan and after 3 months
pping for trouble

shootin

ouglned‘ the child voice in mapping support identified and contacted assign roles

network ‘

(b) an organi y
(depends on individual case|
A4 %
Ludwig Boltzmann coordination: a) AMH-Team; b) Village Team? MEDIZINISCHE
Gesellschaft Il\f‘l‘\\l\l;l:;\ilkl\l

FIGURE 2 | Pathway for the Collaborative Village Approach (CVA).
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FIGURE 3 | Practical elements of SENSE phase 1.
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FIGURE 4 | Practical elements of SENSE phase 2.

FIGURE 5 | Practical elements of CVA Phase 1.

Introduction and
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FIGURE 6 | Practical elements of CVA Phase 2.

Parent (andchild)

mapand areasfor

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 (Figure5). 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 (Figure6) 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 network meeting 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
of childhood

5. Focusing on building self-regulation skills and promoting
self-determination and choice in families

sociology

Core Practice Principles
The Practice Approach is built on the following principles
of practice:

e Orientation on strengths of the family (members) instead
of weaknesses

e Recognition of the decision-making competence of parents
and children (building self-determination)

e 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 in Workshop 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).

e Finally, workshop participants indicated the willingness of
their organizations to implement the practice approaches.

e Commitments were made to implement the SENSE in two
Adult Mental Health settings and potentially 1-3 primary
health care settings.

e Commitment to take part in CVA network meetings in 11 out
of 14 participating organizations.

e Expression of interests to provide staff for village facilitator
role in 4 represented organizations.

e 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 Lets
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 childs 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 iliness 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.

Systematic Review Registration: http://www.crd.york.ac.uk/PROSPERO/
display_record.php?ID=CRD42019117609, identifier: CRD42019117609.

Keywords: Expressed Emotion, children of parents with a mental iliness, COPMI, transgenerational transmission,
mental disorders, risk factor, parent child interaction
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Expressed Emotion and Transgenerational Transmission

INTRODUCTION

Worldwide, about 12.1-38.5% of children and adolescents are
living with a parent who experiences a Mental illness' (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.

'Mental 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 EOL

Parents With a Mental lliness and EE

EE traditionally was developed to assess caregivers 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).
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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 offsprings 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. Figure2 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), EMSS (27, 70), PEMSS (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 CRIT were extracted. Presence or absence of
statistical parameters (M, SD, SE, CI, correlation and regression
coefficient, B, 2, 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 in Germany even though this might
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 the meta-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 of mental illness with current mental 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
t2 (76, 77). Furthermore, heterogeneity of the estimated true
effect was calculated using Cochran’s Q-test for homogeneity and
the I?-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 EOL
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 (fig =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 72 = 0.15.
The amount of total variability between the observed effect sizes
due to heterogeneity is estimated to be I> = 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

80% mothers-child dyad
20% father-child dyad

36.68 years (SD = 6.68 years)

< 20 months (infants): 3 studies

< 6 years (pre-schoolers): 3 samples

< 12 years (school age kids): 7 samples
< 18 years (adolescents): 3 samples

54.7% female

Observational: 0

Longitudinal studies: 9

Experimental: O

Controlled trials: 3

Randomized controlled trial: 1

Clinic: 1 study (8%)

Home: 4 studies (31%)

Home and centre based: 3 studies (23%)

Not reported: 5 studies (38%)

FMSS: 10 studies (79%)

Preschool Five Minute Speech Sample: 1 study: (7 %)
Camberwell Family Interview: 1 study (7%)

Family Attitude Scale: 1 study (7 %)

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

Family composition

Parental age
Children’s age

Children’s sex
Study design

Assessment setting

EE assessment tool

Grouping

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 (9 =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 6 = 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 Figure4). The visual
inspection is supported by the rank correlation test (Kendall’s
= —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 Clinical Setting Female rate Parent’s age Child’s age EE Study N OR
studied in assessment in years (M) (M) assessment  quality
parents tool
Psychogiou et al. (82) UK Depression SCID, PHQ-9 Home 48% 3.9 years PFMSS 9 302
Mothers 36 (SD=0.8) 144 1.55
Fathers 39 158 1.34
Mellick et al. (83) USA Depression SCID-I N.A. 100% 40 10-16 FAS 6 81 2.08
months
Gravener Davis (84) USA Depression DIS-Iv, BDI Home and 100% N.A. 24 months FMSS 4 205 1.73
centre based
Gravener et al. (34) USA Depression DIS-IV, BDI Home and 100% 31.68 20 months FMSS 8 198 1.87
centre based
Burkhouse et al. (85) USA Depression SADS-L, N.A. 100% 38.56 9.97 years FMSS 7 100 0.87
BDI-I
Tompson et al. (86) USA Depression SCID, BDI Home and 100% 42.2 8-12 years FMSS 0 171 2.82
centre based
Gibb et al. (87) USA Depression,  SADS-L, BDI N.A. 100% 38.56 9.97 years FMSS 6 100 0.86
anxiety (SD=1.32)
disorder
Netsi (36) UK Depression SCID-I, EPDS  Home 50% 33.11 12 months FMSS 7 108 0.70
Frye and Garber (42) USA Depression SCID N.A. 100% 38.56 11.88 years FMSS 7 194 2.36
(SD = 0.55)
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 15.2 years FMSS 8 300 0.68
of birth)
Hirshfeld et al. (90) USA Depression, DIS Clinic 100% N.A. 11 years FMSS 8 70 3.00
anxiety
disorder
Schwartz et al. (91) USA Affective SADS-L N.A. 100% N.A. CFl 4 252
disorders 1-9 years 25 4.8
10-14 years 104 0.06
16-19 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-ll, 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; CFl, 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 72 P 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 studlies included in analysis; Reduced sample, sample after outlier removal; Cl, confidence Interval; Q, Homogeneity statistic; 2, variance between true effects; I?
amount of true variance among total variance; k, number of comparison- controls; N, total number of participants.
o < 0.05; *p < 0.01; **p < 0.001.

13, p = 0.22). The variance of the true effect is estimated
to be 12 = 0.0277 (SE = 0.0514). The amount of total
variability between the observed effect sizes due to
heterogeneity is estimated to be I*> = 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 (8; = —0.001, Qpodel =
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).

TABLE 4 | Results of meta-regression including hypothesized moderators.

QOdds Ratio (log scale)

FIGURE 4 | Funnel plot for the odds of the association between parental
mental illness and CRIT after removal of outliers.

(infants: B; = 0.40,Qpoqel = 12.36, df = 2, p = 0.0021; pre-
schoolers: f; = 0.36, Quodel = 12.23, df = 2, p = 0.0022; school-
age children: Bi = 0.36, Quodel = 12.25, df = 2, p = 0.0022;
adolescents: f; = 0.30, Qpoqel = 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 (B; = 0.43, p < 0.0001, Quogel = 1.86, df = 2, p =
0.17) as t2 was reduced, thus explaining the variance through
the moderator.

Study quality proved to be a non-significant moderator (Bi
= —0.06, p = 0.31) (Quodel = 1.03, df = 1, p = 0.31), as
did parental diagnostic category (Qppodel = 1.02, df = 2, p =
0.60). When parental sex was examined (Qpodel = 2.49, df
= 1, p = 0.11), we observed significant associations with the
female (B; = 0.43, p < 0.0001) but not male sex (f; = —0.42,
p=0.11).

o - ~
Moderator Bi SE 95% ClI

© *
i s Intercept 1.83* 0.67 [0.51, 0.316]
LEJ . » ol ot ¢ Infant ~1.31 0.70 [~2.68, 0.06]
5 81 . Pre-schooler ~1.19 0.72 [-2.6,0.23]
5 . * School age ~1.06 0.65 [-2.33,0.21]

%’_ _ Adolescent —1.60* 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]

~ - 3

(=) = T T T T T —

037 0.61 1 1.65 272 448 739 B, estimate of regression parameters; SE, adjusted standard error of regression

parameter; Cl, 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) (Qpiodel = 11.87, df = 6, p = 0.06), the amount of
unaccounted variability decreased (I 2 = 0%) and the moderators
accounted for R? = 100 % of the heterogeneity. The child-age
category adolescence (f; = —1.495, p = 0.02) and presence of
the child’s diagnosis (f; = —0.80, p = 0.01) remained significant
predictors in the multiple meta-regression with adolescents
producing small effects (2 = 1.40) and children with a diagnosis
producing medium effects (ft = 2.82) (92) on EE when 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 a mental illness and more frequent
in parent-child relations within their families. Parents with a
mental illness tend to react more critically and make more 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.
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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* * Mental* e Expressed Emotion
e Child e Mental ilness o EE

e Maternal e Mentally ill * Five minute speech
e Parental e Mental disorder” sample

e “Mentally ill parents” 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*

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’ (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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Evidence-Based Practice Development: LTC

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, Lets 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 -tys], a promotive and preventative
approach to child wellbeing which included a suite of tools as
documented in Table 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 to meet the minimum 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). LTC was 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:

e What was the context of the study (country, population,
study type)?

o How was LTC described?

e Was LTC studied alone or with other interventions?

e 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 tools? Purpose

Details

Let’s Talk about Children Discussion (LT-D) Map child’s life & develop an action

plan to promote child’s wellbeing

Build a network around the child &
family

Let’s Talk about Children Network meeting
(LT-N) also known as Effective Family Network
meeting (EFN)

Information booklets for parents & young
people (12).

Self-guided psychoeducational
material

Family Talk Intervention (FTI) also known as The
Effective Child & Family Intervention
(ECFI)/Beardslee Family Intervention, Family
Intervention, Preventive Family Intervention (PFl)
or Let’s Talk Family intervention

Facilitated family conversations by
practitioner

Vertti child and parent group activities® Peer support group program

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)

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).

How can | help my children? A guidebook for parents with mental health problems
or issues (15)

How can | 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)

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)

A 10-week parallel peer support psychoeducation group for children and their
parents (19)

ainformation 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
LTG; 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). LTC Network meeting (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 childs 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) with more 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)

Let’s Talk about Children Discussion (LT-D)

Let’s Talk about Children Network meeting (LT-N) also known as Effective
Family Network meeting (EFN)

Let’s Talk about Children Service Model (LT-SM)

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 15 min or two 45 min sessions. All practitioners,
however, used more than 15min (20) with 75% using one full session and 24% using two
sessions (22).

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.

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.

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 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 Niemeli et al. (35) documents

were

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 