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Developing a spectrum model
of engagement in services
for first episode psychosis:
beyond attendance
M. Ferrari 1,2*, K. MacDonald1, J. Sabetti 1, T. Cowan1,2

and S. N. Iyer1,2

1Douglas Research Centre, Douglas Mental Health University Institute, Montreal, QC, Canada,
2Department of Psychiatry, McGill University, Montreal, QC, Canada
Background: Early intervention services (EIS) for psychosis have proven highly

effective in treating first episode psychosis. Yet, retention or “engagement” in EIS

remains highly variable. Dis/engagement as a contested concept and fluid

process involving relationships between service providers and service users

remains poorly understood. This study aimed to critically evaluate and explain

the dynamic interplay of service provider-user relationships in effecting dis/

engagement from an early intervention program for psychosis.

Methods: Forty study participants, 16 service providers and 24 service users (19

current and 5 disengaged) from a Canadian EIS program, were administered

semi-structured interviews. Qualitative analysis was conducted using grounded

theory methods, with findings captured and reconceptualized in a novel

explanatory model.

Findings: A model of engagement with eight major domains of engagement in

EIS positioned along a control-autonomy spectrum was developed from the

findings, with Clinical engagement (attendance) and Life engagement (life

activities) at opposite ends of the spectrum, interspersed by six intermediate

domains: Medication/treatment, Symptoms/illness, Mental health, Physical

health/wellness, Communication, and Relationships, each domain bearing

uniquely on engagement.

Conclusions: An examination of service user and service provider perspectives

on the various domains identified in the spectrum model, and their dynamic

interplay, reveals the complexity of choices faced by service users in engaging

and not engaging with services.
KEYWORDS

engagement, disengagement, early intervention services, psychosis, grounded
theory, recovery
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1 Introduction

Psychotic disorders first occur in adolescence and early

adulthood, shaping the lives of affected young people emotionally,

socially and economically (1, 2), while also impacting family

members and friends. Early intervention services (EIS) for

psychosis demonstrate superior effectiveness to treatment as usual

(3), yet rates of patient disengagement range from 1% to 41% (4).

While signaling potential problems in service delivery, this

variability also reflects the nature of engagement as a contested

concept with widely varying definitions. A review (5) found that

definitions and outcome variables varied broadly in studies on

patient disengagement from EIS. For example, disengagement

rates could include individuals who disengaged with or without

clinician consent, transferred to another service, or moved away.

Designated timeframes for disengagement, when used, tended to be

arbitrary (e.g., three or six months without contact from last clinical

appointment) or based on numbers of missed appointments. This

heterogeneity in conceptualizations of dis/engagement and research

outcomes prompted calls for a consensus definition of engagement

(4–7), which can only be gained by acquiring a better understanding

of dis/engagement processes in EIS for psychosis.

Clinical guidelines for EIS highly value service user engagement.

The Australian EIS guidelines highlight the importance of patient-

provider rapport, adding that performing clinical assessments

should not take precedence over developing therapeutic

relationships (8). Canadian provincial EIS guidelines (9)

promoted individual and family engagement as a primary

therapeutic goal; while the NICE guidelines emphasized

engagement over risk management in clinical teams (10).

While little research has been done on factors of engagement,

more is known about factors promoting disengagement. Poor or

non-adherence to medication (11, 12), lack of vocational

involvement (employment, education, training) (13, 14), cannabis

use (13), duration of untreated psychosis, symptom severity at

baseline, poor insight, substance abuse or dependence, lack of

family involvement (6), and lack of transportation (15) have all

been identified in quantitative literature as factors promoting

disengagement from EIS. Additionally, treatment disengagement

due to perceptions that mental health services do not address their

understanding of illness or their needs, and fears of stigma are

common among mental health service users (16). Disengagement

rates have been reported as particularly high among individuals

from minoritized racial/ethnic groups, partly attributable to a lack

of cultural sensitivity in delivering care (17). Similarly, immigrants

in a Canadian study had three times higher odds of disengagement

from EIS than non-immigrants, with distrust and stigma identified

by the authors as potential factors (18). Pathways to care have also

been shown to strongly influence engagement and treatment

outcomes among service users (19–21). For instance, when access

to treatment followed a single help-seeking episode, the duration of

untreated psychosis was shorter and length of engagement longer;

whereas hospitalization tended to delay access to treatment and

result in treatment dropout (22). By contrast, strong patient-

therapist alliance (23) and youth-friendly service environments
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(24, 25) facilitated engagement. Two studies underlined the

positive influence of therapy on engagement (26), particularly

CBT (27).

Emerging research problematizes the notion that dis/

engagement is uniquely related to decision-making processes

among service users and considers the roles of other stakeholders,

opening the possibility of a more complex explanatory model (28).

One study described engagement in EIS and related challenges as an

evolving process where service users negotiate and renegotiate

competing priorities as an exercise in personal agency. Such

exercises in negotiation demonstrated both the person’s ability to

exercise choice and ways in which service structures or providers

supported or constrained this process (28). Similarly, a genuine

therapeutic patient-provider alliance, the dynamic ability to work

together in the interest of problem-solving, based on goals, tasks

and bond (29), is widely viewed as a vehicle for engagement (7, 21,

30). One meta-synthesis identified the quality of a therapeutic

relationship with at least one EIS staff as the single most

important factor in whether service users would have a positive

or negative experience of engagement (31). A qualitative study

suggested that service user disengagement may relate to unresolved

decision-making around treatment due to lack of support,

opposition, outside pressures or personal reasons (e.g.,

motivation) (32). A longitudinal study identified three processes

leading to disengagement: a mismatch between service model and

the individual, lack of shared purpose with the provider, and

unforeseen individual circumstances (33). By contrast, in settings

characterized by trusting relationships, dialogue, collaboration, and

mutual understanding, all parties (service users, providers, and

caregivers) felt that their priorities and needs were being met (21,

26, 27, 30).

As a clear and harmonized definition of dis/engagement in EIS

for psychosis is not yet available (4–7), which presents difficulties

and challenges for conducting research on this process and

particularly for creating clinical guidelines, the need to

comprehend dis/engagement processes in EIS for psychosis is

essential. The present study seeks to expand previous research

with an in-depth exploration of the engagement process as an

ongoing interaction between service users following their individual

paths to mental health recovery and wellness, and service providers

working with them in a partnership-based relationship (29, 31, 34).

The overall objective is to critically evaluate the dynamic interplay

of perspectives between service users and providers as the key

players in effecting dis/engagement in EIS for psychosis, capturing

and reconceptualizing their views in a novel explanatory model.
2 Materials and methods

2.1 Study design and methodology

This qualitative study used grounded theory to inform data

collection and generate the analysis. Grounded theory locates

emerging theory in data gathered from different participants and/

or using different methods of data collection. The postmodern
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iteration of grounded theory developed by Charmaz (35–37) and

selected to guide this study avoids a rigid prescription of tasks in

favor of a set of principles for theorizing peoples’ experiences in a

novel construction of reality. Using an inductive process to develop

theory from patterns found in empirical data, grounded theory is

essential for re/theorizing engagement in EIS services and for

guiding decisions about which issues should be examined in

constructing various dimensions of the engagement construct. We

also consulted the COREQ guidelines (38) to ensure completeness

of the analysis (see Supplementary Data Sheet 1).
2.2 Setting

The study was conducted at a Canadian EIS program located in

an outpatient facility serving individuals aged 14-35. Like other EIS

in Canada, this program within the public health care system

provides case management, family psychoeducation and support,

medication management, and psychosocial interventions (e.g.,

CBT), without charge. These services are offered as a “menu”

such that (aside from case management) service users can choose

to use some services but not all, and to use different services at

different times. This flexibility is designed to maximize continued

contact with the service as a whole by allowing disengagement from

specific services while providing all those that should be necessary,

so that service users will not need to disengage from the service

entirely. Service users are typically provided two years of service,

after which they are discharged through a warm hand-off process to

the most appropriate available community care for that specific

individual. Regarding study eligibility, service users had to have a

psychotic disorder not substance-induced or attributable to an

organic brain disorder (e.g., epilepsy), have taken antipsychotic

medication for 30 days or less, and not have an intellectual disability

(measured as 70 or higher on a standardized intelligence test).

Comorbid substance use diagnoses were not reasons for exclusion.
2.3 Sampling and recruitment

The study used conventional, purposeful, and theoretical

sampling, following the Charmaz approach (2006). Initial

participant sampling was conventional, with service user

recruitment based on their experience in EIS, while recruitment

of service providers was more purposeful, based on their

assumptions and understanding of engagement. Theoretical

sampling further aimed to include service users and providers

with diverse standpoints, for example, service users with various

relationships to the EIS program (active service users versus those

who left the service) and providers with various training experiences

and levels of seniority in EIS. In all, 40 study participants were

recruited, 24 service users, 19 of whom maintained at the time of

their interview some level of contact with the treatment team and

five who had left treatment before completing the recommended 2-

year course, and 16 service providers. Table 1 presents participant

and provider characteristics.
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TABLE 1 Characteristics of study participants.

Service user characteristics (n=24) N

Age

Mean: 22.67; range: 17-34 years

Gender

Cis men 16

Cis women 6

Transgender1 2

Ethnicity

White 9

Person of color 13

No answer 2

Country of birth

Canada 17

Other 6

No answer 1

Highest level of education

Less than high school 4

High school 11

Post-high school; vocational degree 7

University; bachelor’s degree 1

No answer 2

Occupation

Full-time/part-time school 12

Full-time/part-time work 5

No current occupation 6

No answer 2

Service provider characteristics (n=16) N

Role in EIS

Non-physician mental health professional
(case manager, screening clinician)

11

Psychiatrist 5

Age groups

21-30 2

31-40 7

41-50 3

51-60 4

Years of experience in EIS

0-5 3

5-10 7

10+ 6
1In an effort to preserve anonymity, we aggregated all transgender individuals into a
single category.
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2.4 Data collection and analysis

The authors developed semi-structured interview guides for

purposes of the study, with feedback from service users and

providers. The primary question for both participant groups

concerned the meaning of dis/engagement in EIS services and, for

service users, how this had changed over time. Both were asked

about user involvement in treatment, service user-provider

relationships, the role of medications, the meaning of wellness

and, for service users, areas of their lives that were going well, or

less well. The interview guides were used flexibly and had a

conversational feel. Individual interviews lasting 40-90 minutes

were conducted at a single session in a private room at a hospital

by a skilled research assistant with no one else present. Interviewers

kept field notes of the interviews.

Charmaz ’s constructivist grounded theory approach

underscores the iterative and inductive nature of data analysis,

enabling the construction of theories firmly grounded in the data

(36). Indeed, coding plays a critical role in identifying, organizing,

and constructing new theories based on the collected data. The 40

interviews were audio recorded, transcribed verbatim and checked

for accuracy. Atlas.ti (Version 1.6.0) was used to organize and

manage the data. MF, who is familiar with grounded theory

analysis, took the lead in performing the initial coding, open

coding, and axial coding to support theory development; three

other team members (KM, JS, TC) were involved in coding at

different stages.

Following the grounded theory approach, data analysis began

with a complex coding process, “the first step in moving beyond

concrete statements in the data to making analytic interpretations”

(36: p.43). Short code names were applied to each data segment,

which was defined descriptively. At the second level, focused coding

was used to establish constant comparisons and linkages between

the identified codes and concepts. Axial coding is a fundamental

component of grounded theory, which serves primarily to establish

connections between a category and its subcategories, enabling a

deeper understanding of the relationships within the data. Axial

coding was used to define concepts/categories, such as the eight

domains of engagement, and subcategories, as well as their

properties and dimensions (e.g., control and desire for

autonomy), creating a cohesive picture of the data (36).
2.5 Rigor and trustworthiness

We relied on multiple methods to enhance the rigor and

trustworthiness of the research process. One was the use of

grounded theory, a well-established qualitative method with

specific sampling and coding strategies. Two researchers without

clinical experience collected data and performed the initial analysis,

holding frequent debriefing sessions with the research team that

included reflections on how their individual standpoints, identities

and positions may have influenced the research process, and using

an adaptation of the multiple selves reflexivity framework (39).
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The researcher who interviewed the service users still connected to

the service was a young woman in her early 20s, a recent university

graduate with a Bachelor’s degree in Psychology and working as a

research assistant at the EIS clinic. The former service users and

service providers were interviewed by a man in his late 20s with a

Master’s degree in Education, who was a research coordinator at the

EIS clinic with extensive experience in qualitative research,

including grounded theory and interviewing. One concern was

that service user participation may have been impacted by their

awareness that researchers had some connection with the service

where they received treatment. Using interviewers close in age to

participating service users seemed to facilitate a friendly and open

discussion. For study recruitment, service users and former service

users were approached either in person or by phone regarding their

participation in an interview. The interviews started with a short

“warm-up” where the interviewers introduced themselves and built

rapport, then explained the purpose of the study including its

potential contribution to improving future EIS services. The

providers were approached in person by the interviewer, who had

worked with them for several years before the study. He provided

them with a brief description of the study and study aims. Team

members with previous clinical experience helped the interviewers

by providing additional information on the general treatment

experiences of service users and provider practices, allowing them

to better understand the context of participant narratives. The team

collectively decided on when data saturation was reached, led by the

team members conducting the interviews. The study was approved

by the Douglas Research Centre’s Research Ethics Board (IUSMD

11/61). All study participants provided written informed consent,

and had the ability to review their transcript upon request.
3 Results

3.1 Overview of the spectrum model
of engagement

The study results are presented in three main sections. First, we

present the eight main themes/domains of engagement as described by

service users and providers: Attendance, Medication/treatment,

Symptoms/illness, Mental health, Physical health/wellness,

Communication, Relationships, and Life activities (Figure 1). The

first and last themes/domains (Attendance and Life activities)

describe the way in which service users and providers defined dis/

engagement with EIS and, more broadly, recovery. Within these two

standpoints, we position the six subdomains which relate to what

appeared to be meaningful to service users and providers when

receiving/offering care in EIS and during the users’ recovery

journeys. Second, we identify both similarities and differences

between service users and providers regarding the eight domains,

unpacking the tensions between need for control and desire for

autonomy in the “practice of engagement” when receiving/providing

care (Section 3.3). Finally, we end the results section by reviewing the

core components of the spectrum model of engagement.
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3.2 The eight domains of engagement and
differences between service users
and providers

When asked during the interview, service users and providers

defined dis/engagement with services and recovery in different ways.

They recognized how dis/engagement can be understood as clinical

engagement or attendance, but also life activities or life engagement

(presented at the end of this section). Regarding Attendance, some

service users attended all their appointments and followed treatment

recommendations, describing a great need for support and care:
Fron
“… I feel good when I leave here. At least I know there is

someone there for me…” (Service User – SU 1).
At the other extreme, some accepted help reluctantly when

feeling less well and “need(ing) something extra” (SU2) or

recognized a need for treatment only after “running away” and

experiencing worsening symptoms (SU3). Others viewed clinic

appointments as a routine “check-in” (SU4, SU5). Provider views

on attendance ranged similarly from feeling responsible:
“if they don’t engage, they will return to the community, they

will be disengaged and at risk for relapse … (then) return here

even more sick and will take more time to recover…” (Provider

– P1)
to offering services without exerting influence over user uptake.

Medication/treatment was described by service users who

defined themselves as “engaged” in treatment as based on

whether they were taking their medications, whereas others

appealed to their autonomy in expecting to have a say with

respect to taking or not taking medications. Most service
tiers in Psychiatry 05
providers described Medication/treatment as essential, especially

in the early phases of illness, with one endorsing a proactive role for

providers in setting treatment goals and encouraging medication

compliance. Another service provider had a slightly different take:
“clients who… just want the medication and don’t want to deal

with anything else … I don’t think they’re very engaged” (P2).
Within the domains of Symptoms/illness and Mental health,

service users talked about the difficulty of using the word

“psychosis” with friends and family. For some service users, the

challenge of explaining psychosis and their service use clarified their

own relationships to both the concept of psychosis and their

experience in services. For example, one service user reported that

her parents’ difficulty with psychosis as a concept made her more

assertive in finding meaning for herself in this experience:
“They are very like, around the fence about psychosis and don’t

really want to talk about. It’s not that way for me anymore.”

(SU5)
Another service user recounted his friend’s advice not to call it

“psychosis”, but a “bad trip” (SU6), leading him to alter his

personal history:
“I don’t tell anybody… it’s embarrassing. I don’t want people to

know I had to come to the looney bin. To be honest, when I go

day-to-day, I pretend that it never happened - just put it behind

me.” (SU6)
For providers, the willingness of families to support their loved ones to

come to the EIS and associate with staff was a crucial factor in successful
FIGURE 1

Spectrum model of engagement in services for first episode psychosis.
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engagement. Some families discouraged treatment and viewedmental health

services negatively, fearing the stigma of mental illness. Maintaining privacy

or denial about having experienced/experiencing psychosis became a coping

strategy for users who continued to receive treatment or visit services.

Service users gave many creative examples of how they enhanced

their Physical health/wellness. Their strategies included meditation, daily

routines to improve mental/physical health like walking or running,

healthy diet and proper sleep, sports, going to the gym, conscious efforts

to boost morale, better organization and keeping a schedule. While

providers welcomed these alternative or “non-institutional” coping

mechanisms, others endorsed only conventional treatment for

alleviating symptoms, EIS treatment in particular, or argued that any

“extracurricular” treatment needed to be evidence-based.

Regarding Communication, participants endorsed respect for

service users’ voices, with some providers emphasizing their

particular responsibility to express positive and hopeful attitudes.

Providers who aligned more with clinical engagement took upon

themselves responsibility for identifying difficulties and proposing

solutions, a position welcomed by service users with the same

orientation. Instead, one service user objected to doctors who “…

go in there and start saying, ‘Okay, I think you should start taking

this or that’” (SU7).

The reality of service user engagement grew more complex in the

Relationships domain, which added the important influence and

involvement of family members and friends to service user-provider

partnerships in areas like attendance and treatment adherence. Some

service providers saw client involvement in treating teams as highly

favorable to strong therapeutic relationships, alignment of goals, and

engagement. Some also recognized that successful service user

engagement hinged mainly on healthy relationships and strong

alliances with families, friends, or significant others, as providers

navigated the delicate balance between family and service user wishes.

Most service users described their families as essential supports in

continuing treatment: over half of families had met with doctors or

the EIS team at least once, communicated regularly with them,

participated in family support groups/meetings, or accompanied

them to appointments or the hospital emergency in crises. Parents

made significant personal sacrifices to support service users, as

illustrated below:
Fron
“My father has come like at least 20 times. Somehow, he

manages to take time off, which always surprises me.” (SU8)
While some friends became closer, showing active concern,

listening, and understanding, family connections were seen as key

by participants. Their positive or negative reactions strongly

influenced dis/engagement with services:
“I guess for the first while after I got out of PEPP, (my father)

understood that I was going through something, but he gave me

lots of chances. He thought that meds were a great thing (but)

didn’t have a problem when I went off them.” (SU9)
Negative family relationships around psychosis developed when

parents blamed service users for their condition or opposed

medication, or treatment in general:
tiers in Psychiatry 06
“…the pushing point was when I tried to commit suicide, which

like my mum knows, but my dad doesn’t know. Which my

mum had a very like, ‘that’s so selfish’ kind of attitude about,

and so that’s that.” (SU3)
A few service users attended services or took medication against

parental advice:
“In fact, she (mother) told me … you were born in another

country, so it’s not the same culture, it’s not the same lifestyle, it

happens to everybody, not just me. So, these are normal things.

You have to take control, stop the medications. That’s what my

mother tells me. She always tells me the same thing.” (SU14)
Similarly, friendships sometimes, but not always, faltered under

the shock, disbelief, or sadness of mental illness; other friends

abandoned service users and moved on, seemed at a loss for

words, or were not interested:
“Well, my friends … when I got sick, they kind of walked

away…. Like they didn’t know how to react, they didn’t know

what to do. I have two real friends, and I talk (to them) every

day…” (SU17)
“…one friend said, ‘don’t even call it a psychosis’ … and he says,

‘oh well, I’ve had bad trips, just call it a bad trip.” And I’m like,

‘that’s not even the same thing.’A lot of my friends don’t believe

in … mental health issues.” (SU6)
Life activities. As illustrated in previous sections, many service

users with early psychosis were proactive in developing a

comprehensive view of their recovery, not allowing mental illness

to interfere with engagement in life:
“To see it as a sickness that you’re constantly trying to recover

from for the rest of your life. I don’t think that’s any way to go

about your life, especially if you want to strive, or you have the

ability to try to do the things that you want to do.” (SU10)
Another service user privileged dimensions of life (e.g., job and

living security, positive relationships, sense of agency) that

supported his progress toward recovery:
“I have a job; therefore, I can feed myself, go out and do things. I

have the essentials for a comfortable life and then I have the

benefits of a good group of people around me that make life

enjoyable. They’re motivated to move forward instead of

staying where they are, which I think is better.” (SU14)
Service providers also discussed involvement in activities, like

school, as a marker of engagement, or even as part of the program

itself, and themselves as catalysts for reconnecting “patients” with
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life beyond the clinic. However, for others (service users and

providers), successful engagement in life depended on staying

engaged with the program.
3.3 Tensions and challenges in the practice
of engagement

The data presented here reveal tensions between a clinical or

treatment approach to engagement in EIS versus a life engagement

approach that run through each domain of the spectrum model. This

section further unpacks these issues and describes challenges in the

practice of engagement. As shown in a series of emblematic quotations

presented in Table 2, provider and service user responses represent

both extremes of the continuum and reflect complex interactions

across the eight domains. While this table provides only sample

quotations from service users and providers for each domain,

showing dis/alliance, similar patterns were present across all interviews.

Regarding quotations in Table 2A that illustrate perspectives

favoring control, providers were the party exerting control in the

various domains, while service users agreed and felt comfortable

with the treatment team’s directions. The quotes we selected and

presented reveal that providers and service users defined

engagement similarly, as attendance and active participation by

the service user in clinic activities. There was also agreement

between service users and service providers around compliance

with medication, with providers recommending medication and

service users diligently following their recommendations.
Fron
“I came here to see the doctor. The medication he gave me was

helpful. There were secondary effects, but it helped me.” (SU12)
“We know that compliance with medication is important in

psychotic disorders, even first episode psychosis, for a year and

a half, two years … I encourage the patient … tell him that this

is very important. Medication is part of treatment.” (P4)
In another example from Table 2A under Symptoms/illness,

we quote from both a service user and a service provider who

separately described service users adjusting their behavior

according to symptoms, or “the clinical situation”. The provider

mentioned wanting to prolong follow-up for reassurance about

the service user’s wellbeing, while the service user sought greater

professional expertise for the same reason. In this and the

following domain, Physical health, the service providers and

service users interviewed reported a strong alliance, where the

provider would oversee client nutrition and self-care, and the

service user welcomed this advice.
“…being well is going to bed on time, eating well, working out,

having a good state of mind …. You’ve got to take care of

yourself …. Be careful with what you do … everything in

moderation…. I can’t say I’m the healthiest person ever… but I

try, so I’m halfway there.” (SU2)
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“If they’re engaged in certain forms of exercise; yoga,

meditation … changing their nutritional habits can be of

great help. Sleep hygiene is important and if they’re able to,

with help or without, discover that these things are helping

them … wonderful.” (P3)
Communication involved the provider’s ability to maintain a

supportive communication style, while the service user expressed

eagerness to actively inform the provider of their health status and

receive advice. The dynamic under Relationships showed synergy

between the service provider and service user, and with others (family

members and friends) in developing meaningful relationships and a

solid therapeutic alliance. However, in doing so, shared decision

making was somewhat compromised when providers asserted their

authority or service users followed other people’s advice or vision

instead of searching for their own meanings. This last point was also

well expressed in quotations on life activities showing how a provider

asserted the primacy of symptom management, followed by

rehabilitation, while the service user also located engagement in life

within the provider’s realm of expertise.

The quotations presented in Tables 2A, B were organized to

show that service users and service providers could find themselves

in harmony, whether in favoring control or autonomy across the

spectrum. However, this may not often occur. Should a service

provider valuing control be working with a service user who asserts

a desire for autonomy, or, by contrast, the service user is seeking

guidance and support from a provider who wants the service user to

focus outside of EIS, the resulting mismatch can create dissonance.

As these findings reaffirmed, such potential mismatches between

service providers and service users, leading to misunderstanding,

lack of shared purpose, mutual distrust and ultimate disengagement

existed across all domains of the spectrum.
3.4 The spectrum model of engagement

Figure 1 presented the continuum from Clinical engagement

(Attendance) at one end of the spectrum, to Life engagement (Life

activities) at the other, and the six intermediate domains of

engagement as conceptualized by service users and providers:

Medication/treatment, Symptoms/illness, Mental health, Physical

health/wellness, Communication and Relationships. Both service

users and service providers could fall along the spectrum from

autonomy to control on each of the intermediate domains.

Through the process of analysis, we found intersections between

various domains, for example, Symptoms/illness and Mental

health; Relationships between service users and family or

friends; or between these relationships and Medications, which

are further explained in Section 3.2. Second, we identified both

similarities and differences between service users and providers

regarding the eight domains, unpacking the tensions between

need for control and desire for autonomy in the “practice of

engagement” when receiving/providing care (Section 3.3). The

findings reveal a dynamic interplay between service user-service

provider positions along the control-autonomy spectrum, and the
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TABLE 2 Comparison of service provider and service user perspectives favoring control and autonomy on all model dimensions.

nication Relationships Life activities

alize that it’s better
what isn’t going
erything, and they
advice and help
)

“My whole family
knows that I come here
(PEPP). My mom is
involved … since day
one … well two years
ago, because February’s
going to be two years.
Yeah, she comes to
appointments. I like the
support. My dad, he
supports me but in a
different way … that
I’m going to school, that
I’m going to keep
working … to continue
fighting and never give
up.” (SU16)

“I get along well with
my psychologist, my
doctor. I never refuse
anything that they try to
give me; …at this point,
after three years and a
half, like anything that
could help, I’m
willing.” (SU17)

g careful with the
’re giving and …

ery clear we’re here
we’re here to work
blem and your
We’re not here to
t to do necessarily.
ere to help you,
(P2)

“It’s not always easy to
(balance), because I
have my own
perceptions of what I
want for the patient ….
you have to be mindful
… so you don’t
necessarily act on that
… so that (it) becomes a
primary focus of what
you’re doing … But
certainly, I have my
ideal way …. for each
patient – what I want
him to do and where I
want him to go…” (P6)

“Once we know how
much and what
medication works for
this person and the
symptoms start to
recede…, then it’s time
to kind of get the
person activated in their
lives to do something
that will bring them …

some fulfilment; some
sense of … progression,
that their life is moving
forward.” (P3)

talking about me
person to my case
en I’m right there.
ignoring things

“Well, my mother, she
didn’t believe in taking
medications. My family
didn’t really believe in

“It is true that the
doctor can help me, but
I have to do something
to get out of this … So,

(Continued)
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Symptoms/
illness

Mental health Physical health/
wellness

Commu

A. Perspectives favoring control

Service
users

“I’m engaged because I
come to …

appointments … take
my medication. What
else? I take part in
whatever activity they
ask me to, or any survey
or anything.” (SU11)

“I came here to see the
doctor. The medication
he gave me was helpful.
There were secondary
effects, but it helped
me.” (SU12)

“This is what I’ve been
looking for – somebody
who actually knows
what they’re talking
about when it comes to
mental illness and
prescribing
things.” (SU13)

“…I have a resource …
I feel comfortable
because I know that
when some bad things
happen, I always have
somebody to help me …
in a way nobody else
can … give me mental
health advice. Because
nobody knows like a
doctor knows.” (SU2)

“If they give me advice,
I follow it…. The advice
is about my nutrition,
what I eat, who I hang
out with.” (SU14)

“I myself re
to tell them
well, and e
can give yo
you.” (SU1

Service
providers

“(engagement is) …
doing a lot of
accompaniment and
ensuring that clients
come to their
appointments …
participate in all the
information sessions
and things we give them
to provide them with
tools…” (P3)

“We know that
compliance with
medication is important
in psychotic disorders,
even first episode
psychosis, for a year and
a half, two years … I
encourage the patient …
tell him that this is very
important. Medication
is part of
treatment.” (P4)

“If a patient is stable for
some time, even if s/he
has not finished the two
years, I feel
uncomfortable because I
want to maintain
follow-up, maybe more
infrequent, just to
reassure myself. If …
things aren’t going so
well, how worried I am
depends on the
symptoms … it is
always necessary to
think of what is best for
the patient, and that
really depends on the
clinical situation.” (P5)

“It’s difficult because
I’m trained to use the
medical model to help
patients … For
psychosis, I don’t think
… I know enough about
what actually works out
there aside from the
medical and
psychotherapeutic
things … so that’s hard
for me to feel
comfortable with …

those other methods
when I don’t know if
they’re going to work
…” (P6)

“… we aren’t always at
home or school to
insure continual care.
Situations of
malnutrition, neglect are
things we can talk about
with parents. We keep
an eye on (clients) to
ensure that they eat
well, …take care of
themselves, their
hygiene.” (P7)

“…just bein
message we
making it v
for you and
on your pr
situation…
tell you wh
We’re just
coach you.

B. Perspectives favoring autonomy

Service
users

“I won’t come for
months on end because
I’m feeling so great …
like I can handle

“To have a say in what
my treatment options
are, and if I’m going on
medication, going off of

“My PTSD definitely
doesn’t help, but
otherwise I believe that
if I can manage that

“I find most of my
treatment, …most of
my improvement is my
own choices. It’s what I

“…being well is going to
bed on time, eating well,
working out, having a
good state of mind ….

“Maybe no
in the third
manager w
Maybe not
v
u
5

o
.
a
h
”
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TABLE 2 Continued

Physical health/
wellness

Communication Relationships Life activities

You’ve got to take care
of yourself …. Be
careful with what you
do … everything in
moderation…. I can’t
say I’m the healthiest
person ever … but I try,
so I’m halfway
there.” (SU2)

that I say are real problems,
just because they don’t
understand … What else? …
Give explanations to me
without being
patronizing…” (SU3)

taking medications for
depression. I don’t know
what they think now
that they see I’m doing
better. I went online and
I still researched to hear
other people’s point of
view by taking this
medication, and that
kind of like helped
me… (to) have the
courage to take them
(pills) every
day.” (SU11)

it’s true that the doctor
helps, but not 100%. It’s
maybe 30% the doctor
and 70%
myself.” (SU12)

“If they’re engaged in
certain forms of
exercise; yoga,
meditation … changing
their nutritional habits
can be of great help.
Sleep hygiene is
important and if they’re
able to, with help or
without, discover that
these things are helping
them …

wonderful.” (P3)

“You can’t argue with them.
You can insist on seeing things
your way, but they have to see
it too. You just say, ‘this is
how I see it.’ … You make it
clear that this is just my point
of view, and it comes from my
expertise and experience; but I
am not in your shoes, and I
can’t see the things that you
do…” (P2)

“How they feel towards
their own parents
sometimes, they project
that onto the
psychiatrist and the case
manager. Those clients
are the most difficult to
deal with and
sometimes, in rarer
cases, the family
dynamic can be so toxic
that the client feels that
they have to choose
between the family and
receiving treatment.
They might stop
treatment for that
reason; it happens.” (P3)

“When the patient
decides that he has less
need of the clinician,
because he feels that he
has attained the
objectives he wanted in
his life, I say to myself
that this is fantastic, it’s
what we want. We want
them to be more
engaged in their life
than engaged with
us.” (P8)
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Symptoms/
illness

Mental health

B. Perspectives favoring autonomy

everything and then
sometimes I have …
certain breakdowns and
… need something extra
… that’s where PEPP
comes in …. I come
when I’m not feeling so
great, and then I’m
good.” (SU2)

it, what course we’re
going on. I feel it’s
important I have a say
in it.” (SU5)

then I’ll be perfectly fine
… like my
hallucinations are
managed, my psychosis
is managed, I’m pretty
much used to it, I’ve
had it since I was a
kid.” (SU4)

do … I find the PEPP
team helps, but what
helps more are my own
choices … I think the
person who could help
me most is
myself.” (SU18)

Service
providers

“Their participation and
collaboration in the
processes of evaluation
and follow-up, even if
they don’t accept the
recommendations or,
e.g., pharmacologic
treatment…. The fact
that they are willing to
come in, to discuss
other options …” (P4)

“Engagement is not
necessarily to take
medication…. if the
person doesn’t agree, it’s
normal that what we
recommend and what
they do will be different.
This does not mean that
the person doesn’t want
our help … They want
changes in their life, but
in a different way.” (P8)

“… some people are
quite happy living with
… their symptoms….
Ways of coping …. can
mean … relaxation or
going for walks or
camping … anything
that helps people feel
more in tune with their
selves or more
comfortable with their
lived experience, to me
is part of the way of
coping with mental
health symptoms.” (P9)

“Young people can use
the resources that they
consider useful for
themselves …
Personally, I feel very
much at ease that
people chose other
resources. Medical
resources are not
exclusive; they can use
other resources as
well…” (P5)
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complex array of choices involved in engaging and not engaging

with services.

Participant perspectives favoring clinical engagement would tend

toward stronger, more directive involvement from the providers with or

without acceptance of control by service users, whereas perspectives

favoring life engagement suggested greater personal autonomy of service

users. The intermediate domains were independent.While a service user

might prefer to give control/receive assertive direction in one domain

(e.g., physical health), they might still want to assert agency in another

domain (e.g., communication). Rather than a simple power balance,

where autonomy is exerted by the service user and control by the

provider, we conceptualized both control and autonomy as perspectives

that both the service users and providers could assert. Control is

therefore both “exercising control” for the provider and “asserting/

giving control to the provider” for the service user, while autonomy is

then both “asserted” by the service user and “supported” by the

provider. Central to this framework is the philosophy that service

users should always be in a position to assert and express their

agency during treatment decisions and throughout their recovery –

regardless of how the balance shifts between autonomy and control.
4 Discussion

This study presented a spectrum model of engagement in EIS

for psychosis consisting of eight domains: with Clinical engagement

(Attendance) and Life engagement (Life activities) at opposite ends

of the spectrum, interspersed by six intermediate domains:

Medication/treatment, Symptoms/illness, Mental health, Physical

health/wellness, Communication, and Relationships, each bearing

uniquely on engagement. According to the model, participant

perspectives shifted from service provider control/service user

acceptance of control to service user assertions of personal

autonomy and initiative/service provider acceptance of these

values, reflecting the complexity of their interactions. Many

service users asserted autonomy vis-à-vis the recovery process,

aiming to cope with, navigate or overcome symptoms while

focusing on life activities and achievements; whereas service

providers respected such aspirations, yet continued to assert their

expertise and control over the recovery journey. These respective

positions were not always congruent, and evolved over the recovery

journey, diverging in some moments and converging in others.

The proposed spectrum model of engagement builds on and

extends previous studies, providing a dynamic, interactive,

understanding of dis/engagement as a fluid process centered on

individual life goals (40). Engagement includes various areas of

negotiation and opportunities for service users to exercise agency,

whether in treatment or program structures or in their life outside

the program (20, 28). Empirical studies also support the view that

disengagement is not an absolute occurrence. In a longitudinal

review, 56.3% of participants disengaged from EIS at least once, but

85% subsequently re-engaged, for 7.6% net disengagement (13).

The assumption that engagement and disengagement are mirror

images of each other has led to simplification of a very complex process

involving multiple stakeholders: service users, providers, family

members and others. Engagement is a multidimensional, ongoing
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process. In this paper, we present a theory of service user engagement

in services for psychosis through the perspectives of service users and

providers, challengingmany underlying assumptions about engagement

in the literature, for instance, that engagement was a “status” (being

engaged or being disengaged) that people needed to meet when in

therapy (41), while accounting for the added complexity of tensions

involving third party relationships (family, friends). Recovery advocates

have questioned deeply entrenched assumptions that people with

psychosis need treatment indefinitely; that service providers know

best; that refusing treatment is the “wrong” choice - reflecting poor

judgment or lack of insight - arguing instead that treatment choices are

complex and calling for a paradigm shift from compliance to self-

determination using models like shared decision-making and peer-led

services (29, 42, 43). One well-known researcher and advocate, Nev

Jones, has called for the inclusion of individuals with psychosis in

treatment decisions, and in designing clinical programs and mental

health policy (26, 44–47). Jones emphasizes the importance of

empowering individuals and respecting their autonomy, valuing their

preferences, goals, and agency in the decision-making process (46, 48).

Our study, along with others (40), points to an emerging

understanding of engagement in EIS as a process centered on

individual life goals. In another study, EIS service users described

engagement with case managers as a “push-pull” process alternating

between periods of good and poor engagement: while symptom

exacerbation pushed them toward greater tolerance for

disempowerment and engagement with services, better recovery

decreased their tolerance (41). Moreover, perceived threats to

personal autonomy created a barrier to professional help-seeking

for mental health concerns (49). Shared decision-making and

person-centered approaches are increasingly seen as key to

reconciling potentially competing interests and tensions between

service users and providers. In fact, in one study, service providers

found that shared decision-making and patient-centered flexibility

did more to facilitate engagement than assertive outreach (20).

EIS guidelines stress the importance of tailoring interventions to

individual preferences, values, unique needs, experiences, and goals,

going beyond symptom management and creating more personalized

and meaningful treatment plans. EIS treatment plans are recommended

to cover various aspects of patients’ lives: social environment, cultural

background, and personal strengths. Guidelines align with recovery-

orientedmodels (10), emphasizing empowerment, support for individual

recovery journeys, and the belief that individuals can achieve their goals

and lead fulfilling lives. According to EIS guidelines, the overarching goal

of EIS is to provide compassionate, individualized, collaborative care to

individuals experiencing early signs of psychosis (10).

This study has limitations, but also strengths. Participant

interviews were based on retrospective accounts, suggesting the need

for qualitative prospective designs capturing service user-provider

experiences through extended treatment and recovery phases, and

using multiple interview timepoints. This study was also limited to the

standpoints of service users and providers, whereas, as the results

show, other stakeholders like family members may play a key role in

our understanding of dis/engagement and provide valuable insights

around the treatment and recovery experiences of service users. Our

findings suggested that family relationships tended to be positive (50),

but the capacity of families to respond effectively to the crisis of
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psychosis depended on multiple factors (e.g., quality of parent-child

relationships, family stability, their experiences with/attitudes toward

illness). Previous studies have also underlined the role of caregivers in

successful engagement (21, 40, 51). Although we sought feedback

from service users and families (as well as service providers) in

developing our interview guide, we acknowledge the lack of

involvement of persons with lived experience in other fundamental

aspects of the research process as an important limitation.

The strengths of our work involve methodological rigor,

supported by a grounded theory approach (36). Service users

recruited and interviewed included both young people attending

EIS and others who had dropped out, a rare occurrence in EIS

engagement studies. We also sought insights from EIS providers, a

group rarely included in qualitative studies on service

engagement, adding information to the equation on what

Tindall called “the missing voice” (51).
5 Conclusions

This study sought to understand how service providers and service

users make sense of, deploy, and shape (dis)engagement. Re-theorizing

(dis)engagement requires a careful consideration of multiple

dimensions. An examination of service user and service provider

positions on the various domains identified in the spectrum model

reveals a dynamic interplay between domains along the control-

autonomy spectrum, as well as a complex array of choices involved

in engaging or not engaging with services. In sum, as the findings

described, engagement in EIS is in “harmony”, when it describes a state

of balance, agreement, or compatibility between service users,

providers, and other meaningful people in service users’ lives. Within

this balance, service users should, and must, hold the position of

“conductor” in their recovery journey, moving fluidly between

asserting their desire to be guided or guiding this journey.
Data availability statement

The datasets presented in this article are not readily available

because we do not believe they can be shared and maintain the

confidentiality of the participants. Requests to access the datasets

should be directed to Manuela Ferrari, manuela.ferrari@mcgill.ca.
Ethics statement

The studies involving humans were approved by Douglas

Research Centre’s Research Ethics Board. The studies were

conducted in accordance with the local legislation and

institutional requirements. The participants provided their written

informed consent to participate in this study.
Frontiers in Psychiatry 11
Author contributions

MF: Conceptualization, Formal analysis, Supervision, Writing –

original draft, Writing – review & editing. KM: Conceptualization,

Formal analysis, Investigation, Writing – original draft, Writing –

review & editing. JS: Formal analysis, Writing – original draft,

Writing – review & editing. TC: Conceptualization, Data curation,

Writing – review & editing. SNI: Conceptualization, Formal

analysis, Supervision, Writing – review & editing.
Funding

The author(s) declare financial support was received for the

research, authorship, and/or publication of this article. This study was

supported by a combination of grants from the Fonds de Recherche

du Québec–chercheurs-boursiers Junior 1 Award (grant no. 283375)

(MF), the Healthy Brains, Healthy Lives (HBHL) New Recruit Start-

Up Supplements Award (grant no. 2b-NISU-11) (MF), the Canadian

Institutes of Health Research (CIHR) New Investigator Award (grant

no. 254751) (SNI), the Canadian Institutes of Health Research,

Foundation Scheme Grant (grant no. 143333) (SNI), National

Institute of Mental Health (MH093303) (SNI), and the Fonds de

Recherche du Québec–Sant́ e Clinician-Scientist Award (grant no.

311654) (SNI). The funders were not involved in the study design, in

the collection, analysis and interpretation of data, in the writing of the

report, or in the decision to submit the article for publication.
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.
Supplementary material

The Supplementary Material for this article can be found online

at: https://www.frontiersin.org/articles/10.3389/fpsyt.2024.1429135/

full#supplementary-material
frontiersin.org

mailto:manuela.ferrari@mcgill.ca
https://www.frontiersin.org/articles/10.3389/fpsyt.2024.1429135/full#supplementary-material
https://www.frontiersin.org/articles/10.3389/fpsyt.2024.1429135/full#supplementary-material
https://doi.org/10.3389/fpsyt.2024.1429135
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org


Ferrari et al. 10.3389/fpsyt.2024.1429135
References
1. Insel TR, Fenton WS. Psychiatric Epidemiology: It’s not just about counting
anymore. Arch Gen Psychiatry. (2005) 62:590–2. doi: 10.1001/archpsyc.62.6.590

2. Mcgorry PD, Killackey E, Yung A. Early intervention in psychosis: concepts,
evidence and future directions.World Psychiatry. (2008) 7:148–56. doi: 10.1002/j.2051-
5545.2008.tb00182.x

3. Correll CU, Galling B, Pawar A, Krivko A, Bonetto C, Ruggeri M, et al.
Comparison of early intervention services vs treatment as usual for early-phase
psychosis: A systematic review, meta-analysis, and meta-regression. JAMA
Psychiatry. (2018) 75:555–65. doi: 10.1001/jamapsychiatry.2018.0623

4. Robson E, Greenwood K. Rates and predictors of disengagement and strength of
engagement for people with a first episode of psychosis using early intervention
services: A systematic review of predictors and meta-analysis of disengagement rates.
Schizophr Bull Open. (2022) 3(1):1-26. doi: 10.1093/schizbullopen/sgac012

5. Reynolds S, Kim DJ, Brown E, Tindall R, O’donoghue B. Defining disengagement
from mental health services for individuals experiencing first episode psychosis: a
systematic review. Soc Psychiatry Psychiatr Epidemiol. (2019) 54:1325–35. doi: 10.1007/
s00127-019-01750-6

6. Doyle R, Turner N, Fanning F, Brennan D, Renwick L, Lawlor E, et al. First-
episode psychosis and disengagement from treatment: a systematic review. Psychiatr
Serv. (2014) 65:603–11. doi: 10.1176/appi.ps.201200570

7. Mascayano F, Van der ven E, Martinez-Ales G, Henao AR, Zambrano J, Jones N,
et al. Disengagement from early intervention services for psychosis: A systematic
review. Psychiatr Serv. (2021) 72:49–60. doi: 10.1176/appi.ps.201900375

8. Early Psychosis Guidelines Writing Group And Eppic National Support Program.
Australian Clinical Guidelines for Early Psychosis, 2nd edition update 2016. Orygen.
Melbourne: The National Centre of Excellence in Youth Mental Health (2016).

9. Ministry Of Health Services. Province Of British Columbia. Standards and
guidelines for early psychosiis intervention (EPI) programs. (2010).

10. National Institute For Health And Care Excellence (NICE). Psychosis and
schizophrenia in adults: prevention and management. London: National Institute for
Health and Care excellence (NICE) (2014).

11. Maraj A, Veru F, Morrison L, Joober R, Malla A, Iyer S, et al. Disengagement in
immigrant groups receiving services for a first episode of psychosis. Schizophr Res.
(2018) 193:399–405. doi: 10.1016/j.schres.2017.07.054

12. Mascayano F, Van der ven E, Martinez-Ales G, Basaraba C, Jones N, Lee R, et al.
Predictors of early discharge from early intervention services for psychosis in New York
State. Psychiatr Serv. (2020) 71:1151–7. doi: 10.1176/appi.ps.202000025

13. Kim DJ, Brown E, Reynolds S, Geros H, Sizer H, Tindall R, et al. The rates and
determinants of disengagement and subsequent re-engagement in young people with
first-episode psychosis. Soc Psychiatry Psychiatr Epidemiol. (2019) 54:945–53.
doi: 10.1007/s00127-019-01698-7

14. Maraj A, Mustafa S, Joober R, Malla A, Shah JL, Iyer SN. Caught in the “NEET
trap”: the intersection between vocational inactivity and disengagement from an early
intervention service for psychosis. Psychiatr Serv. (2019) 70:302–8. doi: 10.1176/
appi.ps.201800319

15. Adelufosi AO, Ogunwale A, Adeponle AB, Abayomi O. Pattern of attendance
and predictors of default among Nigerian outpatients with schizophrenia. Afr J
Psychiatry (Johannesbg). (2013) 16:283–7. doi: 10.4314/ajpsy.v16i4.38

16. Smith TE, Easter A, Pollock M, Pope LG, Wisdom JP. Disengagement from care:
perspectives of individuals with serious mental illness and of service providers.
Psychiatr Serv. (2013) 64:770–5. doi: 10.1176/appi.ps.201200394

17. Aggarwal NK, Pieh MC, Dixon L, Guarnaccia P, Alegria M, Lewis-Fernandez R.
Clinician descriptions of communication strategies to improve treatment engagement
by racial/ethnic minorities in mental health services: A systematic review. Patient Educ
Couns. (2016) 99:198–209. doi: 10.1016/j.pec.2015.09.002

18. Ouellet-Plamondon C, Rousseau C, Nicole L, Abdel-Baki A. Engaging
immigrants in early psychosis treatment: A clinical challenge. Psychiatr Serv. (2015)
66:757–9. doi: 10.1176/appi.ps.201300284

19. Hughes F, Stavely H, Simpson R, Goldstone S, Pennell K, Mcgorry P. At the
heart of an early psychosis centre: the core components of the 2014 Early Psychosis
Prevention and Intervention Centre model for Australian communities. Australas
Psychiatry. (2014) 22:228–34. doi: 10.1177/1039856214530479

20. Kvig EI, Moe C, Brinchmann B, Larsen TK, Sorgaard K. Negotiating the
boundaries of psychosis: A qualitative study of the service provider perspective on
treatment delay in community mental health. Early Interv Psychiatry. (2019) 13:272–
80. doi: 10.1111/eip.12477

21. Tindall RM, Simmons MB, Allott K, Hamilton BE. Essential ingredients of
engagement when working alongside people after their first episode of psychosis: A
qualitative meta-synthesis. Early Interv Psychiatry. (2018) 12:784–95. doi: 10.1111/eip.12566

22. Weiss A, Steadman S, Samberg H, Hansel TC, Chaudhry S, Clark I. Pathways to
care: how help-seeking behaviors relate to duration of untreated psychosis and
treatment engagement. Psychiatr Q. (2022) 93:473–82. doi: 10.1007/s11126-021-
09960-5
Frontiers in Psychiatry 12
23. Arnold C, Farhall J, Villagonzalo KA, Sharma K, Thomas N. Engagement with
online psychosocial interventions for psychosis: A review and synthesis of relevant
factors. Internet Interv. (2021) 25:100411. doi: 10.1016/j.invent.2021.100411

24. Ishay GH, Zisman-Ilani Y, Roe D. A longitudinal study of headspace youth
oriented mental health service satisfaction, service utilization and clinical
characteristics. Early Interv Psychiatry. (2023) 4:404-11. doi: 10.1111/eip.13347

25. Hawke LD, Mehra K, Settipani C, Relihan J, Darnay K, Chaim G, et al. What
makes mental health and substance use services youth friendly? A scoping review of
literature. BMC Health Serv Res. (2019) 19:257. doi: 10.1186/s12913-019-4066-5

26. Daley TC, Jones N, George P, Rosenblatt A. First-person accounts of change
among young adults enrolled in coordinated specialty care for first-episode psychosis.
Psychiatr Serv. (2020) 71:1277–84. doi: 10.1176/appi.ps.202000101

27. Kilbride M, Byrne R, Price J, Wood L, Barratt S, Welford M, et al. Exploring
service users’ perceptions of cognitive behavioural therapy for psychosis: a user led
study. Behav Cognit Psychother. (2013) 41:89–102. doi: 10.1017/S1352465812000495

28. Cowan T, Pope MA, Macdonald K, Malla A, Ferrari M, Iyer SN. Engagement in
specialized early intervention services for psychosis as an interplay 1 between personal
agency and critical structures: A qualitative study. Int J Nurs Stud. (2020) 108:103583.
doi: 10.1016/j.ijnurstu.2020.103583

29. Dixon LB, Holoshitz Y, Nossel I. Treatment engagement of individuals
experiencing mental illness: review and update. World Psychiatry. (2016) 15:13–20.
doi: 10.1002/wps.20306

30. Stewart KD. Factors contributing to engagement during the initial stages of
treatment for psychosis. Qual Health Res. (2013) 23:336–47. doi: 10.1177/
1049732312468337

31. Loughlin M, Bucci S, Brooks J, Berry K. Service users’ and carers’ experiences of
engaging with early intervention services: A meta-synthesis review. Early Interv
Psychiatry. (2020) 14:26–36. doi: 10.1111/eip.12803

32. Thomas EC, Suarez J, Lucksted A, Siminoff L, Hurford I, Dixon L, et al.
Treatment decision-making needs among emerging adults with early psychosis.
Early Interv Psychiatry. (2022) 16:78–90. doi: 10.1111/eip.13134

33. Tindall R, Simmons M, Allott K, Hamilton B. Disengagement processes within
an early intervention service for first-episode psychosis: A longitudinal, qualitative,
multi-perspective study. Front Psychiatry. (2020) 11:565. doi: 10.3389/fpsyt.2020.00565

34. Mental Health Commission Of Canada. Putting recovery into practice. An
introduction to the guidelines for recovery-oriented practice. (Ottawa, Canada: Author)
(2020).

35. Charmaz K. Constructing grounded theory: A practical guide through
qualitative analysis. In: Clarke A, editor. Situational analysis: Grounded theory after
the postmodern turn. Sage, Thousand Oaks, CA (2005).

36. Charmaz K. Constructing Grounded Theory: A Practical Guide Through
Qualitative Analysis. Sage Publications: Thousand Oaks (2006).

37. Charmaz K, Thornberg R. The pursuit of quality in grounded theory. Qual Res
Psychol. (2021) 18:305–27. doi: 10.1080/14780887.2020.1780357

38. Booth A, Hannes K, Harden A, Noyes J, Harris J, Tong A. COREQ
(Consolidated criteria for reporting qualitative studies). In: Moher D, Altman DG,
Scholz KF, Simera I, Wager E, editors. Guidelines for reporting health research: A user’s
manual. Chichestser, West Sussex, UK: John Wiley & Sons, Ltd (2014).

39. Reinharz S. Who am I? The need for a variety of selves in the field. In: Hertz R,
editor. Reflexivity & Voice. Sage, Thousand Oaks (1997).

40. Lucksted A, Essock SM, Stevenson J, Mendon SJ, Nossel IR, Goldman HH, et al.
Client views of engagement in the RAISE connection program for early psychosis
recovery. Psychiatr Serv. (2015) 66:699–704. doi: 10.1176/appi.ps.201400475

41. Tindall R, Francey S, Hamilton B. Factors influencing engagement with case
managers: Perspectives of young people with a diagnosis of first episode psychosis. Int J
Ment Health Nurs. (2015) 24:295–303. doi: 10.1111/inm.12133

42. Roe D, Davidson L. Noncompliance, nonadherence, and dropout: outmoded
terms for modern recovery-oriented mental health. Psychiatr Serv. (2017) 68:1076–8.
doi: 10.1176/appi.ps.201600522

43. Simmons MB, Brushe M, Elmes A, Polari A, Nelson B, Montague A. Shared
decision making with young people at ultra high risk of psychotic disorder. Front
Psychiatry. (2021) 12:683775. doi: 10.3389/fpsyt.2021.683775

44. Aftab A, Collings S, Jones N. Beyond binary narratives of mental health
advocacy: latent profiles of mental health activists and advocates with lived
experience. Psychiatr Serv. (2023) 74:112–8. doi: 10.1176/appi.ps.20220078

45. Colder Carras M, Machin K, Brown M, Marttinen T-L, Maxwell C, Frampton B,
et al. Strengthening review and publication of participatory mental health research to
promote empowerment and prevent co-optation. Psychiatr Serv. (2023) 74:166–72.
doi: 10.1176/appi.ps.20220085

46. Jones N, Atterbury K, Byrne L, Carras M, Brown M, Phalen P. Lived experience,
research leadership, and the transformation of mental health services: building a
researcher pipeline. Psychiatr Serv. (2021) 72:591–3. doi: 10.1176/appi.ps.202000468
frontiersin.org

https://doi.org/10.1001/archpsyc.62.6.590
https://doi.org/10.1002/j.2051-5545.2008.tb00182.x
https://doi.org/10.1002/j.2051-5545.2008.tb00182.x
https://doi.org/10.1001/jamapsychiatry.2018.0623
https://doi.org/10.1093/schizbullopen/sgac012
https://doi.org/10.1007/s00127-019-01750-6
https://doi.org/10.1007/s00127-019-01750-6
https://doi.org/10.1176/appi.ps.201200570
https://doi.org/10.1176/appi.ps.201900375
https://doi.org/10.1016/j.schres.2017.07.054
https://doi.org/10.1176/appi.ps.202000025
https://doi.org/10.1007/s00127-019-01698-7
https://doi.org/10.1176/appi.ps.201800319
https://doi.org/10.1176/appi.ps.201800319
https://doi.org/10.4314/ajpsy.v16i4.38
https://doi.org/10.1176/appi.ps.201200394
https://doi.org/10.1016/j.pec.2015.09.002
https://doi.org/10.1176/appi.ps.201300284
https://doi.org/10.1177/1039856214530479
https://doi.org/10.1111/eip.12477
https://doi.org/10.1111/eip.12566
https://doi.org/10.1007/s11126-021-09960-5
https://doi.org/10.1007/s11126-021-09960-5
https://doi.org/10.1016/j.invent.2021.100411
https://doi.org/10.1111/eip.13347
https://doi.org/10.1186/s12913-019-4066-5
https://doi.org/10.1176/appi.ps.202000101
https://doi.org/10.1017/S1352465812000495
https://doi.org/10.1016/j.ijnurstu.2020.103583
https://doi.org/10.1002/wps.20306
https://doi.org/10.1177/1049732312468337
https://doi.org/10.1177/1049732312468337
https://doi.org/10.1111/eip.12803
https://doi.org/10.1111/eip.13134
https://doi.org/10.3389/fpsyt.2020.00565
https://doi.org/10.1080/14780887.2020.1780357
https://doi.org/10.1176/appi.ps.201400475
https://doi.org/10.1111/inm.12133
https://doi.org/10.1176/appi.ps.201600522
https://doi.org/10.3389/fpsyt.2021.683775
https://doi.org/10.1176/appi.ps.20220078
https://doi.org/10.1176/appi.ps.20220085
https://doi.org/10.1176/appi.ps.202000468
https://doi.org/10.3389/fpsyt.2024.1429135
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org


Ferrari et al. 10.3389/fpsyt.2024.1429135
47. Pagdon S, Jones N. Psychosis outside the box: A user-led project to amplify the
diversity and richness of experiences described as psychosis. Psychiatr Serv. (2023)
74:760–3. doi: 10.1176/appi.ps.20220488

48. Jones N, Callejas L, Brown M, Colder Carras M, Croft B, Pagdon S, et al. Barriers
to meaningful participatory mental health services research and priority next steps:
findings from a national survey. Psychiatr Serv. (2023) 74(9):20220514. doi: 10.1176/
appi.ps.20220514

49. Wilson CJ, Deane FP. Brief report: Need for autonomy and other
perceived barriers relating to adolescents’ intentions to seek professional
Frontiers in Psychiatry 13
mental health care. J Adolesc. (2012) 35:233–7. doi: 10.1016/j.adolescence.
2010.06.011

50. Iyer SN, Malla A, Taksal A, Maraj A, Mohan G, Ramachandran P, et al. Context
and contact: a comparison of patient and family engagement with early intervention
services for psychosis in India and Canada. Psychol Med. (2022) 52:1538–47.
doi: 10.1017/S0033291720003359

51. Tindall RM, Allott K, Simmons M, Roberts W, Hamilton BE. The missing voice
of engagement: an exploratory study from the perspectives of case-managers at an early
intervention service for first-episode psychosis. BMC Psychiatry. (2019) 19:312.
doi: 10.1186/s12888-019-2315-0
frontiersin.org

https://doi.org/10.1176/appi.ps.20220488
https://doi.org/10.1176/appi.ps.20220514
https://doi.org/10.1176/appi.ps.20220514
https://doi.org/10.1016/j.adolescence.2010.06.011
https://doi.org/10.1016/j.adolescence.2010.06.011
https://doi.org/10.1017/S0033291720003359
https://doi.org/10.1186/s12888-019-2315-0
https://doi.org/10.3389/fpsyt.2024.1429135
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org

	Developing a spectrum model of engagement in services for first episode psychosis: beyond attendance
	1 Introduction
	2 Materials and methods
	2.1 Study design and methodology
	2.2 Setting
	2.3 Sampling and recruitment
	2.4 Data collection and analysis
	2.5 Rigor and trustworthiness

	3 Results
	3.1 Overview of the spectrum model of engagement
	3.2 The eight domains of engagement and differences between service users and providers
	3.3 Tensions and challenges in the practice of engagement
	3.4 The spectrum model of engagement

	4 Discussion
	5 Conclusions
	Data availability statement
	Ethics statement
	Author contributions
	Funding
	Conflict of interest
	Publisher’s note
	Supplementary material
	References


