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Abstract

Participation in various aspects of community life (e.g., education, employment) plays a critical
role in fostering young adult development and health. To support behavioral health services in
addressing a broader array of meaningful community participation areas, the current study
examined the participation interests of young adults with serious mental illnesses via a literature
review and focus groups interviews. Literature review results revealed a range of community
participation areas of interest to these individuals, including employment, education, religion and
spirituality, social networking (e.g., using social media), volunteering activities, socializing, and
civic and artistic participation (e.g., attending a political event, playing music). Focus group
participants named many of these same areas, but also mentioned unique areas of participation that
have not been the focus of previous research (i.e., playing games, sports, exploration of other
communities (e.g., traveling), hanging out, and nature-based participation). Implications for future
research and behavioral health practice are discussed.
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Introduction

The transition from adolescence to adulthood is a pivotal developmental period during which

individuals experiment with activities in a variety of life domains, including intimate
relationships, community contributions, as well as educational and vocational pursuits.1:2
Community participation, the self-determined actions that people take to engage in
personally meaningful roles in their communities,3 therefore plays a critical role during this
period of development. Community participation provides opportunities for young adults to
explore and negotiate their emergent identities, which organize and shape goal-directed
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actions, thought, and behaviors,*5 and promote motivated action and decision-making.®
Additionally, participation in meaningful and interest-based activities in the community has
been shown to support the development of competence and perceived self-efficacy in various
life roles.”-8 While young adulthood is often associated with newfound autonomy and
behavioral independence, the choices made during this developmental period can have
lasting effects on long-term development;? thus, it is important to develop a more in-depth
understanding of the ways in which young adults participate in their communities.

The period between adolescence and adulthood also coincides with the onset of most serious
mental illnesses.10 This is especially problematic because mental health-related challenges
can interrupt or delay the pursuit of community participation interests and goals. For
example, the development of a serious mental illness during this time may prolong the
attainment of educational achievements needed for competitive employment.11.12 As this
transitional period is characterized by key developmental milestones, young adults with
serious mental illnesses who do not receive treatment designed to minimize illness-related
disruptions are at greater risk for health problems and poorer functional outcomes as they
age.1314 These findings support the notion that services focused on promoting community
living and participation are a medical necessity® for this population. The idea that
community participation is a medical necessity is further supported by the World Health
Organization’s International Classification of Functioning, Disability, and Health (ICF)
framework,16 which identifies “involvement in a life situation” as a key determinant of
health, and outlines a number of different areas of participation that have positive health
benefits (e.g., community life, recreation and leisure, political life and citizenship).

Behavioral health service systems have historically lacked the capacity to support young
people with the transition to adulthood, particularly with preparation for participation in
adult roles in the community.1” This gap, combined with a growing recognition of the
importance of early intervention of serious mental illness,18 led the National Institute of
Mental Health to fund the seminal Recovery After an Initial Schizophrenia Episode (RAISE)
Early Treatment Program study, which compared a model of treatment for early psychosis,
called Coordinated Specialty Care (CSC), to usual services. CSC programs are designed to
provide developmentally appropriate care, in part by targeting work- and school-related
participation.1® The RAISE study, conducted across 34 sites in the United States, found that
those who participated in CSC had better clinical outcomes and greater involvement in
education and employment activities than those in the usual care condition.2% These findings
encouraged Congress to increase the availability of CSC programs nationally by allocating
10 percent of Mental Health Block Grant monies to support their implementation.2 This
expanding model of care evinces the value of promoting educational and occupational
participation among youth affected by psychosis, which will hopefully lead to the
development of supports for other forms of community participation and for other young
adult populations.

While work and school participation are especially important areas of focus, a deeper
understanding of the participation interests of young adults with serious mental illnesses is
necessary in order for CSC and other service models to address a broader array of
meaningful community participation areas. The purpose of this study was therefore to
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examine the participation interests of young adults with psychotic and affective disorders by
conducting a literature review and focus groups interviews with a group of young adults in
two separate community behavioral health settings. Both broad areas of participation (e.g.,
occupational participation) and specific activities (e.g., competitive employment) of interest
to young people were assessed, and findings from the literature and focus groups were
compared to each other.

Literature review

Procedure—The fourth author (JS) conducted multiple literature searches up to December
2018 using PsycINFO, Web of Science, and Google Scholar. Search terms included
keywords such as “young adults,” “serious mental illness,” “employment,” and “social
engagement.” Articles were included in the review if they were peer-reviewed, written in
English, and included quantitative or qualitative data pertaining to the community
participation activities and/or preferences of young people with serious mental illnesses. All
article types (e.g., original research, reviews or meta-analyses) and study designs (e.g.,
randomized controlled trial, quasi-experimental, naturalistic) were eligible for inclusion. The
first author (ECT) reviewed all titles and abstracts and made the final determination about
which articles to include in the literature review.

Results—As shown in Table 1, 10 studies were included in the literature review,14.22-30
Seven were quantitative studies and three were qualitative studies. Five studies had a sample
size less than 100 participants. In the quantitative studies, sample sizes ranged from 17 to
207 participants, whereas the qualitative studies ranged from 55 to 100 participants.
Participants were diagnosed with schizophrenia, bipolar disorder, and major depression, and
some were experiencing first episode or early psychosis. Most participants were between the
ages of 18-30 years.

Community participation was assessed using a variety of instruments and other sources of
data, including the Temple University Community Participation Measure,3! Social Network
Use Questionnaire,2® Organizationally Mediated Empowerment Scale,32 Goal Attainment
section of the Wisconsin Quality of Life-Client Questionnaire,33 the Social Behaviour
Schedule3* and study-specific questionnaires or interviews.22:25.27.28 Based on these sources
of data, a number of participation areas and activities were identified, including employment
(50% of studies), education (60% of studies), religion and spirituality (60% of studies),
social networking (e.g., using social media) (30% of studies), volunteering activities (30% of
studies), socializing (in the community vs. online) (20% of studies), and civic and artistic
participation (e.g., going to a political event, playing music) (civic participation: 20% of
studies; artistic participation: 40% of studies). These findings support the notion that young
people with serious mental illnesses are interested, and engage, in a diverse array of
community activities and pursuits.

Some studies compared the community participation of young adults with those of older
individuals. Kaplan and colleagues* found that emerging adults were more likely to be
students and to spend time with friends, while older adults were more likely to be parents
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and to engage in self-help and spiritual activities. Shimitras et al.3? reported that younger
individuals were more likely to engage in social activities, while those older reported more
time in passive leisure (e.g., watching television). Finally, Thomas and colleagues?*
demonstrated that young adults were more likely to participate in and value employment and
education activities compared to older adults. These studies suggest that working, going to
school, and socializing may be particularly important areas of community participation for
young adults.

Of import, some of the included studies shed light on the relationship between community
participation and other outcomes. Kaplan et al.14 demonstrated that greater community
participation, particularly in the areas of volunteering, going to school, being a member of a
group, civic participation, socializing, and exercising spirituality, was associated with higher
perceived recovery. Social networking provided opportunities for developing or maintaining
friendships, accessing resources to reach personal goals, and disclosing mental health issues.
26,27,29 Qualitative studies indicated that young adults perceived spirituality to be related to
their mental health,2> and that being involved in various community-based activities (e.g.,
going to school, working, volunteering) facilitated their having a sense of personal
achievement, fulfillment, and connection to others.28

Focus groups

Participants—Focus group participants were recruited between October, 2017 and July,
2018 from two behavioral health programs within a large northeastern city that serve youth
and young adults with serious mental illnesses. One was a CSC program, while the other
was a residential program for young adult men at risk for homelessness. Individuals were
eligible if they were between the ages of 18 and 26 years; were able to speak and understand
English; had a psychotic or affective disorder diagnosis [as documented in medical records
or according to a diagnostic screener3®]; and were able to provide informed consent as
assessed by research staff. Individuals were excluded if they had a legal guardian, or had a
documented co-occurring neurological impairment, intellectual disability, or significant
communication-related disorder that would likely impact the ability to provide informed
consent or participate in the data collection procedures. Participants were recruited through
study flyers, site presentations, and provision of information about the study by program
staff; research staff then screened interested individuals in order to determine eligibility.
Those who were determined to be eligible were invited to attend the focus group at the
program from which they were receiving behavioral health services. At the beginning of the
focus group, research staff provided a review of the study and obtained written informed
consent from each participant prior to implementation of any study procedures. All
procedures were approved by the Institutional Review Board of the researchers’ academic
institution and the local municipality.

A total of 25 individuals were determined to be eligible for the study, of whom 11
participated (6 from the CSC site and 5 from the residential program). Reasons for non-
participation included: individual was not able to be re-contacted after screening (n=7),
individual did not show up for the focus group as planned (n=4), individual changed mind
about being in study (n = 2), and individual left the behavioral health agency (n=1).
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Procedure—Focus groups were conducted to elicit a broad range of community
participation areas and activities considered to be important to young people. The group
discussions were expected to generate a greater diversity of ideas than what could be
gleaned from a quantitative survey, and in a quicker and more efficient way than individual
qualitative interviews. Focus groups are also used as a tool to empower marginalized
populations,36 and we hoped that they would inspire young people with serious mental
illnesses to explore, and consequently engage in, areas of community participation that they
identified as important. The first author (ECT) facilitated both focus groups using an
interview guide that centered on identifying young adults’ community participation interests.
The interview guide was informed by participation domains as identified by the ICF,16 but
also included questions that enabled community participation areas to arise spontaneously
(e.9., “What recreation activities are important to you?”and “What other community
activities are important to you?”). Participants were asked to name and describe community-
based activities that they considered to be important. Participants also completed a self-
report demographics questionnaire. Focus groups lasted two hours, were audio-recorded,
and were professionally transcribed verbatim.

Data analysis—An integrated approach was used that enabled both inductive (i.e., data-
driven) coding of participants’ responses as well as a deductive (i.e., theory-driven)
framework to organize codes.37 Specifically, the first and fourth authors (ECT and JS)
independently coded community participation areas and specific activities within the focus
group transcripts using content analysis.38 Differences in coding were discussed to build
consensus, which was achieved by either creating new codes or collapsing existing ones. For
example, “going to a movie theater,” and “going to a drive-in” were eventually collapsed
into a single code, “watching movies (movie theater, drive-in).” Then, the authors
categorized participation areas and their associated activities according to the participation
domains identified by the ICF.16 This final step was also achieved through a process of
discussion and consensus building. Data analysis was facilitated using NVivo 12 Plus.

Results—Table 2 presents demographic and clinical characteristics of focus group
participants. As shown, the majority of individuals were African American, male, and single.
Slightly under half of participants had some post-secondary education and were students at
the time of the study. Although more than half of participants had earned income from
employment during the previous year and about a third were working for pay at the time of
the study, the majority were receiving social welfare benefits. Over half of participants were
diagnosed with schizophrenia; a smaller percentage was diagnosed with affective disorders.
Most participants had received behavioral health treatment for the first time within the past
few years, and many had been hospitalized for psychiatric reasons within the past 6 months.
No participant endorsed experiencing physical disabilities (i.e., blindness, deafness) or
significant mobility issues that would limit their participation in the community.

As shown in Table 3, participants identified a total of 16 community participation areas and
58 specific activities that were important to them. Community participation areas were
highly overlapping between the two focus groups; more variability was observed regarding
specific activities. Most of these participation areas and activities were able to be categorized
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according to the ICF. ICF domains represented by the data included Arts and Culture,
Education, Non-Remunerative Employment, Organized Religion, Play, Political Life and
Citizenship, Socializing, Spirituality, Sports, and Work and Employment. Arts and Culture
had two components: Artistic Participation (e.g., making music, painting) and Artistic
Appreciation (e.g., listening to music, going to poetry slams). Within the Education domain,
participants expressed interest in attending classes at an educational institution and taking
classes online. Non-Remunerative Employment included activities, like volunteering, for
which participants did not get paid. Organized Religion was characterized by participation in
formal religious communities, such as going to temple or participating in Bible studies. Play
was comprised of activities that involved games, such as cards, board games, or billiards, or
going to places where games could be played, such as an arcade. Political Life and
Citizenship included activities such as voting. Socializing included Going to Social Events,
such as cookouts or parties. Spirituality was exercised through activities such as yoga or
meditation. Sports was further divided into Sports Participation (e.g., biking, basketball) vs.
Sports Appreciation (e.g., watching sports). Finally, Work and Employment was
characterized by occupational activities for which individuals were being paid, and
preparing for such occupational activities (e.g., working on a resume).

A minority of codes did not fit within the ICF framework and were consequently listed
without an ICF heading. These included Exploration of Other Communities (e.g., traveling),
Hanging Out (e.g., window shopping), Nature-Based Participation (e.g., camping), and
Virtual Participation (e.g., online video games, participating in social media).

Discussion

This study facilitates a comprehensive understanding of the range of community
participation areas that are important to young adults with serious mental illnesses. To the
authors’ knowledge, it is the first to synthesize findings in this important area. The use of
both a literature review and focus group methodology supports the validity and breadth of
the results, as evidenced by convergent findings across methods and the unique contributions
of focus group participants. As such, the present study helps to fill a critical knowledge gap
and has important implications for the field of behavioral health.

Several important insights may be gained from the literature review results. First, the
included studies reported a range of community participation areas of interest to young
adults with serious mental illnesses, including employment, education, religion and
spirituality, social networking, volunteering, socializing, and civic and artistic participation.
Second, the diversity of instruments and tools used to assess community participation
suggest that an important step in expanding research in this area is the determination of
consensus measures that could be used in future studies. In light of the breadth of the
findings, measures that evaluate a range of participation areas, such as the Temple University
Community Participation Measure,3! might be prioritized for this purpose. Finally, most
studies included relatively small sample sizes and were quantitative in nature; these findings
also suggest opportunities for future research. For example, larger quantitative studies might
be designed to address questions about the extent to which young adults are participating in

J Behav Health Serv Res. Author manuscript; available in PMC 2021 October 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Thomas et al.

Page 7

areas of interest to them, while additional qualitative research might be conducted to better
understand facilitators and barriers of their participation.

Focus group findings are similarly elucidative. Participants identified community
participation areas that echoed literature review findings, including artistic participation,
education, volunteering, religion and spirituality, civic participation, going to social events,
employment, and virtual participation (including social networking). However, these
participants also mentioned unique areas of participation that have not been the focus of
previous research (i.e., playing games, sports, exploration of other communities, hanging
out, and nature-based participation). Some areas of participation also fall outside of the ICF
framework.16 For example, while its 2012 update acknowledges that one may communicate
through “telephones, computer, and other electronic devices,” the ICF does not recognize
engagement in virtual activities (e.g., participation in social media, online gaming) as a form
of community, social, or recreational participation, as was suggested by the focus groups.
The unique contributions of focus group participants, who described making use of
emerging technologies and social trends to support their participation, suggest exciting new
directions for the study and classification of community participation among individuals
with and without mental illnesses.

While the extent to which focus group participants were participating in the areas mentioned
as important to them was not assessed, an examination of the demographic and clinical
characteristics of these participants suggests that they may experience significant challenges
to their participation. Fewer than half of participants were working for pay or in school at
the time of the study, a large majority appeared to have limited finances (as evidenced by the
fact that most were receiving social welfare benefits), and many had recently been
hospitalized for mental health reasons. These issues demonstrate a negative relationship with
community participation in other research involving individuals with serious mental
ilinesses.3940 Yet, it may be considered encouraging that even in the face of these potential
challenges, participants enthusiastically identified a range of participation areas that were
important to them.

A few limitations to this study merit discussion. First, although the literature search was
comprehensive and spanned several relevant databases, systematic review methodology was
not used, and it is possible that pertinent papers were consequently missed. Second, the
number of focus group participants was relatively small and many individuals who were
determined to be eligible did not participate. This meant that we were not able to compare
community participation interests across sub-groups of participants based on demographic
or clinical characteristics. Further, characteristics of the study sample may limit the
representativeness and generalizability of results. Participants were from an urban setting,
were predominantly African American, male, and from low income backgrounds, were
actively engaged in behavioral health services, and did not have legal guardians nor certain
comorbid conditions (e.g., intellectual disabilities). The fact that focus group results largely
converge with literature review findings increases confidence that these findings apply to
broad range of young adults with serious mental illnesses; however, it is encouraged that
further research be conducted to explore the degree to which these preliminary findings
apply to other populations of young adults.
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Implications for Behavioral Health

The findings reported here have several practical applications for behavioral health services.
First, the critical importance of community participation during the transition between
adolescence and adulthood, combined with the range of participation areas identified in this
paper, indicates that programs serving young adults should make assessment and support of
community participation a routine part of practice. Assessment of participation interests may
be accomplished through the use of formal measures3! or more naturally, such as via routine
goal-setting conversations. As both personal challenges (e.g., psychiatric symptoms) and
environmental factors (e.g., stigma and discrimination, poverty) impact the community
participation of individuals with serious mental illnesses, efforts to promote participation
should focus not only on supporting young adults with their participation goals, but on
reducing environmental barriers.*! For example, behavioral health providers and other
supporters can assist young people with identifying and prioritizing personally meaningful
areas of community participation and connecting them to community-based resources to
pursue them, while simultaneously striving to develop welcoming and inclusive
communities outside of the behavioral health system.#! These efforts may also lead to future
research opportunities; for example, interventions and approaches to minimize the impact of
reported barriers to community participation, such as low socioeconomic status, might be
evaluated. Further, future research might elucidate the characteristics of welcoming
communities and their impact on community participation.

Second, this study provides evidence supporting CSC services in targeting work and school-
related participation, but suggests that CSC and other models of care should also address
other areas of community participation that are important to young adults. Given the overlap
between literature review and focus group results, additional areas of participation that may
be especially important to focus on include artistic participation, volunteering, religion and
spirituality, civic participation, socializing, and virtual participation. It may be particularly
beneficial for behavioral health workers to establish partnerships with programs, venues, and
other resources in the community that could support young people with engaging in these
areas. Further, the same principles underlying evidence-based support technologies for
employment and education, such as those pertaining to the Individual Placement and
Support model,*2 may be applied to facilitate participation in other areas. In particular, a
focus on individuals’ preferences for participation, rapid placement in community-based
activities, and follow along supports may be used to promote personally meaningful and
sustained participation in a variety of important domains.

Finally, these findings provide insights into how to make behavioral health services for
young adults more engaging in order to facilitate longer-term retention in care. While young
adults with serious mental illnesses represent a particularly difficult to engage population,3
research has demonstrated that a focus on life goals is considered to be an engagement
facilitator by participants of CSC.#4 Thus, offering support with community participation in
areas that are personally important to young people is expected to increase their engagement.
Additionally, delivering or supplementing behavioral health services in formats or in the
context of activities that are of interest to young people (e.g., online or via apps; through
games, sports, or art) may increase engagement, and has been demonstrated to be feasible
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thin CSC.4546 Such youth-oriented, interest-based practices have the potential to

significantly improve the participation of young adults with serious mental illnesses within

an

d outside of the behavioral health system, thereby facilitating health and wellness.

Acknowledgements.

Th

e content of this paper was developed with assistance from grant KOBMH116101 from the National Institute of

Mental Health. The content is solely the responsibility of the authors and does not necessarily represent the official
views of the National Institutes of Health.

References
1.

10

11.

12.

13.

Arnett JJ. Emerging Adulthood: A Theory of Development from the Late Teens through the
Twenties. American Psychologist. 2000;55(5):469-480. [PubMed: 10842426]

. Martel A, Fuchs DC. Transitional Age Youth and Mental Iliness — Influences on Young Adult

Outcomes. Child and Adolescent Psychiatric Clinics of North America. 2017;26(2):xiii—xvii.

. Burns-Lynch B, Brusilovskiy E, Salzer MS. An Empirical Study of the Relationship Between

Community Participation, Recovery, and Quality of Life of Individuals with Serious Mental
IlInesses. Israel Journal of Psychiatry and Related Sciences. 2016;53(1):46-55. [PubMed:
28856880]

. Berzonsky MD. Identity Style and Well-Being: Does Commitment Matter? Identity: An

International Journal of Theory and Research. 2003;3(2):131-142.

. Holland D, Lachicotte W. Vygotsky, Mead, and the new sociocultural studies of identity In: Daniels

H, Cole M, Wertsch JV (Eds). Cambridge Companion to Vygotsky. Cambridge: Cambridge
University Press, 2007, pp. 101-135.

. O’Shea A, Meyer RH. A Qualitative Investigation of the Motivation of College Students with

Nonvisible Disabilities to Utilize Disability Services. Journal of Postsecondary Education and
Disability. 2016;29(1):5-23.

. Bandura A, Schunk DH. Cultivating Competence, Self-Efficacy, and Intrinsic Motivation through

Proximal Self-Motivation. Journal of Personality and Social Psychology. 1981;41(3):586-598.

. Garcia-Poole C, Byrne S, Rodrigo MJ. Youth-Led Activities Associated with Positive Competence

Changes in a Community-Based Program for Adolescents. Child & Family Social Work.
2018;23(4):599-608.

. Visser PL, Hirsch JK. Health Behaviors among College Students: The Influence of Future Time

Perspective and Basic Psychological Need Satisfaction. Health Psychology and Behavioral

Medicine. 2014;2(1):88-99. [PubMed: 25750770]

. de Girolamo G, Dagani J, Purcell R, et al. Age of Onset of Mental Disorders and Use of Mental
Health Services: Needs, Opportunities and Obstacles. Epidemiology and Psychiatric Sciences.
2012;21(1):47-57. [PubMed: 22670412]

Dudley R, Nicholson M, Stott P, et al. Improving Vocational Outcomes of Service Users in an
Early Intervention in Psychosis Service. Early Intervention in Psychiatry. 2014;8(1):98-102.
[PubMed: 23489481]

Ramsay CE, Stewart T, Compton MT. Unemployment among Patients with Newly Diagnosed
First-Episode Psychosis: Prevalence and Clinical Correlates in a US Sample. Social Psychiatry and
Psychiatric Epidemiology. 2012;47(5):797-803. [PubMed: 21541697]

Embrett MG, Randall GE, Longo CJ, et al. Effectiveness of Health System Services and Programs
for Youth to Adult Transitions in Mental Health Care: A Systematic Review of Academic
Literature. Administration and Policy in Mental Health and Mental Health Services Research.
2015;43(2):259-269.

14. Kaplan K, Salzer M, Brusilovskiy E. Community Participation as a Predictor of Recovery-Oriented

Outcomes Among Emerging and Mature Adults with Mental Ilinesses. Psychiatric Rehabilitation
Journal. 2012;35(3):219-229. [PubMed: 22246120]

J Behav Health Serv Res. Author manuscript; available in PMC 2021 October 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Thomas et al.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

Page 10

Snethen G, Bilger A, Maula EC, et al. Exploring Personal Medicine as Part of Self-Directed Care:
Expanding Perspectives on Medical Necessity. Psychiatric Services. 2016;67(8):883-889.
[PubMed: 27032663]

World Health Organization. ICF: International Classification of Functioning, Disability, and
Health. Geneva, Switzerland: World Health Organization, 2001.

Furstenberg FF. Becoming Adults: Challenges in the Transition to Adult Roles. American Journal
of Orthopsychiatry. 2015;85(5, Suppl):S14-S21. [PubMed: 26460710]

Penttila M, Jaaskeldinen E, Hirvonen N, et al. Duration of Untreated Psychosis as Predictor of
Long-Term Outcome in Schizophrenia: Systematic Review and Meta-Analysis. The British
Journal of Psychiatry. 2014;205(2):88-94. [PubMed: 25252316]

Mueser KT, Penn DL, Addington J, et al. The NAVIGATE Program for First-Episode Psychosis:
Rationale, Overview, and Description of Psychosocial Components. Psychiatric Services.
2015;66(7):680-690. [PubMed: 25772766]

Kane JM, Robinson DG, Schooler NR, et al. Comprehensive versus Usual Community Care for
First-Episode Psychosis: 2-Year Outcomes from the NIMH RAISE Early Treatment Program. The
American Journal of Psychiatry. 2016;173(4):362-372. [PubMed: 26481174]

Substance Abuse and Mental Health Services Administration. Guidance for Revision of the FY
2014-2015 MHBG Behavioral Health Assessment and Plan, 2014.

Ramsay CE, Broussard B, Goulding SM, et al. Life and Treatment Goals of Individuals
Hospitalized for First-Episode Nonaffective Psychosis. Psychiatry Research. 2011;189(3):344—
348. [PubMed: 21708410]

lyer SN, Mangala R, Anitha J, et al. An Examination of Patient-ldentified Goals for Treatment in a
First-Episode Programme in Chennai, India. Early Intervention in Psychiatry. 2011;5(4):360-365.
[PubMed: 21951752]

Thomas EC, Snethen G, Salzer MS. A Developmental Study of Community Participation of
Individuals With Serious Mental Ilinesses: Implications for Policy and Practice. American Journal
of Orthopsychiatry. 2017;87(5):597-605. [PubMed: 28394152]

Oxhandler HK, Narendorf SC, Moffatt KM. Religion and Spirituality Among Young Adults With
Severe Mental IlIness. Spirituality in Clinical Practice. 2018;5(3):188-200.

Gowen K, Deschaine M, Gruttadara D, et al. Young Adults with Mental Health Conditions and
Social Networking Websites: Seeking Tools to Build Community. Psychiatric Rehabilitation
Journal. 2012;35(3):245-250. [PubMed: 22246123]

Abdel-Baki A, Lal S, Charron OD, et al. Understanding Access and Use of Technology among
Youth with First-Episode Psychosis to Inform the Development of Technology-Enabled
Therapeutic Interventions. Early Intervention in Psychiatry. 2017;11(1):72—76. [PubMed:
26011657]

Jivanjee P, Kruzich J, Gordon LJ. Community Integration of Transition-Age Individuals: Views of
Young with Mental Health Disorders. Journal of Behavioral Health Services & Research.
2008;35(4):402-418. [PubMed: 17464569]

Giirbiiz HGA, Demir T, Ozcan BG, et al. Use of social network sites among depressed adolescents.
Behaviour & Information Technology. 2017;36(5):517-523.

Shimitras L, Fossey E, Harvey C. Time Use of People Living with Schizophrenia in a North
London Catchment Area. The British Journal of Occupational Therapy. 2003;66(2):46-54.

Salzer M, Brusilovskiy E, Prvu-Bettger J, et al. Measuring Community Participation of Adults
With Psychiatric Disabilities: Reliability of Two Modes of Data Collection. Rehabilitation
Psychology. 2014;59(2):211-219. [PubMed: 24611922]

Segal SP, Silverman C, Temkin T. Measuring Empowerment in Client-Run Self-Help Agencies.
Community Mental Health Journal. 1995;31(3):215-227. [PubMed: 7621659]

Diamond R, Becker M. The Wisconsin Quality of Life Index: A Multidimensional Model for
Measuring Quality of Life. Journal of Clinical Psychiatry. 1999;60:29-31.

Wykes T, Sturt E. The Measurement of Social-Behavior in Psychiatric Patients: An Assessment of
the Reliability and Validity of the SBS Schedule. British Journal of Psychiatry. 1986;148:1-11.

J Behav Health Serv Res. Author manuscript; available in PMC 2021 October 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Thomas et al.

35.

36.
37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

Page 11

Sheehan DV, Lecrubier Y, Sheehan KH, et al. The Mini-International Neuropsychiatric Interview
(M.L.N.I): The Development and Validation of a Structured Diagnostic Psychiatric Interview for
DSM-1V and ICD-10. The Journal of Clinical Psychiatry. 1998;59(Suppl 20):22-33.

Morgan DL. Focus Groups. Annual Review of Sociology. 1996;22(1):129-152.

Bradley EH, Curry LA, Devers KJ. Qualitative Data Analysis for Health Services Research:
Developing Taxonomy, Themes, and Theory. Health Services Research. 2007;42(4):1758-1772.
[PubMed: 17286625]

Prior L Content analysis In: Leavy P (Ed). The Oxford Handbook of Qualitative Research. New
York, NY, US: Oxford University Press, 2014, pp. 359-379.

Metcalfe JD, Drake RE, Bond GR. Economic, Labor, and Regulatory Moderators of the Effect of
Individual Placement and Support among People with Severe Mental IlIness: A Systematic Review
and Meta-Analysis. Schizophrenia Bulletin. 2018;44(1):22-31. [PubMed: 29036727]

Unger KV, Pardee R, Shafer MS. Outcomes of Postsecondary Supported Education Programs for
People with Psychiatric Disabilities. Journal of Vocational Rehabilitation. 2000;14(3):195-199.

Salzer MS, Baron RC, Menkir S-MA, et al. Community Integration In: Nemec PB, Furlong-
Norman K(Eds). Best Practices in Psychiatric Rehabilitation, 2nd edition. McLean, Virginia:
Psychiatric Rehabilitation Association, 2014, pp. 219-236.

Becker DR, Drake RE. Individual Placement and Support: A Community Mental Health Center
Approach to Vocational Rehabilitation. Community Mental Health Journal. 1994;30(2):193-206.
[PubMed: 8013215]

Dixon LB, Holoshitz Y, Nossel I. Treatment Engagement of Individuals Experiencing Mental
IlIness: Review and Update. World Psychiatry. 2016;15(1):13-20. [PubMed: 26833597]

Lucksted A, Essock SM, Stevenson J, et al. Client Views of Engagement in the RAISE Connection
Program for Early Psychosis Recovery. Psychiatric Services. 2015;66(7):699-704. [PubMed:
25873029]

Niendam TA, Tully LM, losif A-M, et al. Enhancing Early Psychosis Treatment Using Smartphone
Technology: A Longitudinal Feasibility and Validity Study. Journal of Psychiatric Research.
2018;96:239-246. [PubMed: 29126059]

Olivet J, Haselden M, Piscitelli S, et al. Results from a Pilot Study of a Computer-Based Role-
Playing Game for Young People with Psychosis. Early Intervention in Psychiatry. 2018.

J Behav Health Serv Res. Author manuscript; available in PMC 2021 October 01.



Page 12

Thomas et al.

UMO 13y} 8xew 0} Awouoine [euostad
‘S1S8.81UI JRILIS UMM SIBYI0 YIM
UOI393UU0I [e190S Bupjew 10} 811Sap 418y}
01 saje[al )1 se ‘ajdoad BunoA Jo sanl|

8|qid sy}
Buipeal ‘oisnw Buikeid
‘Ue ‘Buipeal ‘saniAnde

‘uonelBaiul Aunwiwod
Buipunouuns siatireq pue suoddns 0y

“eluasydoziyos pue
‘1apJosip Jejodiq ‘uoissaidap ‘siaplosip
Aixue Buipnjoul ‘sasoubelp yieay

800¢ ‘uopi0

ay1 ul ajoJ Jueayiubis e sAejd uonelbajul 138)UN|OA ‘Buiyiom parejal sdnoib snooy eI syuedionted [ejusW JO apIM e pey sjuedioied 7 ‘yo1zniyy
Alunwiwod Jeyy sarealpul Apnis siyL ‘looyds 03 Bulo9 W01} Pa3da[|09 SeM uoljewlou] ‘BII8}I42 UoISN|IX3/uoIsn|ou| 65 annelend ‘galuenir
'sIeak 98'6 F
6/'82 Sem abe ueaw ay] :abued by
'sIsoyoAsd
Paonpul-82UBISgNS 0 J3pJosIp
poouw Jo sisoubelp Arewiid pue
SIapJosip [ejuaw o1ueblio o AloisiH
“e1483149 UOISN|IXT JUSSU0d pawliojul
‘|]ooyas pue *(uoiBijal ‘Jooyds ‘JuswAojdwa | 8pinoid 0} 8| 81em pue ‘shep Og Ueyl
yuswAojdwsa 03 Buiurenad uonedionsed '6°9) uonedioned Jo sease 0} 2I0W J0} UOIeIIPaW d1I0YdAsdiue
JO seaJe uo Aj3sow pasnaoy ydrym sjeob palejal yaiym ‘syuaired Jo sjeob ssasse pan1adal Ajsnoinaid 1ou pey ‘1spiosip
Aynuapi AJea)d 01 ajqe alam sisoydAsd 0] Pasn aInseawl e Sem alleuuonsand) wnJyads eruaiydoziyds e pey 1102 ‘elleN
Alreayaposida 1si1j yum pasoubelp uolbijal JUBIID-341T 4O AljenQ) UISUOISIAN ‘s1soyaAsd aposida 15114 Burousiiadxs 79 ‘eley] ‘eyluy
sjuaiyed 1ey) punoy sayoseasay ‘looys ‘JuswAojdwz 3y} JO UONJBS JUBWUIENY [e09) 80 0} PaJaPISUOD :eIId}LII UoISN|ou| 89 | annemuend “elebuey ‘1oA|
‘(dnoJb jonuo2) s1edk GZ'T FEZ'ST
pue (Ssau||i [eusw yim sjusied)
s1eak ze'T F 62'GT sem dnoib Apnis
Aq abe ueaw ay | gT-€T :abuel aby
'slaplosip
anoyaAsd Jo Aujigesip [enos|aul
‘uolissaldap 'sa)Is Buisilomiau YNM S[eNpIAIPU] (BII81LID UoISN|oXg
INOYIIM S}USISB|OPE UBY) SBHS [e190s Uo asn Jaulalu| Jo asodind "u01SSaJdap INoYNM S)uadsajope
Burpiomiau [e190s uo awil aiow puads Buieys auljuo pue ‘uoneanp ‘Aousnbauy ayy aqLIosap GG pue JapJIosIp aAISsaIdap yim 1102 ‘zeihod
uoIssaldap Yim Sjuadssjope 1eyl Sem ‘sydesboroyd Bureys 0} pasn ainseaw e S alreuuonsan® pasoubelp SJusdsajope £G papn|oul ® epey ‘uedzQ
Apnis ay} woJy sBuipuly urew ayy Jo suQ ‘Bunjiomiau [e190S 95 J0MIBN [e190S 8y L ajdwries sy 148y uoisn|ou| 80T | annemuend ‘Jlweg ‘zngdno
"Sa11IAINOR [e190s ueld 03 A|ay1] aJow a1am
SSaU||1 [RIUBW B INOYIIM S}npe BunoA
sealaym ‘Bojq e uo Juswwod pue sdnoih 'sa)Is Buislomiau
uoissnasip ui aredionued 01 Ajaxi| aiow [e120S JO SUOIIdUNY PU S8INJea)
alaM salls BuidJomlau [e190s Uo ssauj|l paulagaid pue sygey Buijiomiau
Jejuaw yum synpe BunoA ‘Ajjeary1oads [e100s Buipnjoul sari0ba1ed [e1anss uo "yZ—8T :9bued aby 2102 ‘Axple
IO "SSaU||1 [eIUaLL INOYMM/UUM Bep asuodsal 8210y2-paxiy Pajas||od "SSaU||! [eIusW INOYNM 79 ‘elepennio
synpe BunoA u1 Buiyiomiau |eI20S 0 asn sdnoif uoissnasip SSaU||| [RIUSIAl UO doURl||Y [eUOIIBN | /Uim sjenpiAlpul papnjoul sjuedionled ‘aureyosaq
3} Ul S9IUBIBHIP PUNOY SIBYDJeasal ay L ‘Bupjiomiau [e1o0s | syl Ag pasisiuiwpe ASAINS auljuo Uy TB148}149 UOISN|IX3/uoISn|du| 10z | annemuend ‘Usmo9)
"SUOISSNISIP
dnouf ui uonedionued Buieyjioey
SE |[9M SE SPUaL} Y)IM UOoIedIunwwod "62—8T :abuea aby
ul Aeis 03 s1soyaAsd Ajiea aposida 1511y Buiweb 's|00} [ea1bojouyosy 's1soyaAsd Ajresjeposida /T0Z ‘eled]
YuM yInoA Buidjay yiim pareloosse alom ‘sdnoub uoissnasip 10 8SN 8y} U0 UOIeWIOUI 193]|02 0} 1541} Yy pasoubBelp alam sjenpiAipu] S ‘uolieyd
Bunjiomiau [era0s pue asn ABojouyds ‘Bujiomiau [e190S pasn sem ASAINS PalaISIUIWIPe-4|as ‘BIJ8}142 UoISN|IX3/uoIsn|ou| 95 | annemuend | ‘e ‘peg-lepqy
P3IpMS S8NIAIOY N Apmg
suoISNoU0D /(s)eauy uonedidnied eleq 40 $324n0S ajdwes Jo uondiiasaq elol JoadAL 3oy

Author Manuscript

T alqeL

Author Manuscript

Author Manuscript

S)NS3Y M3IASY 3IN]esa)

Author Manuscript

PMC 2021 October 01.

in

available

J Behav Health Serv Res. Author manuscript



Page 13

Thomas et al.

‘[euonieziuefio ui payedioned synpe
13p]0 SeaJayM ‘SaNIIAIIJE [euoleINpa

pue wawAojdwsa ui paredionsed
synpe pafie-sppiw pue synpe Bunox

diysiom jo aoeid

‘arey Ayunwiwod ‘(jood
'6°8) gn|o as191axa/yijeay
‘Ja1e3y) ‘doys 9809

"pasn sem ‘seale paseq-AHUNLILWIOd Ul

0e—8T :abuea aby
'sisouBelp JapJosip anld8ye
Jolew 1o wnuyoads-eluaiydoziyos

‘s}jnpe Jap|o pue ‘synpe pabe-a|ppiw Nueinelsal ‘doysiagueq uoiredionJed juapuadapul 4o ainseaw Arewnd e pey S|enpIAIpu| Juasuod 1102 ‘19z|es
‘sjinpe BunoA Usamiag PaAIaSCo alam e 0] Buiob ‘ued e Buloh B SI YdIyMm ‘ainsealy uoiredionied pawojul papiroad syuedionued 7 ‘Usylaus
uonedioed Alunwiwod ul saduslaylg ‘SAINIAIIOR 133)uN|oA Aunwwio) Alsiamun adwia] ayl 11V el48}149 uoIsnjox3/uoisnjou| S0T anieIuend ‘sewioy |
"palalsIuILIpe Sem a|npayds JolAeyag
[e190S 8y} pUe ‘PaloNpuod Sem
(Buiddoys mopuim MBIAIBIUI JUBWIOLUI ABY B ‘PIMBINSI
'6°9) s891AJ8S pue Spooh 3J9M S8]0U ased ,sjuedioled
Buiseyaind ‘uoneanps ‘uonedionued Ajunwwod
*(seniAnoe uoiedNpa ‘(o1snw 03 Buluaisyy 10 seaJe 1noqe sjuedionsed
10 JuswAojdwsa) suonrednado aandnpold ‘uoIsINg|a) Bulyorem WoJ} UoIeWIOUI 193]|02 0} pasn "yZ—8T :abued aby
10 ainsia] aAnde 0} patedwod (Buipess ‘Buipeas “B-8) ainsig) aJam eyep 18bpng awn pue ‘Buies 'SIS0YIASd aA11084Je-UOU paje|al €002 ‘AonteH
'69) So1lIAIIOR 8INnsI9| aAIssed Ul aJow anissed ‘(‘sue ‘spods woldwiAs ‘sasreuuonsanb [eaiulfd 10 eluaiydoziyds yum pasoubelp 79 ‘A9ss04
patedionued eluaiydoziyds yum synpy "69) ainsia] aAnoY ‘erep o1ydesBowapoldos pajielad SHNPY BlJ811I9 UOISN|IX3/UoISN[ou| 1T | annemuend ‘sewiys
'SIeak T°G FE'vz :9buea aby
"JUSSU0J pawojul apinoid 0}
a|geun 1o ‘sypuow € UIyim s1soydAsd
10} uonezifeydsoy snoiasid ‘UonIpUOd
[eatpaw Jueayubis ‘Anjigesip
[en1d3]|31u] e1a811Id UoISn|oxXg
‘yijeay pue Buisnoy "JUBSUOD PaWIOJUI USJILIM
‘sdiysuonreal ‘uoireanpa ‘uswAojdwa Anfenids "SMBIAJB)UI [BNPIAIPUI BIA S[eob pap1Aoid pue Japiosip d110ydAsd
0} pajejal s1SoydAsd Ajrea/aposida ‘uoireanpa ‘JuswAoldwa JusWIeal] pue 81| Inoge syuedionted 3A1193)e-UoU ® JO aposida 1si1) 1102
15113 YHM S[enplAlpul Jo sjeob a1 ay L ‘21SNW pue Uy W01} Pa3aa[|09 Sem uoljewlou| © 10} pazi[e)idsoH :el4allad uoisnjou| 00T annenend “Ie 30 Aeswey
'Ssau||l [eusw Gz—8T :9bueu aby
SNoLI3s yum sy npe BunoA Jo yijeay "Juasuod apiaold 01 ybnous a|qels
[ejuaw ay} ui ajod e pake|d yeys sease ayy "SMBIAJBIUI 3 01 Is1Ie1YdAsd 1un Agq paulwslep
10 8wos asam AjtjeniLids pue uoibijes ‘Aunwwod [enyuids [enpiAIpul eIA 22139eud snoifijal pue | a1em ‘Japiosip winudads elualydoziyos
0} parejal (Yanyd yum seouatiadxa /snoib1jas 118y wiouy ‘uonealyuUap! snoibijal ‘asn 8d1AI8s | 10 ‘Uaplosip anlssaldap Jofew ‘aplosip 8102 ‘NeyoN
annjebau “6°9) sialieq pue (sjqig yoddns Buiaiedal ‘a|q1g Yjeay [ejusw noge syuedioned Jejodiq Jo sisoubelp Bunuasaid 79 ‘JiopusleN
ay1 Buipeal ‘1aAeld 6°8) sio1ed|1oe4 ayy Buipeal ‘Buifeld W0J} Pal93]]09 SeM UOITeW.Iou| ‘B1181149 UOISN[IX3/uoIsn|ou| GG annelEend ‘19]puByxQ
“J18Y30 Jueayiubis e yum
awn Buipuads (g pue puaiiy e yum
awn Buipuads (T :swall 0M) passasse
MBIAIRUI 84177 JO AlifenQ) s, uewya]
W01} 3INSeawW uoIsnjou| [e190S
“Juswafehua JIAID ainseaw 0} pasn
(spuany sem (G66T ‘UDWAL 7 ‘UBLLIBA|IS '0e—8T :9bued aby
yum awn Buipuads *6°9) ‘[efas) a1eas Juswiamodwg 'SSaU||I [elusW SNoLIBS
"sanIAnoe [enids pue ‘djay-jjes | sdiyspusiiy ‘Buriasiunjon paleipaN AjjeuoneziuebiQ Jo sisoufelp Arewnd pue ‘syyuow zT
‘Bunyuated ul paAjoAUL BI0W BJe S}Npe ‘SaNIAIOE [en)iids "uonedNpa pue ‘uswAojdwa 1SB| 8y} JSAO JusLLIEa} U)eay [elusw
ainjew seassym ‘spuatly yum awiy puads | /snoibifas ur Juswabehus ‘Buriasiun|oA :uonedioned | Ul paAjoAUL A[AIIOR ‘JUSSUOD PaLLIOSUI 2102
pue sjuapnis aq 01 A|ax1] aJow aJe s}npe ‘Juswabehus JIAID 10 seale BUIMO||04 3y} SSasSe 0] pash anb 03 Aujige ‘sisoufelp || Jo ‘Aijsnolisnig
Buibiawa ey 1s866ns sBuipuly asay ‘|ooyds ‘wswAojdwz 9J9M S9|CRLIBA SNOWOIOYIIP ‘OU-SBA | SIXY/ ZB118}149 UOISN|IX3/uoISn|ou| ez | annemuend ‘19z|es ‘uejdedy
"s|eof aAsIYDe 0} S)S8I8UI PUB SHUS[E} 'SIeak G’z F 6T
[enpiAipul J1ay3 Buizijnn pue ‘sasloyd 30 abe ueaw e yum gz—gT :abued by
PaIPNIS SBINAIOY N Apms
SuoISNaU0D /(s)eaay uonedidnied eleq Jo $324n0s ajdwes jo uondiaasaq elol JjoadAL 301y

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

PMC 2021 October 01.

in

available

J Behav Health Serv Res. Author manuscript



Page 14

Thomas et al.

"Apn1s yaea ulyum synpe BunoA ag 01 pasapisuod asam oym siuedidned Jo N
¥

's)npe Japjo Jo pabe-s|ppiw
pasedwod synpe 6unoA o3 Jueniodwi
2J0W 3JaMm SaniAnde Bulurel) pue
BuIIOAN "Sa1IAIDR SNOIBIIL pue ‘DIA1D

AJeiqi| SIA ‘Bwioy

JINOA Ul SpuaLy Jo Ajiwey
urepajua yusna [eanijod
‘97801411489 J0 d831b8p

' ulea ‘Aued o019
‘salnoW ‘WAB uana
suods e ui ayedionied
lo/pue yarem ‘00z
‘looyas 03 Buioh ‘Aed
1oy Bupjiom ‘wnasnw
‘(anBobeuAs ‘yainyo)

SuoISN|oU0D

P3aIpMs SanIAl
/(s)eaay uonedidnied

eleq Jo sadanos

ajdwes jo uondiaasaq

M
Ie10L

Apms
JjoadAL

LTI\

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

J Behav Health Serv Res. Author manuscript; available in PMC 2021 October 01.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Thomas et al.

Table 2

Demographic and Clinical Characteristics of Focus Group Participants (N=11)

Variable N (%) M SD
Gender
Men 8(73)
Women 3(27)
Race/Ethnicitya
Black 8 (73)
White 3(27)
Latino 1(9)
Other 1(9)
Education (years)
<12 3(27)
12 or GED 3(27)
12+ 5 (46)
Marital Status
Single 10 (91)
Significant Other but Not Married 1(9)
Age (years) 11 | 21.82 | 3.16
Sources of financial support (past 12 months)a
Employment 6 (55)
Social Welfare Benefits (SSI/SSDI, food stamps, unemployment compensation) | 10 (91)
Family Contributions 1(9)
Vocational Program 1(9)
Occupational Status?
Currently Working for Pay 4 (36)
Currently a Student 5 (45)
Diagnosis
Schizophrenia 6 (55)
Bipolar Disorder 2 (18)
Major Depressive Disorder 2(18)
Unknown 1(9)
Age at First Mental Health Treatment 9 | 18.89 | 5.42
Number of Psychiatric Hospitalizations
Lifetime 8 1.88 | 1.64
Past 6 Months 9 1.22 .83

a . .
Categories are not mutually exclusive.
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Focus Group Results

Table 3

Page 16

ICF Domain Community Participation Area Specific Activities
Arts and Culture Artistic Participation ™ Making music
Writing
Drawing
Painting

Aurts and Culture

Artistic Appreciation *

Listening to music

Reading

Poetry slams

Art shows

Going to a museum

Going to a library

Watching movies (movie theater, drive-in)

Watching soap operas

Education

School *

Going to school to earn a degree or professional certificate

Taking classes online

Non-Remunerative Employment

Community Outreach *

Volunteering

Organized Religion

Religion and Spirituality*

Going to a place of worship (e.g., temple, church)

Going to Bible studies

Play

Playing Games

Playing (card/board/billiards) games

Going to an arcade

Going to a casino

Going to an amusement park

Political Life and Citizenship

Civic Participation *

Going to a march, run, or demonstration

\oting

Socializing

Going to Social Events *

Cookouts/barbeques

Going to parties

Going to restaurants or bars

Spirituality

Religion and Spirituality*

Meditating (for spiritual reasons)

Yoga (for spiritual reasons)

Praying

Reading religious texts

Sports

Sports Participation

Going to the gym

Biking

Basketball

Football

Walking or running

Martial arts
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Page 17

ICF Domain

Community Participation Area

Specific Activities

Going to a shooting range

Exercising

Swimming

Bowling

Skating

Lasertag

Paintball

Sports

Sports Appreciation

Watching sports (at sporting event or with others at home)

Fantasy Football

Work and Employment Work ™

Working

Working on a resume

Exploration of Other Communities

Traveling

Hanging Out

Window shopping (and other related activities such as going to the
mall, hanging out with friends)

Nature-Based Participation

Going to a park

Camping

Spending time in nature

Virtual Participation *

Online video games

Reading (celebrity) news online / searching for information online

Emailing for social reasons

Taking/posting pictures

Social media (e.g., Facebook, Twitter, Instagram)

Online forums

*
Indicates findings consistent with literature review.
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