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Abstract
Background: We describe the methodological dimensions of community-based participatory research through a description of
study design, youth engagement, and methods/processes in the cocreation of knowledge within a Canadian study, the Bipolar
Youth Action Project. This collaborative partnership—carried out by a team composed of academic, community, and youth
partners—was designed to investigate self-management and wellness strategies for young adults living with bipolar disorder.
Objective: The aim is to describe the opportunities and challenges of this collaboration and to reflect upon the process of
involving youth with bipolar disorder in health research that concerns them, and share lessons learned.
Methods: The project was conducted in multiple phases over 2 years: (1) grant-writing, with youth contributing to the process;
(2) recruitment, in which 12 youth were selected and trained to help shape and conduct two research forums; (3) the first research
forum, where more youth were consulted about the strategies they apply to stay well (self-management strategies); (4) data
analysis of Forum I findings; (5) research Forum II, which consulted youth with bipolar disorder about knowledge translation of
Forum I findings; and (6) data analysis of Forum II findings. Youth peer researchers with bipolar disorder were involved in a
significant capacity at every stage in the process.
Results: Of the initial 12 youth peer researchers, 7 remained on the project from the recruitment phase until the project ended.
They collaborated in the creation of two youth research forums that consulted youth with bipolar disorder on their self-management
strategies.
Conclusions: This article shares what was learned from the process of partnering with youth with bipolar disorder in a
community-based participatory research study.
(J Participat Med 2020;12(3):e19475) doi: 10.2196/19475
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Introduction
Bipolar disorder is a type of mood disorder characterized by
periods of depressed and elevated (manic or hypomanic) mood
states, with corresponding changes in thinking and behavior
[1]. The typical onset of bipolar disorder occurs in late
adolescence to early adulthood [2]. According to the World
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Health Organization, the condition is the 6th leading cause of
disability among people aged 0-59 years in higher-income
countries, and 8th in lower-income countries [3]. Globally,
bipolar disorder is the 4th greatest cause of disability-adjusted
life years in people aged 10-24 years [4]. Youth, therefore, are
a key target group for early intervention and support, particularly
given that interventions for bipolar disorder may be more
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effective for younger adults than for their older counterparts
[5,6].
Fostering self-management strategies—that is, the plans and
routines that a person with bipolar disorder uses to promote
health and quality of life [7]—is viewed as a key element of
ensuring optimal health in people with the condition. A solid
body of evidence now exists on self-management in adults with
bipolar disorder [7-11]. However, much less is known about
effective self-management for bipolar disorder in youth
populations [10].

Community-Based Participatory Research
The research methods of the Bipolar Youth Action Project were
guided by the Collaborative RESearch Team to study
psychosocial issues in Bipolar Disorder (CREST.BD) [12], a
Canada-based network dedicated to collaborative research and
knowledge translation in bipolar disorder. The CREST.BD
network specializes in community-based participatory research,
a participatory research approach in which academic researchers
and community members work in partnership [13].
Community-based participatory research aims to shape research
around community priorities, emphasizing knowledge generation
that contributes to the community and social change [13-15].
Community-based participatory research can be viewed as a
“philosophy of engagement” [16] rather than a discrete method
per se; instead, diverse methodological approaches can be
applied within the frameworks of the research method. The
CREST.BD team, who are informed by a decade of research
and integrated knowledge translation, developed a specific
model of community-based participatory research for bipolar
disorder [17]. The model builds on the strengths of the
community of people with bipolar disorder and has been
successfully applied across diverse projects in populations of
adults with bipolar disorder [9,17-19].
A logical progression in CREST.BD’s program of research was
to explore the application of community-based participatory
research approaches in youth and young adults living with
bipolar disorder. Community-based participatory research has
long been viewed as an effective approach for working with
underserved populations, gaining increasing support for its use
over the past twenty years [20-23]. Seldom heard populations,
including populations of youth [24], voice a need for innovative
approaches to address issues of social, contextual, language,
and cultural factors faced in mental health treatment systems.
For youth facing mental health challenges, community-based
participatory research approaches hold potential to amplify
well-being and personal strengths [25], increase access to mental
health services and information [26], and enhance
methodological rigor and implementation of research findings
[20,24].
Diverse and international youth populations have now been
engaged in community-based participatory research projects
[24]. In the mental health arena, these approaches have been
used to advance knowledge on substance use in youth [27];
suicidality in American Indigenous youth [21]; trauma,
psychiatric issues and educational and behavioral outcomes in
Cambodian American youth [28], and bullying in
elementary-aged youth [29]. The potential assets of
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community-based participatory research approaches in youth
mental health research are clear. However, there are particular
challenges in participatory research with youth, including
difficulties concerning power differentials [30], problems
maintaining engagement [31], concerns of disclosure and
anonymity [32], and differing research goals between academic
and peer research teams [30].
In summary, we know that self-management strategies are
critical for health and quality of life in people with bipolar
disorder, but a gap exists in self-management research
specifically addressing youth with the condition. A specific
model for community-based participatory research in adults
with bipolar disorder has been developed, but little is yet known
about the application of this approach in youth. This article
traces the lifespan of a 2-year community-based participatory
research-informed study engaging youth with bipolar disorder
as peer researchers. We describe how youths’ roles as peer
researchers presented both opportunities and challenges to more
traditional research and knowledge translation activities. We
also outline the lessons learned from this process.

Methods
Project Aims and Overarching Design
The Bipolar Youth Action Project was a 2-year youth-driven
research project with a primary aim of building knowledge on
(1) effective self-management strategies for youth with bipolar
disorder, and (2) preferred knowledge translation methods for
sharing this knowledge with other youth with bipolar disorder
and their supporters. A secondary aim was to develop the
knowledge base on the application of community-based
participatory research in youth living with bipolar disorder.
Youth with bipolar disorder were integral to each stage of the
Bipolar Youth Action Project, as funding coapplicants, peer
researchers, research participants, and knowledge brokers.
Previous Bipolar Youth Action Project publications have
described the project’s specific methods [33] and provided a
qualitative analysis of youth preferences for knowledge
translation methods for online health information [34]. Here,
we take a deeper dive into our secondary aim, which is to
describe and share reflections on the community-based
participatory research approaches we undertook in the Bipolar
Youth Action Project. In the following sections, we describe
the specific methods we undertook across the various study
phases.

Prefunding Phase
The Bipolar Youth Action Project was funded by the Vancouver
Foundation, a British Columbia-based funding agency dedicated
to supporting community-focused research. The funding
application was coproduced in equal partnership by two
organizations: the Bipolar Disorder Society of British Columbia
(BDSBC; now Vancouver BC-based Stigma-Free Society), an
organization providing social support and services for people
living with bipolar disorder based in Victoria, British Columbia,
and CREST.BD, headquartered in Vancouver. In order to
generate pilot data for the funding application, the Executive
Director of BDSBC conducted a focus group with five youth
with bipolar disorder who were associated with the BDSBC.
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The youths were recruited through announcements at BDSBC’s
support groups and via advertisements within the community
and in a local newspaper. Youth applicants were required to
submit a resume and cover letter and were interviewed by the
Executive Director of the BDSBC and by the project’s Principal
Investigator. The inclusion criterion for eligibility was
self-report of a health care provider diagnosis of bipolar disorder
(type I, II, or not otherwise specified). Two of the youth who
participated in the focus group self-selected to serve as
coapplicants on the funding application and collaborated on the
identification of project methods.

Phase 1: Team Establishment and Capacity Building
Team Establishment
Central to the Bipolar Youth Action Project was the
establishment of the Youth Action Group, a group of young
adults aged 20 to 25 years living with bipolar disorder, who
served as peer researchers for the duration of the project. The
BDSBC recruited 12 youth by advertising the project within
their community network and interviewing prospective
members, with the expectation that there would be some attrition
over the study’s 2-year span. The recruitment process and
inclusion criteria were the same as in the prefunding phase, with
the addendum that members of the Youth Action Group must
also be able to complete a 2.5-hour research ethics course (the
Tri-Council Policy Statement Course on Research Ethics). Two
“Co-Leads” self-selected to take on the additional
responsibilities of governance and leadership of the Youth
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Action Group. The wider project team consisted of an academic
researcher specializing in community-based participatory
research in bipolar disorder, the Executive Director of the
BDSBC, a specialist from an organization dedicated to youth
engagement, health care providers (two psychiatrists who were
coapplicants on the funding application and one mental health
counselor), and a research coordinator.

Capacity Building
A series of four foundational training sessions were conducted
with Youth Action Group members to build capacity. The
sessions were focused on: the principles and implementation
of community-based participatory research; qualitative,
quantitative and graphic facilitation methods; research ethics
and knowledge translation; and providing a grounding in
CREST.BD’s previous research exploring self-management in
adults with bipolar disorder (see Table 1).
Graphic facilitation, or graphic recording, is a process of
illustrating themes and ideas shared during discussions using a
combination of text and imagery, typically on a whiteboard or
large sheet of paper [35]. The rationale for training Youth Action
Group members in graphic facilitation was twofold. First, it
was a means of knowledge translation of findings from
CREST.BD’s research into adult self-management, as group
members were tasked with visualizing previous findings as the
academic team presented them. Second, introducing graphic
facilitation to group members provided training in a knowledge
translation method that could be utilized at the research forums.

Table 1. Phase I research training events.

a

Training Day

Purpose

Description

Research training day

YAGa team-building, education about CBPR, qualitative methods

Full day in-person event

Graphic facilitation day

Educate YAG about self-management and graphic facilitation methods

Full day in-person event

TCPS2 CORE courseb

Train all YAG members in research ethics

Online research ethics course for researchers
and research staff

CBPRc webinar

Refresh YAG knowledge of CBPR and qualitative research methods

Web-based presentation at the end of Phase
1

YAG: Youth Action Group.

b

The Tri-Council Policy Statement Tutorial Course in Research Ethics (Government of Canada Panel on Research Ethics, 2016).

c

CBPR: community-based participatory research.

Phase 2: Forum I

Group members, who distributed posters and volunteered at
mental health awareness events.

Once the training phase was complete, team members
co-designed and delivered the first of two “Youth Research
Forums,” hosted at an event center chosen by the Youth Action
Group. The primary research goal of Forum I was to yield new
knowledge on self-management of bipolar disorder in youth. A
secondary aim, determined by the Youth Action Group, was to
share knowledge of bipolar disorder self-management and
stigma in the form of group-designed workshops and
presentations. In order to include the perspectives of youth in
high school, participants in Forum I could be aged 16-25 years,
and self-identified as living with bipolar disorder I, II, or not
otherwise specified. Recruitment was undertaken jointly by the
BDSBC, who reached out within its network, and Youth Action

At the opening of the day, Youth Action Group members
delivered presentations and workshops to forum attendees,
followed by a group-led mindfulness activity. Afterward,
academic research team members with experience in qualitative
methods moderated four 90-minute focus groups to discuss
self-management strategies used by youth to stay well. Focus
groups were digitally recorded, with Youth Action Group
members acting as notetakers. Throughout Forum I, a graphic
facilitation specialist visualized themes from the Youth Action
Group presentations on a large sheet of paper hung on the wall
(Figure 1).
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A private area was available for participants to retreat to in case
of distress, and health care providers (one female, one male)
were available on-site to provide support as needed. One forum
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participant opted to bring a parental supporter with them to the
event (but the supporter did not participate in data collection or
discussions).

Figure 1. Erin Stewart Elliott, the project’s graphic facilitator, presents her illustrations of the day’s themes at Forum I.

Phase 3: Forum I Analysis
A Youth Action Group member transcribed the focus group
audio recordings verbatim and ensured all identifying
information was removed. A coding framework was
collaboratively developed with the Youth Action Group member
and two academic researchers; the Youth Action Group member
also participated in the thematic analysis (findings reported
elsewhere) [33]. The same member created a summary of
findings to present to the rest of the group during Forum II
planning.

Phase 4: Forum II
The primary goal of Forum II was to share the results of Forum
I with participants and to consult on suggestions for knowledge
translation and dissemination of Forum I findings. Inclusion
criteria for Forum II were the same; both prior Forum I
participants and new youth participants were welcome to join.
Youth Action Group members shared the results of Forum I
using presentations, arts-based methods, and group activities.
As at the previous Forum, a graphic facilitator illustrated themes
discussed and shared throughout the day on a large
wall-mounted sheet of paper.
After the presentations and workshops, youth participated in a
World Café to discuss avenues for knowledge translation. World
Café is a method of structured conversation in which participants
move between multiple tables, each with a designated topic of
discussion. Academic researchers served as facilitators at each
of three tables, and one table was facilitated by the Youth Action
Group Co-Leads. Other members joined discussions as
participants. The conversations at each table were recorded.
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Phase 5: Forum II Analysis
World Café audio recordings were analyzed by a Youth Action
Group member and another researcher. Detailed descriptive
notes were written, eliminating identifying information, with
tallies tracked of concrete suggestions made for knowledge
translation.

Ethical Considerations
The University of British Columbia Behavioural Research Ethics
Board and the Island Health Research Ethics Board granted
ethics approval for the Bipolar Youth Action Project. Youth
aged 19 years or above provided written consent to participate
in the study; youth aged 16 to 18 years provided both their
written assent and written consent of a parent or guardian.
Consent packages were written in plain language to a
Flesch-Kincaid reading level of grade 8 and included discussion
around the permanency of media (photos and video) produced
as products of the study. For data-gathering, consent to record
audio was a prerequisite for participation in both forums, but
participants, including the Youth Action Group, could decline
consent for photography and videotaping.

Compensation Considerations
Youth Action Group members were compensated at a rate of
USD42 (CAD50) per monthly meeting; Co-Leads were
compensated at a rate of USD55 (CAD65) per meeting. One
member was employed on contract to conduct the transcription,
and support the coding and data analysis, of Forum I results,
and the transcription and initial analysis of Forum II results.
Youth Action Group members received reimbursement for
childcare and travel expenses, and meals were provided at all
meetings.
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Results
Recruitment and Retention
At the outset of the Bipolar Youth Action Project, 12 young
adults (aged 20-25; 10 females and 2 males) living with bipolar
disorder were recruited to the Youth Action Group. All members
were Caucasian and resided within urban areas. One group
member was a parent. At the end of the 2-year project, 7 of the
12 original members (58.3%; 6 females and 1 male) remained
engaged, a notable retention rate for a youth project of this
length. Three members of the Youth Action Group (all female)
discontinued participation in the because of illness relapse or
reported difficulties balancing project responsibilities with
university and work commitments. 2 additional youth (1 female,
1 male) discontinued without citing a reason, and the team was
unable to reach them for follow-up. Of note, all attrition of
Youth Action Group members was before the final training
session; from this point until the project end, the seven members
remained engaged.

Youth Roles and Capacity-Building
Youth Action Group members’ participation in the Bipolar
Youth Action Project was hybrid in nature. First, the members
acted as paid peer researchers. Their role included helping to
inform and guide the research direction, organize and present
at the research forums, and disseminate study results. The
members attended monthly meetings, participated in training
sessions, and maintained continuous communication with the
academic team via email, and with one another via Facebook.
Throughout the project, members took on project roles and built
capacity in areas that interested them, including meeting agenda
cocreation (n=2); event planning (n=7); social media
management and outreach (n=4); creation of infographics and
video presentations (n=7); public speaking (n=7); data analysis
(n=1); event cohosting (n=4); and knowledge translation of
self-management strategies into engaging presentations (n=7).
Second, Youth Action Group members acted as research
participants themselves. At Forum II, the group explicitly
contributed knowledge about how best to share youth bipolar
disorder self-management strategies with the wider community,
and their experiences with participating in the project as peer
researchers was an important source of knowledge about youth
community-based participatory research engagement.
Facilitating Youth Action Group members’ contributions and
roles throughout the project required a flexible approach, with
the community partner and academic team adjusting their work
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schedules to accommodate work and school schedules. Attention
was paid to considering how to develop rapport effectively,
convey information in accessible and engaging terms, assign
appropriate quantities of work, and aid the youth peer
researchers in taking ownership of the project. The group
members worked most effectively with clear deadlines and
consistent email communications.
Training events contributed to cohesion and trust-building within
the overall team, which helped to model, build, and maintain
effective working relationships and retain participants. Although
significant staff time and explicit funding were set aside for
Youth Action Group training during the eight months of phase
I, in practice, training was ongoing throughout the project on a
less formal basis. Given the length of the study, the members
would likely have benefitted from refresher training on concepts
learned earlier in the project.
Youth became more secure in their roles and in taking ownership
of the Bipolar Youth Action Project as it progressed,
demonstrating a greater willingness to take on leadership roles
after they had been delineated or modeled by the community
partner and academic researchers. For Forum I, five of the seven
Youth Action Group members elected to give workshops on
specific topics related to mental health. During this process, the
academic team supported the members in selecting topics and
encouraging them to develop their ideas. The chosen topics
were (1) living with mental health stigma, (2) creating a personal
mindfulness toolbox, and (3) “Leading Extraordinary Lives”
(Table 2). Although the members had been trained in graphic
facilitation, they chose not to partake in this at Forum I.
Youth Action Group members were much more confident
assuming leadership for the second Forum and wrote and
delivered workshops with minimal involvement of the academic
researchers. Of the 7 Youth Action Group members, six were
split into pairs, and each chose to present on themes from Forum
I. The chosen topics were: (1) health and fitness, (2)
in-the-moment strategies for managing shifts in mood, and (3)
developing support networks (Table 2). As with Forum I, Youth
Action Group members demonstrated creativity and passion
towards the topics chosen; however, they were notably more
confident in the development and execution of their ideas for
Forum II and required less input and encouragement from the
academic team. At Forum II, Youth Action Group members
again elected not to partake in graphic facilitation of
presentations and workshops, although they did create some
writings and illustrations with other participants during the
introduction phase of the day.
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Table 2. Youth Action Group–led and designed workshops.
Workshop topic

Description

Forum I
Stigma

One member and the community partner delivered a presentation explaining the stigma of bipolar disorder and how to
live with it.

Mindfulness

Two members introduced the topic of mindfulness and led participants in creating personal mindfulness toolboxes.

Leading Extraordinary
Lives

Two members presented their personal health stories, with the underlying message that it is possible to live an extraordinary life with bipolar disorder.

Forum II
Health and fitness

Two members shared their personal health stories as a means of knowledge translation of Forum I findings of selfmanagement through diet and fitness.

In-the-moment strategies

Two members used props to demonstrate strategies for self-management while amid a depressive or manic/hypomanic
episode, as a means of knowledge translation of Forum I findings.

Evolving Communication
A common workflow was established reflexively over time,
based on group feedback and the academic team’s observations
of how engagement varied as a function of project stage, volume
of communication, and level of structure provided by the
academic team. Email communications served as an important
supplement to monthly in-person meetings (especially as the
project was being conducted from Vancouver Island and the
city of Vancouver), and the academic research team noted that
the greater the number of email communications, the more
engaged the Youth Action Group appeared to be. Often,
deadlines would be agreed upon during in-person meetings, but
friendly check-ins during the monthly helped members to meet
these deadlines and to be open about any roadblocks or
challenges they faced.

Data Analysis
As noted elsewhere [33], Youth Action Group members
expressed that conveying the forum findings in peer-reviewed
papers was a priority for them. One member stated an interest
in becoming more heavily involved in data collection and
analysis. This individual was hired as a contract research
assistant to transcribe the Forum I focus group proceedings, and
then to take the lead as a peer researcher in the analysis of the
focus group findings. The process of involving this peer
researcher was mutually beneficial. It helped to develop their
capacity in their area of interest, and their lived experience lens
was valuable in selecting themes likely to hold relevance
towards youth living with bipolar disorder.

Discussion
Maintaining Engagement
A particular challenge in engaging youth as coproducers of
health research is accommodating their fluctuating school and
work schedules [31,36]. In the case of the Bipolar Youth Action
Project, it was also expected that Youth Action Group members’
active mood episodes could affect retention and participation.
Indeed, for these reasons, some group members did leave the
project during Phase 1; however, participation remained
consistent after that.
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The following are several recommendations to maintain youth
engagement.

Foster Motivation With Open Communication Around
Project Goals and Codevelop Goals to Include
Participation of All Team Members
The academic research team found it helpful to ground research
activities in the context of a grander purpose. It was important
to ensure that youth peer researchers understood how specific
activities related to the project aims; research activities that
seem obvious to academic team members can appear to be
nonsequiturs to youth if they are not informed of the reasoning
behind them. Concrete actions that the academic team took
towards this aim included: creating an open atmosphere where
questioning was encouraged; conveying information through
means that involved active and creative participation of the peer
researchers, such as graphic facilitation; hosting a final training
session that re-stated learnings from previous sessions; opening
discussions for youth expertise, and maintaining consistent
communication.

Reassure Youth That Their Input Is Valued and Take
Care to Facilitate Their Input
Peer researchers may feel discouraged from contributing to
discussions if they feel their input is not valued [37]. Therefore,
creating an environment in which peer researchers’ thoughts
and opinions are respected helps them to feel their input is
legitimate [38]. Community partners can be useful towards this
aim, serving as a liaison between academic and peer researchers,
and representing the interests of the target population [37]. The
familiarity and trust Youth Action Group members felt with the
community partner from the project outset aided them in
expressing their points of view. In addition, cocreation of
meeting agendas with Youth Action Group Co-Leads ensured
that youth input would be woven directly into the structure of
discussions.

Assign Concrete Responsibilities to Serve as a
Mechanism for Engagement
In the context of youth-adult partnerships in mental health
research, a balance of flexibility with clear expectations has
been found beneficial [39]. Indeed, Youth Action Group member
engagement peaked before and during research forums, when
J Participat Med 2020 | vol. 12 | iss. 3 | e19475 | p. 6
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tasks to be executed were most concrete. Throughout more
abstract phases of the Bipolar Youth Action Project, youth peer
researchers were less engaged and required more follow-up to
ensure they were aware of meeting times and tasks that needed
completion. At these times, group members may have felt unsure
about what they were meant to do and had had little reason to
think of the Bipolar Youth Action Project amid competing
priorities. Establishing more concrete responsibilities early in
the project, and contextualizing them as vital for the forums,
would likely have helped the youth become more engaged in
the project in its earlier stages.

Prioritize Effective Communication
Disengagement in participatory research has been attributed in
part to mismanagement of roles and a lack of clear, open
communication [40]. Keeping consistent contact, such as
meeting reminders and communication about assigned work,
can improve output and engagement [41]. Throughout the
Bipolar Youth Action Project, consistent email communication
enhanced peer researcher engagement. It was also important to
convey information to members in terms that were accessible
and considerate of their condition. The sharing of prior research
findings during a training event using graphic facilitation
methods provided grounding in CREST.BD’s earlier work in
bipolar disorder self-management in an engaging and
self-relevant manner.
In CREST.BD’s previous work, the pace of research has, at
times, been seen as slow and frustrating by peer researchers
[42]. A strategy of pre-emptive sharing of “research snapshots”
with the group before extensive analysis of the data has been
effective in past community-based participatory research
projects conducted by CREST.BD [42]. This strategy was
utilized between the first and second forum, at meetings, and
through email communications. Early iterations of papers were
shared with Youth Action Group members before submission,
both for their input and approval, as well as to assure them that
their efforts were seeing fruition.

Capacity-Building Over Time
Leadership
In CREST.BD’s prior research, tensions have been experienced
in terms of meeting projects’ funded research goals in addition
to peer researcher or community goals [42]. In the Bipolar Youth
Action Project, Youth Action Group members tended to focus
on goals relating to advocacy and immediate action, whereas
the academic researchers were oriented towards research and
knowledge translation goals. Negotiating these diverse
orientations required a reflexive process of establishing spheres
of leadership, supporting Bipolar Youth Action Project’s peer
researchers to put project outputs into practice and make an
immediate impact during forums. At the same time, academic
research team members focused more on enacting research
goals. A recent publication in youth participatory research posits
that, rather than exercising paternalistic direction over youth
peer researchers in the interest of promoting research goals, it
can be beneficial to consider youth goals “in parallel” to those
of academic researchers: distinct, yet proceeding in the same
direction [30].
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Power Inequities
Unequal power differentials are a perennial challenge within
participatory research [20,26,30,43], with academic researchers
holding an advantage of greater scholarly knowledge, research
experience, and status within research projects [44]. Peer
researchers hold power and expertise in their own right, through
lived experience [39,45], but this power may not be broadly
acknowledged [44]. In projects like the Bipolar Youth Action
Project, with younger peer researchers, these power inequities
may be amplified. Youth, accustomed to hierarchical contexts
at school and work, may find it unnatural to be called upon to
collaborate as peers, presenting academic researchers with the
task of providing necessary supports to encourage collaboration.
Affording Youth Action Group members an arena in which to
ask questions, and to research their ideas in a working context,
was therefore viewed as an important opportunity for helping
them to build capacity.

Time Considerations
Commentators in participatory research have cautioned that
inadequate time for involvement by peer researchers can render
their participation superficial. Researchers advocate for
thoughtful training with time built in for flexibility and delays
[40,46]. The “publish or perish” mentality can compel academic
researchers to leave insufficient time for the unfolding of
participatory research processes, and this risks rendering the
involvement of community members tokenistic [40]. The 2-year
timeline of the Bipolar Youth Action Project provided the
academic team adequate time to reflect upon and adjust and
communicate expectations of Youth Action Group members
and allowed the members to build capacity over time. In working
with youth, who may feel less comfortable assuming
responsibility and stating their perspectives openly, longer
timelines can provide ample space for the gradual building of
capacity and confidence and assumption of responsibility.

Settle Collectively on a Workflow That Suits Both Parties
and Provide Adequate Structure for Youth Contributions.
Establishing principles of work is foundational to creating
positive working relationships within a peer research group
[47], which in turn can equalize and enhance patient-led research
[45]. The timeline of the Bipolar Youth Action Project allowed
consideration towards developing a common workflow that
suited the needs of the Youth Action Group. When group
members lacked clarity, they were not confident in taking action.
Therefore, the process that emerged was one of continuous
communication between meetings through email, frequent
check-ins, specified deliverables, and clear deadlines. The
authors encourage academic researchers undertaking
community-based participatory research with populations of
youth to determine a workflow that suits youth peer researchers
collectively and to be willing to commit extra time and resources
to form structure, communication, and scaffolding to foster
youth involvement.

Compensate Peer Researchers for Their Time and
Effort
Within participatory research, failing to provide adequate
compensation can lead to disengagement and disempowerment
J Participat Med 2020 | vol. 12 | iss. 3 | e19475 | p. 7
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of peer researchers [40]. Compensation creates an environment
of reciprocity, in which all participants feel valued [38].
Compensation takes multiple forms, including payment for
work, reimbursement for expenses such as transit, provision of
meals and snacks, demonstration of respect and appreciation,
and public acknowledgment of contributions [38]. Within the
Bipolar Youth Action Project, sharing meals at each meeting
helped to build trust and mutuality between peer researchers
and academic researchers. Monetary compensation reinforced
member expertise in the Youth Action Group and demonstrated
the value of their contributions.

Lapadat et al

In the application of community-based participatory research
with seldom-heard populations of youth, as in the Bipolar Youth
Action Project, a considered approach to ethics is necessary to
ensure safety [47]. Most evident is the need to ensure that health
professionals are available should distress occur, and to carefully
convey sensitive information [40,47].

seldom heard, and at-risk populations, upon the services
provided by research or community organizations involved in
a community-based participatory research project. In the case
of the Bipolar Youth Action Project, the majority of Youth
Action Group members were recruited through their attendance
at BDSBC support groups, which they may have depended upon
for support and connection to others with bipolar disorder. This
reliance on organizations involved in community-based
participatory research may represent a form of implicit coercion,
in that it could compel participants to remain involved not for
the sake of the project, but for the sake of maintaining positive
relationships with those providing essential health services to
them. With this in mind, we recommend continually reassuring
community-based participatory research participants that their
relationship to these organizations and services is not contingent
on their continued involvement, and that, regardless of the
outcome of their participation in the study, the team’s highest
priority is that community members are not facing barriers to
service access.

Disclosure and Anonymity

Limitations

A particular challenge within the Bipolar Youth Action Project
was disclosure. In recent years, research approaches have shifted
from championing anonymity towards the notion that it can be
empowering for participants to choose for themselves whether
they would like to remain anonymous [32]. However, bipolar
disorder is undeniably stigmatized [48], and this presents a
concern for many people with the condition [17]. Most group
members were comfortable having their names and photographs
shared as a part of the coproduction of materials, but some were
not. It was challenging to simultaneously meet the goals of
coproduction and empowerment within community-based
participatory research with the need to protect confidentiality
and when requested, anonymity. In the Bipolar Youth Action
Project, this was resolved by only photographing and sharing
the names of those who consented to do so, and through ongoing
dialogues regarding when and where the Youth Action Group
members were comfortable being identified. Of the many
materials produced throughout the 2-year project, it was
sometimes possible to include all members of the team while
omitting their names and or diagnoses from the shared material.
Continuous communication with Youth Action Group members
was essential to ensuring that they felt empowered and credited
when desired, without sacrificing confidentiality and anonymity
of other members.

There were some limitations to the Bipolar Youth Action
Project. All Youth Action Group members were white and
resided within an urban area. The study was conducted on the
traditional territories of the Songhees and Esquimalt First
Nations; however, no participants self-identified as having First
Nations heritage, and we were unable to engage with local First
Nations as a part of this project to gauge their interest in the
research. Only binary gender identities were represented. Only
2 of 12 members were male-identified at study outset; at its
conclusion, only 1 of the male-identified members remained.
It is unknown if any LGBTQ+ representation was present in
the group, as this information was not requested or shared. Our
results are not, therefore, easily generalizable to racialized
populations, populations with diverse gender and sexual
identities, and populations living outside of urban areas.

Be Sensitive to Ethical Concerns

Relationships Between Community Organizers and Peer
Researchers
Another ethical consideration underscored by this project was
the reliance of the participants, often members of stigmatized,

Conclusions
This article has described challenges and lessons learned during
a community-based participatory research project involving
youth with bipolar disorder. As compared with other forms of
participatory research, research that involves youth may require
additional time, communication, support, and attentiveness to
power differentials. Youth motivations may differ from adult
and academic researchers, and it is important to codeliver on
both youth-identified and academic research priorities. We hope
that this article will contribute to the knowledge base on
conducting participatory mental health research and aid others
in the design of mutually beneficial participatory research
projects with youth populations.

Acknowledgments
The author(s) disclosed receipt of the following financial support for the research, authorship, and or publication of this article:
Vancouver Foundation.
The authors would like to acknowledge the members of the Bipolar Youth Action Group: Anna Graham (Co-Lead), and
Jeanne-Michelle Lavigne (BA, PDD-IMHA), Alan Cundall, Julia Wilkes, Cara Moore, and Kelsey Johansen.

http://jopm.jmir.org/2020/3/e19475/

XSL• FO
RenderX

J Participat Med 2020 | vol. 12 | iss. 3 | e19475 | p. 8
(page number not for citation purposes)

JOURNAL OF PARTICIPATORY MEDICINE

Lapadat et al

The authors would also like to acknowledge the Stigma-Free Society, formerly the Bipolar Disorder Society of British Columbia.
The Stigma-Free Society is a Vancouver-based charity providing support for people experiencing stigmatization due to mental
health and other challenges, and educational services about stigma in schools and to the community at large.
Finally, the authors would like to acknowledge mindyourmind, an organization specializing in the cocreation of knowledge and
resources with youth and community partners.

Conflicts of Interest
None declared.

References
1.
2.
3.
4.

5.

6.

7.

8.

9.
10.
11.

12.
13.
14.
15.

16.
17.

18.

19.

Goodwin FK, Jamison KR. Manic-Depressive Illness: Bipolar Disorders and Recurrent Depression, Second Edition. Am
J Psychiatry 2008 Apr 01;165(4):541-542. [doi: 10.1176/appi.ajp.2007.07121846] [Medline: 22706590]
Joyce PR. Age of onset in bipolar affective disorder and misdiagnosis as schizophrenia. Psychol Med 1984 Feb;14(1):145-149.
[doi: 10.1017/s0033291700003147] [Medline: 6709780]
World Health Organization. World Report on Disability. Geneva, Switzerland: World Health Organization;
2011:978924156418.
Gore FM, Bloem PJN, Patton GC, Ferguson J, Joseph V, Coffey C, et al. Global burden of disease in young people aged
10-24 years: a systematic analysis. Lancet 2011 Jun 18;377(9783):2093-2102. [doi: 10.1016/S0140-6736(11)60512-6]
[Medline: 21652063]
Kessing LV, Hansen HV, Christensen EM, Dam H, Gluud C, Wetterslev J, Early Intervention Affective Disorders (EIA)
Trial Group. Do young adults with bipolar disorder benefit from early intervention? J Affect Disord 2014
Jan;152-154:403-408. [doi: 10.1016/j.jad.2013.10.001] [Medline: 24268595]
Macneil C, Hasty M, Berk M, Henry L, Evans M, Redlich C, et al. Psychological needs of adolescents in the early phase
of bipolar disorder: implications for early intervention. Early Interv Psychiatry 2011 May;5(2):100-107. [doi:
10.1111/j.1751-7893.2011.00273.x] [Medline: 21535422]
Michalak EE, Jones S, Lobban F, Algorta GP, Barnes SJ, Berk L, ISBD Taskforce on Community Engagement, CREST.BD.
Harnessing the potential of community-based participatory research approaches in bipolar disorder. Int J Bipolar Disord
2016 Dec;4(1):4 [FREE Full text] [doi: 10.1186/s40345-016-0045-5] [Medline: 26856996]
Morton E, Michalak EE, Hole R, Buzwell S, Murray G. 'Taking back the reins' - A qualitative study of the meaning and
experience of self-management in bipolar disorder. J Affect Disord 2018 Mar 01;228:160-165. [doi:
10.1016/j.jad.2017.12.018] [Medline: 29248822]
Suto M, Murray G, Hale S, Amari E, Michalak EE. What works for people with bipolar disorder? Tips from the experts. J
Affect Disord 2010 Jul;124(1-2):76-84. [doi: 10.1016/j.jad.2009.11.004] [Medline: 19969370]
Gliddon E, Barnes SJ, Murray G, Michalak EE. Online and mobile technologies for self-management in bipolar disorder:
A systematic review. Psychiatr Rehabil J 2017 Sep;40(3):309-319. [doi: 10.1037/prj0000270] [Medline: 28594196]
Murray G, Suto M, Hole R, Hale S, Amari E, Michalak EE. Self-management strategies used by 'high functioning' individuals
with bipolar disorder: from research to clinical practice. Clin Psychol Psychother 2011 Apr;18(2):95-109. [doi:
10.1002/cpp.710] [Medline: 20572206]
CREST.BD | New directions in bipolar disorder research, treatment and care. 2015. URL: http://www.crestbd.ca/ [accessed
2020-03-17] [WebCite Cache ID https://crestbd.ca/]
Israel B, Eng E, Schulz A, Parker E. Methods in community-based participatory research for health. San Francisco, Ca:
Jossey-Bass; 2005:-7879.
Minkler M. Community-based research partnerships: challenges and opportunities. J Urban Health 2005 Jun;82(2 Suppl
2):ii3-i12 [FREE Full text] [doi: 10.1093/jurban/jti034] [Medline: 15888635]
Gaventa J. The powerful, the powerless and the experts: Knowledge struggles in an information age. In: Park P, Brydon-Miller
M, Hall B, Jackson T, editors. Voices Of Change: Participatory Research In The United States And Canada. Toronto, On:
OISE Press; 1993:21-40.
Schneider B. Participatory Action Research, Mental Health Service User Research, and the Hearing (our) Voices Projects.
International Journal of Qualitative Methods 2012 Apr;11(2):152-165. [doi: 10.1177/160940691201100203]
Michalak EE, Lane K, Hole R, Barnes SJ, Khatri N, Lapsley S, et al. Towards a Better Future for Canadians with Bipolar
Disorder: Principles and Implementation of a Community-Based Participatory Research Model. ESJ 2015 Apr
30;1(1):132-147. [doi: 10.15402/esj.2015.1.a08]
Michalak EE, Livingston JD, Maxwell V, Hole R, Hawke LD, Parikh SV. Using theatre to address mental illness stigma:
a knowledge translation study in bipolar disorder. Int J Bipolar Disord 2014;2:1 [FREE Full text] [doi:
10.1186/2194-7511-2-1] [Medline: 25505692]
Michalak EE, Morton E, Barnes SJ, Hole R, CREST.BD, Murray G. Supporting Self-Management in Bipolar Disorder:
Mixed-Methods Knowledge Translation Study. JMIR Ment Health 2019 Apr 15;6(4):e13493 [FREE Full text] [doi:
10.2196/13493] [Medline: 30985287]

http://jopm.jmir.org/2020/3/e19475/

XSL• FO
RenderX

J Participat Med 2020 | vol. 12 | iss. 3 | e19475 | p. 9
(page number not for citation purposes)

JOURNAL OF PARTICIPATORY MEDICINE
20.

21.

22.

23.

24.

25.

26.

27.

28.

29.
30.
31.
32.

33.

34.

35.
36.

37.

38.
39.

40.

Israel BA, Schulz AJ, Parker EA, Becker AB. Review of community-based research: assessing partnership approaches to
improve public health. Annu Rev Public Health 1998;19:173-202. [doi: 10.1146/annurev.publhealth.19.1.173] [Medline:
9611617]
Langdon SE, Golden SL, Arnold EM, Maynor RF, Bryant A, Freeman VK, et al. Lessons Learned From a Community-Based
Participatory Research Mental Health Promotion Program for American Indian Youth. Health Promot Pract 2016
May;17(3):457-463. [doi: 10.1177/1524839916636568] [Medline: 27009131]
Stacciarini JR, Shattell MM, Coady M, Wiens B. Review: Community-based participatory research approach to address
mental health in minority populations. Community Ment Health J 2011 Oct;47(5):489-497. [doi: 10.1007/s10597-010-9319-z]
[Medline: 20464489]
Scarinci IC, Garcés-Palacio IC, Partridge EE. An examination of acceptability of HPV vaccination among African American
women and Latina immigrants. J Womens Health (Larchmt) 2007 Oct;16(8):1224-1233. [doi: 10.1089/jwh.2006.0175]
[Medline: 17937576]
Jacquez F, Vaughn LM, Wagner E. Youth as partners, participants or passive recipients: a review of children and adolescents
in community-based participatory research (CBPR). Am J Community Psychol 2013 Mar;51(1-2):176-189. [doi:
10.1007/s10464-012-9533-7] [Medline: 22718087]
Walker J, Gowen L. Community-based Approaches for Supporting Positive Development in Youth and Young Adults with
Serious Mental Health Conditions. Portland, Or: Research and Training Center for Pathways to Positive Futures, Portland
State University; 2011.
Ferrera MJ, Sacks TK, Perez M, Nixon JP, Asis D, Coleman WL. Empowering immigrant youth in Chicago: utilizing
CBPR to document the impact of a Youth Health Service Corps program. Fam Community Health 2015;38(1):12-21. [doi:
10.1097/FCH.0000000000000058] [Medline: 25423240]
Kulbok PA, Meszaros PS, Bond DC, Thatcher E, Park E, Kimbrell M, et al. Youths as partners in a community participatory
project for substance use prevention. Fam Community Health 2015;38(1):3-11. [doi: 10.1097/FCH.0000000000000061]
[Medline: 25423239]
Sangalang CC, Ngouy S, Lau AS. Using community-based participatory research to identify health issues for Cambodian
American youth. Fam Community Health 2015;38(1):55-65 [FREE Full text] [doi: 10.1097/FCH.0000000000000056]
[Medline: 25423244]
Gibson JE, Flaspohler PD, Watts V. Engaging youth in bullying prevention through community-based participatory research.
Fam Community Health 2015;38(1):120-130. [doi: 10.1097/FCH.0000000000000048] [Medline: 25423250]
Lohmeyer BA. ‘Keen as fuck’: youth participation in qualitative research as ‘parallel projects’. Qualitative Research 2019
Jan 09;20(1):39-55. [doi: 10.1177/1468794118816627]
Mawn L, Welsh P, Stain HJ, Windebank P. Youth Speak: increasing engagement of young people in mental health research.
J Ment Health 2015;24(5):271-275. [doi: 10.3109/09638237.2014.998810] [Medline: 26193175]
Kia-Keating M, Santacrose D, Liu S. Photography and Social Media Use in Community-Based Participatory Research with
Youth: Ethical Considerations. Am J Community Psychol 2017 Dec;60(3-4):375-384 [FREE Full text] [doi:
10.1002/ajcp.12189] [Medline: 28944473]
Elliott N, Canas E, Paquette A, Johansen K, Moore C, Cundall A, et al. Youth Engagement and Community-Based
Participatory Research: The Bipolar Youth Action Project. In: SAGE Research Methods Cases. London: SAGE Publications
Ltd; 2017.
Noack K, Balram EN, Canas E, Lane K, Paquette A, Lavigne J, et al. Credible, centralized, safe, and stigma-free: What
youth with bipolar disorder want when seeking health information online. UBC Medical Journal 2016;8(1):27-31 [FREE
Full text]
Dean-Coffey J. Graphic Recording. New Directions for Evaluation 2013 Dec 10;2013(140):47-67. [doi: 10.1002/ev.20073]
Canas E, Lachance L, Phipps D, Birchwood CC. What makes for effective, sustainable youth engagement in knowledge
mobilization? A perspective for health services. Health Expect 2019 Oct 20;22(5):874-882 [FREE Full text] [doi:
10.1111/hex.12918] [Medline: 31218802]
Waite J, Poland F, Charlesworth G. Facilitators and barriers to co-research by people with dementia and academic researchers:
Findings from a qualitative study. Health Expect 2019 Aug 22;22(4):761-771 [FREE Full text] [doi: 10.1111/hex.12891]
[Medline: 31012214]
Bastida EM, Tseng T, McKeever C, Jack L. Ethics and community-based participatory research: perspectives from the
field. Health Promot Pract 2010 Jan;11(1):16-20 [FREE Full text] [doi: 10.1177/1524839909352841] [Medline: 20038649]
Heffernan OS, Herzog TM, Schiralli JE, Hawke LD, Chaim G, Henderson JL. Implementation of a youth-adult partnership
model in youth mental health systems research: Challenges and successes. Health Expect 2017 Dec;20(6):1183-1188 [FREE
Full text] [doi: 10.1111/hex.12554] [Medline: 28295940]
Troya MI, Chew-Graham CA, Babatunde O, Bartlam B, Higginbottom A, Dikomitis L. Patient and Public Involvement
and Engagement in a doctoral research project exploring self-harm in older adults. Health Expect 2019 Aug;22(4):617-631
[FREE Full text] [doi: 10.1111/hex.12917] [Medline: 31131529]

http://jopm.jmir.org/2020/3/e19475/

XSL• FO
RenderX

Lapadat et al

J Participat Med 2020 | vol. 12 | iss. 3 | e19475 | p. 10
(page number not for citation purposes)

JOURNAL OF PARTICIPATORY MEDICINE
41.

42.

43.

44.
45.

46.

47.

48.

Lapadat et al

Schlaudecker JD, Goodnow K, Goroncy A, Hartmann R, Regan S, Rich M, et al. Meaningful Partnerships: Stages of
Development of a Patient and Family Advisory Council at a Family Medicine Residency Clinic. J Participat Med 2019
Mar 20;11(1):e12105. [doi: 10.2196/12105]
Michalak EE, Hole R, Livingston JD, Murray G, Parikh SV, Lapsley S, et al. Improving care and wellness in bipolar
disorder: origins, evolution and future directions of a collaborative knowledge exchange network. Int J Ment Health Syst
2012 Sep 10;6(1):16 [FREE Full text] [doi: 10.1186/1752-4458-6-16] [Medline: 22963889]
Fortuna K, Barr P, Goldstein C, Walker R, Brewer L, Zagaria A, et al. Application of Community-Engaged Research to
Inform the Development and Implementation of a Peer-Delivered Mobile Health Intervention for Adults With Serious
Mental Illness. J Particip Med 2019 Mar 19;11(1):e12380 [FREE Full text] [doi: 10.2196/12380] [Medline: 32095314]
Locock L, Boylan A, Snow R, Staniszewska S. The power of symbolic capital in patient and public involvement in health
research. Health Expect 2017 Oct 24;20(5):836-844 [FREE Full text] [doi: 10.1111/hex.12519] [Medline: 27885770]
Leese J, Kerr S, McKinnon A, Carruthers E, Backman C, Li L, et al. Evolving Patient-Researcher Collaboration: An
Illustrative Case Study of a Patient-Led Knowledge Translation Event. J Participat Med 2017 Aug 04;9(1):e13. [doi:
10.2196/jopm.8756]
Lincoln AK, Borg R, Delman J. Developing a community-based participatory research model to engage transition age
youth using mental health service in research. Fam Community Health 2015;38(1):87-97 [FREE Full text] [doi:
10.1097/FCH.0000000000000054] [Medline: 25423247]
Pavarini G, Lorimer J, Manzini A, Goundrey-Smith E, Singh I. Co-producing research with youth: The NeurOx young
people's advisory group model. Health Expect 2019 Aug;22(4):743-751 [FREE Full text] [doi: 10.1111/hex.12911] [Medline:
31095837]
Michalak E, Livingston JD, Hole R, Suto M, Hale S, Haddock C. 'It's something that I manage but it is not who I am':
reflections on internalized stigma in individuals with bipolar disorder. Chronic Illn 2011 Sep;7(3):209-224. [doi:
10.1177/1742395310395959] [Medline: 21357643]

Abbreviations
BDSBC: Bipolar Disorder Society of British Columbia
CREST.BD: Collaborative RESearch Team to study psychosocial issues in BD

Edited by A Powell; submitted 26.05.20; peer-reviewed by B Goldstein, J Nicholas; comments to author 20.07.20; revised version
received 04.08.20; accepted 05.08.20; published 10.09.20
Please cite as:
Lapadat L, Balram A, Cheek J, Canas E, Paquette A, Bipolar Youth Action Group, Michalak EE
Engaging Youth in the Bipolar Youth Action Project: Community-Based Participatory Research
J Participat Med 2020;12(3):e19475
URL: http://jopm.jmir.org/2020/3/e19475/
doi: 10.2196/19475
PMID: 33044943

©Laura Lapadat, Anusha Balram, Joanna Cheek, Eugenia Canas, Andrea Paquette, Bipolar Youth Action Group, Erin E Michalak.
Originally published in Journal of Participatory Medicine (http://jopm.jmir.org), 10.09.2020. This is an open-access article
distributed under the terms of the Creative Commons Attribution License (https://creativecommons.org/licenses/by/4.0/), which
permits unrestricted use, distribution, and reproduction in any medium, provided the original work, first published in Journal of
Participatory Medicine, is properly cited. The complete bibliographic information, a link to the original publication on
http://jopm.jmir.org, as well as this copyright and license information must be included.

http://jopm.jmir.org/2020/3/e19475/

XSL• FO
RenderX

J Participat Med 2020 | vol. 12 | iss. 3 | e19475 | p. 11
(page number not for citation purposes)

