Despite the abundance of research on the experiences of researchers with community-based participatory
research (CBPR), there has been comparatively little published on CAB members’ experiences. The goal of this
research was to analyze the lived experiences of a small sample of CAB members in recent health-focused CBPR
in Canada, with a particular focus on areas for improvement. We found that CAB members in CBPR experienced
low perceived value from researchers due to communication patterns, education differences, and inadequate
compensation. These issues may be mitigated through increased CAB member engagement throughout the

research process, adequate compensation, and improved emotional support. This study demonstrates that if
CBPR methodologies are to live up to their promise, it is crucial that CAB members are enabled to work in true
partnership with researchers, receive adequate compensation that is meaningful to them, and are supported
throughout the process.
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Introduction

Community advisory boards (CABs) are comprised of a group
of citizens who are members of the community of interest
and serve in an advisory capacity in community-based
participatory research (CBPR); their members may share
a common social position, place of residence, or identity,
such as ethnicity or disease history.[1-2] Newman et al. [1
p1] described the purpose of a CAB as “an infrastructure for
community members to voice concerns and priorities that
otherwise might not enter into the researchers’ agenda, and
advise about suitable research processes that are respectful
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of and acceptable to the community”. CABs are vital in CBPR,
as they increase community engagement in studies through
interactions with CAB members [3]; promote ethical conduct
as well as the needs and the lived experiences of community
members [3]; and play important roles in knowledge
translation and application.[4]

Despite the established benefits of community involvement
in research, there exists a gap in current literature on CAB
members experiences; most of the literature on CBPR is from
researchers’ perspectives.[5-14] There has been comparatively
little published on CAB members' experiences. That which has
been published has largely focused on areas for improvement.
In light of this limited but important body of work, we were
interested in understanding if suggested improvementsto CAB
member-researcher relationships have been made. As such,
in this study we aimed to centre the voices of CAB members
and address the questions, “What are the lived experiences
of a small sample of CAB members in recent health-focused
CBPR in Canada. What areas of their experiences continue to
require improvement?” In this paper, we provide an overview



of current literature on CAB members in CBPR, as well as its
shortcomings, and detail our methodology, methods, data
analysis, and findings from seven semi-structured interviews
with CAB members involved in CBPR in Canada.

Literature Review

Numerous researchers have explored the relationships
between researchers and CAB members, demonstrating
the importance of CABs and providing suggestions to
promote healthy CAB member-researcher relationships.[5-14]
Nevertheless, academic-community partnerships have often
been founded on unequal relations of power.[12] The structure
of CABs, while designed to be non-hierarchal, has often been
reported to implicitly give more authority to the researchers.
[12] Further, many CAB members enter the research process
with preconceived beliefs regarding a hierarchy of authority,
which affect their confidence levels and relationships with
researchers.[12] CAB members have reported feeling that
they have limited influence on research decisions, with no
authority or legal power, as compared to researchers.[11]
Power imbalances also may stem from the unequal scientific
knowledge.[13] A multitude of resources are invested in the
education of researchers; however, there are often few, if
any, mechanisms in place for CAB members to gain scientific
knowledge, such as formal health education.[15] This may
resultin CAB members feeling unprepared or under-valued.[15]
Finally, researchers have often perpetuated power imbalances
by monopolizing informational and financial resources.[13]
The importance of pay has been frequently highlighted when
analysing unequal authority, as the lower salaries and the
lack of tangible benefits that CAB members receive increase
feelings of inferiority.[12]

As a result, researchers have sought ways to ameliorate
inequities in power between researchers and CAB members.
Wolferman et al. [16] identified the importance of having
frequent discussions between researchers and CAB members
to evaluate and address CAB members’ concerns regarding
power imbalances. Chene et al. [6] and Safo et al. [12] identified
actively allocating power as a solution to frequently reported
dissatisfaction of CAB members regarding power imbalances.
Providing continued training on research practices also
has been identified as an important solution to increasing
the knowledge and confidence of CAB members, further
promoting equitable power and authority.[10,14]

Building Trust Through Transparency and Respect

Trust, transparency, and respect are foundational elements
in developing healthy relationships between researchers
and CAB members.[3,8,17] CAB members have reported
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researchers giving inadequate attention to building trust.
[12] It is crucial that researchers and CAB members devote
appropriate time to developing trusting relationships, as CAB
members have reported feeling fearful of ulterior motives and
of exploitation by researchers.[12] Trust can be established
through procedures such as reaching an agreement before
making decisions and implementing conflict resolution
protocols.[5] Researchers should contribute the effort and the
time to engage in team-building activities at each meeting, as
well as regularly asking for feedback, which can promote trust
in CAB member-researcher relationships.[5,12]

Researchers have also highlighted a significant lack of
transparent communication and respect as contributing to
feelings of disempowerment among CAB members.[5,12] CAB
members in James et al's study [7] recalled that researchers
resisted sharing information, thus preventing the community
partners from being able to make informed suggestions for
the research project. CAB members have also reported feeling
that researchers have a significant lack of respect for the
community members’interests, which left them with an overall
distrust in research projects and prevented the formation of
sustainable research partnerships.[12] Interestingly, James et
al. [7] reported CAB members may also withhold information,
consequently limiting the research’s scope. CAB members, of
course, are sensitive to power inequities, which may result in
them circumscribing what they say. Embracing transparency
and respect can provide safe environments to cultivate CAB
member-researcher collaboration and progress towards
shared goals.[5,7]

Researcher-Community Communication

Interactions between CAB members and researchers often
suffer due to “outsider-insider tensions”[12 p7] Unintentional
misunderstandings and ethnic differences can have significant
effects on CAB member-researcher relationships.[12] Tangible
research benefits, such as increased insight into the study, have
been shown to result from effective communication with CAB
members.[6,15]

Effective communication is required amongst members of a
research team.[15,18] CAB members can act as liaisons between
the research members and the participating community
[15,18]; however, for CAB members to be able to connect
researchers with communities, they must have sufficient
support.[11] CAB members could be better supported through
increased communication between meetings, such as email
correspondence, and additional in-person communication
with researchers.[15] Mwinga and Moodley [9] found lowered
literacy levels of some CAB members; therefore, it is critical that
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researchers increase information availability by eliminating
complex language from their explanations to CAB members.[6]
This may also allow CAB members to better communicate with
lay community members, educating them about the study and
on health promotion behaviours such as HIV testing.[6,15,18]

Ethical partnerships between communities and researchers
may be developed if researchers remain openminded and listen
to CAB members.[18] In doing so, researchers can develop a
critical understanding of the complexity and culture(s) of
the populations with which they conduct research.[18,19]
Diversity, defined as being composed of differing elements
or qualities, must be viewed as a strength to enable the
prioritization of culturally safe, inclusive, and equitable research
practices,[6,8,19] which are crucial to ensuring the comfort and
continued participation of community members.[15]

The above demonstrates that researchers have identified
improvements that must be addressed in CBPR to better
meet CAB members’ needs. Importantly, the majority of these
suggestions have been rooted in researchers’ experiences and
not those of CAB members, and thus these suggestions may
fall short of achieving the desired outcome and may, in fact,
perpetuate inequities. We questioned whether contemporary
practices reflected the numerous suggestions to improve CAB
member-researcher relationships that researchers have made
and whether the proposed solutions were effective. As a result,
we sought to centre CAB members’ voices by learning about
the experiences of a small sample size of CAB members who
have been engaged in health-related CBPR in Canada.

Methodology

For this research, we used a trauma-informed CPBR
methodology.[20] While Jumarali et al's approach [20] was
developed for survivors of assault, trauma-informed care closely
aligned with our goals when interacting with participants in
our research. Some populations of participants, such as ethnic
minorities, may experience vulnerabilities due to their social
positionalities and are thus potentially more difficult to engage
with through CBPR.[20] Trauma-informed care is a strengths-
based approach to CBPR that centres participants’ autonomy
and encourages participant-researcher collaboration,[20,21]
the goals of which are to promote participants’emotional safety,
re-establish participants’ control, support participants’ coping
methods, acknowledge participants’ identities and contexts,
and develop participants’ strengths.[20,22,23] By employing a
trauma-informed approach to CBPR, we aimed to respectfully
establish engagement in our study with participants who have
experienced marginalization.[20,24]

Forms of community engagement, such as empowerment
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evaluation, participatory action research, and participatory
rapid appraisal, may directly engage with communities for
data collection and program evaluation.[25-27] However,
we focused on CBPR methodology because researchers who
use this approach must centre community members in their
relationships, respect the community members by taking a
strengths-based approach, and prioritize the unique needs
and contexts of community members, even when they do not
directly align with the research process.[20,22]

We began by recruiting CAB members for our research. To
avoid confusion between the CAB that informed this research
and the participants in this research (who had participated
in CBPR in Canada as CAB members), we will refer to the CAB
for this research as the Overall CAB (OCAB). The inclusion
criterion for our OCAB was that the individual had to have
prior experience in CBPR as a member of a CAB in Canada. The
second author used Twitter to recruit two OCAB members (the
third and fourth authors), and she also recruited another OCAB
member, a graduate student who met the inclusion criterion.
The second author then met with the OCAB members to co-
create and refine interview questions. Research then slowed
considerably due to COVID-19, and some changes were made
to our research team. The OCAB member who was a student
graduated and felt they did not have the time to continue their
role in the committee; the other two members remained on
the OCAB. We also added another researcher (first author of
this manuscript) to the research team to enable the work to be
distributed amongst more people, which was necessary due to
the impacts of a global pandemic. Both OCAB members from
the community were remunerated $50/hour for their expert
insights throughout the entirety of the project.

Methods

Our inclusion criterion for participants in our research was
present or past CAB involvement in any form of CBPR in Canada.
In doing so, we hoped to obtain a sample with a wide range
of experiences. After receiving research ethics approval from
the University of Ottawa, we recruited participants via Twitter
and Facebook. We also emailed organizations that were known
to do community-based work; these organizations shared the
research opportunity throughout their networks.

We used semi-structured interviews to collect data. One of the
strengths of this interview method, as compared to structured
or unstructured interviews, is the balance achieved between
free-flowing and directed communication.[28] Although more
time-consuming than other research methods like structured
interviews, semi-structured interviews permit greater
openness and flexibility.[28] Namely, we had the freedom
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to add interview prompts in real time, to somewhat direct
conversation, while the participants had the space to share
meaningful insights.[28] The OCAB members worked with the
researchers to co-create the questions.

The second author and the two remaining OCAB members
for the overall research conducted the interviews (see Table
1 for participant profiles). The second author led six of seven
interviews, with the OCAB members sitting in on interviews
when available, asking further questions if desired. One
of the OCAB members (the fourth author) led one of the
interviews himself. Due to COVID-19 restrictions and a lack
of travel budget, all interviews were conducted over Zoom
videoconferencing software. The interview questions focused
on three main areas: the focus of the CBPR in which the
participants had participated; the participants’ experiences
and opinions of their work as CAB members; and the ways in
which the research reflected the target communities’ needs.
We closed each interview by asking, “Is there anything | have
not asked or anything you have not had the opportunity to
say?”; this question was a critical acknowledgement that CAB
members are experts on their own lived experiences.

In total, we interviewed seven participants: Four self-identified
women and three self-identified men. Despite attempting to
recruit participants from a wide variety of areas, all participants
were engaged in CABs that focused on health-related issues.
The interviews ranged in length from 41 to 102 minutes in
length. We paid each participant an honourarium of $50.
We transcribed all interviews verbatim and returned to each
participant. The participants had the opportunity to edit them
for clarity or to remove sensitive information. Two participants
provided minor revisions to spelling of names of people or
organizations.

Data Analysis

We used Braun and Clarke’s reflexive thematic analysis (RTA)
approach [29] to examine interview data from the participants.
In 2008, Braun and Clarke [30] first published a paper on
thematic analysis (TA). TA is a qualitative analytic method used
to identify, analyze, and report themes within project data.[29-
31] They later updated their approach to include “reflexive” in
the name (i.e., reflexive thematic analysis) to emphasize the
researcher’s active role in knowledge production.[29] RTA is
an adaptable and accessible type of TA, due to the flexibility
of choices, such as the inclusion criteria of themes, which must
continually be reflected upon by researchers and, if necessary,
adjusted.[29,31]

The university through which the research took place has a
university-wide licence for NVivo, qualitative data management
software; however, it was only available to those who were
registered system users, which required the user to be a
student, faculty member, or staff member at the university. As a
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result, we could not easily find a way to code the data with the
members of our OCAB, who lived in different provinces. After
discussing this issue, we as a research team decided that the
first two authors would do the initial coding of each interview
transcript and construct initial themes from the data, and then
share them with the OCAB for review and refinement.

RTA requires researchers to reflect on their own positionality.
The first author is an early-career scholar who is a white,
cisgender, heterosexual, middle-class woman of Ukrainian,
English, and Scottish decent. The second author is a senior
academic of English and Welsh decent. She is a white,
cisgender, heterosexual, upper middle-class woman. The third
author is a cisgender, heterosexual, upper middle-class woman
of mixed Indigenous and European ancestry who is involved in
community-health research. The fourth author is a cisgender
heterosexual male of Northern European ancestry who is
also engaged in community-health research. By engaging
in reflexivity, we became sensitized to how our respective
positionality influenced our research encounters, the choices
we made in the research processes, and the interpretation of
the results.[32] Locating ourselves allowed us to take measures
to address the very CAB member-researcher power inequities
we were exploring.

Guided by Braun and Clarke’s six phases of TA,[30] we first
familiarized ourselves with the data by listening to the
interview audio recordings and concurrently following the
transcripts, which were manually transcribed verbatim. We
remained intentional about how our lived experiences affected
our interpretation of participants’ perspectives on their lived
experiences as CAB members in CBPR. We tried to continuously
acknowledge the ways in which our positionality influenced
the knowledge production process. Next, we generated initial
codes in the data by systematically reviewing each transcript
with a focus on coding phrases related to our research
question. Codes included self-value, community results,
perceived value by researchers, unequal communication,
tokenism, compensation, education, vulnerability, emotions,
marginalization, and improvements.

Braun and Clarke [29,33] advised researchers that while the
point of data saturation is impossible to reach, researchers may
stop data collection once they have reached an appropriate
depth of understanding - termed “theoretical sufficiency.
We were cognisant of this throughout our analysis, and it
informed our decision to stop collecting data after seven
interviews. Phase three of our RTA involved generating the
initial themes by sorting codes. We categorized the codes
of self-value, community results, and perceived value by
researchers under the theme “value”We used codes pertaining
to unequal communication, tokenism, compensation,
education, vulnerability, emotions, and marginalization to
produce the theme “power inequities in the CAB member-
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researcher relationship.” Finally, we used codes pertaining
to “improvement” to include actions CBPR researchers may
take to mitigate negative aspects of the CAB members’ lived
experiences.

Once the first and second author identified quotes that were
representative of the main codes and some loose themes,
the OCAB members offered their perspective on the data.
Upon review, one OCAB member made no changes, and the
second OCAB member suggested edits and proposed the re-
categorization of one quote. This approach tightly aligned with
Braun and Clarke’s method of RTA.[29] After revising the results
section again, we invited the OCAB members to review the
findings a second time; one OCAB member had no changes,
the other OCAB member provided more insight that greatly
informed the discussion section.

Results

Using RTA, we constructed two themes that reflected the
experiences that participants had as CAB members in CBPR: a)
low perceived value and b) unfair compensation.

Low Perceived Value of CAB Members

Six of the seven CAB members in the study shared the view
that CAB members are critical of research and bring significant
value to the project. Yet, the CAB members often felt
tokenized, undervalued, and excluded by researchers due to
communication patterns and education differences. Sabrina,
who has been a facilitator for a caregiver support network for
almost 30 years, described the value she brings to a research
project:

| already come to the table with more expertise than
the researcher... If | looked at the data, there is a lot of
things that | would see that you [a researcher] wouldn't
see. Right? That's the whole reason why you [the
researcher] brought me on.

Despite the clear value that the participants felt they brought
to the research, most participants revealed feeling tokenized
by the researchers. Jenn, an Indigenous woman advocating for
Indigenous peoples’ participation in HIV research, described
how working with non-Indigenous organizations had made
her feel:“[The researchers] got to check a box ... Can we consult
with one person who self-identifies as Indigenous? Okay, we're
good.”

While ethnic differences promoted feelings of tokenism in
some CAB members, others felt this way due to the researchers’
communication, especially a lack of meaningful engagement
with them. For example, Matthew, an advocate with lived
experience in HIV research, shared, “In some situations, [the
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researchers] would want somebody, a community member,
because it would look good on paper.” Another researcher
communication practice that contributed to feelings of
tokenism was a lack of researcher acknowledgement of the
value that CAB members contribute to the CPBR. Emma, a
human trafficking survivor and advocate, expressed that
researchers did not recognize the skills she brought to the
committee and that she felt, “Infantilize[d] and ... like a
tokenized survivor who was just tossed this job because of my
lived experience.”

Many of the participants discussed how disparities in
communication between CAB members and researchers
perpetuated a hierarchical structure in the research projects.
CAB members were often left out of key decision-making
conversations, or, if they were present, communication barriers
prevented their input from being taken into consideration.
David, a CAB member for HIV research, shared his thoughts
about being excluded from decision-making processes: “I
thought | was supposed to be a part of those conversations,
and I'm not ... You don't get told until a decision gets made and
its down the road. And you're like,‘how did that happen?”Even
when CAB members were present during research discussions,
the language used in the communication often excluded
them. Matthew spoke to the importance of researchers using
accessible language when he stated that he had been on CABs
“where it was heavily academic or heavily involving professional
people that the language, the lingo, ... even the acronyms are
out of reach of ordinary people” As such, complex language
resulted in feelings of exclusion.

Feelings of exclusion were also created by differences
in academic achievements between CAB members and
researchers. Four of the participants discussed how researchers
did not value their lived experiences as highly as academic
degrees, which contrasted greatly with the value that the
participants placed on their own lived experiences. Participants
felt that researchers’ lack of value of their lived experiences
limited the engagement with CAB members’ contributions
to the project. For example, Jenn noted that she believed her
insights would have been valued by researchers more if she
had achieved a higher level of education:

Like, I'm considered an expert in a Zoom meeting, with
all these leaders, but then when it comes right down to
it... because | don't have a master’s or a PhD. ... until
I have those letters behind my name ... [I'm] just not
going to be [seen] the same way.

The importance that researchers place on academic
achievements was also displayed through employment
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opportunities. Matthew expressed his frustration when
students with more formal academic training than him, but
no lived experience, were hired to complete tasks on the
research project he was involved with, noting, “I think a greater
community involvement is as important as having grad
students involved.”

Disparities in education between CAB members and
researchers not only affected the financial opportunities and
occasions to contribute to the project, but they also negatively
affected the comfort and confidence of CAB members. For
example, Kendra, a CAB member for primary healthcare
research, discussed how the differences in education levels
have made it difficult for her to advocate for her community:

| still get that nervous feeling if | go to the board, | say
something in front of a room, because it is, like, my
personal experience, and it's not from a school, and it's
not from a type of science and stuff.

Emma, however, argued that power inequities may persist
regardless of education level. She spoke about how a
researcher treated her, despite her academic and occupational
achievements:

She had me do a tracking of my time based on ...
15-minute increments. ... | had to give heralog. ... [Alt
that point | had finished my master’s, | had like 15 years
as a community service provider and started my own
non-profit, and | don't at all mind being accountable.
But ... it was really belittling.

When asked what steps researchers should take to help
CAB members be meaningfully involved in CBPR research,
interviewees highlighted the need for strong communication
to feel meaningfully included and engaged in the research. For
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example, Matthew explained,

People like [anonymized, the principal investigator] ...
would ask me questions: “Is there anything you want
to say?’ “Is there anything that...?” you know? They
would come back to me ...just to ... make sure | am still
engaged. ...[That] is what | found very valuable, kept
me engaged like: “"How you are doing [Matthew]?’, and
things like that kind of stuff.

Participants also argued for the need to ensure that CAB
members are part of the entire research process. Sam argued
that there was a need to embed patient members of the CAB
into every stage of the research:

Involve CAB members from A-Z. So, you're thinking
about writing a research proposal? Involve the
patients at that point, absolutely. | guess that’s where
the advisory committee should be starting? ... Right
at the very beginning, and at every spot in between,
absolutely ...

Actively involving CAB members has significant benefits for
the research project and the community. Sabrina noted that
research results may be more meaningful to the community if
CAB members have equal input as researchers:

If [CAB members] were equal partners, right from the
identified
some of those gaps and issues, and those would have

beginning, [researchers] would have ...

just been taken care of. And ... the output would have
been more meaningful.

Unfair Compensation

When discussing their experiences as CAB members,
participants frequently discussed concerns they had with the

Table 1: Study participant profiles

Participant Sex Ethnicity Type of CBPR CAB Number of
(Pseudonym) (Male/Female/Non- Experience Years
Binary) Involved

1 - David M Euro-Canadian ~ HIV 27

2 - Emma F Irish Human trafficking, 4
social service
provision

3 -Jenn F Indigenous Indigenous health, HIV 15

4 - Kendra F Unknown Patient partner, 5
Primary Healthcare

5 - Matthew M Euro-Canadian ~ HIV/Hepatitis C Virus 3

6 - Sabrina F South Asian Cancer 30

7 - Sam M White HIV/AIDS, Myalgic 10
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compensation they received. Many interviewees spoke about
researchers’ lack of understanding of the emotional work that
their role as a CAB member required, and how that was worthy
of compensation. For example, Emma described one of her
experiences on the CAB as “confusing and painful and jarring”
Similarly, Kendra voiced the anxiety she experiences when
sharing stories from her past:

For many of us, like because it is anecdotal and the
stories like it is what actually happened to us and that
can be traumatic or that can be emotional. You know
what | mean? Like, it’s like so you're either reliving
things or you're like telling things that are tied to
different emotions... [S]o you're not only contributing
like your time, but you're also contributing like your
emotions and your stories. And that’s a lot on people.

The participants discussed their desire for greater support from
researchers due to the emotional vulnerability that comes
with sharing their lived experiences with the researchers. For
example, Emma contrasted two research projects she had
been a part of — only one of which prioritized her wellbeing
and was equity-based. She argued,

[Researchers need] a much more ... holistic sense and
a recognition that when you're asking people to talk
about things that are painful, you need to make sure
that their minds and their hearts and their souls and
their bodies are just being really wrapped in care.

Six of seven participants connected inadequate compensation
to experiencing emotional distress. For example, Emma shared
how current compensation practices can leave CAB members
feeling exploited:

The ways in which human trafficking survivors are
compensated is often done in a way that’s really
triggering to financial exploitation and memories of
being violently and financially exploited...[We're] being
asked to engage in these power dynamic financial
exchanges that | feel [are] very similar to having a pimp.

Beyond the importance of providing adequate compensation,
it is also critical to consider the type of compensation that is
being provided to CAB members. Emma spoke about how
academic compensation from researchers, rather than financial
compensation, contributed to the feeling of tokenism:

If youre not [financially compensated], like, it's
tokenizing, right?“Oh, you'll get this in your name if you
want as like fifth author. But we didn’t pay you.” What
is that? I mean, it’s not like somebody who's struggling
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with homelessness ... want[s] to be like a tenure track
professor!

The CAB members felt that the researchers valued academic
credentials over lived experience; for example, Emma
was paid $5 an hour less than a research assistant with an
undergraduate degree, even though she had 15 years of
community experience. Sam, who has been on a CAB related
to AIDS research, described the need for researchers to place
a“dollar value” on CAB members to promote progress in CBPR,
stating, “From that paid-for value comes validation, respect, so
the researchers and doctors and people in the healthcare field,
umm, | think they would view the value of patients, because
there’s a dollar value attached to them now!” Nonetheless,
participants felt that they were in precarious positions to
advocate for fair compensation. Kendra reflected on conflicting
feelings she experienced:

So, it's that pressure of, okay, | shouldn't really do this for
free, but I don’t want to like say no to people and never
be involved again. ... So, | find like always tiptoeing
around that stuff ... when it comes to compensation,
then, because | don't want to be the person who, like,
spoke up too much or, you know, disagreed with their
compensation policy or that kind of stuff.

Compensation was clearly a very loaded aspect of CAB
members’ experiences.

Discussion

By sharing some CAB members’ recent lived experiences in
health-related CBPR, we promote a more balanced discussion
regarding the challenges of CBPR; previous researchers
[1,4,1417] have fallen short of having such discussions
because they primarily focused on researchers’ perspectives.
We also demonstrate that CAB members continue to have
struggles with CBPR. The findings from our study present
a novel opportunity for researchers and CAB members to
learn from the experiences, challenges, and successes of CAB
members involved in health-related research in Canada. In this
section, we first discuss the findings related to the hierarchy
of knowledge, particularly how formal education and lived
experiences contributed to tensions between CAB members
and researchers regarding expertise. Next, we examine
the findings related to CAB members’ compensation from
researchers and how they related to the broader challenges
CAB members encountered in the research projects. Hierarchies
of knowledge and inadequate compensation reinforce and
legitimize power inequities between CAB members and
researchers; in addressing these issues, researchers may better
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understand and respond to the needs of the communities they
intend to serve.

Hierarchies of Knowledge

The underrepresentation of members of populations that
experience marginalization (i.e, LGBTQ2+, persons with
disabilities, BIPOC) in academia has been widely documented.
[34,35] International efforts to advance the value of CABs in
CBPR have gained traction as researchers have illustrated
the benefits of community-informed projects and decisions
based on lived experiences, which result in stronger research
frameworks.[5-14] Notwithstanding such efforts, formal
education level remains highly valued in academia, particularly
in leading, conducting, and publishing research. Notably,
participants in our study identified differences between
researchers and CAB members in formal education levels
and lived experiences as creating and reinforcing hierarchies.
Indeed, four of seven CAB members we interviewed felt that
they were less respected and valued by researchers at least in
part due to their lower levels of achievement in academia. In
fact, education attainment appeared to affect the opportunities
CAB members had to contribute to the research.

Our findings show that some participants believed that their
lived experience should result in them being at the top of the
knowledge hierarchy. Statements such as “I already come to
the table with more expertise than the researcher” illustrated
how Sabrina viewed her lived experiences as more important
than the researchers’ formal education. Statements like this
were made by CAB members after describing the hierarchies
of research that left them feeling devalued. Clearly, there exists
significant tension between researchers and CAB members
about who is or is not a legitimate “expert” CAB members’
calls for a reversal of the current hierarchy in CBRP would
nevertheless perpetuate a hierarchical structure. Flattening
the hierarchy, so researchers and CAB members have equitable
positions in the research, rather than inverting it as some CAB
members called for, may be a critical step to addressing both
community members’ and researchers’ needs. Indeed, both
forms of expertise are needed in CBPR.

To flatten this hierarchy, bidirectional education of the CAB and
researchers must be implemented. Researchers in previous
studies largely suggested educating CAB members on the
research topic under study.[10,14,15] Suggesting that only one
group requires education has harmful implications that further
promote the tensions and inequities between CAB members
and researchers. Ensuring that CAB members have the
opportunity to educate researchers can promote respect and
sensitivity for issues faced by the community, as well as provide
the opportunity for community-identified respectful practices
to be incorporated into the research design. Bidirectional
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education may result in power sharing and may minimize the
differences in knowledge, allowing the CAB members and
researchers to interact with greater understanding and respect.

Adequate CAB Member Compensation: Must
Account for Emotional Costs

The findings from our study highlight the need for appropriate
compensation for CAB members’ time spent on CBPR projects.
The CAB members in our research argued that current
compensation methods are inadequate; the compensation or
lack thereof that CAB members received promoted feelings
of inferiority and even caused emotional distress for some
participants. Comparatively, when researchers provided
adequate financial compensation, CAB members described
feeling valued and felt the research project itself benefited
from the more equal dynamic that the compensation
promoted. Feeling valued plays a particularly crucial role when
considering society’s negative perceptions of members of
groups that experience marginalization who are typically the
focus of CBPR.

Researchers have previously elucidated the importance of
compensation for CAB members [12]; however, our discussions
with CAB members illuminated that the types of compensation
they were offered for their work may be due to, and continue
to promote, unequal power relations with researchers. Indeed,
CAB members are likely to have different values in relation to
compensation than researchers. For example, Emma pointed
outtheimportance of consideringwhich forms of compensation
might be most relevant to community members when she
argued that a person experiencing homelessness does not care
about authorship on an academic paper. While this may not be
the case for all people experiencing homelessness, she made
an important point. Further, power inequities affected the CAB
members’ comfort in advocating for more appropriate types of
compensation.

The way in which compensation is provided is another key
area to which researchers must be sensitive. Ensuring financial
compensation is distributed to the CAB members by a third
party, rather than the researchers themselves, could contribute
to diminishing the power dynamic of financial exchanges
that Emma identified as being problematic. Indeed, Emma’s
assertion that she felt much like the lead researcher was acting
like her pimp when they paid her highlights the importance of
careful management of this aspect of CAB members’ research
participation.

The findings from our study also illuminated the lack of
consideration of emotional work in CAB member engagement
and compensation. Previous research has identified challenges
that CAB members face, including stigma, low literacy
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levels, and lack of support [3,6,11]; however, the emotional
toll of research participation on CAB members in particular
has received inadequate attention. As evidenced by the fact
that three of seven CAB members felt that they experienced
emotional distress in their roles on CAB, there exists a need for
consideration of the emotional costs of participation on a CAB
for CBPR. CAB members may be made emotionally vulnerable
during theirinvolvement in research projects. Given the lengthy
amount of time that is often required for CBPR research to be
completed, this may result in months if not years recounting
potentially triggering experiences. Such emotional costs must
be acknowledged, minimized, supported, and compensated.
Importantly, CAB members expressed fears concerning
advocating for adequate and appropriate compensation.

There are numerous ways in which researchers can address
the emotional harms experienced by CAB members in CBPR.
For example, sources of support that CAB members themselves
identify as helpful must be available to CAB members, for free,
and without requiring CAB members to first advocate for them.
Further, CAB members who need to share and/or work with
particularly sensitive information should receive compensation
that aligns with the difficulty of such work (i.e., receive higher
remuneration). By taking such action in CBPR, researchers
can increase the accessibility of research involvement to
community members and promote the emotional wellbeing of
CAB members as well as respect for their contributions.

Limitations

As with any study, this one has limitations. We identified
five limitations with our study. The first pertains to the CAB
members only having experience with health-related CBPR.
Although interviewing CAB members in health-related research
created opportunities to focus on this area, our research may
have been even stronger with broader CAB representation
from other research fields. Our second limitation relates to
the restrictions caused by COVID-19. As a result of them,
we were unable to conduct in-person interviews. In-person
interviews may have allowed us to develop a deeper, more
trusting relationship with the CAB members we interviewed
and a more intimate understanding of their lived experiences.
[36] Importantly, however, our online interviews enabled us
to interview participants from across the country at no cost
to the project budget or environment. The third limitation
was that we were unable to obtain access to NVivo software
for our OCAB members; thus, they were unable to participate
in coding the data. After experiencing this issue, the second
author advocated for her university to eliminate this barrier.
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As a result of her advocacy, moving forward, all community
members who are involved in university-related research
will be able to access NVivo software free of charge through
her university. We hope that this serves as a model for other
researchers, even if it came about too late to be of benefit to
this research. Our fourth limitation relates to potential self-
selection bias in the participants.[37] We recognize that the CAB
members we interviewed had largely negative perspectives on
CPBR and thus may not be representative of all CAB members’
views of CBPR in Canada. Finally, we recognize that there are
limits to power-sharing within research processes dominated
by Eurocentric knowledge systems.

Conclusion

By listening to a small sample of CAB members recount their
lived experiences as CAB members in CBPR, we have promoted
a more nuanced understanding of some CAB members’
involvement in research and identified new findings, including
the need for bi-directional training between researchers and
CAB members; the importance of the distribution of payment
to CAB members by a third party; and the need to recognize and
compensate the emotional work of CAB members. The findings
from our study present an opportunity for researchers and
CAB members to learn from the experiences, challenges, and
successes of seven CAB members involved in health-related
CBPR in Canada. By sharing these results with others who
engage in CBPR, we hope to play a role in fostering research
spaces in which CAB members are respected, included, and
valued for their vital contributions.
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