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Abstract: Over the last 25years, community-based participatory research (CBPR) has emerged
as an innovative methodological approach to break down the barriers toward health equity

in biopsychosocial research. Although there are several methods one can use to conduct

CBPR research, one widely used established tool that has shown to be effective for engaging
community meaningfully in research is community advisory boards (CABs). CABs are formalized
collaborative bodies consisting of community and research stakeholders and have been integral
in engaging underserved groups experiencing HIV-related health inequities at the early stages
of the AIDS crisis. Even though evidence suggests that CABs are an effective tool for conducting
high-quality, rigorous, and community-centered HIV-related research, there are minimal
guidelines summarizing the steps needed for developing and maintaining a CAB. Therefore, to
fill this gap in the literature, this article offers a practical guide to help researchers with minimal
experience, particularly graduate students and early-stage investigators, feel more comfortable
with establishing a CAB for equity-focused HIV-related research. This article synthesizes already
established guidelines and frameworks for CAB development while specifically outlining unique
steps related to the three main stages of CAB formation - establishment, implementation,

and sustainment. Throughout this article, the authors offer tension points, generated from the
literature and with consultation from a CAB working alongside the authors, that researchers and
community partners may need to navigate during each of these three stages. In addition, best
practices from the literature are identified for each step in the guidelines so that readers can
see firsthand how research groups have carried out these steps in their own practice.
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Introduction

According to both the Centers for Disease Control
and Prevention and World Health Organization,
health equity ‘is achieved when every person has
the opportunity to attain [their] full health poten-
tial’ regardless of ‘social position or other socially
determined circumstances’.!»> Operating within
these definitions, health equity exists as an ideal

goal that society should continuously strive for
but has not yet reached.?> Numerous challenges to
achieving health equity exist, including acknowl-
edging power differentials between researchers
and minoritized communities and developing
accessible resources for underserved groups.
Thus, it is important for researchers and practi-
tioners to employ strategies to overcome these
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challenges and build a more health equitable soci-
ety. One such strategy is community-based par-
ticipatory research (CBPR).

CBPR has emerged over the last 25years as an
innovative methodological approach which rec-
ognizes the need for active cooperation between
researchers and the community to drive research
questions and produce pragmatic outcomes rele-
vant to the needs of the community.* A collabora-
tive approach that equitably involves all partners
in the research process, CBPR represents a
‘democratization’ of the research process by rec-
ognizing the unique strengths that each partner
brings.> This approach deviates from hierarchical
methods of scientific inquiry in which researchers
often operate from positions of omnipotent
power, isolated from the ‘subjects’ of a research
hypothesis, which may increase the risk of
research-related harm.® In contrast, CBPR
actively centers the needs of the community and
elevates the researcher—participant relationship to
that of research—collaborator, further informing
the iterative research process.

At its core, CBPR focuses on utilizing community
engagement to identify actionable outcomes that
are important to the partnering communities.
CBPR projects often aim to combine knowledge
and action for social change to improve commu-
nity health and eliminate health disparities more
broadly among marginalized groups. To do this
effectively, components of CBPR include recog-
nizing the value and strengths of communities
and community members, ensuring that commu-
nity stakeholders are involved in all aspects of
research from hypothesis to dissemination, work-
ing toward mutually beneficial outcomes, and
addressing issues from a multidimensional (e.g.
looking at community, culture, and systems
rather than just the individual) framework.%7?
Building off these integral components, the
recently updated CBPR conceptual logic model
further outlines that the success of a CBPR rela-
tionship hinges on four constructs: trust develop-
ment, capacity building, mutual learning, and
power dynamics.8

CBPR has been used as a tool for achieving health
equity within HIV research and practice since the
early 1990s and has been particularly relevant in
addressing persistent HIV disparities. Even with
significant advancements in HIV prevention and
treatment over the past two decades, HIV still

disproportionately affects certain racial, ethnic,
and sexual populations. In 2019, despite only
making up 13% of the US population, 40% of
new HIV diagnoses were among Black individu-
als.%10 Similarly, people who identify as Latino
experienced 24% of new HIV diagnoses in 2019,
a significantly larger share than their overall US
population make up of 18.5%.%1° Moreover, sex-
ual minority (e.g. gay, bisexual, a man who has sex
with men) Black and Latino men as well as trans
women of all races face the greatest burden of HIV
incidence compared with all others groups.®

In 2019, Fauci er al.!'! announced the ‘Ending the
HIV Epidemic’ (EHE) plan for the United States,
which seeks to bring evidence-based HIV interven-
tions equitably to scale. The EHE plan recognizes
that a vital ‘component for the success of the initia-
tive are active partnerships with city, county, and
state public health departments, local and regional
clinics and health care facilities, clinicians, provid-
ers of medication-assisted treatment for opioid use
disorder, and community- and faith-based organi-
zations’, highlighting the relevance of CBPR to
achieving these EHE goals.!! First, CBPR aligns
with the goals of patient-centered research,” which
may reduce distrust of medical systems and pro-
viders and improve intervention effects and recruit-
ment of Black, Indigenous, and People of Color
(BIPOCQC) in clinical trials!? including those who
are gender diverse. Second, CBPR can serve as an
effective tool for recruiting marginalized popula-
tions for biobehavioral health research through
their active involvement in community work,!? and
has been shown to improve health outcomes across
varying conditions.!* Although there are several
methods one can use to conduct CBPR research,
one established tool that is widely used and shown
to be effective for engaging community meaning-
fully in research is community advisory boards
(CABs).15-17

CAB:s are formalized collaborative bodies consist-
ing of community and research stakeholders!>:18
that primarily serve as a method for equitably
engaging community members within the broader
framework of CBPR. CABs can be an effective
tool!’ for building a partnership between research-
ers and the larger community and overcoming a
lack of trust due to historical exploitation of com-
munity members. CABs can also help with some
of the methodological challenges of CBPR such
as ensuring communities are aware of the research
being conducted, gathering and interpreting data,
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as well as disseminating results in a manner that
centers the needs of the community rather than
those of the academics.

In the context of HIV prevention and treatment,
the use of CABs has been integral in engaging
underserved groups experiencing HIV-related
health inequities. In the early stages of the HIV epi-
demic, a significant push to elevate the voices of
people living with HIV to help inform research
questions and clinical trials was championed by
some healthcare providers, activists, and people liv-
ing with HIV alike.1¢ Supporters of this initiative
believed that providing people living with HIV with
a more active role in HIV-related health research
would not only allow for greater community repre-
sentation in decisions regarding clinical trials that
were being conducted primarily by ‘outsider’ doc-
tors but also center the needs of people living with
HIV in all aspects of research.1® In the 1990s, this
advocacy resulted in changes at the federal funding
level, such that the National Institute of Allergies
and Infectious Disease (NIAID) required all grant-
ees conducting HIV-related clinical research to
establish and maintain CABs as a requirement for
funding. Since then, CBPR has become a more
prominent and effective approach to conducting
various forms of HIV-related research.!%-20

Although there is ample evidence suggesting that
CABs are an effective tool for conducting high-
quality, rigorous, and community-centered HIV-
related research (see Newman ez al.!> and Morin
et al.?!), there are few guidelines outlining the
steps needed for establishing and maintaining a
CAB. Therefore, to facilitate the process, this arti-
cle offers a practical guide to CAB formation,
implementation, and sustainment to help research-
ers with minimal experience, particularly early-
stage investigators (ESIs) and graduate students,
feel more comfortable developing a CAB for
equity-focused research. The steps we outline syn-
thesize existing frameworks and guidelines while
taking them a step further by reviewing practical
examples from the literature and discussing poten-
tial ‘tension points’ that researchers and commu-
nity partners may need to navigate that correspond
with each stage highlighted in the guidelines.

Overview of CAB formation guidelines

Establishing, implementing, and evaluating suc-
cessful CABs require a set of processes that are
contingent upon the goals of the researchers and

community partners in the CAB. Engaging in
CBPR necessitates a sense of flexibility on the
part of all team members due to the dynamism of
communities and their evolving needs; therefore,
it is worthwhile for researchers to have a tentative
outline from the start that addresses various
aspects related to CAB establishment, implemen-
tation, and sustainment. Building from Newman
et al.’s'> manuscript synthesizing strategies for
forming, operating, and maintaining CABs, the
following sections provide specific guidelines (see
Figure 1 for overview) and potential tension
points for each stage of CAB development that
ESIs and graduate students can utilize as they
begin the process of organizing HIV and equity-
focused CABs. These tension points were gener-
ated based on reviewing the literature and from
direct feedback from a CAB that the first and sen-
ior authors are working with, focused on Latino
sexual minority men’s health. It is important to
note that there are a handful of instances through-
out this article in which the authors offer insights
from their own experiences partnering with or
being members of a CAB focused on Latino sex-
ual minority men’s health. We recognize that the
experiences gleaned from our own experiences
and referenced throughout this article may not be
generalizable to other CABs, and therefore,
should be considered anecdotal information only.
In addition, we outline ‘success stories’ from the
literature in which research groups successfully
utilized components from every stage of this guide
as they established, implemented, and sustained
their own CABs (see Table 1). Finally, although
there are various types of CABs (e.g. entire hospi-
tal systems, new business ventures), this article
will focus on CABs within research contexts.

Establishment

The establishment stage of forming a CAB includes
activities such as defining the role of the CAB,
establishing the CAB’s mission and purpose, and
identifying potential CAB members that ensure
full representation from the community as much
as possible.!> It is important for researchers to
work with the CAB members on these establish-
ment activities prior to engaging in the ‘work’ of
the CAB to not only create more equity through-
out this process, but also increase the likelihood
for a more balanced power differential between
CAB organizers (researchers) and members. This
type of bidirectional communication prior to the
work beginning serves to facilitate partnership
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Step 1: Establishment

e Clarifying CAB purpose,
function, and roles

e Determining
membership
composition and
recruitment

Step 3: Sustainability

e Evaluating partnership

processes

Step 2: Implementation

e Establishing operating
principles

e Establishing leadership,
balancing power,
decision making

e Determining next steps

Figure 1. Stages of CAB formation and maintenance.

Table 1. ‘Success stories’ from the literature for components in the CAB establishment, implementation, and sustainability stages.

Topic stage

Research team CAB focus

Best practicel(s)

Establishment: Practical
examples of CAB
Responsibilities

Establishment: Practical
examples of CAB
Responsibilities

Establishment: Practical
examples on how CABs
adopt a shared partnership
approach

Establishment: Practical
examples on how CABs
adopt a shared partnership
approach

Low-resourced communities
in Rio de Janeiro, Brazil.

Oswaldo Cruz
Foundation and General
Hospital of Nova Iguacu
Brazil.22

CHAMP.23 Nine months of in-home
mental health treatment for
people with HIV and mental

health issues.

Michigan Center for
Urban African American
Aging Research.'”

Recruiting and retaining
older Black patients.

Multisite intervention to
reduce HIV transmission
among serodiscordant
heterosexual Black couples.

Project Eban.

CAB responsibilities included (a) spearheading
community engagement activities related to research,
(b) assisting with study recruitment, (c] organizing
frequent lectures known as palestras on HIV-related
education for the community, and (d) establishing
partnerships with other community organizations.

Functions of the CAB included (a) adapting the evidence-
based Illness Management and Recovery treatment
model for people living with HIV and (b) advising on
intervention implementation procedures.

CAB members’ feedback and perspectives were equal
to those of the research team in decisions like (a) how
community events were conducted (e.g. menu items,
venue location) and (b) how to frame health information
in a positive and empowering light.

CAB shared partnership approaches included (a)
shaping language used in the recruitment materials
and assessments to be destigmatizing, (b) guiding
researchers to integrate Black community values
into the intervention, (c) critiquing the structure of
the intervention, and (d) providing opportunities to
help present the information and research findings in
community settings.

(Continued)]
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Table 1. (Continued)

Topic stage

Research team

CAB focus

Best practicel(s)

Establishment: Broad
community and population
specific models

Establishment: Broad
community and population
specific models

Establishment: General
and targeted recruitment
methods

Establishment: General
and targeted recruitment
methods

Implementation: Developing
operating principles

Implementation: Developing
operating principles

Implementation: Establishing
leadership, balancing power,
and decision-making

Implementation: Establishing
leadership, balancing power,
and decision-making

Sustainability: Evaluating CAB
partnership processes

Sustainability: Evaluating CAB
partnership processes

Shape Up: Barbers
Building Better
Brothers.?®

The REACH 2010:
Charleston and
Georgetown Diabetes
Coalition.?¢

Lima, Peru CAB.?7

Exercise Intervention
CAB.28

Menominee, Lac du
Flambeu, and Bad River
CABs.?

‘Imi Hale.30

The HIV Cost Study.?'

CHAMP Family
Intervention.3?

Mayo Clinic Center
for Clinical and
Translational Science.33

Center for Equal Health
(CEH) CAB.3

HIV prevention intervention
that centered Black young
adults.

Diabetes-related disparities
amongst Black identified
individuals.

The CAB was formed with
the goal of studying the
prevalence of HIV, HIV
treatment interventions, and
an array of topics related to
HIV and sexual health.

Improving exercise habits
through engaging romantic
partners in the process
amongst Black couples.

Diabetes-related disparities
amongst American Indian
communities.

Provide guidance on
building Native Hawaiian
capacity in cancer research
and programming.

Intervention focused on
integrated treatment for
substance abuse, mental
health, and HIV/AIDS.

Adapting adolescent HIV/
AIDS intervention for South
Africa and Trinidad and
Tobago.

Quality control for research
conducted at Mayo Clinic
centers in Jacksonville,

FL, Rochester, MN, and
Scottsdale/Phoenix, AZ.

Cancer disparities across
disproportionately impacted
communities.

This CAB utilized a population specific model so members
were Black/African American barbers and barbershop
owners, which represented both the population served
and culturally relevant context of the intervention.

This CAB utilized a broad community model and was
comprised of 28 partnering organizations with a range of
members (e.g. individuals living with diabetes, academic
organizations, and college sororities).

The Lima CAB implemented a general approach
and recruited PLWH, representatives from both
nongovernmental organizations and governmental
organizations, and members representing ‘at-risk’
populations including MSM and sex workers.

The Exercise Intervention CAB illustrates an example
of targeted recruitment. The researchers compiled a
list of relevant organizations and reached out to specific
individuals who they identified as having both a vested
stake in the community and research interests.

Operating procedures for the CAB included (a) having
the facilitator develop the meeting agendas and lead
the beginning of each meeting, (b) opening the meeting
to any potentially interested individuals, (c] not paying
for travel expenses/participation in the CAB, (d) having
a flexible schedule, and (e] guidelines on orienting new
members.

Three distinct yet interconnected bodies were at the crux
of operating principles: (al community council advised
specifically on issues related to cultural competency,

(b scientific council advised on the scientific merit of
research projects, and (c) steering committee established
policy and approved research projects for funding.

Each site chose a consumer rep who developed a
consumer advisory board at their site, relayed feedback
from the local CAB to the consumer liaison who worked
across all sites, who then relayed feedback to Steering
Committee.

US-based research teams concede power inherent in
their lead role by articulating the following issues: (a)
respecting the local partners’ rights and responsibilities
to question aspects of their actions, (b) being explicit
about institutional constraints, and (c) yielding ground
in areas not constrained by external guidelines and
expectations.

CAB members provide feedback on CAB progress and
each meeting and assisted in developing yearly refresher
trainings related to CAB membership and duties
alongside the organizing research team.

Formal and semi-structured interviews were used to
assess CAB membership processes with an emphasis on
soliciting feedback, crowdsource potential solutions, and
effectively address any issues that were brought up.

(Continued)]
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Table 1. (Continued)

Topic stage

Research team CAB focus

Best practice(s)

Sustainability: Incentivizing
participation and retention

Sustainability: Incentivizing
participation and retention

Project EAST.3%

a rural setting.

Adolescent sexual and
reproductive health
inequities

Massachusetts
Department of Public
Health CAB.3¢

Understand attitudes toward
HIV research and co-develop
an intervention for people in

Members were provided a stipend, given a meal at each
meeting, compensated for the mileage spent in order to
attend the CAB meetings in-person, invited to collaborate
on manuscripts as co-authors, and supported in the
development of academic writing skills.

CAB members were compensated financially via US$25
per meeting distributed through Tango, a gift card
services program.

CAB: community advisory board; MSM, men who have sex with men; PLWH, people living with HIV.

and a shared vision of goals, tasks, and responsi-
bilities for all involved.

Step 1: clarifying purpose, function, and roles.
Opverall, CABs should be an implicit part of any
research program so that researchers maintain
meaningful, power-balanced engagement with
marginalized communities to ensure that the
research remains grounded. Consistent with the
larger mission of CBPR, the most common reason
CAB:s are organized in research contexts is to pro-
vide a pathway through which community mem-
bers can meaningfully engage in a wide range of
research-related processes and to establish bidirec-
tional communication, trust, and benefit between
community members and researchers.!>37 CABs
are essential to provide guidance regarding a spe-
cific aspect of a research project, a comprehensive
research agenda, or the needs of a particular com-
munity more broadly. These responsibilities come
in various forms including but not limited to: (a)
generating important research questions relevant
to the community, (b) refining an already drafted
study protocol to enhance alignment with commu-
nity needs, (c) brainstorming culturally relevant
and effective participant recruitment techniques,
(d) facilitating buy-in with community members
who may be hesitant about a new intervention,
treatment, or research project, (e) advising or part-
nering on the development of intervention or edu-
cational materials, (f) disseminating findings within
their social networks and to the larger community,
and (g) advocating for social change via policy leg-
islation and lobbying.

Depending on the purpose of the CAB, members
can take on varying roles and responsibilities;
therefore, establishing — ideally in partnership

with the CAB members themselves — members’
roles and expectations is the next step during the
establishment stage. Similarly, this stage requires
a sense of accountability on the part of all part-
ners so that all members, no matter their back-
ground (i.e. academic researcher or community
member), can hold each other to the expectations
established by the group. Yuen er al.3® describe a
continuum of roles that community partners can
have on community-engaged research. They
describe three models that are likely common in
the context of CAB development: involve, shared
leadership, and community-driven.

Even though both the ‘involve’ and ‘shared lead-
ership’ models of CAB development are commu-
nity driven, there are slight differences in the roles
CAB members embody in these two models. In
the ‘involve’ model of a CAB, members would
provide guidance and suggestions on behalf of the
community with the understanding that organiz-
ing research teams’ have the final word in accept-
ing, tabling, or declining to integrate CAB
members input.2:3 In this way, an ‘involve’ role
does not influence the research hierarchy to the
same extent as a ‘shared leadership’ or ‘commu-
nity-driven’ CAB. Alternatively, CAB members
in a ‘shared leadership’ role3® advocate for their
communities by helping to resolve issues perti-
nent to the community in collaboration with the
organizing research team with the understanding
that decisions will be made as a unit.?! Within the
context of HIV research, we advocate for research-
ers to ensure that CAB members have a ‘shared
leadership’ role from the onset rather than solely
an ‘involve’ role to increase transparency between
groups and allow for the ideals of CBPR to be
fully realized, if this is the goal.3%:3°
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Determining a CAB’s mission can be a tension
point because it sets the tone for the future of the
partnership. Navigating this tension point requires
researchers to first identify their CAB’s ‘why’ and
then determine whether a broad communiry model
or population-specific model best aligns with the
goals of the research program at large.?! In a broad
community model, CAB members range in back-
ground and experience so to represent a vast
cross-sectional swath of the larger community of
interest. In the context of HIV prevention and
treatment studies, this may include key leaders
across a variety of industries [e.g. government,
nongovernmental organization (NGOs), religious
organizations] as well as members of HIV-affected
communities. CABs that reflect a broad community
model require more investment and long-term
resources and are often more oriented toward the
future in establishing systems to help researchers
respond to potential community-initiated research
projects in the long-term.21:29

Alternatively, a population-specific model for CAB
formation may be a more feasible model for
researchers and teams who are focused on explor-
ing the needs of a specific group or subpopula-
tion. This model is predominantly used when a
research team has a specific project or linked set
of projects they are planning, thereby making it a
popular choice for ESIs and graduate students,
whose resources might also be limited to that spe-
cific project. Examples of a population-specific
model of CABs in the context of HIV-related
research include high incidence substance using
populations in major metropolitan areas,*® people
living with HIV in an international low-resource
setting,?? or Latino sexual minority men in a US
HIV epicenter (current CAB in partnership with
first and senior authors). CABs operating within
this model are often composed of members pri-
marily from the subpopulation of interest and
focused on strengthening existing protocols rather
than anticipating future research projects.

Step 2: determining membership, composition, and
recruitment strategies. Once the mission and pur-
pose of the CAB is defined, research teams can
begin to focus on identifying, engaging, and wel-
coming potential CAB members. As with research
studies, research teams should be clear on who is
‘eligible’ to be a part of a particular CAB.#! It can
be helpful to have discussions with all members of
the research team (e.g., principal investigator, co-
investigators, study staff members, study therapists,

any existing community partners) to identify gaps
that the unique perspectives/lived experiences of
potential CAB members may fill. CABs that are
composed of community members with tailored
and complementary skillsets related to the research
scope will be the most sustainable and successful.!>
In some cases, researchers may already have estab-
lished collaborations and partnerships with com-
munity-based organizations; these relationships can
be a helpful place to start in terms of identifying
potential CAB members as they are often well-con-
nected to community members and could help to
make trusted connections to build the CAB.!7
Finally, the process of CAB formation should be
iterative in that recruitment methods are continu-
ously improved based on the needs of the research
team at a given time.3” For example, as a CAB
begins to meet and the research program advances,
the CAB can collaboratively decide whether to
expand membership by inviting other community
members, agency leaders, or health providers to
participate based on any evolving gaps in CAB
needs.

Deciding whether to invite specific, known com-
munity members to join the CAB or recruit more
broadly (e.g., posting advertisements in public
settings) can be a tension point at this stage of
CAB formation. Benefits of a more tailored
recruitment strategy in which specific community
members are approached from the onset include
the potential for members to already have a shared
mission with the organizing research team which
may, in turn, allow the CAB to form more easily.
On the contrary, advantages related to a more
broad-based recruitment of CAB members who
the research team is not already connected with
include (a) meeting people who may offer unique
perspectives/lived experiences that differ from
existing CAB members, (b) engaging members
who self-select in and therefore may be more
motivated to join and stay meaningfully involved,
and (c) promoting a more democratic process of
CAB membership.

Whether CAB members are invited to participate
via targeted or broad recruitment, it is important
that all members go through the same starting
process after determining that they are a fit for the
CAB and that they would like to join. First, the
organizing research team should meet with each
potential CAB member to review expectations
both parties possess regarding CAB engagement.
This discussion could include an overview of the
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intended role of the CAB member (e.g., advisory
versus partner), a delineation of specific responsi-
bilities associated with membership, an estab-
lished communication plan for contacting the
CAB member and researchers, and a list of
responsibilities of the researcher to the CAB
members (e.g., compensation, processes for how
community feedback will be considered). One
strategy for formalizing the commitment between
the researcher and community member could be
to collaboratively develop and sign a letter of
commitment signed by the lead researcher and
CAB member. This type of formal agreement
strengthens the importance of this partnership
and reduces potential miscommunication moving
forward. Furthermore, these agreements could be
renegotiated so that any changes in duties,
responsibilities, and expectations of both the
CAB members and researchers can be reflected.
Overall, the discussion between potential CAB
members and the organizing research team should
foster authenticity and openness. Researchers
who are transparent in articulating their reasons
for establishing the CAB at the onset help to cre-
ate an environment of mutual understanding and
egalitarianism that furthers the overall goals of the
research program.

Implementation

An important element of starting up a CAB is
developing a plan for managing logistics.
Clarifying both operating procedures (i.e. what a
CAB does) and operating principles (i.e. kow it
gets them done) is helpful for ensuring that the
CAB runs smoothly and, in a way, consistent with
the overall mission and values of the CAB. Both
operating procedures and principles can be
defined by the CAB themselves, with facilitation
from the lead researcher.

Step 3: concretizing operating principles. Devel-
oping a set of guiding principles that comple-
ments a CAB’s operating procedures is another
essential component of the CAB implementation
process. As with all CBPR tools, CABs are inher-
ently community oriented; therefore, integrating
CAB members’ values and standards harnessed
from their communities as a ‘moral code’ that will
inform CAB procedures can help to bolster trust
and affiliation between members and organizing
researchers.!5-3% Principles associated with mutual
respect, inclusivity over division, letting members

agree to disagree, speaking from the ‘I’ perspec-
tive, and active listening are all examples of core
ethics that can not only guide internal CAB pro-
cedures but also serve as a template for evaluating
research-related materials that honor and safe-
guard the values associated with the communities
from which the CAB represents.*!#2 Similar to
the set of operating procedures, CAB members
should have access to resources that outline CAB
operating principles so that they can periodically
be revisited and updated as evolving situations
arise.

One tension point that can come up in this stage
is determining whether operations should be
more structured vs. free-form. In the authors’ own
experience, we navigated whether to have a struc-
tured, goal-driven CAB wersus a more unstruc-
tured CAB that focused on emergent issues. In
our case, some CAB members preferred clear
deliverables and timelines, whereas others pre-
ferred a more open approach, in which CAB
meetings could be responsive to ongoing issues
and not as goal driven. As a CAB, we decided to
respect both the process of generating new ideas
responsive to community needs as a CAB (result-
ing in new, CAB-initiated projects further
described elsewhere) and soliciting feedback on
ongoing projects that the research team had
underway based on existing timelines (e.g. mean-
ingfully integrating CAB members’ perspectives
into ongoing projects). Regularly checking in with
the CAB throughout its implementation about
the balance between structured and unstructured/
CAB-driven projects can help to ensure that
all members’ (including the researchers) needs
are met.

Step 4: establishing leadership, balancing power,
and making decisions. One of the most critical
components in fostering equity within the CAB
implementation stage is determining guidelines
around fair, bidirectional leadership and decision-
making. Although establishing a balance of power
is always challenging when working with groups,
creating an equitable distribution of power within
a CAB may be particularly complex due to the
varying academic, cultural, and social back-
grounds of CAB members and researchers.4
CAB members may come from communities that
hold a significant amount of warranted medical
mistrust due to ongoing and historical abuses of
power and mistreatment within in medical/
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research settings.** Therefore, developing a clear
and equitable system of shared power among
researchers and CAB members may help to alle-
viate some of that valid mistrust and ensure that
the work of the CAB (and research team) is
grounded in community needs and priorities.
More broadly, a model of equitable leadership
will aid in the overall success of the CAB by bol-
stering members’ desire to participate, satisfac-
tion with their experience, and consensus-building
in general decision-making.3%41

Determining how decisions will be made within
the CAB can be a tension point within this stage
of CAB establishment. It is important to be clear
about whether research decisions will be made
that are ‘informed’ by the CAB (i.e., the research-
ers consider CAB perspectives, but make ultimate
decisions on projects) or if the CAB has the abil-
ity to fully decide an outcome (e.g. the CAB can
decide not to pursue a particular grant, or to
remove certain questions from a survey, which
could potentially differ from the researchers’ per-
spective). It is also possible that there may be
some projects that the CAB works on where the
CAB makes final decisions (e.g., CAB-initiated
projects) and others where the researcher may
make final decisions (e.g., ongoing funded pro-
jects in which the researcher may have specific
deliverables they must meet to comply with fund-
ing requirements). Being transparent about deci-
sion-making power and processes can not only
increase meaningful engagement from CAB
members but also strengthen the overall success
and sustainability of the CAB. Another strategy
that CABs might take is the ‘a select few’ approach
in which one to two leaders among the CAB
members are selected to represent the CAB inter-
ests. Although this approach may streamline the
decision-making process, it can place pressure on
the specific individuals making the decisions and
generate some mistrust or frustration among
CAB members who are not part of the group
making final decisions — a challenge to navigate.
Furthermore, taking a more democratic process
to decision-making could facilitate a united CAB
by acknowledging everyone’s opinion regarding
CAB business and improve group solidarity.

Sustainability

The final stage of CAB maintenance reflects the
processes related to evaluating the CAB’s impact
and determining any adaptations needed to

improve the overall functioning of the CAB. This
stage is iterative in nature and is composed of two
distinct steps that encompass underlying themes
of reflection and flexibility. Being reflective and
adaptable are particularly important in HIV pre-
vention and treatment research due to the rapidly
evolving nature of the field.

Step 5: assessing overall impact of the partner-
ship. Multimethod approaches can be helpful for
evaluating the impact of CABs. Employing a
diverse set of measurement tools, both quantita-
tive (e.g., surveys, activity logs) and qualitative
(e.g., focus groups, meeting observations), can
facilitate a more comprehensive assessment of
CAB operations, functionality, and impact. A
mixed-methods approach to CAB evaluation
allows for CAB members and the organizing
research team to both quantify impact, learn more
about qualitative processes that could explain this
impact, and in turn, identify target points for
improvement. It is important to note that evalua-
tion can be structured (e.g., interviews or mid-
semester surveys) or more ongoing and informal
(e.g., temperature checks at CAB meetings).

Process evaluations should examine several issues
related to CAB functioning including but not lim-
ited to assessing group dynamics within the CAB,
protocols related to shared leadership and deci-
sion-making, methods of communication between
members and the organizing research team, and
overall impact/outcomes of the CAB.%% Evaluating
CAB functioning could focus on issues such as
engaging and retaining CAB members, members’
perceptions of benefits and cons of CAB participa-
tion, and the degree to which current procedures
are sustainable over time.?%%® Periodic assessment
and subsequent improvements in these two
domains could increase the probability of the
CAB’s long-term sustainability.

A tension point that can arise in this phase is cre-
ating assessment procedures that balance thor-
oughness  wversus  burdensomeness.  Behavioral
researchers may be inclined to collect as much
data as possible to improve systems; however,
data collection and analysis require energy and
resources of both the researchers and CAB mem-
bers. The needs of the CAB might dictate the
extent to which to formally versus informally eval-
uate the CAB. For instance, if a new leadership
structure has recently been introduced, it may be
helpful to focus on evaluating how CAB members
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experience that new leadership structure, and
then move on to evaluate other aspects of the
CAB later in the process. Another related issue
could be the extent to which the CAB uses meet-
ing time to reflect on CAB processes and experi-
ences, versus using the time to engage in more
‘action-oriented’ activities such as developing
new research and providing feedback on existing
projects. Paying close attention to CAB dynamics
and needs can help to inform this balance. This
allows for continuous reflection and improve-
ment to the CAB operations while also reducing
the risk of fatiguing members and researchers.

Step 6: determining next steps. As a final stage in
this process, it is important to determine the next
steps for the CAB, including developing a plan for
ending a CAB (if project-focused and the project
is ending) or longer-term maintenance (if the
CAB is meant to be ongoing). Although ‘deter-
mining next steps’ is most closely associated with
the CAB sustainability stage, it is useful to begin
considering the longer-term plans for the CAB
during the initiation stage of the CAB. Through-
out the process of determining next steps, CAB
members play an active role in deciding whether
and how to maintain the CAB over time. Having
a plan for maintaining a CAB over time is helpful
for building meaningful community partnerships.
As such, part of CAB maintenance planning
might involve considering how to support and
sustain the CAB in times of funding uncertainty,
and under what circumstances it might be best to
discontinue a CAB (e.g., if project goals have
been met, the CAB does not see that ongoing
membership is needed, or long-term sustainment
is otherwise not possible). If the CAB decides to
end, intentional decision-making can inform what
ongoing communication between the organizing
research team, CAB, and the larger community
might entail, and how ongoing relationships could
support future collaborations.!?

A tension point that can arise in determining next
steps is the balance between ongoing engagement
and sustainability. Being a part of a CAB is a
commitment that requires time, consistency, and
in many cases, some degree of vulnerability in
sharing one’s own experiences to inform research.
It is therefore critical that the experience of being
on a CAB also yields meaningful benefits to the
members (and their own organizations and com-
munities), which can also support the long-term
sustainability of the CAB by way of members

remaining actively engaged. If the CAB is not
bidirectional in benefits (i.e., the research team
benefits from the CAB, but the CAB does not
experience benefits from being part of the CAB),
it is likely that members will not wish to remain
engaged long-term. One set of benefits to being a
part of a CAB can be compensation. It is impor-
tant for research teams to acknowledge the sig-
nificant amount of time, energy, and resources
CAB members offer in their participation in the
CAB, and providing financial compensation is
one way to make this acknowledgment. In situa-
tions in which financial incentives are not availa-
ble (e.g., a graduate student or ESI without
funding), it may be possible to think creatively
with the CAB about whether it is possible to com-
pensate for their time in a way that still feels fair
and equitable, and if so, how. Other strategies
that might be appropriate, but would require
CAB feedback to confirm, include recognition of
CAB members’ efforts wia other inexpensive
remuneration strategies (e.g., awards/honors
bestowed by organizing research institution, abil-
ity to take free courses at the organizing research
institution, public recognition in local media, and
events for CAB family members).24:47

In addition to tangible forms of compensation,
another way of promoting bidirectional benefits
within a CAB is providing opportunities for per-
sonal and professional development. CAB mem-
bers are uniquely situated to enact real change
within their community. As such, given the
resources researchers may have available to them,
the research team can support CAB members via
professional development, resources, and training
to help CAB members achieve their own personal
and professional goals. For example, research
teams could offer trainings on the principles of
CBPR, general research methods, health-specific
research topics, or general leadership skills coach-
ing to bolster CAB members’ self-efficacy regard-
ing behavioral health research and policy work.
Providing opportunities for CAB members to get
involved with manuscript publications, presenting
at conferences, hosting workshops within their
communities, or receiving special certification/
accreditation in community-based research hon-
ored by the organizing research institution are other
strategies for engaging CAB members over time.

Future directions of CABs in HIV prevention and
treatment research. Building on the successful
CAB partnerships from the past two decades,
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innovative strategies for community engagement
are emerging in the field of HIV prevention and
treatment research. For example, community
partnerships are increasingly recognized as key to
achieving HIV prevention and treatment research
endeavors. Beginning in 2019, the National Insti-
tutes of Health have been funding EHE adminis-
trative supplements that require investigators to
fully partner with communities and implementers
to ensure maximum impact.!! Some EHE supple-
ments have even required grants to be submitted
with both a university and community principal
investigator.

Adopting this model would transform CABs from
advisors into full-fledged partners on research
and may encourage researchers to begin develop-
ing partnerships earlier in the research process,
rather than as an ‘add on’ after a project is already
funded. This model would also help facilitate a
closer connection between researchers and com-
munity members by engaging them at every step
of the research process, from determining what
grant mechanisms to apply for, to developing the
specific aims and procedures for conducting stud-
ies, and even up and through manuscript publica-
tion and dissemination of findings. Inviting CAB
members to serve as co-authors on each commu-
nity-engaged publication would increase trans-
parency within the research process and
demonstrate an endorsement by the community
in signing off on the research findings. In addi-
tion, our CAB recommended that in the future,
CABs should hold hybrid community forums (in
person and virtual) on a regular basis to continue
facilitating openness between the organizing
research team, CAB, and larger community. The
main purpose of these forums would be bidirec-
tional in that community members can be kept
abreast of study updates, preliminary findings,
and study conclusions while providing iterative
feedback during all stages of the project. CAB
members also become integral when the results of
research program become published, and advo-
cacy —for further research or to change policies
and existing infrastructure — becomes the
priority.

As we have described throughout this article,
CABs offer researchers a unique opportunity to
work with community toward health equity in both
social and medical science research. At their core,

CABSs require continuous input from community
members so that research is permanently influ-
enced by the needs, perspectives, and lived expe-
riences of those living within the population of
interest. When implemented effectively, CABs
can reduce power imbalances between research-
ers and communities, amplify and center the per-
spectives and experiences of marginalized groups,
and help to shift the discourse closer to equitable
health outcomes. It is important for future
research to evaluate in greater depth what compo-
nents make a CAB partnership successful so that
more resources related to CAB establishment,
implementation, and sustainability can be utilized
in CBPR contexts so to conduct the most impact-
ful and rigorous research possible. Hopefully, as
the roles of CABs and community members con-
tinue to grow in HIV prevention and treatment
research, the field can further concretize its com-
mitment to addressing barriers to health equity
and lead the charge in create a more just scientific
process for all.
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