
Dubé et al. 
Research Involvement and Engagement            (2023) 9:39  
https://doi.org/10.1186/s40900-023-00449-y

COMMENT Open Access

© The Author(s) 2023. Open Access  This article is licensed under a Creative Commons Attribution 4.0 International License, which 
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the 
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or 
other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line 
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory 
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this 
licence, visit http://​creat​iveco​mmons.​org/​licen​ses/​by/4.​0/. The Creative Commons Public Domain Dedication waiver (http://​creat​iveco​
mmons.​org/​publi​cdoma​in/​zero/1.​0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.

Research Involvement
and Engagement

Community engagement group 
model in basic and biomedical research: 
lessons learned from the BEAT‑HIV Delaney 
Collaboratory towards an HIV‑1 cure
Karine Dubé1,2, Beth Peterson3,4, Nora L. Jones4, Amy Onorato5, William B. Carter4, Christine Dannaway4, 
Steven Johnson4, Roy Hayes4, Marcus Hill4, Rease Maddox4, James L. Riley6, Jane Shull7, David Metzger5 and 
Luis J. Montaner3*    

Abstract 

Introduction  Achieving effective community engagement has been an objective of U.S. National Institutes of 
Health-funded HIV research efforts, including participation of persons with HIV. Community Advisory Boards (CABs) 
have remained the predominant model for community engagement since their creation in 1989. As HIV cure-directed 
research efforts have grown into larger academic-industry partnerships directing resources toward both basic and 
clinical research under the Martin Delaney Collaboratories (MDC), community input models have also evolved. The 
BEAT-HIV MDC Collaboratory, based at The Wistar Institute in Philadelphia, United States, implemented a three-part 
model for community engagement that has shown success in providing greater impact for community engagement 
across basic, biomedical, and social sciences research efforts.

Discussion  In this paper, we review the case study of the formation of the BEAT-HIV Community Engagement Group 
(CEG) model, starting with the historical partnership between The Wistar Institute as a basic research center and 
Philadelphia FIGHT as a not-for-profit community-based organization (CBO), and culminating with the growth of com-
munity engagement under the BEAT-HIV MDC. Second, we present the impact of a cooperative structure including a 
Community Advisory Board (CAB), CBO, and researchers through the BEAT-HIV CEG model, and highlight collaborative 
projects that demonstrate the potential strengths, challenges, and opportunities of this model. We also describe chal-
lenges and future opportunities for the use of the CEG model.

Conclusions  Our CEG model integrating a CBO, CAB and scientists could help move us towards the goal of effective, 
equitable and ethical engagement in HIV cure-directed research. In sharing our lessons learned, challenges and grow-
ing pains, we contribute to the science of community engagement into biomedical research efforts with an emphasis 
on HIV cure-directed research. Our documented experience with implementing the CEG supports greater discussion 
and independent implementation efforts for this model to engage communities into working teams in a way we 
find a meaningful, ethical, and sustainable model in support of basic, clinical/biomedical, social sciences and ethics 
research.
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Plain English summary 

HIV biomedical research groups have prioritized community support and representation as exemplified by the 
creation of Community Advisory Boards (CABs). Most CABs bring diverse stakeholders to advise on research objec-
tives as part of their activities. The BEAT-HIV Delaney Collaboratory, based at The Wistar Institute in Philadelphia, is a 
research program created in 2016 to advance HIV cure research. To better engage communities beyond the CAB, the 
BEAT-HIV Delaney Collaboratory created a Community Engagement Group (CEG) model composed of three distinct 
components. First, the involvement of a community-based organization (CBO) introduces the historical know-how 
and relationship with the community. Philadelphia FIGHT fulfills the CBO role as a provider of primary care, education, 
advocacy, and research support for persons with HIV. Second, the BEAT-HIV CAB provides individual experiences and 
community input into HIV cure research and gives updates to the broader community about the status of research. 
Third, basic, clinical/biomedical, and social scientists implement the scientific goals of the BEAT-HIV Collaboratory. In 
this paper, we aimed to highlight the strengths, challenges, lessons learned, and opportunities of the BEAT-HIV CEG 
model. We also present examples of collaborative community engagement projects. Our paper contributes to the 
literature on novel community engagement approaches beyond the CAB. Based on our experience to date using the 
CEG, a multi-part community engagement model could help move us towards the goal of inclusive, effective, equita-
ble, and ethical engagement in HIV cure research.

Background
Tenets of meaningful patient and community involve-
ment in HIV research were first articulated in the 1983 
Denver Principles [1] and later endorsed by the Joint 
United Nations Programme on HIV/AIDS (UNAIDS) 
as the principles of Greater Involvement of Peo-
ple Living with HIV (GIPA) [2]. Although there is no 
consensus statement determining when patient and 
community involvement officially becomes “meaning-
ful,” the GIPA principles aim to achieve people with 
HIV (PWH)’s rights to self-determination and par-
ticipation in decision-making processes that affect 
their lives. Consequently, the rapid advancements in 
HIV treatment and prevention options since the early 
1980s were propelled by the increasingly organized 
engagement of communities most affected by HIV [3, 
4]. Yet pathways toward meaningful engagement in 
HIV research have been marked with inequities and 
ethical conflicts, as evidenced, for example, by the 
closure of HIV pre-exposure prophylaxis (PrEP) trial 
sites in Cameroon and Cambodia in 2004 after failure 
to meaningfully engage affected communities [4]. Fol-
lowing these premature trial closures, UNAIDS, the 
World Health Organization (WHO) and AVAC devel-
oped Good Participatory Practice (GPP) guidelines [5] 
designed to improve biomedical researchers’ engage-
ment of communities in trial design and implementa-
tion. GPP relies on six principles of engagement that 
include respect, mutual understanding, integrity, trans-
parency, accountability, and community stakeholder 

autonomy [5]. GPP principles have since been adapted 
to biomedical research on tuberculosis [6], emerging 
pathogens [7] and COVID-19 [8].

In 1997, the U.S. Centers for Disease Control and Pre-
vention (CDC) defined community engagement as “the 
process of working collaboratively with and through 
groups of people affiliated by geographic proximity, spe-
cial interest, or similar situations to address issues affect-
ing the well-being of those people [9].” In this paper, we 
used the 1997 CDC community engagement definition 
to guide our discussions of patient and public engage-
ment (PPI). Further, Dickert and Sugarman [10] put forth 
four ethical goals of community engagement, namely: 
enhanced protection of the patient population, enhanced 
benefits, legitimacy of the research, and shared responsi-
bility. To meet these ethical responsibilities, researchers 
must engage communities through different phases of the 
research process, from defining the research questions, 
designing the research, interpreting findings, to sharing 
data with engaged communities [11].

In HIV research efforts, the creation of Community 
Advisory Boards (CABs) has become the main strategy 
for researchers to introduce community representation 
and input in the HIV research process. CABs have their 
roots in the late 1980s when PWH demanded greater 
involvement in HIV research efforts. The first CABs were 
created through the National Institute of Allergy and 
Infectious Diseases (NIAID) in 1989, and since then have 
become a requirement for federally funded HIV research 
trial networks and their participating clinical trial sites 
[12, 13]. CABs are charged with providing input into the 
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research process, acting as a sounding board, engaging in 
participatory research, and advancing community educa-
tion. The composition of CABs seeks to include persons 
with diverse backgrounds with respect to racial and eth-
nic identity, sex and gender identification, age, geography, 
skills and cultural background—among other character-
istics—to allow the provision of broad-based input on 
HIV research efforts. While election of CAB members 
facilitates bringing a variety of community members 
together for advice and input, CABs are sometimes not 
independent working units in the community aside from 
the project they are linked to (i.e., CABs can be dissolved 
when projects end, and participation is oftentimes volun-
tary). This fact may reflect a structural and ethical limi-
tation on the ongoing impact of stable CAB community 
voices that has proven critical to HIV research efforts as 
well as in identifying future research needs. Conversely, 
however, frequent CAB member turnover can also help 
reflect changes in patient or participant populations of 
interest, and may provide for a perspective not otherwise 
held by long-term CAB members.

In 2011, the U.S. National Institutes of Health (NIH) 
launched a research initiative called the Martin Delaney 
Collaboratories (MDCs) for HIV Cure Research, funded 
in five-year cycles [14]. Named in honor of the late com-
munity activist Martin Delaney, the aim of the MDCs is 
to foster multidisciplinary collaborations to study HIV 
persistence and develop potential HIV cure-directed 
research strategies [14]. These strategies could include 

approaches to either eliminate HIV from the body or 
keep HIV durably suppressed in the absence of antiret-
roviral treatment (ART) (hereafter referred to as “cure-
directed research”). The Beyond Antiretroviral Therapy 
- HIV (BEAT-HIV) Collaboratory, based at The Wistar 
Institute in Philadelphia, United States, was created in 
2016 and refunded in 2021 as one of ten MDCs taking 
part in the third funding cycle (2021–2026).

In this paper, we present a case study of how the 
BEAT-HIV Collaboratory addressed the need for struc-
turally sustainable relationships with community voices 
through the creation of a community engagement group 
(CEG) model. The CEG is a tripartite model for mean-
ingful community engagement in HIV cure-directed 
research linking basic, clinical/biomedical, and social 
scientists together with a community-based organiza-
tion (CBO)—Philadelphia FIGHT—and an independ-
ent CAB (Fig.  1). First, we review the formation of the 
BEAT-HIV CEG, starting with the historical partnership 
between The Wistar Institute and Philadelphia FIGHT. 
Second, we present the impact of introducing a CAB 
through the BEAT-HIV CEG model and highlight col-
laborative working groups and projects that demonstrate 
the potential strengths, challenges, and opportunities of 
this model. We then describe some of our practical les-
sons learned to date using the CEG model. Collective 
reflections presented in this manuscript were informed 
by meetings with BEAT-HIV-affiliated community mem-
bers who participated in discussions regarding potential 

Fig. 1  BEAT-HIV Martin Delaney Collaboratory community engagement group (CEG) model
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strengths, challenges and lessons learned about the CEG 
model, and who helped shape and review the contents of 
this manuscript over its multiple iterations. Our paper is 
a direct response to the limited documentation of lessons 
learned and potential best practices in the field of com-
munity engagement in HIV cure-directed research. The 
present case study on the CEG model is intended to con-
tribute to the growing literature on community engage-
ment in HIV cure-directed research.

Discussion
Evolution and presentation of the BEAT‑HIV CEG model
The BEAT-HIV CEG model was created by the BEAT-
HIV Collaboratory leadership and brings together three 
independent sets of partners: 1) an established CBO 
providing health and social services to PWH (Philadel-
phia FIGHT, fight.org), 2) a cure-directed CAB, and 3) 
basic, clinical/biomedical, and social scientists (beat-hiv.
org). The CEG model is informed by principles of health 
equity, social justice, reciprocity, participation of under-
represented groups, and integration. Table 1 summarizes 
principles for participating groups in the CEG model.

The CEG model was conceptualized and implemented 
at the inception of the BEAT-HIV Collaboratory in 2016 

(see below) and has continued to evolve. Table 2 provides 
a summary timeline of BEAT-HIV CEG-relevant events 
presented in this manuscript.

The CEG model provides a platform for acceptable and 
ethical research development, community preparedness, 
protection of human participants, outreach, recruitment 
and retention of participants, information and capac-
ity building, and issues management. To be sustainable, 
the CEG model requires ongoing shared conversations, 
dynamic representation, and equitable financial support 
for each of the three components of the tripartite struc-
ture. The CEG requires financial resources directed to all 
three parts, time commitments to maintain relationships, 
mutual (occasionally contentious) dialogues, and ongo-
ing tri-directional capacity building of CEG members. 
Specifically, the CEG is supported by 5.25% of direct 
funds available to the BEAT-HIV MDC allocated in equal 
1.75% subcontracts to support the CAB structure (sub-
contract with University of Pennsylvania), Philadelphia 
FIGHT outreach efforts (subcontract with Philadelphia 
FIGHT), and social sciences research (subcontract with 
host institution for lead social sciences researcher). The 
BEAT-HIV leadership holds each of these “subcontracts” 
accountable under a yearly unified CEG progress report 
upon renewal of future year budgets. Day-to-day over-
sight of CAB and larger CEG operations are handled by 
a community engagement coordinator (correspondence, 
meeting set-up, committees) based at the University of 
Pennsylvania with added support from the BEAT-HIV 
administration effort. All CAB costs are supported by its 
dedicated subcontract including provision of compen-
sation for CAB members intended to reimburse travel 
and parking expenses. As of 2023, we provide $30 for 

Table 1  Principles for participating groups in a CEG framework

Sharing a common vision to integrate efforts

Democratic group control on agenda and projects

Independent contributions to group programmatic goals

Financial autonomy between groups

Shared leadership assignments

Maintain independence while strengthening collaboration

Table 2  Summary timeline of key BEAT-HIV community engagement group events

1989: Community Advisory Boards became a requirement for federally funded HIV research trial networks and their participating clinical trial sites

1990: Philadelphia FIGHT is established in Philadelphia, PA

1995: Collaboration between Philadelphia FIGHT and Wistar Institute begins

2011: U.S. National Institutes of Health starts Martin Delaney Collaboratory program towards an HIV-1 cure

2013: U.S. National Institutes of Health mandates inclusion of community engagement in Martin Delaney Collaboratory-funded HIV cure research efforts

2016: BEAT-HIV Delaney Collaboratory focused on basic and clinical/biomedical objectives is created (funded in 2016–2021 cycle)

2016: BEAT-HIV Community Advisory Board is created at the Wistar Institute, Philadelphia, PA

2019: BEAT-HIV cure-directed research education video series premieres in Philadelphia (The Philadelphia Story)

2019: BEAT-HIV Delaney Collaboratory adds Social Sciences and Ethics Working Group

2019: BEAT-HIV implements Community Advisory Board-led Survey of HIV Clinic Patients in Philadelphia, PA

2019–2022: BEAT-HIV implements investigator-led home-based viral load acceptability study

2019–2023: BEAT-HIV implements Community Advisory Board-led Participant Experience Study (social sciences project)

2020: BEAT-HIV Community Engagement Group publishes position paper on analytical treatment interruptions

2020: U.S. National Institutes of Health mandates inclusion of community engagement coordinator in addition to CAB in new cycle of Martin Delaney 
Collaboratory-funded HIV cure research efforts

2021: BEAT-HIV Delaney Collaboratory is renewed (funded in 2021–2026 cycle)
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each CEG meeting attended with an extra $30 per com-
mittee meeting attendance ($60 maximum per month). 
Amounts provided were established by the BEAT-HIV 
leadership and remain an active area of discussion with 
CAB members based on the added demands on time that 
arise for CEG projects and services (see Challenges sec-
tion below).

The larger agenda for the CEG is based on priorities 
defined to accomplish community engagement goals 
described in the proposal. A yearly CEG retreat focused 
on strategic planning also supports defining major action 
items for the group. A month-to-month agenda for meet-
ings is set by the CAB officers in consultation with BEAT-
HIV Principal Investigators. Administrative support for 
day-to-day oversight of CAB, CAB or CEG committees, 
and larger CEG operations are handled by a community 
engagement coordinator (correspondence, meeting set-
up, committees) based at the University of Pennsylvania 
with added support from the BEAT-HIV administration 
effort. CAB/CEG meeting agenda (see generalized exam-
ple of CAB agenda in Additional file  1: Appendix  1) is 
chaired by the CAB Chair and include discussions and 
CAB-only voting items (i.e., voting in new CAB/CEG 
members) as well as CEG project review where all mem-
bers vote and participate. All CEG groups (CAB, CBO, 
Social Scientists and BEAT-HIV Principal Investigators) 
are included in each monthly agenda ensuring their input 
into existing or new project directions. Working group 
committees are determined at CAB/CEG meetings.

Established community‑based organization (CBO)
Philadelphia FIGHT Community Health Centers is an 
HIV/AIDS service organization based in Philadelphia 
that provides primary care, education, advocacy, and 
research. The organization was formed in 1990 as a part-
nership of PWH and HIV clinicians, using social and 
racial justice approaches to HIV prevention, treatment, 
and care. In 1995, Philadelphia FIGHT started a collabo-
ration with Dr. Luis Montaner and The Wistar Institute 
based on a shared vision to advance research toward an 
HIV cure, and to educate PWH on the importance of 
basic research. Notably, Philadelphia FIGHT’s Execu-
tive Director, Jane Shull, oversaw the expansion of the 
organization from a small start-up non-governmental 
organization (NGO) to a Federally Qualified Health 
Center (FQHC) serving underserved communities in the 
Greater Philadelphia area. When the BEAT-HIV Collabo-
ratory was formed in 2016 with a larger number of local 
and out-of-state researchers, expanding the existing rela-
tionship with Philadelphia FIGHT represented a natural 
extension of community engagement efforts already in 
place with The Wistar Institute. Therefore, the creation of 
the CEG model, adding a CAB as a third interdependent 

component in the BEAT-HIV Collaboratory, rested on a 
25-year foundational partnership engaging clients, basic 
researchers and clinicians in HIV-related research. Sev-
eral of the Philadelphia community members who would 
subsequently be engaged to serve on the newly formed 
BEAT-HIV CAB had prior interactions with Philadel-
phia FIGHT as either clients, trainees, staff, or as study 
participants in The Wistar Institute’s research. Building 
on these prior connections fostered trust between all 
components of the CEG and supported early efforts to 
engage, inform, and advocate for PWH and affected com-
munities in HIV cure-directed research.

In the BEAT-HIV CEG model, Philadelphia FIGHT 
serves as the established CBO, providing intimate knowl-
edge of the patient or participant population, established 
communication platforms, expertise in community out-
reach (including the use of social media), and credible 
messaging from and to the community. The role of Phila-
delphia FIGHT as a partner with The Wistar Institute has 
been supported by funding from the start and through 
the BEAT-HIV NIH awards with independent subcon-
tracts for 1.75% of total direct fund award (equal to the 
CAB budget). Philadelphia FIGHT is therefore an equal 
research and institutional partner with regard to project 
budget planning and voting representation at CEG meet-
ings, countering the strongly held view that academic 
efforts “take” more than they “give” when approaching 
non-academic partners.

Philadelphia FIGHT guides the implementation of 
the BEAT-HIV CEG local community engagement plan 
while providing programmatic support for the CEG for 
community education and outreach efforts. The specific 
activities supported at Philadelphia FIGHT reflect the 
community engagement portion of proposal at onset and 
ongoing priorities of the CEG each year. For example, 
Philadelphia FIGHT organizes an annual AIDS Educa-
tion Month and HIV Prevention Summit which provides 
a platform for BEAT-HIV’s data dissemination activities 
with a broad base of diverse community constituents 
(with respect to race, ethnicity, gender, sex, and age). 
Philadelphia FIGHT also allows BEAT-HIV researchers 
to bridge HIV cure-directed research with available HIV 
prevention, treatment, and care services in the commu-
nity to permit a more comprehensive approach to HIV 
cure-directed research.

As a result of the partnership, Philadelphia FIGHT’s 
HIV clinicians provide a critical role in reviewing and/
or endorsing HIV cure-directed trials implemented by 
or in collaboration with the BEAT-HIV Collaboratory. 
Philadelphia FIGHT is also a well-established clini-
cal research site implementing their own clinical trials 
aligned with the BEAT-HIV’s scientific objectives. Phila-
delphia FIGHT clinicians refer PWH to available HIV 
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cure-directed clinical trials based on trusted doctor/
researcher—patient/participant relationships; however, 
there remains a careful delineation of responsibilities 
between provision of HIV care and HIV clinical research.

Community advisory board (CAB)
The BEAT-HIV CAB was established in 2016. BEAT-
HIV CAB members are focused on providing commu-
nity input into HIV cure-directed research efforts and 
informing the broader community about the status of 
research. In forming the BEAT-HIV CAB, the Collabo-
ratory leadership was mindful to acknowledge core ele-
ments of community as proposed by MacQueen and 
colleagues: locus (sense of place), sharing, joint action, 
social ties, and diversity [15]. BEAT-HIV CAB mem-
bers have represented a range of constituencies, skills 
and lived experiences. CAB members provide feedback 
on various aspects of research (including, for example, 
reviewing research protocols, informed consent forms, 
and participant materials), disseminate research findings 
in lay terms to communities of interest, and relay sug-
gestions from the community to the BEAT-HIV leader-
ship. BEAT-HIV CAB operating procedures (also called 
“bylaws” by CAB members) describe procedures for 
nomination and approval of members and management 
of CAB-related activities.

The BEAT-HIV CAB meetings are embedded within 
monthly CEG meetings, and ad hoc sub-committee or 
working group meetings occur as necessary. CEG/CAB 
meetings are chaired by the CAB Chair. The CAB meet-
ings provide a forum for all CEG components to interact, 
providing updates on activities and planning for future 
events. The CAB also has the option to host added CAB-
only meetings as needed. An experienced community 
engagement coordinator based at the University of Penn-
sylvania provides programmatic support for all CAB-
related activities (e.g., coordinating meetings, including 
drafting meeting agendas in collaboration with CAB 
members, etc.). The CAB receives separate funding to 
conduct its activities under a subcontract to the Univer-
sity of Pennsylvania with 1.75% of total direct costs of the 
BEAT-HIV program.

BEAT‑HIV collaboratory scientists
Basic, clinical, social, and biomedical scientists of the 
BEAT-HIV Collaboratory implement the scientific 
aims of the program. The BEAT-HIV leadership attends 
monthly CEG meetings and shares information about 
research. For example, BEAT-HIV investigators have 
presented HIV cure-directed trial protocols to CAB and 
CEG members as they were being developed to seek 
input on trial design and participant-facing materials. 

BEAT-HIV scientists have also participated in commu-
nity events, and have invited CAB members to present 
their perspectives in meetings organized by Collabora-
tory scientists.

In 2019, the BEAT-HIV leadership added a social sci-
ences and ethics working group as an innovation to the 
CEG model. The BEAT-HIV social sciences and ethics 
working group was established to better understand com-
munity perceptions around HIV cure-directed research, 
assess participant experiences, and examine ethical 
aspects of HIV cure-directed science. The BEAT-HIV 
social sciences and ethics working group adopts a multi-
disciplinary approach by bridging clinical and biomedi-
cal research, social and behavioral sciences, ethics, and 
community and patient engagement [16, 17]. BEAT-HIV 
social sciences and ethics projects receive input from 
CEG, and are implemented collaboratively to ensure a 
triangulated perspective. The working group reports to 
the Collaboratory leadership and receives funding as a 
BEAT-HIV sub-award (1.75% of total BEAT-HIV award) 
to implement community-based participatory research 
(CBPR) projects [18, 19]. Co-design and co-creation of 
research efforts are important features of this working 
group, which helps ensure the relevance of projects to 
PWH, affected communities, and the wider field of HIV 
cure-directed research.

Examples of BEAT‑HIV CEG working groups and projects
The functionality of the BEAT-HIV CEG model is best 
illustrated through examples of BEAT-HIV CEG work-
ing groups and projects. Highlighted BEAT-HIV CEG 
working groups and projects illustrate how the CEG 
component(s) were instrumental in leadership, design, 
and implementation. These examples are embedded as 
vignettes and include: 1) BEAT-HIV analytical treat-
ment interruption (ATI) position paper (CEG project) 
(Vignette 1), 2) BEAT-HIV cure-directed research edu-
cation video series (CEG project) (Vignette 2), 3) BEAT-
HIV participant experience study (CAB-led project 
with CEG support) (Vignette 3), 4) BEAT-HIV home-
based viral load acceptability study (scientist-led project 
with CEG support) (Vignette 4), and Awareness of HIV 
Cure-Directed Research among HIV Clinic Patients in 
Philadelphia (scientist-led project with CEG support) 
(Vignette 5). Within each vignette, we share lessons 
learned using the CEG model.

Key cross-cutting learnings from BEAT-HIV CEG 
working groups and projects have been embracing a 
fluid research agenda that addresses evolving needs of 
the community. We have learned to be more intentional 
about when and how community feedback is requested. 
We try to allow ample time for pilot testing research pro-
jects, and remain mindful of varying literacy levels and 
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learning styles in the community. We also learned about 
the importance of acknowledging participants’ lived 
experiences in HIV cure-directed clinical trials, and of 
engaging community members during the entire lifecycle 
of a project. As illustrated in Vignettes 3 and 4, providing 
working definitions of important concepts and building 
capacity in research methods is a necessity, together with 
making data available in understandable formats for non-
scientific communities of interest, and engaging commu-
nity members in dissemination activities.

Vignette 1: BEAT‑HIV ATI Position Paper
(https://​beat-​hiv.​org/​wp-​conte​nt/​uploa​ds/​2016/​09/​
BEAT-​HIV-​Posit​ion-​Paper-​FINAL.​pdf ) 

A key feature of HIV cure trials is the need to interrupt 
HIV treatment to determine the efficacy of interventions 
aimed at keeping HIV controlled in the absence of ART 
(60). Therefore, analytical treatment interruptions (ATIs) 

require community input to help ensure they remain eth-
ical and acceptable to PWH and affected communities. 
In the first cycle of the BEAT-HIV Collaboratory (2016–
2021), the CEG engaged its members in the creation of a 
position paper around ATIs in HIV cure-directed clinical 
trials.

Starting in 2017, CEG members identified and consoli-
dated possible topics for inclusion and prioritization in 
the ATI position paper. From 48 possible topics identi-
fied, the CEG prioritized and consolidated five topics for 
inclusion, which were translated into the five modules 
of the ATI position paper. Module 1 focused on explain-
ing what ATIs are and why they are needed in HIV 
cure-directed trials. Module 2 provided considerations 
for participation in HIV cure-directed trials. Module 
3 outlined steps to navigate the informed consent pro-
cess. Module 4 described social implications to consider 
when enrolling in ATI trials. Module 5 advanced consid-
erations for women’s participation in HIV cure-directed 
research. In addition, the ATI position paper provided a 
Participant’s Bill of Rights and Responsibilities adapted 
to HIV cure-directed research, as well as community-
friendly appendices such as a glossary of useful terms and 
additional resources.

A critical lesson learned from the ATI position paper 
experience has been the need to allow due process in 
prioritization of key topics surrounding ATIs and ample 
time to develop the modules to allow for adequate com-
munity consultation and input. The ATI position paper 
also served as an avenue for dialogue, capacity build-
ing and mutual understanding around ATIs in HIV 

Table 3  Lessons learned: potential strengths and challenges of the BEAT-HIV CEG model

Potential strengths

  Creates synergy between goals of community-based organization, goals of community-advisory board, and aims of HIV research

  Creates greater awareness of how to work together and creation of shared space

  Overcomes shortcomings of traditional CAB-scientists model

  Rectifies unequal power relationships that have been historical issues for CABs

  Provides joint priority areas for collective input

  Keep individuals engaged while maintaining meeting time to an acceptable level, and helps with multi-directional skill building for CEG members

Potential challenges

  Independence of the CAB would be co-opted by direct linkages to investigators and CBO

  CAB members may not be equally recognized for time commitments compared to other CEG members

  Defining projects with community leadership (CAB- or CBO-led) versus input for basic or clinical sciences research

  Ensuring community recommendations are incorporated into HIV cure-directed clinical trial design

  Establishing clear yet iterative rules of engagement (e.g., commitment to building mutual understanding, respect, inclusion, equity, diversity and 
collaboration, among others)

  Periodically define and refine roles and resonsibilities of CEG members, and to ensure equity in parties responsible for leading each project or work-
ing groups

  Managing expectations regarding differential time commitments, availabilities and skills of CEG members

  Avoiding conflating community engagement with recruitment efforts for clinical trials and participation in research

https://beat-hiv.org/wp-content/uploads/2016/09/BEAT-HIV-Position-Paper-FINAL.pdf
https://beat-hiv.org/wp-content/uploads/2016/09/BEAT-HIV-Position-Paper-FINAL.pdf
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cure-directed trials. The ATI position paper highlighted 
the need to acknowledge the participants’ lived experi-
ences in HIV cure-directed clinical trials. As a result, 
vignettes featuring personal stories of individuals who 
have participated in ATIs were added. The ATI position 
paper further underscored the need to adopt commu-
nity-friendly language when explaining complex HIV 
cure-directed research. While the BEAT-HIV leadership 
initially called the project a “White Paper,” the expression 
“ATI Position Paper” was eventually adopted after discus-
sions with CAB members to avoid racial connotations.  
The ATI position paper was published online in 2020.

Vignette 2: BEAT‑HIV Cure‑Directed Research Education Video 
Series (The Philadelphia Story)
(https://​beat-​hiv.​org/​hiv-​cure-​educa​tion-​series/)

In the first cycle of the BEAT-HIV Collaboratory 
(2016–2021), the CEG engaged in the creation of an HIV 
cure-directed research educational video series titled The 
Philadelphia Story. The video series presented essential 
information by and to community members about par-
ticipation in HIV cure-directed research, with special 
attention given to ATI trials. Videos document the per-
spectives of PWH, trial participants, HIV clinicians, and 
researchers about the possibilities, challenges, and ethics 
of HIV cure-directed research.

In 2019, this community education tool was collabora-
tively developed with different CEG constituencies with 
the aims of 1) translating complex clinical research into 
accessible language, 2) informing relevant stakeholders 
about research occurring in Philadelphia, and 3) explain-
ing the importance of a robust informed consent pro-
cess. CEG members were invited to participate in the 
video series at various stages of creation and assembly, 
including brainstorming and selecting topics of inter-
est, developing a request for proposal (RFP) sent to 

Philadelphia-based video companies, selecting the pro-
duction team via group deliberation, appearing as video 
participants, reviewing video footage, and critiquing 
video drafts. Philadelphia FIGHT hosted two community 
meetings to introduce the project, solicited feedback, 
and engaged community members in dialogue through 
the video series creation. Overall, 65 hours of film were 
reduced into four videos of 3–10 minutes each. The video 
series was premiered with a red-carpet celebration in 
June 2019 at End AIDS: The HIV Prevention and Out-
reach Summit, organized by Philadelphia FIGHT.

The four videos include the following:  1. Game Chang-
ers. Describes who and what is behind an HIV cure-
directed study. Community, providers, case managers, 
and researchers come together to explain what to expect 
in a clinical trial.

2. The Top Ten. Reviews the top 10 items people should 
be aware of (and ask about) if considering joining an HIV 
cure-directed study.

3. The Art of ATI. Discusses what an ATI is and why it is 
included in HIV cure-directed studies.

4. Time. Commitment. Researchers and individuals who 
have participated in recent studies discuss what it takes 
to complete an HIV cure-directed clinical trial.

Video series organizers were mindful to ensure inclu-
sivity in representation of video participants with respect 
to age, sex and gender, and race and ethnicity, with bal-
anced representation between community and scientists’ 
perspectives.

Vignette 3: BEAT‑HIV Participant Experience Study
The BEAT-HIV participant experience study was initi-
ated under the first cycle of the BEAT-HIV Collaboratory 
(2016–2021) and continued into the second cycle (2021–
2023). Because ATI studies present potential physical and 
psychosocial risks to trial participants (60,61), as well as 
risk of HIV transmission to partners (62), CAB mem-
bers became interested in understanding the experience 
of study participants. CAB members stated that incor-
porating lived experiences would respect participants, 
honor the long history of community involvement in the 
advancement of HIV research, and adhere to the ethical 
principle of respect for communities in clinical research 
(63).

https://beat-hiv.org/hiv-cure-education-series/


Page 9 of 17Dubé et al. Research Involvement and Engagement            (2023) 9:39 	

Starting in 2019, the BEAT-HIV participant experience 
study incorporated significant CAB member involve-
ment in the design of the study, including the develop-
ment of interview questions and analysis of the findings. 
The participant experience study was a nested sub-study 
within the BEAT-HIV trial “A Pilot Phase I Randomized 
Study to Evaluate Innate Immune Activation Predictors of 
Sustained Viral Control in Adults with HIV Undergoing 
a Brief Analytical Treatment Interruption after Admin-
istration of Pegylated Interferon Alpha 2b in Combina-
tion with Two Intravenous Broadly HIV-1 Neutralizing 
Antibodies 3BNC117 and 10-1074” (NCT03588715). The 
research design selected by the CAB included interview-
ing participants at two timepoints: 1) after enrollment 
into the trial (64), and 2) after participants had resumed 
their ART following the ATI. Various CAB and CEG 
members participated in meetings to discuss study find-
ings and generate a set of considerations that were shared 
with BEAT-HIV clinical/biomedical scientists to inform 
future trials.

The BEAT-HIV participant experience study 
was informed by principles of community-based partici-
patory research (CBPR), and CAB member engagement 
occurred throughout the entire research process includ-
ing conceptualization, design, implementation, analysis, 
and communication of findings (18). The aims were to: 1) 
gain a richer understanding of participants’ experiences 
in HIV cure-directed clinical trials, 2) harness commu-
nity expertise in the development of data collection tools 
and methods, as well as the analysis and interpretation of 
results, 3) develop hypotheses for future studies, and 4) 
inform scientists with considerations for best practices in 
the conduct of HIV cure-directed clinical trials.

Vignette 4: BEAT‑HIV Home‑Based Viral Load Acceptability 
Study
The BEAT-HIV home-based viral load acceptability study 
was initiated under the first cycle of the BEAT-HIV Col-
laboratory (2016–2021) and continued into the second 

cycle (2021–2023). ATI trials require participants to 
adhere to frequent monitoring visits for viral load tests. 
These visits can become burdensome to participants. 
Therefore, community members have advocated for ways 
to lessen the burden of the visit schedule. Tasso, Inc. 
and Merck & Co, Inc., Kenilworth, NJ, USA, developed 
an experimental home-based blood collection device 
that could facilitate on-demand viral load testing during 
ATI trials. In 2020, at the start of the COVID-19 pan-
demic, the BEAT-HIV CEG leadership decided to test 
the device as part of an ongoing HIV cure-directed ATI 
trial. In addition to including a reliability component (i.e., 
measuring whether the blood collected from the device 
could accurately measure viral loads), the BEAT-HIV 
CEG integrated a socio-behavioral research component 
focused on assessing acceptability. The home-based viral 
load acceptability study included three components: 1) 
nested in-depth interviews with participants testing the 
device as part of the ongoing BEAT-HIV ATI trial (65), 2) 
community-based in-depth interviews and focus groups 
to understand hypothetical acceptability of the device 
among PWH who were not enrolled in the study (66), 
and 3) community-based surveys to understand hypo-
thetical acceptability of the device among diverse stake-
holder groups, such as PWH, biomedical researchers, 
and HIV clinicians (67).

This effort involved the engagement of community 
members at all stages of the research process. BEAT-HIV 
CAB members provided input on research design and 
study instruments, helped moderate focus group discus-
sions, and contributed to interpretation of findings and 
dissemination of results to the community as part of 
Philadelphia FIGHT’s HIV Prevention Summit in June 
2022. Two BEAT-HIV CAB members participated in the 
ATI trial and generously contributed their lived experi-
ences. In addition, BEAT-HIV CAB members helped 
review infographics and one-page lay-friendly summaries 
of study findings. The BEAT-HIV CEG also incorporated 
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input on study design and instruments from four external 
community members from the AIDS Treatment Activ-
ists Coalition (ATAC) (a group of advocates advising on 
industry-sponsored research).

A critical lesson learned from the BEAT-HIV home-
based viral load acceptability study included the impor-
tance of engaging community members during the entire 
lifecycle of the project (68)—as advisers, co-designers, 
participants, moderators, co-authors, and disseminators 
of research findings.

The BEAT-HIV CEG realized the benefit of having 
community members trained in research ethics and focus 
group moderation. Another lesson learned was the need 
to negotiate timelines for an industry-sponsored and 
milestone-based project, while finding a balance between 
seeking community input and moving the project for-
ward at an acceptable pace. In our opinion, the inclusion 
of the socio-behavioral acceptability component into the 
main research protocol and the broad representation of 
CAB members as co-designers of research represent best 
practices for the field of HIV cure-directed research.

Vignette 5: Awareness of HIV Cure‑Directed Research 
among HIV Clinic Patients in Philadelphia
During 2019, the third year of funding for the BEAT HIV 
Collaboratory v1.0, the CAB led the CEG in developing 
and implementing a survey of patients in HIV care in 
Philadelphia. The survey intended to assess the knowl-
edge of and support for HIV cure-directed research to 
help develop and inform future community education 
and engagement projects. Understanding the awareness, 
perceptions, misperceptions, and interest in HIV cure 
research was seen as necessary to design meaningful 
content and effective delivery strategies for educational 
messages aimed at potential participants and the larger 
community of PWH. Information gained would address 
the limited data available to help guide the implementa-
tion of community education efforts for this population. 

The survey was conducted among 177 patients receiv-
ing HIV care from the University of Pennsylvania Heath 
System and the Jonathan Lax Clinic of Philadelphia 
FIGHT. To facilitate participation, the survey was anony-
mous, no personal health information was collected, and 
the questionnaire was designed to be completed within 
3 to 5 minutes while they completed routine clinic vis-
its. Questions included categorical response options 
with several opportunities to add comments. Questions 
assessed the awareness of HIV cure-directed research, 
sources of information about cure research, and prior 
experiences with research. Respondents were also asked 
about their interest in participation in future HIV cure 
research, factors that would have the greatest impact on 
their willingness to participate, preferred ways of receiv-
ing future information, their beliefs regarding the possi-
bility of achieving a cure for HIV.

This CEG project provided an opportunity for CAB 
members, investigators, and our community partner, 
Philadelphia FIGHT, to work together on a common pro-
ject from conceptualization to presentation. Discussions 
of the purpose of the survey helped to crystalize the mis-
sion of the CEG. This process helped to highlight peo-
ple in treatment for HIV as a priority population for the 
BEAT-HIV community engagement efforts. The selection 
of questions used in the survey was led by the CAB. This 
project also helped to address some of the power dif-
ferentials inherent in the CEG framework and demon-
strated equity among its three component groups.

Lessons learned from BEAT‑HIV CEG model
The CEG model
By recognizing the complementary role of the three CEG 
components, our community engagement model recog-
nizes a common team. The CEG model advances a new 
model of community engagement beyond the traditional 
academic-community relationship centered on a CAB. 
Table  3 summarizes potential strengths and challenges 
of the CEG model that together constitute our collec-
tive reflective lessons learned from the BEAT-HIV CEG 
model to date.

Possible strengths of the CEG model:
Strength #1
The experiential, cultural, linguistic, and social exper-
tise of community members is combined with con-
tributions from basic, clinical/biomedical and social 
scientists, as well as ethicists in support of the BEAT-
HIV Collaboratory’s multi-disciplinary HIV cure-
directed research agenda. A key strength of the CEG 
model has been the synergy between the goals of the 
CBO (community engagement and implementation 
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arm), the goals of CAB (sounding board and education/
dissemination design) and the aims of HIV research 
(finding a safe, efficacious, acceptable, and scalable 
cure). Therefore, the CEG model moves its individual 
components beyond single or siloed missions and ori-
ents all groups toward a more equitable and holistic 
vision.

Strength #2
Greater awareness of how to work together. The CEG 
enables a shared and safe space while fostering greater 
self-awareness of individual members. Exchanges 
between the different CEG components help create 
unity across various experiences and facilitate empathy 
and mutual understanding. The CEG model is inten-
tional in stressing that the whole become greater than 
the sum of its parts. The CEG model has the potential 
to generate more effective and community-relevant 
research emerging from robust partnerships and shared 
ethical commitments between the CBO, CAB, and 
scientists. As an overarching entity, the CEG acts as a 
dynamic bridge between different types of stakeholders. 
Its success, however, rests on the sustained involvement 
of all key players. Philadelphia FIGHT (CBO), together 
with the CAB, help ensure the community relevance of 
the research while facilitating design and implementa-
tion of projects. The CBO and CAB are attuned to com-
munity needs and establish an ongoing presence with 
respective affected communities.

Strength #3
The inclusion of the CBO helps overcome some of the 
shortcomings of the more traditional CAB-scientists 
model, which have been documented in the literature [13, 
20–23]. For example, it can take years before research 
institutions develop trustworthiness with affected com-
munities [24]. Inclusion of a CBO with deep-rooted rela-
tionships with the community moves engagement into a 
more productive and meaningful, rather than tokenistic, 
space [24, 25].

The CEG model incorporates a racial and social justice 
model into HIV cure-directed research and allows for 
Black and other communities to counter mistrust in the 
health care system and clinical research [26–28] due to 
historical ethical violations [29, 30]. This is important as 
racial and ethnic minority groups are less likely to report 
trust in their HIV care providers, which results in lower 
adherence to HIV treatment [31]. Lower rates of viral 
suppression may have downstream impacts for HIV cure 
research outcomes. We believe the CEG model may help 
build trust with the local community by using the CBO as 
a trusted messenger.

Strength #4
The three-way partnership helps to rectify unequal 
power relationships that have been historical issues for 
some CABs by creating a larger CEG team where each 
component is recognized as an active participant [23]. 
Importantly, the maintenance of the CEG model requires 
a willingness to engage in honest and candid conversa-
tions around meaningful community engagement in HIV 
cure-directed research. In a sense, Tuckman’s stages of 
team development (i.e., forming, storming, norming and 
performing) [32] became an ongoing reality and an itera-
tive process. The CEG model has allowed the BEAT-HIV 
Collaboratory to more effectively advance principles of 
community empowerment by creating a larger commu-
nity team where each group is an equal partner in sup-
port of the other two. The interdependence created by 
this structure reinforces equity and mutual respect under 
a shared vision to advance research toward an HIV cure.

Strength #5
Based on the limited guidance in the literature on best 
practices for participatory approaches in HIV cure-
directed research, the CEG structure organically emerged 
as the joining of three critical groups required to effec-
tively deliberate, plan and implement HIV cure-directed 
clinical trials helping to identify joint priority areas for 
collective input. For example, the BEAT-HIV ATI posi-
tion paper (highlighted in Vignette 1) provides commu-
nity-focused participatory guidelines and a bill of rights 
and responsibilities for both participants and investiga-
tors. The BEAT-HIV position paper highlights the impact 
of all CEG members acting together, as none could have 
generated an authoritative position without the others.

Strength #6
To maintain the amount of meeting time each month to a 
manageable level, regular CAB meetings are held within 
the model of CEG meetings with CAB leadership (i.e., 
Chair, Secretary) who also serve comparable functions in 
the CEG. Meeting agendas address both CEG and CAB 
agenda items. In the event a vote is needed on a CAB-
only item (i.e., CAB operating procedures), only CAB 
members vote, whereas all members vote on CEG items.

While BEAT-HIV CAB leadership has evolved over 
the years, we recognized the need to have everyone be 
engaged and included as much as possible regardless 
of roles. The BEAT-HIV CEG experience has shown 
the willingness to invest in knowledge transfer and skill 
building for BEAT-HIV CAB members on an ongo-
ing basis, such as leadership, public speaking, or writing 
skills. The BEAT-HIV CAB decided to create an ori-
entation packet for new members to reduce the gap in 
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information between new and longer-serving commu-
nity members regarding the role of a CAB and CEG. The 
BEAT-HIV CEG prioritized capacity building that was 
multi-directional, including scientists learning new skills 
in community literacy and cultural awareness as well as 
community members learning more about HIV cure-
directed science.

Possible challenges of the CEG model
Challenge #1
One of the first obstacles encountered with the CEG 
model was the fear that the independence of the CAB 
would be co-opted by direct linkages to the investiga-
tors and CBO. We addressed this by ensuring that each 
component group within the CEG recognized the inde-
pendence and value of the other component groups in 
achieving the common goal. The CEG is a community 
engagement collaborative and the power differentials 
between the component parts needed to be acknowl-
edged and closely monitored. For example, although CAB 
meetings occur in the presence of CEG members, the 
CEG Chair (who is also the CAB Chair) has the option 
to extend a CAB meeting by going into a CAB member-
only portion at end of agenda if there is an item the CAB 
wants to discuss outside of the larger CEG group.

Challenge #2
Research efforts toward an HIV cure have not witnessed 
the same passionate urgency as the life-saving HIV treat-
ment research of the 1980s and early 1990s [33], and rely 
largely on the altruism of otherwise healthy volunteers to 
participate in research and as community representatives 
[34–36]. While CAB members serve as volunteers, the 
CBO and scientists serve while supported by institutional 
salary effort. The increasing time commitments required 
to execute CEG projects could result in CAB members 
not being equally recognized or compensated for their 
time commitment. We found it remained important to 
seek strategies to recognize the added time commitments 
beyond group meetings that CAB partners are requested 
to contribute [28, 29]. For example, food is provided at 
meetings, festive seasonal “thank you” parties are held 
(e.g., winter season), recognition of a CAB member of 
the month is included in monthly meetings, provision 
of meeting travel support for poster presenters from the 
CAB, provision of iPads to CAB members in need of sup-
port for online attendance, and additional stipends for 
CAB participation in CEG-related planning meetings or 
sub-committees are provided to account for time spent 
beyond standing CAB meetings.

Challenge #3
Although essentially a basic sciences effort (involving 
human cells, mechanistic pathways, genes, and animal 
models), HIV cure-directed research has important sig-
nificance for a broad range of constituency groups across 
the translational research continuum [37]. For PWH, 
the hope of a cure has significance around perceptions 
of health and potential for research participation. For 
HIV clinicians, HIV cure-directed research could help 
improve clinical and psychosocial outcomes for PWH. 
While a cure for HIV infection is an aspiration for the 
future, advancing cure-directed efforts still need PWH 
to be willing to enroll in observational studies, interrupt 
ART, and take up interventions. Defining community 
input and benefit for basic sciences research is impor-
tant, as it is unlikely that participants will derive direct 
clinical benefits from the research in the near future [38, 
39]. In response to this challenge, we created the BEAT-
HIV social sciences and ethics working group to provide 
a bridge between basic and clinical sciences, and commu-
nity priorities. BEAT-HIV CAB members can have more 
direct input into social sciences research than basic and 
translational sciences research.

Challenge #4
HIV cure-directed research efforts remain in the early 
stages, and a key challenge has been to ensure that com-
munity recommendations are incorporated into HIV 
cure-directed clinical trial designs. Study protocols are 
often almost fully developed before they are discussed 
with community members given funding and itera-
tive research project cycle constraints. Pantelic and col-
leagues coined the expression “epistemic injustice” to 
describe circumstances when community input was 
solicited, but not acknowledged or applied [11].

While the NIH permitted clinical trials to occur in the 
first iteration of the BEAT-HIV Collaboratory, the NIH 
did not allow clinical trials in the second iteration of the 
Collaboratory. As a result, BEAT-HIV Collaboratory sci-
entists proposed a clinical trial to the AIDS Clinical Tri-
als Group (ACTG), which received subsequent approval 
for development. A BEAT-HIV community representa-
tive is included as a member of the ACTG protocol team 
to ensure community feedback is incorporated into the 
research.

Challenge #5
The CEG model necessitated the establishment of clear 
yet iterative rules of engagement within the group’s by-
laws (provided in orientation packets for all new CEG 
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members) to avoid unintended conflict due to inherent 
group dynamics by diverse membership with differences 
in life experience (persons with primary experience with 
poverty, violence, etc.), power dynamics (gender, racial, 
educational, financial), expectations of how the group 
should function, and concerns on confidentiality for 
those electing to keep their HIV status private. By read-
ing the mission of the group at the start of each CEG 
meeting, we also focus the group on building mutual 
understanding, respect and seeking common ground 
towards a unified goal. Prospective CAB members are 
also required to attend three meetings before they can be 
voted in. This period orients them in advance as to how 
they should engage as a member of the group. Additional 
examples where rules of engagement have been useful 
include defining how the public disclosure of reports or 
publications from the CEG would be approved, obtaining 
confidentiality agreements from all members, obtaining 
consent for any pictures of CAB members to be shown 
publicly, etc. However, at times, it became necessary to 
engage in periods of re-adjustment and pursue resolution 
of conflict by smaller subgroups or by calling in BEAT-
HIV leadership or outside trusted community mediators 
to reinforce our CEG mission.

Challenge #6
Another major lesson learned has been the need to peri-
odically define or refine roles and responsibilities, and 
identify clear responsibilities for the party/parties lead-
ing projects or working groups, as illustrated in Vignettes 
1–5. The “ownership” of each project or working group 
became more important to define over time. These roles 
and responsibilities enabled clarifying expectations 
and levels of participation. To facilitate these delinea-
tions, we adopted a five-fold taxonomy of 1) informing, 
2) consulting with, 3) involving, 4) partnering with, and 
5) having the CEG lead to describe how a project would 
be performed. By defining whether a project would be 
CEG-, CBO-, CAB- or scientist-led before assigning col-
laborative roles to all, we could ensure that expectations 
and roles were clear. Over time, intentionally defining 
the roles that each group had while acknowledging lead-
ership opportunities available to all resulted in greater 
community member appreciation for the time and com-
mitment of CEG members.

Challenge #7
Because most CAB members have external work com-
mitments outside of the CAB, while CBO members and 
scientists usually perform CEG activities as part of their 
professional role, we have needed to manage expecta-
tions regarding differential time commitments, avail-
abilities, and skills. It has been essential to monitor not 

overburdening CAB members with tasks and sub-com-
mittee assignments. The adage “less is more” became 
useful to ensure issues could be properly championed at 
defined times. As suggested by Wilkinson and colleagues, 
we found that engagement should be tailored and “dosed” 
appropriately, based on the intensity of the research and 
sensitivity of the topic [40]. To mitigate this challenge, we 
reminded BEAT-HIV CEG members to be intentional 
about honoring differing preferences, interests, motiva-
tions, and incentives of CEG members.

Challenge #8
It is important to avoid conflating community engage-
ment with recruitment efforts for clinical trials and par-
ticipation in research [3, 41]. The CEG model allowed 
investigators to present clinical trials open for recruit-
ment to community partners. However, it was impor-
tant to note that information was being provided for 
dissemination and awareness rather than expecting that 
CEG members were “recruiters” or accountable for suc-
cess in enrollment. Review of enrollment totals with spe-
cific mandates to support any one study presented is not 
allowed. This guideline has been well received by clinical 
investigators.

Advancing the field of community engagement in HIV 
cure‑directed research
By embracing an intentional approach to community 
engagement and viewing community members as subject 
matter experts, we hoped to challenge traditional notions 
of maintaining isolated pockets of “expertise,” whether 
scientific or community [42]. As such, the CEG model 
helps move us toward a more integrated and equitable 
vision of HIV cure-directed research and contributes to 
building long-term trust and goodwill investments with 
affected communities. The historical relationship with 
Philadelphia FIGHT as a CBO partner has been a key 
factor upon which to build the expanded CEG model.

Despite the 2013 NIH mandate to include community 
engagement in MDC-funded HIV cure-directed research 
efforts, there has been limited documentation of success-
ful models and best practices around meaningful engage-
ment. In Australia, Lau and colleagues shared learnings 
from community engagement around a hypothetical HIV 
cure-directed trial, in which approximately 40 individu-
als from different sectors (e.g., basic scientists, HIV cli-
nicians, PWH, community members, social scientists, 
bioethicists) engaged in role play exercises to improve 
education and communication between stakeholder 
groups [41]. This experiment underscored the need for a 
critical approach to inclusion, since not all groups have 
equitable capacity to meaningfully participate [41]. Our 
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CEG model followed this principle by stressing equitable 
inclusion in its structure [3].

Notwithstanding the lack of a published knowledge 
base, notable lessons can be learned from HIV treatment 
and prevention research. For example, Lo and colleagues 
reviewed historical examples of stakeholder engagement 
in HIV clinical research [43]. HIV treatment advocacy 
and engagement was robust from the onset and led to 
revolutionary therapeutic advancements for PWH in 
the late 1980s and early 1990s [43]. In contrast, the late 
community engagement in early PrEP research backfired 
and delayed understanding of downstream PrEP imple-
mentation challenges [41]. Experience from the field of 
preventive HIV vaccine research showed that early and 
sustained engagement could be critical in paving the way 
for sequential trials [43]. Brocher and colleagues com-
pares standardized metrics to evaluate recruitment prac-
tices in two HIV monoclonal Antibody Mediated (AMP) 
clinical trials, and found successful strategies varied 
between regions, underscoring the need to tailor strate-
gies to local contexts [44].

The field of HIV cure-directed research rests on four 
decades of community-engaged approaches to propel 
HIV-related discoveries forward. The field of HIV pre-
vention research is particularly full of examples of com-
munity engagement—whether they were successful or 
not [4, 40, 45–49]. For example, a fundamental lesson 
from HIV prevention trials has been the contribution 
of the socio-behavioral sciences in providing an empiri-
cal foundation for community-engaged research, and 
knowledge translation to support the long-term process 
of scientific discoveries [46]. In examining facilitators and 
challenges to meaningful community engagement in four 
countries, Newman and colleagues identified the follow-
ing cross-cutting themes as essential: increasing research 
literacy (including addressing misconceptions), acknowl-
edging mistrust in biomedical research due to historical 
exploitation, engaging early and often with participatory 
processes, and developing appropriate stakeholder roles. 
These considerations inspired us as we continue to imple-
ment community engagement activities, and as we evolve 
the BEAT-HIV CEG framework with deliberate integra-
tion of socio-behavioral sciences and ethics research.

Unanswered community engagement questions 
and looking into the future
Seven years into the formation of the BEAT-HIV CEG 
model, we still have several unanswered questions. One 
conundrum we continue to face is the need to create 
benefits for the community beyond the long-term goals 
of HIV cure-directed research. This creation of commu-
nity benefits aligns with the ethical principles of benefi-
cence, justice, and social value of research. The question 

remains how to create meaningful community benefits 
when funding mechanisms have strict research man-
dates as defined by requests for proposal. For example, 
we wonder if it would be possible to establish a certifica-
tion or training program for CAB members so they could 
receive external recognition for their service and build 
transferable skills beyond HIV cure-directed research. 
The strengths and challenges of the BEAT-HIV CEG pro-
vide support for ongoing advocacy efforts geared toward 
changing funding restrictions.

Furthermore, as we continue to engage in CBPR, lines 
can become blurred between “researchers” and the 
“researched” [50], or between scientists and community. 
We recognize that engagement of community members 
as co-researchers can translate into higher expectations 
and demands on them [42]. The value of engaging addi-
tional CBOs as partners in the CEG model is another 
question for future development, as research teams often 
may cover diverse geographical areas not otherwise 
addressed by a single CBO.

In addition to better defining GPP around commu-
nity engagement in HIV cure-directed research, the field 
could significantly benefit from establishing monitoring 
and evaluation standards to define acceptable commu-
nity engagement. The paucity of the community engage-
ment literature in HIV cure-directed research, contrasted 
with rapid growth of investments in basic and clinical/
biomedical research, highlights the urgency of proposing 
best practices for meaningful engagement. MacQueen 
and colleagues [51] called for dedicated efforts aimed 
at evaluating community engagement in terms of pro-
cesses, outcomes, and longer-term impacts. In a similar 
effort, Staley and colleagues identified nine categories 
of community engagement impacts, including effects 
on the research agenda, research design and delivery, 
research ethics, people involved, researchers, partici-
pants, the wider community, community organizations, 
and overall implementation and change [52]. In the con-
text of comparative effectiveness research, Edwards and 
colleagues proposed a 10-step continuum framework to 
guide researchers in selecting appropriate approaches for 
meaningful patient engagement [53]. These steps include: 
1) soliciting topics, 2) prioritizing research, 3) framing 
questions, 4) selecting outcomes, 5) creating conceptual 
framework, 6) analyzing the plan, 7) collecting data, 8) 
reviewing and interpreting results, 9) translating results, 
and 10) disseminating findings [53]. The National Acad-
emies of Sciences, Engineering and Medicine (NASEM) 
recently proposed a conceptual model for assess-
ing meaningful community engagement with a focus 
on health equity through transformed health systems 
[54]. They stated that “the fundamental question is not 
whether entities think they are engaging communities 
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but whether communities feel engaged [54].” Health 
equity values of diversity, inclusivity, partnerships, 
opportunities, acknowledgement, visibility, sustained 
relationships, mutual respect, trust, shared power, and 
structural support for community engagement, should 
become key goals of meaningful engagement and should 
be added to key definitions of community engagement 
and PPI. Documenting lessons learned from the contin-
ued development of the CEG model, and establishing 
transparent guidance to evaluate the impact of commu-
nity engagement efforts, could help increase account-
ability and equity between community stakeholders and 
scientists.

Limitations
Our work has several limitations. We provide a single 
case study of our experiences, and did not conduct a for-
mal external evaluation of the BEAT-HIV CEG model, 
which would have likely yielded a more objective account. 
Assessment of BEAT-HIV CBO and CAB members’ per-
spectives about the CEG model would require separate 
empirical research. The CEG model could benefit from 
more formal evaluation of its process and productivity in 
the future. Further, our group does not have the authority 
to prescribe guidance, metrics, and outcomes on mean-
ingful community engagement in HIV cure-directed 
research, as this would require broad stakeholder input. 
Our CEG model will continue to evolve, and we hope to 
incorporate new guidelines on community engagement 
in HIV cure-directed research as they become available. 
The manuscript was drafted by a social scientist (first 
author), with input from BEAT-HIV-affiliated CAB and 
CEG members. While the social scientist is not physi-
cally based in Philadelphia, she interfaces with the BEAT-
HIV community and CEG members on a twice-monthly 
basis via teleconference. Further, a potentially untapped 
opportunity would be to integrate community engage-
ment lessons learned from other fields, such as CBPR [19, 
55], organizational behavior [56], COVID-19 [57, 58] or 
oncology research [59], among others.

Conclusions
Heightening the centrality of community-engaged 
approaches will yield dividends in the future ethi-
cal conduct and implementation of HIV cure-directed 
research, and the eventual roll-out of an HIV cure. We 
present a novel approach to community engagement in 
HIV cure-directed research. We believe our commu-
nity engagement group model integrating a CBO, CAB 
and scientists allowed for a more effective, equitable 
and ethical approach of engagement in our community. 
In sharing our lessons learned and challenges, we con-
tribute to the science of community engagement in HIV 

cure-directed research. Our model illustrates the impor-
tance of partnerships and establishing clear expectations 
between constituent groups. The CEG is an outgrowth 
of the more traditional CAB-only model for commu-
nity engagement, reflecting a growing trend to integrate 
community into working teams rather than limited to 
working as independent advisory groups. Importantly, 
the CEG model does not replace CAB-only roles, but 
rather provides a team-based model for joint action. As 
research funders aim to include community input into 
basic, clinical/biomedical, social and ethics research, we 
believe that the benefits of the CEG model may allow for 
funding resources able to support leadership and partici-
pation by all three components. Above all, we hope our 
experiences with the CEG model will advance discussion 
on how to engage communities more meaningfully, ethi-
cally, and sustainably in research.

Abbreviations
ACTG​	� AIDS Clinical Trials Group
AMP	� Antibody Mediated Prevention
ART​	� Antiretroviral Treatment
ATAC​	� AIDS Treatment Activists Coalition
ATI	� Analytical Treatment Interruption
AVAC	� [Formerly] AIDS Vaccine Advocacy Coalition
BEAT-HIV	� Beyond Antiretroviral Therapy – HIV
CAB	� Community Advisory Board
CBO	� Community-Based Organization
CBPR	� Community-Based Participatory Research
CDC	� U.S. Centers for Disease Control and Prevention
CEG	� Community Engagement Group
DEIA	� Diversity, Equity, Inclusion and Accessibility
FQHC	� Federally Qualified Health Center
GIPA	� Greater Involvement of People with HIV
GPP	� Good Participatory Practice
MDC	� Martin Delaney Collaboratory
NASEM	� National Academies of Science, Engineering and Medicine
NGO	� Non-Governmental Organization
NIAID	� National Institute of Allergy and Infectious Diseases
NIH	� National Institute of Health
PPI	� Patient and Public Involvement
PrEP	� Pre-Exposure Prophylaxis
PWH	� People with HIV
RFP	� Request for Proposal
UNAIDS	� United Nations Programme on HIV/AIDS
WHO	� World Health Organization

Supplementary Information
The online version contains supplementary material available at https://​doi.​
org/​10.​1186/​s40900-​023-​00449-y.

Additional file 1. Appendix I: Generalized CAB/CEG Agenda Example.

Acknowledgements
We are deeply indebted to all PWH and affected community members who 
participate in BEAT-HIV-related CEG activities, projects and working groups. We 
would also like to thank Philadelphia FIGHT for its historical partnership with 
The Wistar Institute and the University of Pennsylvania. We thank all BEAT-HIV 
CAB members past and present who generously donated their time, expertise 
and lived experiences to advance HIV cure-directed science, including, but not 
limited to: Daiquiri Robinson, Andrea Lamour-Harrington, Waheedah Shabazz-
El, Edward Lowry, William (Bill) Freshwater, Christopher Roebuck, Danielle M. 

https://doi.org/10.1186/s40900-023-00449-y
https://doi.org/10.1186/s40900-023-00449-y


Page 16 of 17Dubé et al. Research Involvement and Engagement            (2023) 9:39 

Campbell, Charna White, Teresa Sullivan, and Kevin Mathis. We would also 
like to thank: Jerry Van Buskirk from Philadelphia FIGHT; Steven Meanley from 
the University of Pennsylvania School of Nursing; and Frances Barg, Katharine 
Rendle, Rebecca Neergaard, Zoe Barbati, and Eion Plenn from the University of 
Pennsylvania Mixed Methods Lab.

Author contributions
KD and LJM drafted the first version of the manuscript. All co-authors engaged 
in dialogue around lessons learned and reviewed the manuscript for intel-
lectual contents, and have approved the final version of the manuscript. All 
authors read and approved the final manuscript.

Funding
Compilation of this case study was supported by UM1AI126620 and 
UM1AI164570 (BEAT-HIV Collaboratory) co-funded by the National Institute 
of Allergies and Infectious Diseases (NIAID), the National Institute of Mental 
Health (NIMH), the National Institute of Neurological Disorders and Stroke 
(NINDS), and the National Institute on Drug Abuse (NIDA). This work was also 
supported by the Robert I. Jacobs Fund of The Philadelphia Foundation. LJM 
is also supported by the Herbert Kean, M.D., Family Professorship. The funders 
had no role in the decision to publish, or in preparation of the manuscript.

Availability of data and materials
Data sharing is not applicable to this article as no datasets were generated or 
analyzed as part of this manuscript.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable (manuscript does not contain data from any individual person).

Competing interests
The authors declare no competing interests.

Author details
1 Division of Infectious Diseases and Global Public Health, School of Medi-
cine, University of California San Diego, San Diego, CA, USA. 2 Health Policy 
and Management, UNC Gillings School of Global Public Health, Chapel Hill, 
NC, USA. 3 Wistar Institute, 3601 Spruce Street, Room 480, Philadelphia, PA 
19104, USA. 4 BEAT-HIV Delaney Collaboratory Community Advisory Board 
(CAB), Philadelphia, PA, USA. 5 Department of Psychiatry, University of Pennsyl-
vania, Philadelphia, PA, USA. 6 Department of Microbiology, Perelman School 
of Medicine, University of Pennsylvania, Philadelphia, PA, USA. 7 Philadelphia 
FIGHT Community Health Centers, Philadelphia, PA, USA. 

Received: 17 January 2023   Accepted: 16 May 2023

References
	1.	 The Denver Principles [Internet]. ACT Up Historical Archive. 1983 [cited 

2021 Oct 4]. Available from: https://​actup​ny.​org/​docum​ents/​Denver.​html.
	2.	 UNAIDS. The Greater Involvement of People Living with HIV (GIPA). 2007.
	3.	 Karris MY, Dubé K, Moore AA. What lessons it might teach us? Commu-

nity engagement in HIV research. Curr Opin HIV AIDS. 2019;15:142.
	4.	 Folayan MO, Peterson K. HIV prevention clinical trials’ community 

engagement guidelines: inequality, and ethical conflicts. Global Bioethics. 
2020;31(1):47–66.

	5.	 UNAIDS, AVAC. Good Participatory Practice Guidelines for Biomedical HIV 
Prevention Trials [Internet]. 2011. Available from: http://​www.​avac.​org/​
good-​parti​cipat​ory-​pract​ice.

	6.	 CPTR. Good Participatory Practice Guidelines for TB Drug Trials [Internet]. 
2012. Available from: https://​www.​cptri​nitia​tive.​org/​downl​oads/​resou​
rces/​GPP-​TB Oct 1 2012 FINAL.pdf.

	7.	 WHO. Good Participatory Practice Guidelines for Trials of Emerging (and 
Re-Emerging) Pathogens (GP-EP) [Internet]. 2016 [cited 2022 Sep 18]. 

Available from: https://​www.​who.​int/​publi​catio​ns/m/​item/​good-​parti​
cipat​ory-​pract​ice-​guide​lines-​for-​trials-​of-​emerg​ing-​(and-​re-​emerg​ing)-​
patho​gens-​that-​are-​likely-​to-​cause-​severe-​outbr​eaks-​in-​the-​near-​future-​
and-​for-​which-​few-​or-​no-​medic​al-​count​ermea​sures-​exist-​(gpp-​ep).

	8.	 WHO. Good Participatory Practice (GPP) for COVID-19 Clinical Trials: A 
Toolkit [Internet]. 2020 [cited 2022 Oct 21]. Available from: https://​www.​
who.​int/​publi​catio​ns/m/​item/r-​d-​good-​parti​cipat​ory-​pract​ice-​for-​covid-​
19-​clini​cal-​trial​s---a-​toolb​ox.

	9.	 CDC. Principles of Community Engagement. Atlanta, GA; 1997.
	10.	 Dickert N, Sugarman J. Ethical goals of community consultation in 

research. Am J Public Health. 2005;95(7):1123–7.
	11.	 Pantelic M, Steinert JI, Ayala G, Sprague L, Chang J, Thomas RM, et al. 

Addressing epistemic injustice in HIV research: a call for reporting guide-
lines on meaningful community engagement. J Int AIDS Soc [Internet]. 
2022;25:25880. https://​doi.​org/​10.​1002/​jia2.​25880/​full|10.​1002/​jia2.​25880.

	12.	 NIAID. Recommendations for Community Involvement in National Insti-
tute of Allergy and Infectious Diseases HIV/AIDS Clinical Trials Research 
[Internet]. 2009. Available from: https://​mtnst​opshiv.​org/​sites/​defau​lt/​
files/​attac​hments/​CAB_​Recom​menda​tions_​Certi​fied.​pdf.

	13.	 Cox LE, Rouff JR, Svendsen KH, Markowitz M, Abrams DI. Community 
advisory boards: their role in AIDS clinical trials. Health Soc Work. 
1998;23(4):290–7.

	14.	 NIAID. Martin Delaney Collaboratory for HIV Cure Research (MDC) [Inter-
net]. 2023 [cited 2023 Apr 14]. Available from: https://​www.​niaid.​nih.​gov/​
resea​rch/​mdc.

	15.	 MacQueen KM, McLellan E, Metzger DS, Kegeles S, Strauss RP, Scotti R, 
et al. What is community? An evidence-based definition for participatory 
public health. Am J Public Health. 2001;91(12):1929–38.

	16.	 Grossman CI, Ross AL, Auerbach JD, Ananworanich J, Dubé K, Tucker 
JD, et al. Towards multidisciplinary HIV-cure research: integrating 
social science with biomedical research. Trends Microbiol [Internet]. 
2016;24(1):5–11.

	17.	 Dubé K, Auerbach JD, Stirratt MJ, Gaist P. Applying the behavioural and 
social sciences research (BSSR) functional framework to HIV cure research. 
J Int AIDS Soc. 2019;22: e25404.

	18.	 Wallterstein N, Duran B, Oetzel J, Minkler M. Community-based par-
ticipatory research for health: advancing social and health equity. San 
Francisco: Jossey-Bas; 2017.

	19.	 Sandoval JA, Lucero J, Oetzel J, Avila M, Belone L, Mau M, et al. Process 
and outcome constructs for evaluating community-based participa-
tory research projects: a matrix of existing measures. Health Educ Res. 
2012;27(4):680–90.

	20.	 Supple D, Roberts A, Hudson V, Masefield S, Fitch N, Rahmen M, et al. 
From tokenism to meaningful engagement: best practices in patient 
involvement in an EU project. Res Involv Engagem. 2015;1:1–9.

	21.	 Isler MR, Miles MS, Banks B, Perreras L, Muhammad M, Parker D, et al. 
Across the miles: process and impacts of collaboration with a rural 
community advisory board in HIV research. Prog Community Health 
Partnersh. 2015;9(1):41–8.

	22.	 King KF, Kolopack P, Merritt MW, Lavery JV. Community engagement and 
the human infrastructure of global health research. BMC Med Ethics. 
2014;15(1):2–6.

	23.	 Zhao Y, Fitzpatrick T, Wan B, Day S, Mathews A, Tucker JD. Forming and 
implementing community advisory boards in low- and middle-income 
countries: a scoping review. BMC Med Ethics. 2019;20:1–11.

	24.	 Wilkins C. Effective engagement requires trust and being trustworthy. 
Med Care. 2018;56(10 Suppl 1):S6-8.

	25.	 Howe A, Mathie E, Munday D, Cowe M, Goodman C, Keenan J, et al. 
Learning to work together—lessons from a reflective analysis of 
a research project on public involvement. Res Involv Engagem. 
2017;3(1):1–12.

	26.	 Benkert R, Cuevas A, Thompson H, Dove-Meadows E, Knuckles D. Ubiq-
uitous yet unclear: a systematic review of medical mistrust. Behav Med. 
2019;45(2):86–101.

	27.	 Jaiswal J. Whose responsibility is it to dismantle medical mistrust? 
Future directions for researchers and health care providers. Behav Med. 
2019;45(2):188–96.

	28.	 Bogart L, Ransome Y, Allen W, Higgins-Biddle M, Ojikutu B. HIV-related 
medical mistrust, HIV testing, and HIV risk in the national survey on HIV in 
the black community. Behav Med. 2019;45(2):134–42.

https://actupny.org/documents/Denver.html
http://www.avac.org/good-participatory-practice
http://www.avac.org/good-participatory-practice
https://www.cptrinitiative.org/downloads/resources/GPP-TB
https://www.cptrinitiative.org/downloads/resources/GPP-TB
https://www.who.int/publications/m/item/good-participatory-practice-guidelines-for-trials-of-emerging-(and-re-emerging)-pathogens-that-are-likely-to-cause-severe-outbreaks-in-the-near-future-and-for-which-few-or-no-medical-countermeasures-exist-(gpp-ep
https://www.who.int/publications/m/item/good-participatory-practice-guidelines-for-trials-of-emerging-(and-re-emerging)-pathogens-that-are-likely-to-cause-severe-outbreaks-in-the-near-future-and-for-which-few-or-no-medical-countermeasures-exist-(gpp-ep
https://www.who.int/publications/m/item/good-participatory-practice-guidelines-for-trials-of-emerging-(and-re-emerging)-pathogens-that-are-likely-to-cause-severe-outbreaks-in-the-near-future-and-for-which-few-or-no-medical-countermeasures-exist-(gpp-ep
https://www.who.int/publications/m/item/good-participatory-practice-guidelines-for-trials-of-emerging-(and-re-emerging)-pathogens-that-are-likely-to-cause-severe-outbreaks-in-the-near-future-and-for-which-few-or-no-medical-countermeasures-exist-(gpp-ep
https://www.who.int/publications/m/item/r-d-good-participatory-practice-for-covid-19-clinical-trials---a-toolbox
https://www.who.int/publications/m/item/r-d-good-participatory-practice-for-covid-19-clinical-trials---a-toolbox
https://www.who.int/publications/m/item/r-d-good-participatory-practice-for-covid-19-clinical-trials---a-toolbox
https://doi.org/10.1002/jia2.25880/full|10.1002/jia2.25880
https://mtnstopshiv.org/sites/default/files/attachments/CAB_Recommendations_Certified.pdf
https://mtnstopshiv.org/sites/default/files/attachments/CAB_Recommendations_Certified.pdf
https://www.niaid.nih.gov/research/mdc
https://www.niaid.nih.gov/research/mdc


Page 17 of 17Dubé et al. Research Involvement and Engagement            (2023) 9:39 	

	29.	 Brandt AM. Racism and research: the case of Tuskegee syphilis study. 
Hastings Center. 2014;8(6):21–9.

	30.	 Katz R, Green B, Kressin N, Kegeles S, Wang M, James S, et al. the legacy 
of the Tuskegee syphilis study: assessing its impact on willingness to 
participate in biomedical studies. J Health Care Poor Underserved. 
2008;19(4):1168–80.

	31.	 Thrasher A, Earp J, Colin C, Zimmer C. Discrimination, distrust and 
racial/ethnic disparities in antiretroviral therapy adherence among a 
national sample of HIV-infected patients. J Acquir Immune Defic Syndr. 
2008;49(1):84–93.

	32.	 Tuckman B. Developmental sequence in small groups. Psychol Bull. 
1965;63(6):384–99.

	33.	 Delaney M. The case for patient access to experimental therapy. J Infect 
Dis. 1989;159(3):416–9.

	34.	 Evans D. An activist’s argument that participant values should guide 
risk-benefit ratio calculations in HIV cure research. J Med Ethics [Internet]. 
2017;43(2):100–3. https://​doi.​org/​10.​1136/​medet​hics-​2015-​103120.

	35.	 Dubé K, Dee L, Evans D, Sylla L, Taylor J, Brown B, et al. Perceptions of 
equipoise, risk-benefit ratios, and “otherwise healthy volunteers” in the 
context of early-phase HIV cure research in the United States: a qualita-
tive inquiry. J Emp Res Hum Res Ethics. 2018;13:3.

	36.	 Dubé K, Dee L. Willingness to risk death endpoint in HIV cure-related 
research with otherwise healthy volunteers is misleading. J Virus Erad. 
2020;6:81–4.

	37.	 Dubé K, Sylla L, Dee L, Taylor J, Evans D, Bruton C, et al. Research on HIV 
cure: mapping the ethics landscape. PLoS Med. 2017;14(12): e1002470.

	38.	 Dubé K, Henderson GE, Margolis DM. Framing expectations in early HIV 
cure research. Trends Microbiol [Internet]. 2014;22(10):547–9.

	39.	 Dresser R. First-in-human HIV-remission studies: reducing and justifying 
risk. J Med Ethics [Internet]. 2017;43(2):78–81.

	40.	 Wilkinson A, Slack C, Thabethe S, Salzwedel J. “It’s almost as if stake-
holder engagement is the annoying ‘Have-to-do’…”: Can ethics review 
help address the “3 Ts” of tokenism, toxicity, and tailoring in stakeholder 
engagement? J Emp Res Hum Res Ethics. 2022;17:1–12.

	41.	 Lau J, Smith M, Allan B, Dubé K, Young A, Power J. Time for revolution? 
Enhancing meaningful involvement of people living with HIV in HIV cure-
focused science. J Virus Erad. 2020;6(4): 100018.

	42.	 Dresser R, Commentary A. Deep dive into community engagement. Nar-
rat Inq Bioeth. 2017;7(1):41–5.

	43.	 Lo YR, Chu C, Ananworanich J, Excler JL, Tucker JD. Stakeholder 
engagement in HIV cure research: lessons learned from other HIV 
interventions and the way forward. AIDS Patient Care STDS [Internet]. 
2015;29(7):389–99.

	44.	 Broder GB, Lucas JP, Davis J, Wallace SE, Luthuli N, Baepanye K, et al. 
Standardized metrics can reveal region-specific opportunities in commu-
nity engagement to aid recruitment in HIV prevention trials. PLoS ONE. 
2020;15: e0239276.

	45.	 Newman PA, Rubincam C. Advancing community stakeholder engage-
ment in biomedical HIV prevention trials: principles. Pract Evid Expert Rev 
Vaccines. 2014;13(12):1553–62.

	46.	 Newman P, Logie C, James L, Charles T, Maxwell J, Salam K, et al. 
Speaking the dialect: understanding public discourse in the after-
math of an HIV vaccine trial shutdown. Am J Public Health [Internet]. 
2011;101(9):1749–58.

	47.	 Newman PA. Towards a science of community engagement. Lancet. 
2006;367(9507):302.

	48.	 Newman PA, Rubincam C, Slack C, Essack Z, Chakrapani V, Chuang DM, 
et al. Towards a science of community stakeholder engagement in 
biomedical HIV prevention trials: an embedded four-country case study. 
PLoS ONE. 2015;10(8):1–20.

	49.	 Allman D, Ditmore MH, Kaplan K. Improving ethical and participatory 
practice for marginalized populations in biomedical HIV prevention trials: 
lessons from Thailand. PLoS ONE. 2014;9(6): e100058.

	50.	 Minkler M. Community-based research partnerships: challenges and 
opportunities. J Urban Health. 2005;82:ii3-12.

	51.	 MacQueen KM, Bhan A, Frohlich J, Holzer J, Sugarman J. Evaluating 
community engagement in global health research: the need for metrics 
ethics in biomedical research. BMC Med Ethics [Internet]. 2015;16(1):1–9. 
https://​doi.​org/​10.​1186/​s12910-​015-​0033-9.

	52.	 Staley K. ‘Is it worth doing?’ Measuring the impact of patient and public 
involvement in research. Res Involv Engagem. 2015;1:1–10.

	53.	 Edwards HA, Huang J, Jansky L, Mullins CD. What works when: mapping 
patient and stakeholder engagement methods along the ten-step con-
tinuum framework. J Comp Eff Res. 2021;10(12):999–1017.

	54.	 NASEM. Assessing Meaningful Community Engagement: A Conceptual 
Model to Advance Health Equity through Transformed Systems for Health 
[Internet]. 2022 [cited 2022 Oct 3]. Available from: https://​nam.​edu/​asses​
sing-​meani​ngful-​commu​nity-​engag​ement-a-​conce​ptual-​model-​to-​
advan​ce-​health-​equity-​throu​gh-​trans​formed-​syste​ms-​for-​health/.

	55.	 Weinstein ER, Herrera CM, Pla Serrano L, Martí Kring E, Harkness A. 
Promoting health equity in HIV prevention and treatment research: a 
practical guide to establishing, implementing, and sustaining community 
advisory boards. Ther Adv Infect Dis. 2023;10:20499361231151508.

	56.	 Schulz AJ, Israel BA, Lantz P. Instrument for evaluating dimensions of 
group dynamics within community-based participatory research partner-
ships. Eval Program Plann. 2003;26(3):249–62.

	57.	 Nguyen AL, Christensen C, Taylor J, Brown B. Leaning on community-
based participatory research to respond during COVID-19. AIDS 
Behav [Internet]. 2020;24(10):2773–5. https://​doi.​org/​10.​1007/​
s10461-​020-​02922-1.

	58.	 Andrasik MP, Broder GB, Wallace SE, Chaturvedi R, Michael NL, Bock S, 
et al. Increasing black, indigenous and people of color participation in 
clinical trials through community engagement and recruitment goal 
establishment. PLoS ONE. 2021;16(10):e0258858.

	59.	 Pattison N, Lee M. Two tribes coming together: patient and public 
involvement in cancer research. Eur J Cancer Care (Engl) [Internet]. 
2014;23(1):1–2.

	60.	 Julg B, Dee L, Ananworanich J, Barouch D, Bar K, Caskey M, et al. Recom-
mendations for analytical treatment interruptions in HIV research trials. 
Report of a consensus meeting. Lancet HIV. 2019;6(4):e259–68.

	61.	 Dubé K, Evans D, Dee L, Sylla L, Taylor J, Weiner BJ, et al. “We need to 
deploy them very thoughtfully and carefully”: perceptions of ana-
lytical treatment interruptions in HIV cure. AIDS Res Hum Retrovir. 
2018;34(1):67–79.

	62.	 Peluso MJ, Dee L, Campbell D, Taylor J, Hoh R, Rutishauser RL, et al. A col-
laborative, multidisciplinary approach to HIV transmission risk mitigation 
during analytic treatment interruption. J Virus Erad. 2020;6:34–7.

	63.	 Lo B, Grady C. Ethical considerations in HIV cure research: points to con-
sider. Curr Opin HIV AIDS [Internet]. 2013;8(3):243–9.

	64.	 Neergaard R, Jones NL, Roebuck C, Rendle KA, Barbati Z, Peterson B, et al. 
“I know that I was a part of making a difference”: participant motivations 
for joining a cure-directed HIV trial with an analytical treatment interrup-
tion. AIDS Res Hum Retrovir. 2022.

	65.	 Dubé K, Agarwal H, Carter WB, Dee L, Taylor J, Roebuck C, et al. Participant 
experiences using novel home-based blood collection device for viral 
load testing in HIV cure trials with analytical treatment interruptions. HIV 
Res Clin Pract [Internet]. 2022;23(1):76–90. https://​doi.​org/​10.​1080/​25787​
489.​2022.​21035​82.

	66.	 Dubé K, Kanazawa J, Roebuck C, Johnson S, Carter WB, Peterson B, et al. 
"We are looking at the future right now ”: community acceptability of 
a home-based viral load test device in the context of HIV cure-related 
research with analytical treatment interruptions in the United States. HIV 
Res Clin Pract. 2022;23:1–16.

	67.	 Dubé K, Eskaf S, Hastie E, Agarwal H, Henley L, Roebuck C, et al. Prelimi-
nary acceptability of a home-based peripheral blood collection device 
for viral load testing in the context of analytical treatment interruptions 
in HIV cure trials: results from a nationwide survey in the United States. J 
Pers Med. 2022;12(231):1–21.

	68.	 Day S, Blumberg M, Vu T, Zhao Y, Rennie S, Tucker JD. Stakeholder 
engagement to inform HIV clinical trials: a systematic review of the 
evidence. J Int AIDS Soc. 2018;21(S7): e25174.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://doi.org/10.1136/medethics-2015-103120
https://doi.org/10.1186/s12910-015-0033-9
https://nam.edu/assessing-meaningful-community-engagement-a-conceptual-model-to-advance-health-equity-through-transformed-systems-for-health/
https://nam.edu/assessing-meaningful-community-engagement-a-conceptual-model-to-advance-health-equity-through-transformed-systems-for-health/
https://nam.edu/assessing-meaningful-community-engagement-a-conceptual-model-to-advance-health-equity-through-transformed-systems-for-health/
https://doi.org/10.1007/s10461-020-02922-1
https://doi.org/10.1007/s10461-020-02922-1
https://doi.org/10.1080/25787489.2022.2103582
https://doi.org/10.1080/25787489.2022.2103582

	Community engagement group model in basic and biomedical research: lessons learned from the BEAT-HIV Delaney Collaboratory towards an HIV-1 cure
	Abstract 
	Introduction 
	Discussion 
	Conclusions 

	Background
	Discussion
	Evolution and presentation of the BEAT-HIV CEG model
	Established community-based organization (CBO)
	Community advisory board (CAB)
	BEAT-HIV collaboratory scientists
	Examples of BEAT-HIV CEG working groups and projects
	Vignette 1: BEAT-HIV ATI Position Paper
	Vignette 2: BEAT-HIV Cure-Directed Research Education Video Series (The Philadelphia Story)
	Vignette 3: BEAT-HIV Participant Experience Study
	Vignette 4: BEAT-HIV Home-Based Viral Load Acceptability Study
	Vignette 5: Awareness of HIV Cure-Directed Research among HIV Clinic Patients in Philadelphia

	Lessons learned from BEAT-HIV CEG model
	The CEG model

	Possible strengths of the CEG model:
	Strength #1
	Strength #2
	Strength #3
	Strength #4
	Strength #5
	Strength #6

	Possible challenges of the CEG model
	Challenge #1
	Challenge #2
	Challenge #3
	Challenge #4
	Challenge #5
	Challenge #6
	Challenge #7
	Challenge #8

	Advancing the field of community engagement in HIV cure-directed research
	Unanswered community engagement questions and looking into the future
	Limitations

	Conclusions
	Anchor 40
	Acknowledgements
	References


