
This research training curriculum is a collaborative project aimed at making the science of HIV 

cure-related research saccessible to the community and the HIV research field. 
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“Nothing About Us 
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The Denver Principles, 1983









https://data.unaids.org/pub/briefingnote/2007/jc1299_policy_brief_gipa.pdf

The Greater Involvement of People 
Living with HIV (GIPA)

https://data.unaids.org/pub/briefingnote/2007/jc1299_policy_brief_gipa.pdf


https://aidsunited.org/meaningful-involvement-of-people-with-hiv-aids-mipa/

The Meaningful Involvement of People 
Living with HIV (MIPA)

• intentional engagement 

of people living with HIV    

in leadership, advisory,      

and decision-making roles

• critical to ensure that 

the voices of people most 

affected by an issue or 

decision are heard



https://data.unaids.org/pub/briefingnote/2007/jc1299_policy_brief_gipa.pdf

How Can People Living with HIV Be Involved?

https://data.unaids.org/pub/briefingnote/2007/jc1299_policy_brief_gipa.pdf


How Can We Define 
Stakeholders?
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How Can We Define Stakeholders?

• Global Stakeholders

• National Stakeholders

• Broader stakeholders

• Community Stakeholders

• Trial Participants/Potential Participants





Adapted from Stakeholder Engagement Toolkit for HIV Prevention Trials

…WHO ARE YOU ‘ENGAGING?’



How Can We 
Define Community?



How Can We Define 
Community?

“who is included and who is 
excluded from membership” 

(Institute of Medicine, 1995)

“A group of people with diverse 
characteristics who are linked by social 
ties, share common perspectives, and 
engage in joint action in geographical 

locations or settings.” 

(MacQueen, 2001)



Where Does Engagement Fit?



Good Clinical Practice is NOT 
Good Participatory Practice

Good Clinical Practice
Research 

Investigator

T
T

T

Trial Participants

Research teams

(and trial sponsors             

and funders)
Good Participatory Practice Stakeholders

S
S

S



Why Do We Engage Beyond the 
Participant?

PrEP research trial controversy

• 2004 – Cambodia trials were not initiated

• 2005 – Cameroon and Nigeria trials discontinued



What Principles Make
Good Engagement?
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Guiding Principles of Engagement

Respect

Mutual Understanding

Integrity

Community Stakeholder 

Autonomy

Transparency

Effective Stakeholder Engagement

Accountability



How Do We Engage?



Adhikari B et al. A Realist View of Community Engagement with Health Research. Wellcome Open Research 2019; 4:87.



Day S et al. Stakeholder Engagement to Inform HIV Clinical Trials: A Systematic Review of the Evidence. JIAS 2018; 21(S7): e25174.

Engagement Throughout 
Entire Study Cycle



Why is Engagement 
Important?



Landscape of Engagement

Job security

Stigma

Personal Health
Gender-Based 

Violence

HIV-positive 
Diagonosis

Treatment Access Discrimination

Criminalization

Racial Stigma Homophobia

Poverty

Food security

Housing security

Adopted from Joe Amon



• Headlines aren’t always accurate

• Potential to spread rumors 

• Potential to erode trust

Research in the Age of  
Fast Media



Engagement in 
HIV Cure-Related Research



• Education and transparency are key goals that stakeholder 
advisory mechanisms must strive to incorporate

• Critical that all stakeholders, including health care providers, 
understand how early phase cure related research can benefit future 
populations

• Developing comprehensive engagement plans that reflect 
sociocultural norms and stakeholder needs are crucial to advancing 
research aims

Engagement in HIV
Cure-Related Research



Formative Research Activities

Allows the research team to understand:

• Informed understanding of local populations

• Socio-cultural norms

• Local power dynamics

• Local perceptions

• Channels of communication

• Site selection



Stakeholder 
Engagement Plan

• Communication component
• Policies and strategies to increase 

broad awareness of the trial and 
facilitate accurate dissemination of 
research

• Education component
• Key to building research literacy and 

empowering community stakeholders 
as decision-making agents



Policies on Trial-Related Harm

How research teams will treat and compensate trial participants 

• Physical harms: include any negative physical event

• Social harms: non-medical consequences such as

• Social isolation

• Stigma or discrimination

• Employment or housing loss

• Difficulties in personal relationships



Why is Stakeholder 
Engagement Important?
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Recruitment for 
Clinical Research

Populations of 
interest

Eligibility screening

Enrollment in 
clinical research

Meaningful 
dialogue

Research

Systematic work

Generalizable 
knowledge

Research 
methods

Informed 
consent 

1. Community engagement is not 
recruitment for clinical research.

2. Community engagement and 
community advisory boards serve 
related but different purposes.

3. Community engagement and 
education is not merely community 
service.

4. Community engagement is not 
research or ethics.

Four Common 

in HIV Cure-Related 

Research

(MIS)CONCEPTIONS



Four Common Misconceptions in HIV Cure ResearchCommunity and 
Patient 

Engagement 
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and 
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research review

Critical safeguard 
in research 

process 
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1. Community engagement is not 
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ENGAGEMENT IS…
the creation of relationships

individuals &  groups
local, national 
& international

ALIGN INTERESTS

RESPECT

MUTUAL UNDERSTANDING

INTEGRITY AUTONOMY

ACCOUNTABILITY

TRANSPARENCY

w w w. a v a c . o r g / g p p



Credit: Karine Dubé

Tr u s t ,   M u t u a l  R e s p e c t ,  Tr a n s p a r e n c y ,  A u t o n o m y



The Need for Consensus on Best Practices for 
Community and Stakeholder Engagement in 
Early-Phase (HIV Cure) Research



What should 

community & 

stakeholder 

engagement look like 

in the context of 

early-phase, basic 

and translational 

HIV cure research?



• May need deliberative 

process to define best 

practices



• Need practical, 

applied model for 

engagement 



• Make people living with 

HIV and community 

feel comfortable giving 

input



• May also mean 

building capacity of 

researchers to value 

community input  



• Need to plan for the 

long-term (may not be 

specific to a trial)



The Paramount Importance of 
Community-Friendly Information



Lessons from U = U 

The Paramount Importance of 

Community-Friendly Information

• Need to invest in community scientific literacy and 

in scientific literacy around community concerns 



Lessons from U = U 

• Pay attention to language choice

The Paramount Importance of 

Community-Friendly Information



Lessons from U = U 

The Paramount Importance of 

Community-Friendly Information

• Engage former study participants, as this can be      

a powerful way to share information about studies 

and build trust  



The Research: HPTN 052

The Implementation: Treatment as Prevention 

The Translation: U = U

The Policy: End the Epidemic (U.S.), 95 95 95 

Lessons from U = U Lessons from U = U 

Credit: Dazon Dixon Diallo, SisterLove, Inc. 



Minority Participation in Clinical Research 



Finding a Clinical Research Study



Finding a Clinical Research Study

TAG’s Research Towards a Cure 
webpage: https://www.treatmentactiongroup.org/cure/trials/

https://www.treatmentactiongroup.org/cure/trials/


Finding a Clinical Research Study

The ACTG conducts offers a wide range of studies for 

people with HIV: https://actgnetwork.org/studies/

https://actgnetwork.org/studies/


Questions?
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Examples and Ideas



Publications



BEAT-HIV CAB POSITION PAPER

The product of a partnership among the 

BEAT-HIV Community Advisory Board 

(CAB), BEAT-HIV principal investigators, 

clinical researchers, and pioneering 

community health center Philadelphia 

FIGHT, this paper is written with the 

community in mind. 

It’s meant to clarify and demystify HIV 

cure-directed studies, especially those  

that employ an analytical treatment 

interruption (ATI).
DOWNLOAD THE PAPER: https://beat-hiv.org/ati-position-paper/

https://beat-hiv.org/ati-position-paper/


BEAT-HIV CAB POSITION PAPER

They took a “trauma-informed 

approach” in developing this paper, 

because many people living with HIV 

are impacted by lifetime individual-

and community-level trauma.

The paper contains five 

educational modules 

with linked videos featuring 

community members and 

researchers.



To advance research literacy,  

you must engage potential 

study participants and their 

communities, HIV researchers, 

healthcare providers, funding 

agencies, and others looking to 

support HIV cure research.



Amplify community voices



AMPLIFY THE VOICES 

IN YOUR COMMUNITY

Create activities that allow 

people to express their thoughts

about an HIV cure.

• collect anonymously

• or feature the person as well 

as what they say

• can be shared in many ways

• newsletters

• emails

• websites

• social media

• posters

• abstracts

• magazines





Volunteers from the Martin Delaney Collaboratories (MDC) 

Community Advisory Board (CAB) created an “HIV Cure Tree” at 

the 2016 IAS Conference Global Village in Durban, South Africa. 

WHAT WOULD AN HIV CURE MEAN TO YOU?



They asked Global Village attendees from around the world.    

to write on paper leaves their answers to the question,          

“What would an HIV cure mean to you?” 

Respondents included clinicians, researchers, policy-

makers, people with HIV, activists, and others.







Afterwards, members of the Seattle-based 

defeatHIV Community Advisory Board 

sorted the paper leaves into themes.

A word cloud was created from the 244 

responses, morphing the words into the   

shape of a tree.

MDC CAB members then wrote an 

abstract based on the themes and 

submitted it to the 2017 IAS conference.

The abstract was accepted for poster 

presentation at the conference, and the 

word cloud was used as a central image.







The resulting article, “Tree of Life”, 

appeared in print and online on Sep 6, 

2017.
https://www.positivelyaware.com/articles/tree-life

After the conference, MDC CAB members 

submitted the word cloud for publication in 

the 2017 Sept-Oct issue of Positively Aware

https://www.positivelyaware.com/articles/tree-life


Poster presentations









Events



• A community forum with 
Dr. Timothy Henrich and 
Gary Steinkohl to discuss 
the research around Boston 
Patients and its implications 
for people living with HIV 

• Hosted by 3 advocate 
representing the spectrum 
of experience of living with 
HIV who led the 
conversation

• 89 people attended

COMMUNITY FORUMS:
CURED/NOT CURED:  A TALE OF TWO DIAGNOSES

Click on the 

underlined  

text to get 

other ideas for 

your events.

https://www.facebook.com/events/1548234932139662/?acontext=%7B%22action_history%22%3A%5b%7B%22surface%22%3A%22page%22%2C%22mechanism%22%3A%22page_admin_bar%22%2C%22extra_data%22%3A%22%7B%5C%22page_id%5C%22%3A252829174782503%7D%22%7D%2C%7B%22surface%22%3A%22events_admin_tool%22%2C%22mechanism%22%3A%22recommended_actions%22%2C%22extra_data%22%3A%22%5b%5d%22%7D%5d%2C%22has_source%22%3Atrue%7D


• KING 5 TV NEWS segment

• KOMO Radio interviews with Dr. 
Henrich and Mr. Steinkohl

• Entry into The Stranger Suggests 
calendar (a popular Seattle publication)

• Recorded by the Seattle Channel and 
posted to the defeatHIV YouTube 
channel

COMMUNITY FORUMS:
CURED/NOT CURED:  A TALE OF TWO DIAGNOSES

EVENT PLANNING TIP:  Create a press release 

for your event and send it to your local media, 

including newspapers, radio and TV news.

https://youtu.be/7m3J4PAXdR4?list=PLpzfC_l8Lo1c2kdYP9VX1vnJheyT5C7sv
https://youtu.be/vAFiBe5r3wM
https://youtu.be/RKKnxkM3NSg
https://youtu.be/--Jg_bqCGDo

