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Why Iis engagement important
to diversify research?




Medical Hesitancy in the Black Community

Reflections from COVID Vaccine Hesitancy

“Every day, Black Americans have their pain denied, their
conditions misdiagnosed, and necessary treatment withheld by
physicians. In these moments, those patients are probably not
historicizing their frustration by recalling Tuskegee, but rather
contemplating how an institution sworn to do no harm has
failed them.”

Bajaj, S.S and Stanford C. NEJM 2021




Percent of People Receiving COVID-19 Vaccine by
Race/Ethnicity and Date Administration, United States
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Dec 14th, 2020- May 10th, 2023

At Least One Dose , ,
Completed Primary Series

100%

50%

0% 0%

Jan 2021 Jan 2022 Jan 2023 Jan 2021 Jan 2022 Jan 2023

At Least One Dose 78.5% 73.6% 51.3% 67.2% 62.1% 71.8% 56.9%
Completed Primary Series 65.2% 66.4% 45.0% 57.3% 62.2% 64.5% 51.9%
Updated (Bivalent) Booster Dose 15.5% 22.1% 9.5% 9.1% 24.4% 12.7% 16.7%

Source: CDC: Trends in Demographic Characteristics of People Receiving COVID-19 Vaccinations in the AVAC
Advocacy. Access. Equity.
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Participation in HIV Cure Research
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Short Communication: Population Representation in HIV Cure Research: A Review of
Diversity Within HIV Cure Studies Based in the United States

Carly Roberts, ' " Emma Creamer, 2" Cheriko A. Boone, 3 A. Toni Young,®2: t and Manya Magnus !+ T
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What do we mean by
“stakeholder engagement™?




Good Participatory Practice

» To facilitate building effective partnerships
among all research stakeholders

» Set global standard practices for
stakeholder engagement

» Provide trial funders, sponsors, and
Implementers with systematic guidance
on how to effectively engage with
stakeholders in the design and conduct of
biomedical HIV prevention trials

Good participatory practice
guidelines for

biomedical HIV prevention trials
2011

@UNAIDSE .




What Do We Mean By “Stakeholder”

Trial Participant




Engagement Should Be Meaningful

= Collaborative, reciprocal
processes that recognizes,
respects and values the
knowledge, perspective, and
resources shared among lnf;m:a:'gon
partners

» Builds trusting relationships

that facilitate individuals, ‘
Plain

Dialogue
Transparency Attitude &
Behavior
Active
Listening

Relationship
Building

Meaningful
Community
Engagement

groups, and organizations
Involved to understand and
collaboratively address issues
of concern




Features of Good Engagement

What ethics guidance say

Broad & Inclusive Early & Sustained Dynamic & Responsive




The Power of Choice

Options
Different mechanisms to get information about research and
opportunities for input
Requires infrastructure to identify new approaches for engagement
Choice
The ability for an individual to select from an array of participation
options
Requires researchers, institutions, funders to create available,
accessible & affordable

Advocacy. Access. Equity.




How do we improve equity In
research?




A Framework for Implementing Equity in Research

Tools Financial &
to Address Structural
Barriers Changes

Barriers
to
Research

Adapted from CHAI Framework



A Framework for Implementing Equity in Research
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A focus on formative research

Barriers
to
Research

Define and map diversity
objectives that match the
scientific objectives and
reflect the target population
for the product

Consult intended users and Regularly assess modes of Assessing operational
civil society groups to information dissemination and readiness
understand potential barriers community participation
to participation at all levels

Advocacy. Access. Equity.



Defining “Diversity”
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Cis Men 00000000000000015 ° gr;z mgn,a%iz pomen,
isexu
Cis women 00000000000000 1/ b have sox with
Gay and Bisexual Men who Have Sex with Men O 000000000000 13 men well represented
Pregnant and Lactating People 0000000009 * Sex workers, trans
Trans Women 00000000 8 men, and gender non
Adolescents 0000000 / conforming people less
_ well represented
Adolescent Girls and Young Women 0000000 / |
Sex Workers 0000006 ® No studies planned for
- people who use drugs
Not Specified 9 or prisoners
Trans Men 000005, . .
. ® Inclusion of diverse
Gender Non Conforming People 3 populations is key to
People who Use Drugs 0 gather evidence around
Prisoners 0 safety, adherence, etc.

= BioPIC Implementation Study Tracker



https://www.prepwatch.org/resources/implementation-study-tracker/

Defining “Diversity”

One-in-Ten Black People Living in the
= In 2022 there were 695 new U.S. Are Immigrants

infections among Black New
Immigrants — particularly those from African nations — are a

Yo r_ke rs and 651 among growing share of the U.S. Black population
Latl n OS - BY CHRISTINE TAMIR AND MONICA ANDERSON
— No data about nationality . 15

12

Medical News in Brief
April 26, 2024

US Updates Race, Ethnicity Categories for
First Time Since 1997

Emily Harris

PROJECTED

2030 2040 2050 2060

Source: One-in-ten Black People in the U.S. Are Immigrants
Pew Report, 2022




The Message and the Messenger

The power of language

» Language is a powerful tool that helps

establish a relationship with participants

(webinar, whatsapp, in-person, etc.

* Messengers need to be reliable
narrators with training

Communication is a pathway not an
activity

Time €T

tpm-1305m

130pm 215pm

215pm-2aspm

215pm- 205pm

pmtpm

a15pmsom

atsom-som

Spm-530pm,

The method of communication is critical

HIV Cure Researcn 35 3 ool End
e Epidemic

HIV Vaccine Ppeine
HIV Preventon Ppaine

Explonng Clnicl Tral Design for HIV
Preventon and Cute

NYC HIV Research Symposium
4 May 11th, 2022 1pm-530pm
Doors open for lunch at 1230pm

The LGBT Center

208 W 13th St, New York, NY 10011 - Rm 110 & Rm 101

Brad Jones, PRD, el Comel Medcine

Sobieszeryk, MD, Columia Uniersty
Wfaa EFSact, MD, MPH, MPA, Columbia Uiversty

Richard Jfforys, Trotmont Acton Grovp.
Stacey Hannah, MHS, AVAC

o Researen

A8 for Preventon: Wt Comuntes Need

H
Keosha Bond,ED, MPH,CHES, Cy Colege of New Yorc
DaShawn Ushe. 081
Riko Boone, MSW, MPH, MA Tresiment Acton Gro
Adam Ward, M PhD Candidate, Well Comel Mecicne.
Jorge Bentez, Columbla Universty

John Meade, MPH AVAC

Hong Van Tleu, MD, MS. New York Biood Center

Language for HIV Cure

Community preferred language to describe cases of HIV Cure

document shares the most up-to-date community preferred terminology about the cure space to help those in
discussions, in covering or in translating new research. It was developed with the input of the Martin Delaney
Coordinat

g Advisory Boards.

Defining HIV Cure

Classic cure Remission is an acceptable
DEFINITION: term to use when it is uncertain

Removal of all replication-competent virus

This term s usedto describe

1. An individual who has received a stem cell transplant
‘with a donor who has a natural immunity to HIV'

2. Anindividual who has cleared the virus through immune
mechanisms in the absence of antiretroviral therapy

PREFERRED ALTERNATIVE PHRASES

ifa classic cure has been
achieved. If virus is detectable,
the community preferred
terminology is “viral control’.

PHRASES TO AVO}
“Sterilizing cure”, “Natural cure”

“classic cure”, “cure”, “eradication”,
“spontaneous cure”, “traditional cure”
Stem cell transplantation

Timothy Brown (“Berlin Patient”)

12 years until hs 2020,
Adam Castillejo (“London Patient”)

ART interruption was initiated in September 2017 and there is no evidence of viral rebound o detectable
intact virus. HIV-specific antibodiies have waned.

“Dusseldort Patient”

ART interruption was Initiated in November 2018 and there is no evidence of viral rebound or detectable
intact virus. HIV-specific antibodiies have waned.

“New York Patient”

ART interruption was initiated in 2020 and there s no evidence of viral rebound or detectable intact virus.
HiV-specific antibodiies have waned.

“City of Hope”

ART interruption was initiated in 2021. Viral load remains undetectable and there is no evidence of viral
rebound. HiV-specific cellular immune responses have waned.

EXAMPLES
Immune clearance
Loreen Willenberg

Cindesong o Vs

RecEPTION

Host:

REACHE

achidle i

Brad Jones, PO, il Comel Medicne

OLU

diagnosed in 1992. Never taken ART. No detection of viral DNA in blood and tissue.
Esperanza Patient
Diagnosed in 2013. No intact viral DNA detected in blood and tissue.

d for US, audiences only:

o IMPR

HIV PREVENTION

BLACK WOMEN

HIV cure research is in a heightened moment with lots of new research, discussion and debate happening. This

e 2022 oo

Find a study

With HIV cure, we will end

Stigma and Discrimination

attached to infants, youths
and adults living with HIV

Join the conversation online, follow @anayd_africa and
#HIVCureResearch_NG on social media

AdvocacyCampaign

AVAC #HIVCureResearch
=y

Advocacy. Access. Equity.




A Framework for Implementing Equity in Research

Tools
to Address
Barriers

Engaging Utilizing non-
community research
partners resources

Co-creating
new research
agendas




Standard Engagement vs. Partnership Models

Consult intended users
4)‘\ ,ﬁ ! -

Community Advisory Board

Researchers

Broader
Community




Standard Engagement vs. Partnership Model

Learning from the Martin Delaney Collaboratories

Researchers Community Advisory Board

\ /
&)

a = ”

Religious Leaders Regulators
T— "

Community Broader
Partner Community




Example of Community Partnership Models

Treatment Advocacy Literacy Campaign in Zambia developed community
engagement monitoring tools during POPART study

Trained local community groups and network leaders on Good Participatory
Practice

Developed and regularly administered a Community Score Card to assess
engagement from the trial site

Provided regular updates to trial leadership on engagement methodology and

effectiveness of messaging strategies
.‘i')'.‘.
Pa%@]'x TAIL C




Setting a Diverse Agenda

An example of trans leadership

» Employed trans consultants to conduct
focus groups and lead data sharing

» Developed tools to support trans and
nonbinary inclusion in addition to
research questions

= Created indicators to ensure inclusion
was on track

» Connecting sponsors, researchers and
clinical trialists with trans leadership to
ensure trans priorities are reflected in
new research projects




Meeting Multiple Needs

» Linking with grants management and communication
departments to provideCAB members with:

= communication (presentation and media) training to
support growth and knowledge sharing

» headshots and/or other professional development
services

» grant and abstract writing support to share best practices

» Support non-traditional lines of communication like texting or
whatsapp to ensure space for everyone

* Provide data or transport stipends to recognize expertise AVAC




A Framework for Implementing Equity in Research

Financial &
Structural
Changes

Investing in Innovating Operationalizing
people research engagement
design




The Benefits of Engagement
Moving through the participation pipeline

Naive Interested Informed

Community Community Protocol
Event Advisory Board Review

Clinicians
are on Scientific Lab Tours Co-authorship
this Meeting
pathway
as well

Adapted from MacQueen & Cates, American Journal of Preventive Medicine, 2005

Advanced
Positive

Engaged

Collaborating
with Regulators

Providing
Financial
Resources

Content Expert
Postive Apert

- .five

Champion
0N

Mobilizing
Funding
Zing
M)

-




Operationalizing Engagement in HIV Research
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Those who Use; Those who Choose; Those who Pay the Dues

FUNDERS

What is the cost for clinical research and how long will a trial last?

What is the cost-effectiveness of investing in engagement infrastructure?
What is the market size, generally and will the approach be applicable to all?
Can engagement decrease enrollment time or increase product uptake?

e What type of training do study staff need to ensure equity?
e What type of training & support do providers need?
e What policies need to be reviewed/adjusted to ensure research can move forward?

Will participation in a clinical trial prohibit enrollment in a later trial?
Where/from whom do potential users desire to hear about and access research
information?
How will relationships change over time?
How can we increase & support participation adherence?
How can peer groups/influencers be leveraged to support participation/engagement?
How can providers be supported to have more knowledge and empathy?
A\VAC

Advocacy. Access. Equity.



HIV Prevention Funding Trends

Breakdown of HIV Prevention R&D by Sector

/2021 I
1.02bn (81.4%)
(iv) Sector
@Public
Philanthropy
@Private
0.15bn (12.07%)
0.08bn (6.53%)
(2022 I
954.11M (84.78%)
(iv) Sector
@®Public
Philanthropic
@ Private
136.79M (12.16%)
34.45M (3.06%)

Population Focus
PN

/Top 10 Funded Key Populations in HIV Prevention R&D \
Sum of 2022 Disbursement USD

AGYW

Female Sex Workers

HIV-negative individuals

Indigenous populations

MSM, TGW

Person with HIV

PLHIV who have failed first-line therapy
Pregnant mothers and neonates
Women

Young women

25,343,416.78
1,424,212.64
5479,112.40
1,002,357.27
4,450,420.00
1,459,366.72
1,360,678.00
1,330,000.00
18,877,277.82
4,832,668.48

Total

\

65,559,510.11

/
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« The National Institutes of
Health is the largest funder of
HIV prevention research
globally

« Growing increase in clinical
research sponsored by industry
and philanthropy which do not
have the same definitions of
diversity or equity

AVAC
AVAC Resource Trackin g Advocacy. Access. Equity.




How can you build a pipeline
for engagement?




CureROAR Program

Developing Messengers

Goal: Build a cadre of research

BERIgeistbagoirRetgdeaningfully

engageaied inflivéavceatherdiVieure ,
regsgiﬁﬁlqgseﬂwaconsiderations for control.  Tanzania

MERCHRE L JEWEI0mENt Hiv cure \ '.”‘”‘
. WWﬂfcwahoBéavlsd@@ymomymegs‘é&@éan -
. SR IpERR AR I SeY RIGR GV cure B TR
preRsRgg bempetisand pediatric  soum africa
. @%Rk&?ém scholarship
t  DeRRPRAINETRESESFY dal camanmity
aopwed HIV cure

« Bebioigpueeasyitmdacktovehien and MSM
in Oakland USA

Uganda "




Global South Advocacy-for-a-Cure Academy

Y

3-day intensive program focused on building literacy
and translation

15-20 participants with full scholarships to attend the
meeting

Available to Global South participants exclusively

Alumni academy held every third year to deepen
knowledge.

Alumni enter into a network that provides ongoing
literacy and access to conference scholarships.

Partnership with IAS US Academy currently being planned:

Advocacy. Access. Equity.



Reaching Broader Stakeholders

Examples From Global Partners

@ The Herald

with H

al Point

have not had a case of HIV Edre and
\s young
re almost

* Developed a media training for

As Africa, we

journalists in Zimbabwe Have we [y |
« Available to media café programs o QTR, QuestofanHIVcurewillease &

burden of daily treatment

in Zambia, Uganda and Kenya

* |nnovative Whatsapp training to target =

yo u th HIV advocate Cathy Murombedzi upbeat about HIV cure
 Engagement with MoH and PEPFAR
programs

 MOUs with religious leaders

HIVCureResearch
- JEI A VA C R

& The Sunday Mail




EBONI Study

Putting equity at the center

* All site Pls are Black women
* Opened new sites

* Diversified specialties (OBGYNs,
infectious disease, family
practice)

 All site staff receive EDI training T FOR ,

BLACK WOMEN

New sites, new Pls mean new contracts and additional training.
This will take more time and investment from funders.




HPTN 096

Building Equity Through Advocacy

PEER
SUPPORT

Serving as role models, Peer
Supporters are trained and

establish mutually supportive

relationships to exchange
knowledge, connect clients
with resources, and provide
education on HIV-related
topics.

‘b— HPTN 096

\| Building Equity

SOCIAL
MEDIA

Leveraging digital tools and
social media best practices to

provide HIV-related
information to Black MSM in
the southern U.S. by
promoting healthy behavior
change and increasing
awareness of study activities.

I'= Through Advocacy

HEALTH
EQUITY

Partnering with local
community-based
organizations to leverage or
build coalitions focused on
advocacy strategies to
address social and structural
barriers to HIV prevention and
care for Black MSM in the
southern U.S.

STIGMA
PREVENTION

The Culturally Responsive
Intersectional Stigma
Prevention (CRISP) program
is a package of training, skills

building, technical assistance,

and quality improvement
activities designed for
healthcare facilities.

Advocacy. Access. Equity.
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Engagement in Research As a Path to Equity

A summary

» Goal: build sustainable
relationships to support public
health

* Broad and inclusive
- Early and sustained
* Responsive and dynamic

» The approach varies:
* Information is broad and deep
- Expanding the network
« Champion creation
- Being a connector




Thank You!

o Towards Q aidsfonds
REACH - an HIV Cure
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Research Enterprise to Advance a Cure for HIV ”%j.‘ s — T 4
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A Martin Delaney Collaboratory




