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General 
Definitions for 
HIV Controllers 

Long-Term Non-progressor (LTNP)

People living with HIV who do not take 
antiretroviral (ART) and still maintain CD4 
counts in the normal range indefinitely. In 
general, LTNPs do not develop AIDS or 
may do so very slowly.

Source: HIV/AIDS Glossary   clinicalinfo.hiv.gov

Viremic Controllers (VCs)

People living with HIV who register a viral load at or 
below 2,000 copies/mL yet remain healthy with 
minimal rates of CD4 decline over time. These 
individuals may have a history of antiretroviral 
(ART) treatment yet suppress the virus despite 
lack of current treatment.

Source: Zephyr Foundation archived brochure

Elite Controllers (ECs)

People living with HIV who maintain 
undetectable viral loads for at least 12 
months yet remain healthy with minimal 
rates of CD4 decline over time without 
antiretroviral (ART) treatment.

Source: Zephyr Foundation archived brochure

Exceptional Elite Controllers (EECs) *2 
confirmed cases to date (women)

"Exceptional elite controllers represent an extremely 
rare group of people with HIV-1 (PWH) who exhibit 
spontaneous, high-level control of viral replication 
below the limits of detection in sensitive clinical 
monitoring assays and without disease progression in 
the absence of antiretroviral therapy for prolonged 
periods, frequently exceeding 25 years."

Source: Salgado et al. 2024 Cell Press |Author: L. Willenberg  13 March 2025
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RESEARCH QUESTIONS

How to better engage 
populations that 

carry the greatest 
burden of HIV

How to enhance trust 
and diminish mistrust 
in healthcare settings

How to design 
protocols that do not 

limit working adult 
participation



Hybrid Delphi consensus-
building process

Four iterative rounds of 
QualtricsXM surveys

Six expert groups 
(A – F, n=56)

Between round hybrid group 
discussions (The Well Project)

Rating

Delphi Consensus Building: United States
2023 – 2025  



Group Invited Completed
n n %

A Community experts 
and members

17 15 88.2

B Biomedical 
researchers

9 5 55.6

C HIV care providers 9 9 100.
0

D Funders and private 
industry members

5 4 80.0

E Bioethicists, 
regulators, IRB 
members

8 8 100.
0

F Individuals studying 
medical mistrust, 
medical racism, and 
community 
engagement

8 7 87.5

Total Round 4 56 48 85.7

PANEL CHARACTERISTICS

63% Cisgender women

 59% White/Caucasian

 98% College degree or above

 ~20 years of expertise



CONSENSUS DEFINITION

Mean rating on 1-9 scale 1 = equal relative importance/urgency (lowest priority)

9 = extreme importance/urgency (highest priority)

Ratings ≥7 considered strongly to very strongly important/urgent



BARRIERS & 
STRATEGIES

Overall Engagement

Black and Latinx PWH

Ciswomen

Transwomen



BLACK & LATINX 
PEOPLE WITH HIV
Results from the pooled sample – all groups combined 

TOP 3 BARRIERS TOP 3 SOLUTIONS

Inadequate outreach, and 
educational information on HIV 
cure-related research

Medical mistrust, racism, and 
discrimination

Participation and logistical hurdles,  
limited access,  competing priorities

Focus on Inclusion

Increase group representation 
among researchers and medical 
professional

Assist with logistical challenges, 
prioritizing access to research sites



CISGENDER 
WOMEN
Results from the pooled sample – all groups combined 

TOP 3 BARRIERS TOP 3 SOLUTIONS

Participation and logistical hurdles

Limited awareness of HIV cure-
related research opportunities

Researchers’ sex-bias concerns, 
exclusion criteria

Offer equitable compensation 

Minimize study participation burdens

Center the study design on 
cisgender women’s unique needs



TRANSGENDER 
WOMEN
Results from the pooled sample – all groups combined 

TOP 3 BARRIERS TOP 3 SOLUTIONS

Lack of transgender focus in 
research design 

Poor participant engagement, 
outreach, and relationship building 

Anti-trans sentiment: transmissia 
and transphobia

Center research on transgender 
women’s unique needs

 Focus on Inclusion 

Create gender-affirming research 
learning opportunities



THEMATIC
ANALYSIS

Increase awareness and education around HIV and 
ATIs

Meaningfully involve participants in all aspects of ATI 
study design 

Reduce clinical visits and overall study requirements

Offer support to participants

Provide participants’ partners with supportive services 

Engage primary care physicians

Adapt holistic approach to increase engagement in ATI 
studies

Adapt the listed consensus strategies, as they are 
accurate



MEDICAL 
MISTRUST



Ranked Strategies to Reduce Medical Mistrust
Address Medical Mistrust to Better Engage Priority 
Populations in HIV Cure-Related Research

Connect people living 
with HIV with previous 

ATI participants
Engage in active listening Explore the basis of 

medical mistrust  



CONCLUSION
The Delphi expert panel recommends restructuring and preplanning HIV cure-
related trials to address the unique needs of Black and Latinx individuals, 
cisgender women, and transgender women.

Many believe that thresholds are a crucial strategy for increasing engagement 
among underrepresented populations in research trials, despite the scientific 
and structural limitations they present.

Connecting potential participants with individuals who have previously 
participated in an ATI may help reduce medical mistrust.



OVERALL ENGAGEMENT 
OF PEOPLE WITH HIV
Results from the pooled sample – all groups combined 

TOP 3 BARRIERS TOP 3 SOLUTIONS

Concerns about treatment 
interruptions and side effects
 
Risk of viral transmission to sex 
partners

Study procedures and requirements 
may burden participants

Center clinical trials around 
participant needs throughout the 
research process

Offer equitable compensation

Ease logistical hurdles
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WRIs that have shaped my                              
socio-behavioral research

2016

Women in HIV Cure 
Research

2018

Undetectable = 
Untransmittable

2019

Women with HIV over 
the Long Term and 
Across the Lifespan

2021

(Virtual): Research at 
the Intersection of 
HIV and Women’s 
Sexual and 
Reproductive Health

2022

Advancing 
Meaningful Inclusion 
of All Women in HIV 
Research and 
Clinical Trials

2023

Optimizing the 
Behavioral Health of 
Women Living with 
and Vulnerable to 
HIV

2024

The Role of Policy in 
Access to HIV 
Research and 
Services

2008



2016



PERCEIVED RISKS
By Gender

Compared to men, cis and/or trans women are more 
likely to be concerned about these risks:

 Increased likelihood of transmitting HIV to
 others during the medical study [OR 1.71]

 Problems with bones or muscles [OR 1.68]

 Need to delay having children [OR 4.03]

Compared to cis and trans women, men are less likely 
to be concerned by these risks:

 Temporary physical pain or discomfort from 
study procedures [OR 2.94]



PERCEIVED MOTIVATORS
By Gender
Compared to men, cis and trans women are more likely to 
be motivated by:
 
 Feeling good about helping others like themselves [OR 1.88]

 Obtaining special knowledge about own health [OR 1.78]

 Engaging with research teams [OR 1.73]

 Having regular access to study nurse [OR 1.82]

 Being compensated [OR 3.40]

 Receiving money for transportation [OR 2.83]

 Being treated as a special patient [OR 1.70]

 Receiving support from family and friends [OR 3.28]
 
 Having someone to speak to about HIV status [OR 2.55]

 Being offered a meal [OR 1.89]



Likelihood of Switching to New 
Scenarios of HIV Remission 
Strategies, By Gender Compared to men, cis and trans women are:

more likely to switch to the new scenario despite having to 
go to clinic/lab appointments much more frequently [OR 
1.77]

less likely to switch to the new scenario because of:
• temporarily worse side effects [OR 0.46]
• small increase to risk of developing health problems 

later in life like cancer [OR 0.46]

more likely to stay with ART if the new strategy:
• won’t increase life expectancy [OR 1.79]
• won’t improve quality of life [OR 1.84
• requires going off ART to find out if will be effective 

[OR 1.96]





A5366: Moxie Trial
September 2017 – July 2020 

Eileen Scully, MD, PhD
Johns Hopkins SOM

Rajesh Gandhi, MD
MGH

Baseline End of Study

Community representative: Kate Starr

N = 30 participants (20 in Arm A and 10 in Arm B)



Tonia Poteat, PhD

INTERVIEWS  WITH 
TRANSGENDER 
WOMEN LIVING 

WITH HIV IN THE US



What are some of the barriers to women’s 
participation in HIV cure research?

Insufficient emphasis 
from funders

Lack of women-
centered information Complex trial designs Competing priorities

Inadequate 
compensation

Recruitment strategies 
do not emphasize 
women inclusion

Stigma Inclusion and 
exclusion criteria



Attention to trauma and healing

Adequate support (logistical, 
psychosocial, mental, emotional 
and physical)

Adequate counseling and 
disclosure support 



INCREASING
DIVERSITY

GENDER 
AND SEX

RACE AND 
ETHNICITY

AGE AND POWER 
DIFFERENTIALS

HIV STATUS 
OF 

PARTNER(S)
PARTNERSHIP 

STATUS 
(INCLUDING IPV)









Females Rising through Education, Support and HealthFRESH
FRESH-Gilead trial 

participants at 4 timepoints (N = 20)

Women diagnosed during acute HIV

Community members

Partners or third-parties

FRESH clinical research staff

FRESH women living without HIV







2024 – 2025 ATI Consensus Recommendations





Linguistics 



https://www.hivlawandpolicy.org/sites/default/files/HIV%20Criminalization%20in%20the%20US%2C%20CHLP%20062822.pdf 

WRI 2024
HIV Criminalization and Anti-LGBTQ+ Climate 
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Long-Term Survivors Series



HEALTH POLICY CHALLENGES
(PRE-CURE)

HEALTHCARE 
TAILORED TO LTS

FRAGMENTED 
MEDICARE & 

MEDICAID SYSTEMS

HOUSING 
INSECURITY

ECONOMIC 
MARGINALIZATION

MENTAL HEALTH 
& COMMUNITY 

SUPPORTPolicies must address unique 
health challenges of LTS, 
including aging, prolonged ART 
use, and comorbidities.

"Healthcare for LTS is 
not the same as for 
someone newly 
diagnosed... Our needs 
are different, and 
policies should reflect 
that." —74 years, White, 
Male

Holistic care approaches are 
critical to meet the 
interconnected health needs 
of LTS.

Systemic gaps in essential 
services create barriers.

High copays and inadequate 
coverage strain LTS financially.

"$650 worth of copays in 
a month... Without ADAP, 
I’m really screwed." — 67 
years, Female, Black

Telehealth programs suggested 
to improve access for LTS in 
rural/underserved areas.

Aging, financial instability, and 
medical needs compound 
housing challenges.

"HIV is not just a health 
issue; it’s a housing issue 
too." — 69 years, Male, 
White

Programs like HOPWA need 
stronger guarantees for stability 
as LTS age.

Lost earning years and disability 
leave many LTS in precarious 
economic situations.

"HIV robbed me of my 
earning years... We need 
programs that help us 
financially, not just 
medically." — 70 years, 
Transgender female, 
Black

Mental health policies must 
address trauma, loss, and 
stigma.

Peer support programs seen as 
vital for reducing isolation and 
fostering resilience.

"Support groups are 
lifelines for older 
survivors." — 65 years, 
Female, Black



Future Path is Uncertain



HOW DO WE MOVE FORWARD?

POLITICAL LANDSCAPE 

CENSORSHIP

TERMINATED SCIENCE

RESILIENCE AS COMMUNITY MEMBERS AND SCIENTISTS



Thank You
Questions 
Discussion
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