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An HIV Prevention Manifesto by
Transgender and Gender-Diverse
People

The “No Data No More” manifesto explains why it’s vital to include more transgender people in
HIV prevention research. [VIDEQO]

Trent Straube

Transgender women experience higher rates of HIV than most other populations. Globally, it’s
estimated that 19% of trans women are living with HIV, 49 times the general population;
conversely, not much is known about HIV among transgender men and nonbinary people. Given
these facts, why aren’t more transgender and gender-diverse (TGD) people included in HIV-related
research and prevention efforts?

The “No Data No More” manifesto spells out the barriers and biases underlying such shortcomings
as well as the factors that drive higher HIV rates among TGD people. What's more, the manifesto
provides a road map for ensuring the participation of TGD people in HIV prevention and research.

“For trans-focused programs to be effective, trans
people need to be in the leadership seat.” Immaculate
Nyawira Mugo, South Africa.

Read No Data No More, a manifesto for the
#HIVprevention research priorities of trans and gender-
diverse people.https://t.co/vefeRO03uz #IAS52021
pic.twitter.com/CA4YkyqJXv
— AVAC (@HIVpxresearch) July 19, 2021
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Written by members of the global TGD activist community with support from AVAC, an
organization that focuses on global support for HIV prevention, “No Data No More: Manifesto to
Align HIV Prevention Research with Trans and Gender Diverse Realities” was released July 19 to

coincide with the 11" International AIDS Society’s Conference on HIV Science (IAS 2021), notably
the symposium “What Is Missing in the HIV Response?: Strengthening HIV Programmes for Trans
Populations in the Global South.” The authors held a virtual press conference the same day. You

can watch it below:

Noting that TGD people often face stigma, criminalization, violence and marginalization while
being underrepresented and overlooked in HIV research, the manifesto offers three main
recommendations to advance research among this population. An AVAC press release highlights
them:

e The inclusion of the full range of the gender spectrum in clinical trials, with an emphasis on

trans men;

» Ensuring that efficacy and safety questions regarding on-demand oral PrEP [pre-exposure
prophylaxis for HIV prevention] for trans people on [gender-affirming hormone therapy] are

resolved;

e Ensuring that local research sites are funded to recruit TGD participants and follow the Good

Participatory Practice Guidelines by engaging with the local LGBTQ community, including

transgender-led organizations.

The manifesto notes that gender-affirming hormone therapy “is a building block of TGD health and
well-being, including HIV prevention” and that research on the interactions of hormone therapy
with HIV meds—whether used for treatment or prevention—is sorely lacking. The authors call for
research and clinical trials to resolve these unknowns.
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Cover of the “No Data No More” manifestoCourtesy of AVAC.org

In addition, a section of the manifesto’s summary details additional goals:



While there are growing commitments to TGD-inclusion, this goodwill doesn’t stretch far
enough to ensure needed research is adequately funded or developed in partnership with TGD
communities and answers critical questions. As such, we envision an HIV research agenda to
overcome this historic disparity that:

e Improves TGD inclusion in randomized clinical trials that is comprehensive and studies the

differences among trial participant subgroups.

» Adapts gender-inclusive enrollment criteria from the UNAIDS/World Health Organization’s

guidance (ethical considerations in HIV prevention trials) to local contexts.

 Provides inclusion criteria for TGD people in clinical trials and reports how gender is defined by

the study protocol and how it is explained and communicated to potential participants.

 Explicitly includes trans men and other assigned female at birth (AFAB) trans people in the

eligibility criteria of all PrEP trials—and all other HIV clinical trials.

e Includes TGD leadership in clinical research. TGD representatives must participate in study
design and implementation through direct and meaningful inclusion in protocol teams, special

advisory committees, trial teams and even as principal investigators.

e Funds and strengthens capacity of local research sites to recruit TGD participants and follow the
Good Participatory Practice Guidelines by engaging with the local LGBTQ community, including

transgender-led organizations.

"As a transmasculine person who has sex with cis
men...my identity...is...consistently overlooked by the
#HIV establishment" Max Appenroth, Cologne. But that


https://twitter.com/hashtag/HIV?src=hash&ref_src=twsrc%5Etfw

can change! Go to hitps://t.co/v6feRO0O3uz, for the
research priorities of trans and gender diverse people.
#I1AS2021 pic.twitter.com/KOdpRerjcN
— AVAC (@HIVpxresearch) July 19, 2021

“No Data No More” was coauthored by:

» Tshepo Ricki Kgositau, of Accountability International in Cape Town, South Africa;

* Max Appenroth, of Global Action for Trans Equality (GATE) in Cologne, Germany;

e Immaculate Nyawira Mugo, a consultant on gender, intersectional sexual and reproductive

health and rights, in Cape Town, South Africa; and

 |D Davids, of |D Strategies and The Cranky Queer Guide to Chronic lliness, in New York City.

According to the Centers for Disease Control and Prevention, 2,351 transgender people in the
United States were diagnosed with HIV from 2009 to 2014, a number that doesn’t include those
living with HIV who are unaware of their status. It's estimated that about 1 million Americans
identify as transgender.

’

For more related data, visit section of the POZ Basics on HIV titled “HIV and Transgender People,’
which also explores how HIV affects trans people differently. And to read inspiring profiles of HIV
activists from the TGD community, check out the 2019 POZ 100: Celebrating Transgender,
Gender-Nonconforming and Nonbinary Advocates.
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