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Abstract
Introduction: Because transgender individuals experience disproportionately high rates of HIV infection, this population is an
increasing focus of epidemiological and implementation science research to combat the epidemic. However, study participants,
providers and other advocates have become increasingly concerned about research practices that may alienate, objectify,
exploit or even re-traumatize the communities they are designed to benefit. This commentary explores the common pitfalls
of HIV research with transgender communities and provides a potential framework for ethical, community-engaged research
practice.
Discussion: We review some of the critical challenges to HIV research with transgender and non-binary communities that
limit the potential for such studies to improve practice. For example, scales that measure stigma perceptions/experiences often
include activating language, while the consistent focus in research on risk and trauma can often feel judgemental and redun-
dant. Because of limited employment opportunities, some participants may feel undue influence by research stipends; others
may perceive their participation as fuelling the larger research economy without providing research jobs to community mem-
bers. Questions remain regarding optimal strategies for authentic research partnership beyond community advisory boards
or focus groups. Transgender and non-binary researchers are under-represented and may be tokenized. Many demonstration
projects provide much-needed services that disappear when the research funding is over, and community-based dissemination
efforts are often perceived as “too little, too late” to effect change.
Conclusions: Based on this review and input from study participants across the United States, we detail six recommendations
for ethical HIV research with transgender and non-binary communities, including (1) equitable budgeting with community-
based programme partners; (2) representation in the development of both research agenda and methods; (3) integration of
research activities into the ongoing work of any clinical or service site, so that individuals’ needs as “clients” can continue to be
prioritized over their role as “participants;” (4) mindfully considered compensation that values the contributions of community
members, but avoids undue influence; (5) transparent, community-focused and timely communication at every stage of the
study, including research purpose, data usage, preliminary findings and full-scale results; and (6) planning for sustainability of
any programme or services beyond the life of the research project.
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1 INTRODUCT ION

Over the past two decades, transgender individuals, par-
ticularly African American/Black and Latinx/Hispanic trans-
gender women, have received increasing attention in HIV
research [1–8]. This research has documented how mul-
tiple intersecting structural factors, including racism, sex-
ism, transphobia, homophobia and other systems of oppres-
sion, contribute to the disproportionately high rates of HIV
infection among this population [9–14]. However, the pro-
liferation of transgender HIV research has brought signifi-

cant scientific and ethical concerns about research practices
that may erase, alienate, objectify, exploit or re-traumatize
the communities they are designed to benefit [7, 13, 15–
18]. A growing number of voices within the transgen-
der and non-binary communities (TGNBCs) have begun to
openly challenge the scientific rigour, public health ben-
efit, ethical principles and research practice within trans-
focused HIV science by advocating for systemic change that
prioritizes, promotes and sustains meaningful trans leader-
ship and engagement at all levels of the research process
[15, 19–24].
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Table 1. Critical challenges to addressing methodological and ethical concerns in HIV research with transgender and non-binary

individuals

Methodological and ethical concerns Critical challenges

Overemphasis on descriptive documentation of risk, pathology

and “vulnerabilities” among transgender and non-binary

communities.

Committing to integrated, multi-level approaches that emphasize

contextual drivers of individual-level behaviour and focus on identifying

targets for disruption of intersectional structural oppression.

Continuous recapitulation of known facilitators and barriers to

HIV prevention and treatment.

Empowering researchers not to re-establish barriers and facilitators but

instead identify and test strategies for addressing them.

Studies that examine stigma and trauma may include activating,

re-traumatizing language and/or may be measured in ways

that feel judgemental, out of touch and demoralizing.

Ensuring that research methods are trauma-informed and actively

de-stigmatizing.

Lack of reflection about power dynamics and potential undue

influence inherent in research compensation.

Developing compensation strategies that recognize and value

contributions without being exploitative.

Under-representation or tokenization of transgender and

non-binary individuals in all stages of the research process.

Developing structures and accountability for genuine research

partnership that promotes and sustains leadership of transgender and

non-binary individuals.

Lack of durable impact of HIV research on transgender and

non-binary communities.

Ensuring sustained access to needed programmes or services and

multi-level dissemination that focuses on maximizing the impact of

research findings.

As part of this challenge, it is essential to acknowledge
the diversity of populations outside a traditional cisgender
focus. While the focus has been on transfeminine people
in HIV research, transmasculine individuals have historically
been marginalized due to assumptions about their sexual part-
ners and activities, low estimates of HIV prevalence compared
to transgender women and a lack of adequate and standard-
ized HIV surveillance data collection about gender identity.
Non-binary and gender diverse individuals are almost entirely
absent from research representation due to binary assump-
tions about gender identity, a lack of expansive measures
of gender identity in existing research and the conflation of
sexual and gender identity. This commentary explores the
persistent problems and critical challenges of HIV research
with TGNBCs and provides a potential framework for ethical,
community-engaged research practice.

2 D ISCUSS ION

Table 1 presents six methodological and ethical concerns
in HIV research with TGNBCs and identifies the critical
challenges our field must embrace to make equity-focused
progress. This analysis emerges from our combined 30 years
of experience working in community-based healthcare, social
services and advocacy within HIV and our more recent expe-
rience conducting community-driven implementation science
research. Most recently (September 2020–August 2021), we
facilitated a convening of five community health centres
across the United States serving LGBTQ+ communities. We
engaged in a multi-stage collaborative process that included
over 350 diverse stakeholders (over 50% of whom were
patients) and culminated in a 4-day virtual convening in which
49 representatives from all five health centres (41% patients;
34% transgender/non-binary; and 49% People of Colour)

came together to discuss the past and future of equity-
focused, community-engaged research. We acknowledge this
history as the lens through which we understand and articu-
late the concerns and challenges below. We invite others with
distinct and complementary perspectives to engage, critique
and add to the conversation.

2.1 Methodological and ethical concerns

The first concern is the extent to which trans-HIV research
has emphasized descriptive documentation of risk, pathology
and “vulnerabilities” among TGNBCs associated with potential
HIV exposure, including sex work, lack of employment oppor-
tunities, housing instability, incarceration, violence, substance
use and depression [7, 11, 13, 17, 25, 26]. On the one hand,
this focus has enabled a greater understanding of several
acute challenges faced by TGNBCs, and some findings have
been used as essential advocacy tools. However, research
focused merely on describing health disparities has the poten-
tial to further stigmatize TGNBCs by reducing them to their
marginalized identities and the contextual factors they must
navigate to survive. Moreover, much of this research does
not adequately analyse systemic drivers of HIV exposure; for
example, in a recent scoping review of articles measuring anti-
trans stigma in the United States [27], only 35/126 (28%)
measured stigma at the structural level and only four (3%)
provided a specific definition of structural anti-trans stigma.
One critical challenge in this area is committing to integrated,
multi-level approaches that emphasize contextual drivers of
individual-level behaviour and focus on identifying targets for
disrupting intersectional structural oppression.

Relatedly, the second concern is the continuous recapitu-
lation of known facilitators and barriers to HIV prevention
and treatment for TGNBCs. Almost all publications in this
area document the same barriers and facilitators, including
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healthcare access, financial need, social support and intersect-
ing multi-level stigma and discrimination [28–35]. However,
this line of inquiry has failed to fully identify specific mecha-
nisms and manifestations that could serve as intervention tar-
gets for increasing engagement and equity. For example, lit-
tle attention has been given to examining the processes and
mechanisms within HIV treatment and prevention programmes
that perpetuate structural oppression and contribute to a lack
of access and uptake of services, such as the continued use of
HIV risk assessment tools, outreach materials or programme
delivery models that “lump” TGNBC together with gay men
[36, 37]. One critical challenge is empowering researchers to
accept existing research on healthcare access among TGN-
BCs as a framework for intervention development without
re-establishing identical or similar barriers and facilitators in
each research context. We must prioritize research that iden-
tifies and tests strategies for addressing known barriers and
facilitators to care, accelerating research designed to solve the
problems we already know exist.

The third concern is the extent to which some research
strategies may recreate or activate the traumatic or stigma-
tizing experiences they are designed to understand. Stigma
and minority stress scales [38–41] often include items that
can be experienced as stigmatizing in and of themselves (e.g.
“Whenever I think of being transgender, I feel depressed;”
“Most transgender people end up lonely and isolated;” “Being
transgender is disgusting to me”) [40] or ask participants to
recount and relive stigmatizing experiences (e.g. history of
physical and sexual violence, family rejection, incidents of dis-
crimination and harassment) to document their association
with negative affect or health behaviour [5]. While some stud-
ies complement these measures with measures of self-esteem,
community-connectedness or other “protective factors,” [42,
43] there is limited research analysing how the remarkable
strength and resilience exhibited by TGNBCs in response to
systemic oppression can be translated into specific supportive
interventions and programmes. To move towards a strengths-
based health equity framework, it is incumbent on researchers
to consider the reasons why we are asking certain research
questions (especially if we already know the answers) and
whether the utility of including certain measures outweighs
the potential harm to study participants. One critical chal-
lenge for the future is to ensure that research methods are
trauma-informed and actively de-stigmatizing by (1) focusing
on resiliency, strength and joy; (2) ensuring that study lan-
guage is person-centred and non-stigmatizing; and (3) build-
ing in active support mechanisms for TGNBCs participating in
studies dealing with stigma and trauma.

The fourth concern relates to the need to be reflective and
deliberate about research compensation in the context of a
complicated risk/benefit calculus for many TGNBC research
participants. From the researcher’s perspective, participation
is compensated for the time and travel involved in “data col-
lection,” not the participant’s information. However, given the
extent to which financial need has been identified as a particu-
lar vulnerability of TGNBCs, our community partners encour-
age researchers to be particularly vigilant about the poten-
tially predatory nature of collecting highly sensitive and often
traumatic information in exchange for monetary compensa-

tion. Our community partners recommend two strategies to
offset concerns about power dynamics and undue influence.
First, participants want to feel motivated to participate in
research even if they are not being financially compensated.
To the extent that TGNBCs think that the research mission
and findings have the potential to benefit their community,
financial compensation for their time makes them feel valued
rather than exploited. Second, participants want to be offered
other incentives in addition to monetary compensation, such
as access to resources or services, connection to other partic-
ipants as a form of social support and opportunities to shape
research progress. One critical challenge for the future is the
development of creative compensation strategies that recog-
nize and value participant contributions without undue influ-
ence.

The fifth concern is the under-representation or tokeniza-
tion of TGNBCs at all levels of the research process [7,
15, 20–22]. In the current landscape of HIV research, cis-
gender researchers receive much of the funding for trans-
gender research [15]. Despite a growing number of TGNB
researchers trained in academia or community-based settings,
there are few opportunities for genuine professional develop-
ment, training and mentorship [15, 21]. When TGNBCs are
represented in research, they are often relegated to commu-
nity advisor or “consultant” roles and asked to speak for or
connect researchers to “the community” only once funding
has been received, and the study design is complete [15, 20–
22]. This practice undervalues or erases the substantive train-
ing and expertise of TGNBCs, reducing their importance to
their willingness to perform their transgender identity. One
critical challenge is for researchers and funders to develop
accountability structures for genuine research partnerships
that promote and sustain TGNBC leadership and involvement
at all stages of the research process.

The sixth concern is the lack of durable impact of HIV
research on communities. This concern manifests along two
dimensions. First, many HIV intervention or demonstration
projects provide much-needed services (e.g. pre-exposure pro-
phylaxis) to TGNBCs that disappear when research fund-
ing ends [19]. From the research perspective, such studies
are conceptualized as a means to an end, intended to gen-
erate findings that can be used to enhance care at some
point in the future. But this perspective neglects the short-
term reality that research participants will lose access to
vital resources and services. Second, even community-based
research projects are often not “nimble” enough to respond
to the immediate or shifting needs of TGNBCs. Due to the
urgent need for competent healthcare, TGNBCs cannot wait
years to learn whether a particular intervention or treatment
is effective. Many community-based dissemination efforts are
perceived as “too little, too late” to effect change. One critical
challenge is for all research projects to include (1) a dissemi-
nation plan that can provide ongoing reports of study findings
in an accelerated time frame designed to maximize impact; (2)
an adaptability plan that can pivot in response to new devel-
opments or unexpected study findings; and (3) a sustainability
plan, which ensures that efficacious services offered as part of
a research study can be sustained after the research is com-
pleted.
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3 CONCLUS IONS

To address the methodological and ethical concerns discussed
in this commentary, HIV research must create mechanisms
to centre the values, needs and priorities of TGNBCs at all
stages of the research process. Without this commitment,
HIV research will continue to perpetuate the inequities it
has been funded to address. The following recommendations
below represent six “take-home” messages that we believe are
most important to consider. While these recommendations do
not represent a one-to-one relationship to the specific con-
cerns detailed above, they are provided as an overarching
framework to begin addressing these critical challenges.

1. Ensure equitable budgeting with community-based
programme partners. Community-based organizations
(CBOs) serving TGNBCs play an integral role in HIV
research. However, CBOs are inherently disadvantaged
in legal and financial power when receiving research
requests from outside researchers, particularly at large
academic institutions. Many institutions which fund HIV
research perpetuate this power dynamic by not requir-
ing researchers to actively consider the programmatic
and financial investment necessary for organizations to
successfully support and engage in research, such as
staffing, prioritization of care provision versus research
responsibilities, service reimbursement structures and the
technological infrastructure needed for data collection or
abstraction. CBOs which provide services to TGNBCs
most impacted by HIV are often underfunded, under-
staffed and politically vulnerable. HIV research that cen-
tres health equity must intervene at the structural and
programmatic level by designing equitable compensation
structures that are based on (1) the amount of research
funding received; (2) the organization’s mission, infras-
tructure and services provided; and (3) the research
responsibilities and expectations requested.

2. Increase representation of TGNBCs in developing both
research agenda and methods. Central to meeting all
critical challenges outlined in this commentary is a
renewed commitment from HIV researchers to create
and foster true research partnerships and for funders to
require and incentivize formal research engagement plans
that concretely outline how TGNBCs will participate at all
stages of the research process.

3. Integration of research activities into the ongoing
work of CBOs, focusing on prioritizing individuals’
roles as “clients” over their requirements as “partic-
ipants.” The co-location of research within CBOs can
answer research questions that are most pertinent to
TGNBCs and allow organizations to put research find-
ings into action in a timely and sustainable manner, pro-
viding an opportunity to build a rigorous evidence base
for effective practice-based strategies/interventions that
have a lasting impact on the lives of TGNBCs. However,
in this context, researchers must ensure that research
needs do not eclipse or threaten patient care. Funders
and researchers must value and prioritize research that

actively engages CBOs as research leaders and acknowl-
edges the importance of the care they provide.

4. Mindfully considered compensation that values the
contributions of community members but avoids
undue influence. As discussed above, compensation
strategies must align with the tasks participants are
asked to complete and the types of information being
collected. Compensating participants does not mean we
can continually ask intimate, stigmatizing questions. There
is a need for greater transparency around the reasons
for asking such questions and how this information will
be used to benefit study participants and the community.
It is also incumbent on researchers to consider providing
opportunities for research participants beyond financial
incentives. For example, participation in research can be
an opportunity for forging connections among individuals
with shared experiences and interests. Researchers
should consider innovative ways to provide much-needed
social support and community-building opportunities.

5. Transparent, community-focused and timely communi-
cation at every stage of the research process. Concep-
tualizing dissemination as a process that begins at the
inception of a research project and continues throughout
implementation is a key to meeting the critical challenges
outlined in this commentary that demand timely and useful
research for TGNBCs. Dissemination activities and proto-
cols should (1) build trust around and enhance the appli-
cability of findings; (2) include standardized “report-back”
protocols for timely and ongoing dissemination of study
information and findings; (3) facilitate real-time feedback,
questions and concerns from study participants and pro-
gramme staff; and (4) ensure study information and find-
ings reach beyond academic and scientific communities.

6. Planning for the sustainability of any programme or
service beyond the life of the research project. To
ensure that HIV research with TGNBCs does not perpet-
uate the health disparities it has documented, it is vital
for all research projects that provide access to services
or treatment to develop and execute a plan for sustain-
ability of services once the project has ended. This work
requires creative, thoughtful pre-planning in collaboration
with CBOs and TGNBCs. Funders could require sustain-
ability plans as a core component of ethical practice and
sustainability in the event of efficacious findings.

The above recommendations are based on our ongo-
ing work and input from TGNBCs, including study partici-
pants, researchers and healthcare providers across the United
States. We encourage the reader to reflect on how the
above recommendations may be implemented to enhance cur-
rent and future research. The ideas presented in this paper
are designed to be a call to action for improving ethical,
community-based research practice with TGNBCs that is best
equipped to enhance health equity in HIV prevention and
treatment. The overarching challenge for our field is incen-
tivizing action-oriented research that centres health equity by
developing and evaluating real-world strategies that mitigate
against inequity in HIV prevention and care access, utilization
and efficacy among TGNBCs.
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