
Positively Trans March 24, 20161 2

Initial report of a national needs assessment of transgender 
and gender non-conforming people living with HIV.



Chung, Cecilia; Kalra, Anand; Sprague, Laurel; and Bré Campbell. (2016). Positively Trans: Initial report of 
a national needs assessment of transgender and gender non-conforming people living with HIV. Oakland, 
California: Transgender Law Center.

Table of Contents
About

Introduction + Background

Respondent Demographics

Findings
6  Advocacy priorities

7  Barriers to Health Care and Well Being

Future Reports

Recommendations

Acknowledgments	

1

2

3

5

10

11

12



About Positively Trans
Positively Trans (T+), developed and directed by Transgender Law Center Senior 
Strategist Cecilia Chung, is a constituent-led project grounded in the principle 

that we are all capable of forming our own network, telling our own stories, 
and developing our own advocacy strategies in response to inequities, 

stigma, and discrimination over punitive laws and lack of legal protections 
in our local communities.

With the support of Elton John AIDS Foundation, TLC launched T+ as 
a response to the structural inequalities that drive the high rate of 

HIV/AIDS and poor health outcomes. By partnering with a National 
Advisory Board of community leaders, T+ seeks to mobilize and 

promote resilience of trans people most impacted by or living 
with HIV/AIDS, particularly trans women of color, through 

research, policy advocacy, legal advocacy, and leadership 
strengthening.

About Transgender Law Center
Founded in 2002, Transgender Law Center has grown into the largest trans-
specific, trans-led organization in the U.S. changing law, policy and attitudes 
so that all people can live safely, authentically, and free from discrimination 
regardless of their gender identity or expression. As a multidisciplinary 
national organization, Transgender Law Center advances the 
movement for transgender and gender nonconforming people using 
an integrated set of approaches, including strategic litigation, 
policy advocacy, educational efforts, movement building, and the 
creation of programs that meet the needs of transgender and 
gender nonconforming people and communities. 

www.transgenderlawcenter.org
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In 2015, Transgender Law Center launched 
Positively Trans as a project to develop self-
empowerment and advocacy by and for 
transgender people living with HIV.  Positively 
Trans operates under the guidance of a National 
Advisory Board (NAB) of transgender people 
living with HIV from across the United States; 
the NAB is primarily composed of trans women 
of color who are already engaged in advocacy 
or leadership roles in their local communities. 

Recent studies indicate that transgender 
people, especially transgender women of color 
(TWOC), experience disproportionate economic 
marginalizationi, homelessness, and stigma 
and discrimination in healthcare access and 
provisionii; harassment and violence at schooliii; 
and police abuseiv, as well as physical, sexual and 
physical violencev. In the face of these systemic 
threats and barriers to autonomy and wellbeing, 
the impact of HIV on the transgender community 
cannot simply be addressed by programs that 

Introduction 
+ Background

work to affect individual behaviors; we must 
address the systemic barriers our community 
members face—and the complex interactions of 
these systems—to reduce HIV risk and increase 
access to care and other resources for trans 
people living with HIV (TPLHIV). We believe that 
effective HIV responses for transgender people 
must include a combination of leadership 
development, community mobilization and 
strengthening, access to quality health care and 
services, and policy and legal advocacy aimed 
to advance the human rights of the community.  
Furthermore, we believe that an effective HIV 
response for trans people must center the 
leadership, voices, and experience of TPLHIV 
particularly trans women of color.  

In order to identify community needs and 
advocacy priorities, we conducted a needs 
assessment in the summer of 2015. The 
needs assessment was released online and 
made available across the U.S.  Key questions 

focused on barriers to health and well-being 
for transgender people living with HIV and on 
their legal and health priorities. This report 
describes the responses to a small subset of 
those questions. We made the survey available 
online in English and Spanish; 80% of complete 
responses came from the English language 
instrument and the remaining 20% came from 
the Spanish language instrument. Recruitment 
took place through existing networks of 
transgender people and people living with 
HIV, and through clinics serving transgender 
people living with HIV.  Responses were limited 
to people living with HIV in the U.S. whose 
sex at birth is different from their current 
gender identity. The project was reviewed and 
given exempt status by the Eastern Michigan 
University Institutional Review Board.

More than 400 people responded at least in 
part to the survey, with complete responses 
coming from 157 respondents. The analysis we 
provide in this report contains data only from 
the set of complete responses. The majority 
were female-identified U.S. citizens making less 
than $23,000 per year. More than 40% had been 
incarcerated in their lifetime and 42% currently 
live in the South. The median length of time 
since identifying as transgender/gender non-
conforming was 5 years greater than the median 

Respondent  
Demographics

length of time living with HIV, suggesting 
that transgender and gender non-conforming 
people face unique risk and vulnerability to the 
HIV/AIDS epidemic. Table 1 contains a summary 
of demographic information for respondents 
who submitted complete surveys. Descriptive 
statistics of respondent demographics suggest 
that the survey oversampled whites and 
undersampled young people and people living 
in the Northeast.

Based on responses to several items on the 
survey instrument, we expect that the survey 
mostly attracted respondents who already have 
access to medical care. As a result, the responses 
may underrepresent the experiences of those 
who are more isolated. Because respondents 
were recruited through existing networks and 
not randomly selected, the results cannot be 
interpreted as representative of all transgender 
people living with HIV in the U.S. Instead, these 
results should be understood as illustrating 
the experiences and priorities of transgender 
people living with HIV and as providing a 
starting point for further engagement. 
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Table 1. 
Summary of Respondent Demographics (N=157)

MTF/transfeminine spectrum
FTM/transmasculine spectrum
Other identity

Any incarceration history 
(Prison, Jail, Immigration 
detention)

None

$12,000 or less
$12,000 to $23,000
$23,000 to $47,000
$47,000 to $75,000
More than $75,000

25 and under
26 to 40
41 to 55
56 and over

English response
Spanish response

African American
Latina/o
White
Asian
Native
Arab
Native Hawaiian/
Pacific Islander

One race only
Multiracial

U.S.
Not U.S.

Northeast
South
Midwest
West
Alaska, Hawaii, Puerto Rico

Urban
Suburban
Rural

Less than HS diploma
HS diploma or GED
Some College
College Graduate
Graduate school

84%
12%
4%

41%

59%

43%
22%
20%
8%
8%

9%
39%
41%
11%

80%
20%

26%
33%
32%
6%
4%
3%
3%

91%
9%

88%
12%

14%
42%
13%
29%
2%

70%
14%
16%

15%
22%
36%
20%
8%

Gender 
Identity

Item Item% %

Incarceration

Current 
Annual 
Income

Age

Survey 
Language

Race/
Ethnicity

Race/
Ethnicity

Citizenship

Region

Metropolitan 
Area

Education

Median length of time since identifying as 
transgender/gender non-conforming

Median length of time living with HIV

17 years

12 years

Findings
This initial report focuses on findings related 
to two key areas: 

ADVOCACY PRIORITIES 
& BARRIERS TO HEALTH CARE

Subsequent reports will include findings on stigma, violence, 
substance abuse, law enforcement interaction, identity 
documents, and priorities for youth and elders.

Numbers rounded off to nearest percentage
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Creating gender affirming and non-
discriminatory healthcare facilities and 
addressing HIV-related discrimination were the 
top health and legal priorities for respondents. 
Many respondents expressed concerns about 
hormone replacement and antiretroviral 
therapies and their side effects for transgender 
people. Ensuring support for mental health and 
recovery from trauma and for personal (self) 
care were selected as top critical priorities for 
transgender people living with HIV. 

Participants were asked to select their top 
five health concerns. Figure 1, shows the 

Advocacy  
Priorities

TOP 5 HEALTH CONCERNS TOP 5 LEGAL PRIORITIES

Gender affirming and non-discriminatory health care HIV-related discrimination

Hormone therapy and side effects Employment discrimination

Mental health care, including trauma recovery Discrimination in public accomodations

Personal care (nutrition, healthy living, etc.) Identification documents

Antiretroviral therapy and side effects Housing discrimination

Figure 1 respondent-identified legal priorities Figure 2: respondent-identified health concerns

59% 69%

53% 65%

49% 59%

47% 59%

46% 54%

YES
41%NO

59%

To better understand the healthcare barriers 
that transgender people living with HIV face, 
respondents were asked if they had ever gone 
six months or longer without medical care since 
their HIV diagnosis. 41% of respondents (n=65) 
indicated that they had. 

Respondents who had been incarcerated or 
detained were significantly more likely to have 
gone without medical care for more than 6 
months (51% of those detained versus 35% of 
those never detained, p<0.03). 

Barriers to Health Care 
and Well Being

How confident are you 
that you know your rights...

Figure 3: respondent confidence with legal rights

Figure 4: respondents with long gaps in health care 
since HIV diagnosis (N=157)

Mostly or 
completely unsure

Mostly or 
completely confident

44%
55%

40%
58%

...as a transgender person?

...as a person living with HIV?

Have you ever gone more than six 
months without medical care since 

your HIV diagnosis?

items ranked by percentage of respondents 
who indicated each item was among their top 
5 concerns. Not listed are: dental care (35%), 
interaction between hormone therapy and 
anti-retroviral therapy (35%), complications 
from silicone injections (26%), pre-exposure 
prophylaxis and post-exposure prophylaxis 
(16%), substance abuse (9%), and reproductive 
health (8%). 

Respondents overwhelmingly selected 
discrimination as priorities for legal advocacy 
work. Addressing HIV-related discrimination 
and discrimination in employment, public 
accommodations, and housing made up four of 
the top five priorities. The other top five priority 
focused on the critical need to access gender 
appropriate ID documents.

Not listed in Figure 2 are: dealing with law 
enforcement, including addressing a past 
criminal record (38%); immigration (17%); and 
family law, including parental rights (14%). We 
hypothesize that immigration issues rank higher 
among Asian/Pacific Islander and Latina/o 
respondents; further analysis will determine 
this.

The concerns about discrimination were 
coupled with the belief of many respondents 
that they were not knowledgeable enough 
about their legal rights. Together, these two sets 
of responses highlight a critical need for rights-
based trainings and advocacy work specifically 
for transgender people living with HIV.
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The respondents who had gone without care 
for more than six months were asked a further 
question about why this happened. The most 
common reason respondents reported for going 
without healthcare for more than 6 months 
was previous or anticipated discrimination by 
a healthcare provider (29%). Other reasons 
included having too many other things to deal 
with (20%), economic barriers such as health 
care costs and transportation (17%), not having 
a health care provider (12%), and fear that 
someone they knew would see them (8%), 

Respondents who had gone without healthcare 
for more than six months highlighted costs as a 
barrier to health coverage. All respondents were 
asked about health insurance and only 80% of 
respondents indicated that they had health 
coverage. The percentage of respondents with 

Are any of your health providers 
transgender or gender non-conforming?

Has a health care provider ever refused 
you care because you are...

Healthcare Provider

Management / Leadership

Case Manager

Reception / Clerical Staff

Other Staff

9%

12%

12%

16%

17%

Figure 5: Percentage of respondents answering “yes” 
for each type of provider

Figure 6: Respondents reporting provider refusal to 
treatment (N=157)

...transgender or gender 
non-conforming?

...living with HIV?

31%
20%

13% 11%

YES NOT SURE

insurance coverage dropped dramatically for 
Hispanic and Latino/a respondents (67%) and 
African American respondents (75%) when 
compared with White respondents (94%). 
Differences for Latina/o and White respondents 
were significant at the p<0.02 level. When 
stratified by income, insured rates also showed 
expected disparity – 100% of respondents 
earning more than $75,000 annually reported 
having health insurance, while only 70% of 
those earning less than $12,000 did. As a group, 
87% of those earning more than $12,000 
overall reported being insured, underscoring 
the particular vulnerability low-income people 
face in attaining health coverage as well as 
the increased likelihood that people of color 
experience extreme poverty.

Has a health care provider ever refused 
you care because you are...

Transphobic provider discrimination 
as predictor of gap in care

Serophobic provider discrimination
as predictor of gap in care

Overall Overall

African American** African American*

Latina/o** Latina/o**

White** White*

Figure 7: provider refusals broken down by race; 
*p<0.10, **p<0.01

Figure 8: transphobic provider discrimination associated 
with gap in health care access (p<0.0001, N=156)

Figure 9: Serophobic provider discrimination associated 
with gap in health care access (p<0.0001, N=155)

Transgender or 
gender non-conforming?

Yes, provider refused because 
I am transgender or gender 
non-conforming

Yes, provider refused 
because I am living with HIV

Not sure if provider refused to 
care because I am transgender 
or gender non-conforming

Not sure if provider refused 
because I am living with HIV

No, never experienced refusal of 
care because I am transgender 
or gender non-conforming

No, never experienced refusal 
of care because I am living 
with HIV

Living with HIV?

YES NOT SURE

31%

57%

53%

62%

82%

28%

31%

20%

13% 8%

26% 14%

38% 38%

10% 10%

24% 16%

4% 4%

13%

43%

47%

38%

17%

72%

69%

11%

Have not had six-month gap in care since HIV diagnosis

Have had six-month gap in care since HIV diagnosis

Many respondents indicated the previous 
experience or expectation of mistreatment by 
providers. The distance that can occur between 
many transgender people living with HIV and 
their providers is at least partially demonstrated 
by the low number of respondents (9% to 17%) 
who indicated that they had providers who 
shared their experiences as transgender or 
gender non-conforming people.  The clearest 
barrier to health and well-being reported in 
the survey was the outright denial of health 
services. Respondents indicated that they had 
been denied health care because they were 
transgender or gender non-conforming (31% 
had this experience) and because they were 
HIV-positive (20% had this experience). These 
high numbers reflect violations of respondents’ 
human right to health care. 

Have not had six-month gap in care since HIV diagnosis

Have had six-month gap in care since HIV diagnosis
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In addition to descriptive statistics of areas of the needs 
assessment not covered in this initial report, future reports 
will include statistical inference to determine what, if any, 
relationships exist between variables measuring health 
outcomes, stigma, experiences of violence, viral load suppression, 
immigration, and participation in social change activism.

The work of the National Advisory Board of Positively Trans and the responses to the survey by transgender people 

living with HIV across the U.S. demonstrate immediate and critical needs to protect transgender health and access 

to legal rights. 

The following recommendations are not listed in priority order as each will be required if 
ending barriers to care and access to legal rights are to be a reality for transgender people 
living with HIV. 

Future  
Reports

Recommendations

The following programs and initiatives are required:

Legal and rights-based advocacy training programs designed specifically by 
and for transgender people living with HIV

Support systems for transgender people living with HIV who have experienced 
discrimination, and for those who anticipate discrimination, to be able to 
access care and services without fear of mistreatment

Identification and development of economic initiatives to relieve the financial 
barriers and stresses that limit access to care, for all transgender people living 
with HIV with particular attention to the needs of transgender people of color 

Focused anti-discrimination interventions and training in gender-affirming 
care in healthcare facilities, combined with ongoing accountability processes 
to correct discriminatory actions 

Healthcare and service provider education and support to address the mental 
health needs, including the effects of trauma, of transgender people living 
with HIV 

For more information, visit www.transgenderlawcenter.org

Contact Us
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