
Community-derived interventions can 
improve responsiveness to the HIV 
prevention needs of transgender women 
in South Africa

Allanise Cloete 
Senior Research Specialist 
Identity and Belonging unit, Human and Social Capabilities Division 
The Human Sciences Research Council, Cape Town | South Africa

With Donald Skinner, Leigh Ann van der Merwe and Ingrid Lynch

Presenter
Presentation Notes
This is the story of how stigma remains persistent in every aspect of the lives of transgender women as it impacts this population that is severely affected by HIV in South Africa – as this population is socially and economically excluded and often live in poverty despite the progressive laws and policies that are meant to protect the health and wellbeing of key and vulnerable populations



• First HIV bio-behavioural survey
(BBS) targeting exclusively
transgender women (TGW) in South
Africa

To understand the burden of HIV
amongst TGW in South Africa

Qualitative data to frame the
contexts that contribute to HIV
risk for TGW

Where was the study conducted?

The Cape Town metro - municipality,
Johannesburg metro – municipality,
Buffalo City metro - municipality
located in the Eastern Cape province
of South Africa.

Botshelo (from Sesotho) means life, 
love and happiness

Introduction



High HIV prevalence estimates
among TGW in the 3 study
metros

Globally, TGW  have been 
shown to be at high risk for 
HIV infection

TGW are  nearly 49 times 
more likely to be living with 
HIV than any other adults of 
reproductive age

HIV risk for TGW

HIV prevalence estimates among transgender women in 3 South 
African metros
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Laboratory-confirmed HIV prevalence estimates among transgender women in South Africa were found to be as high as 63% in some regions.  Similar HIV prevalence estimates were also found for Mumbai, India (63.0%)(Chakrapani,2010); Black/African American TGW: 51.0% (CDC,2019)



Social and structural factors that 
increase HIV risk for TGW

Childhood harassment for gender non-conformity and family rejection

I remember, I emigrated from home to the city of Johannesburg and that
moment, I think I was between the age of twelve going thirteen. And when I
came here, I became homeless for about 1 year and six months you know?
And I hustled my way from the pavement to a hotel somewhere in Hillbrow
(Trans Female Sex Worker, Gauteng)

Homelessness, little or no education leads to unemployment

And also, hearing or having heard some of the other stories of my trans
sisters and how they became sex workers is also because of the fact that
they are, some of them have been on their own since a young age. Nobody
accepted them for who they are and those are the kinds of stories that you
hear (TGW, coordinator for Miss Gay Jozi, Gauteng)
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The story of stigmatisation for transgender women starts at a very young- where they are often rejected by their families. Early socialisation experiences for transgender women often include childhood harassment for gender non-conformity and family rejection pushing transgender women to the fringes of society:Pushed to the fringes of society, TGW often seek alternative kinship structures – and many end up living with other TGW in street communitiesLiving on the streets is for many where their HIV vulnerabilities are now intensifiedSo for young TGW out in the streets, no or little schooling, her chances of gaining secure employment is almost zero, and so many of the TGW end up in sex work for survival or financial gains



Individual/interpersonal factors 
that increase HIV risk for TGW
Selling sex 

Engaging in sex work provides a space where TGW are affirmed as 
women

You know most of the time they do sex work, trans women, because of
issues like acceptance. They say when it comes to engaging in sex, those
are the only people who accept them just as they are (Representative of
Eastern Cape AIDS Council, East London)

Drug use

Unemployment, being on the street, using drugs. If you are on the
street and you are cold and you are whatever, you start to use
drugs. That whole culture, that bottomless pit of vulnerability
basically that there is (Ministry of Health, Cape Town)
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Engaging in sex work provides a space where TGW are affirmed as women – Selling sex is a complex issue for TGW , because it is also a space where TGW can express their identities positively. The link between gender affirmation and high risk sexual practices (i.e. sex work)Because of their daily situation – of living on the streets, TGW often turn to using drugs Provisions of the Sexual Offences and Related Matters Amendment Act, 2007 that criminalise clients who engage the services of sex workers makes illegal prostitution, brothel keeping, solicitation, indecent exposure, and knowingly living from the proceeds of sex work. Act remains a main human rights barrier to effective HIV programming for this group which bears the highest burden of HIV in the country. Practice of “confiscating condoms by police” - “carrying a condom” was the ground for arrest in 26% of sex worker cases (Aids Fonds, 2016).Persons who inject drugs*According to the Drugs and Drug Trafficking Act, 1992, it is illegal to use, carry and deal in narcotic substances. Magistrates default to sentencing drug users to prison terms (KII with OUT, November, 2017). Criminal records increase the stigmatisation and marginalisation of persons who inject drugs once they are released.Experience widespread harassment, and abuse of power from the police



• A range of health and other challenges are syndemic to HIV risk
and HIV treatment outcomes for TGW

This includes homelessness, drug use, everyday
victimization, violence, experiences of stigma and
discrimination because of transgender identifications and
poor mental health

• This emphasizes the importance of moving beyond a silo
approach in order to provide comprehensive HIV prevention
services for TGW that addresses intersecting stigmas

HIV risk for transgender women is underpinned 
by socio-cultural and systemic factors
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Interventions using 
community-participatory 

approaches grounded in the 
social realities of TGW

High feasibility and 
acceptability with 

marginalized transgender 
populations in the US, e.g. a 

peer-delivered HIV 
prevention intervention for 

TGW*

Leveraging existing 
relationships through a 
participatory approach:

Facilitate implementation

Improve the quality and 
effectiveness of HIV 

prevention interventions for 
TGW

Build capacity among TGW 
as decision-makers in their 

own healthcare

Participatory approaches improve 
responsiveness to the HIV prevention needs 

of TGW
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Interventions using community-participatory approaches grounded in the social realities of transgender persons have indicated high feasibility and acceptability with marginalized transgender populations in the US, e.g. a peer-delivered HIV prevention intervention for TGW and HIV and mental health intervention for transgender men. Leveraging existing relationships through a participatory approach will facilitate implementation; improve the quality and effectiveness of HIV prevention interventions for TGW; and build capacity among TGW as decision-makers in their own healthcare. 



• Community-participatory approaches create opportunities for interventions to integrate TGW’s 
innovative strategies to improve and manage their HIV prevention needs, health and 
wellbeing*

• Our research indicates that TGW in rural and peri-urban areas form informal networks of 
psycho-social support and their lives are not only characterized by stigma and discrimination, 
but also collective agency and community integration**

A participatory approach places TGW at the center thereby generating an intervention that 
uniquely captures not only HIV risks - the dominant focus in existing research

But also TGW’s innovation in managing their own wellbeing and HIV prevention 
needs amidst resource constraints and stigmatization; thus, in ‘real world’ settings. 

• Through partnering with TGW, HIV prevention efforts can be enhanced by harnessing 
protective factors and resiliencies of TGW

Conclusion
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Cape Town, South Africa: Gender DynamiX; 2016. 
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Community-participatory approaches also create opportunities for interventions to integrate TGW’s innovative strategies to improve and manage their health and wellbeing. Our research indicates that TGW in rural and peri-urban areas form informal networks of psycho-social support and their lives are not only characterized by stigma and discrimination, but also collective agency and community integration. A participatory approach places TGW at the center thereby generating an intervention that uniquely captures not only risks - the dominant focus in existing research – but also TGW’s innovation in managing their own wellbeing amidst resource constraints and stigmatization; thus, in ‘real world’ settings. Through partnering with TGW, our study will harness these protective factors and resiliencies. 
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The importance of locating HIV care in a broader context of affirming, competent transgender health care Offering the most promise in addressing the HIV epidemic in transgender women is the delivery of integrated health services that address both HIV care and gender-affirming healthcare for transgender people.Transgender women living with HIV have expressed the desire to receive co-delivered services for their hormonal and antiretroviral needs.38 This is a realistic goal and has the potential to be a highly successful approach.In fact, research has shown that integrating hormonal therapy with antiretroviral therapy improves engagement and retention in careHowever, doctors may be more familiar with one therapy over the other and not feel comfortable managing both. Additional education and training for healthcare professionals is needed to minimize this knowledge gap. This will allow for implementation of integrated therapy to be more widely available.



• 3 Datasets focused on transgender 
women’s experiences of stigma in 
healthcare settings in South Africa

Botshelo ba Trans

the Transgender Women 
Mobilising and Preparing for HIV 
Impact Prevention (T-MAPP) as 
well as;

Leigh Ann van der Merwe’s MPH 
degree data

Introduction



Barriers to accessing healthcare services in 
South African public health care facilities for 

transgender women
South African hospitals use gendered electronic filing systems that assign
the gender of a patient according to the presented identification (ID)
documents

These may result in external and internal stigmatization and present
barriers to accessing HIV treatment and care services effectively.

These may also lead to experiences of violence both from fellow patients
and healthcare workers:

“Whereas I’m not that one who wears skirts, like some who is dragging. Who just 
wears clothes, simple clothes, but they will see, the way I walk, the way I talk and 
my style, they see my style that is so unique to them. I’m so, they will look at me.  
I’m used to that because. People will look at me and then some will laugh, some will 
just say whatever they want to say.” (P002) Study participant, Buffalo City Metro 
Municipality

Presenter
Presentation Notes
When healthcare providers do see transgender clients at times there is uncertainty as to how to address those clients and this creates uneasiness between the client and the healthcare practitioner. 



Healthcare avoidance
“Most of the girls with HIV here are too ashamed of what 
they feel other people will say about them. And there is 
not much privacy in hospitals, where a trans person will 

be subjected to stares at the hospital” (TGW: Cape 
Town)

Gender identity-related discrimination often 
operates as a barrier to healthcare access and may 
deter uptake of health services, including biomedical 

HIV prevention interventions

Transgender women are reluctant to access public 
health services due to stigmatising experiences
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When TGW access these healthcare services, they do so in a context of inequality, this again speak to intersecting stigmas, being poor, blackStigmaTGW’s experiences of exclusion and discrimination make it difficult for many to trust other people. TGW are reluctant to access public health services due to negative experiencesMedically prescribed hormone therapy takes place at primary healthcare level subject to a psychologist’s recommendation. As a result of barriers to access, many TGW self-medicate with oestrogen containing contraceptives. 



The persistent social oppression experienced by transgender 
women informs the psychological wellbeing of transgender 
women creates an increased need for gender affirmation 

If I would undergo the surgery I would relax and people 
would not make fun of me in the communities because I 
travel between many communities and people often say 
that “this is a man”

Desire for gender-affirming services



Transgender 
identity

Living with 
HIV

Stigma

Promotion and reproduction of gender normativity in 
healthcare services leads to an increased likelihood of being 

stigmatised
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The demarcation of HIV services in healthcare facilities leads to stigmatising experiences for people living with HIVTransgender women also experience stigma on the basis of their gender non-conformity.



HIV and gender affirming care are less integrated 
for transgender women in South Africa

Whereas HIV services are offered at the primary healthcare levels,
gender-affirming care is offered at one of two tertiary healthcare settings,
which places gender-affirming care (GAC) out of reach for transgender
people in more rural areas.

Research conducted elsewhere have yielded good results in terms of
retaining transgender women in HIV care where GAC care is offered
and gender affirmative practices are implemented (Lama, Mayer, Perez-Brumer,
Huerta, Sanchez, Clark, Sanchez and Reisner 2019)
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Gender affirming care ranges from using the correct pronoun to refer to a client or providing surgical or medical services.Young adolescents going through puberty may seek gender affirming healthcare involving GnRH analogues (also called hormonal puberty blocking agents or puberty suppressants). Older adolescents and adults, may seek masculinising or feminising (‘cross-sex’) hormones or surgery, or a range of other services. 



A gender-affirming comprehensive support and care intervention 
can increase HTS uptake and improve retention in HIV care and 

treatment for transgender women

• Programme 2
Choosing Health 
Outcomes Involves 
Creating 
Empowerment for 
Sustainability

• Programme 1
• Peer support 

groups

• HIV Testing
• Linkage to care and 

treatment
• PrEP
• Referral to gender-

affirming  healthcare

• Programme 1
• Communal space for 

socialization
• A safe space

Social 
support

Physical 
health

Socio-
economic

Mental 
health
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This comprehensive support to address social exclusion and contextual are core to Thuli’s Hub, these are drivers of the HIV epidemic and put considerable on receiving care. Thuli’s Hub uses a holistic philosophy to care noting that safer HIV practices and treatment adherence can only really happen in a context where TGW are holistically accepted and supported. Multi-level interventions are required to address HIV risk at an interpersonal, health, structural and community level for TGW in the Buffalo city metro municipality. The narrow biomedical focus of existing HIV interventions hampers impact on HIV prevention and retainment in treatment and care since, to be able to use these services effectively, TGW need support in a broader range of services. 
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