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Abstract 

Background 

Nearly 66% of new HIV infections in 2015 occurred in sub-Saharan Africa (1). This 

demonstrates the urgent need for the effective deployment of prevention modalities in the region. 

In recent years, an increasing allocation of resources has been diverted towards research aimed at 

HIV chemoprophylaxis in non-infected individuals. Of these modalities, oral pre-exposure 

prophylaxis has been heralded as an efficacious and promising option (2) (3) (4). At the 

individual level, high adherence to PrEP has been associated with ≥90% protection from HIV, as 

assessed by detection of the medication in blood samples (2). However, several well designed 

studies have shown low adherence and uptake particularly among high-risk women, and the 

structural factors that shape such adherence and uptake are poorly understood (2)(4)(7) 

(3)(4)(7)(9) (6) (7).  

Methods 

In outreach sites where oral PrEP is provided through mobile clinics, we conducted 24 in-

depth interviews with women engaged in sex work identified through systematic random 
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sampling and 9 in-depth interviews with healthcare providers identified through purposive 

sampling. Through an iterative process, data were analysed for recurring patterns or themes 

using a grounded theory approach.  

Results 

Women’s narratives indicated that uptake and adherence to oral PrEP is strongly 

influenced by forces outside of the women’s control. Among factors identified in women’s 

narratives include extreme economic adversity, uncooperative gatekeepers intimate partner 

violence, restricted focus of PrEP programs and fractured trust. 

Conclusions 

This qualitative study indicates that there are complex and interconnected structural 

forces that actively shape women’s engagement and retention in PrEP that are not currently being 

addressed in the conceptualization and roll-out of PrEP programs. To address uptake and 

adherence to PrEP we propose a rethink of the current PrEP HIV care model that provides a 

corrective lens for the current biomedical tunnel vision by intergrating interventions that will 

address the confluent forces influencing uptake and adherence such as intimate partner violence, 

alcohol and drug addiction, abuse by police and the presence of extreme economic deprivation.   
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PART I: PRE-EXPOSURE PROPHYLAXIS AND HIGH-RISK WOMEN IN SOUTH 

AFRICA: A BIOSOCIAL ANALYSIS  
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PrEP Amongst Women Engaged in Sex Work: A Qualitative Exploration of Uptake and 

Adherence in Gauteng, South Africa 

Abstract 

           In 2015 alone, 529,000 new HIV infections occurred in South Africa (1)(5)(6). Associated 

with 90% protection from HIV, PrEP has been heralded as an efficacious and promising HIV 

prevention option (2)(4)(7). Evidence has shown low adherence and uptake among the most 

vulnerable women and little is understood about whether PrEP is being used effectively by 

vulnerable women (3)(4)(7)(9). Drawing upon the lived experiences of both women engaged in 

sex work and healthcare providers on the frontlines of PrEP delivery, this qualitative study aims 

to understand the structural factors influencing PrEP uptake, adherence, and patterns of use PrEP 

in the Gauteng Province, South Africa. 
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CHAPTER ONE 

INTRODUCTION 

 There's an outreach site that we had in Linesia, where we found some sex workers. 

When we got there, we were deeply disturbed to say we really need to focus on that area 

primarily because a lot of them were homeless. That's one and two, they were addicted to 

drugs and we could tell they were wasting because they had nothing to eat, thirdly, they 

worked from an open field but not only did they work from an open field they lived in an 

open field so they dug a hole, so they basically would live like bears…. dig a hole and 

live underground no cement no nothing…. just digging a hole and sleeping there. So, we 

tried to pay as much attention as much as we could because that site was giving us 

numbers. We didn't have any way of contacting them except by taking the clinic to them 

and when we opened files …we just wanted to know where the area is where do they 

come from. We would then find out that they're not even from Lenasia and it became 

difficult to say we could retain them on PrEP, we had to take the clinic to them but 

instead of seeing them once or twice a month ended up taking the clinic at least three 

times a month to them because today you would go there and there wouldn't it be 

anybody next we could go there you would find only half of them. The following day you 

find a quarter of them, so we invested a lot of resources into that place itself because 

there was no way of knowing whether we’d find them and we invested a lot of time 

trying to get them to take PrEP but it still became difficult to retain them…no matter how 

hard we tried…and we tried to do whatever we could—we were still battling to retain 

them on PrEP, on ART, on anything…we were enrolling yes, but losing them fast. The 

problems they had, I could see they were the main reason why we couldn’t retain them 
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but we couldn’t deal with them because they’re not our focus, it’s not what PrEP is 

about….so it went on like that until at some point we had to, for reasons that I can't 

disclose, we had to pull out of that site and we’ve never been back there since…..ja, we 

haven’t been back there…..                                                                   

(Community Healthcare Worker) 

 

Despite years of implementation of HIV prevention programs, over three hundred 

thousand people are still infected with HIV in South Africa every year. HIV prevention programs 

in South Africa target people who are most vulnerable to infection and typically consist of the 

distribution and promotion of condoms, the promotion of abstinence or faithfulness, and medical 

male circumcision. Decades of implementation have not yielded much success: a recent trial on 

the population effect of the Test and Treat initiative showed no effect on HIV incidence 

reduction, thwarting hopes that universal access to ART would be the answer to high incidence 

in hyper-endemic settings (2). This painted a very grim picture of the possibility of ever finding 

effective prevention options, making HIV infection inevitable for most people. 

But then, in 2010, the use of orally administered antiretroviral drugs to reduce the risk of 

acquiring HIV infection amongst HIV negative persons (referred to as pre-exposure 

prophylaxis/PrEP) was heralded as an efficacious and promising HIV prevention option. In 

iPrEx and Partners PrEP studies conducted in Kenya, Uganda, Ecuador and South Africa, the 

efficacy of PrEP showed a 90% reduction in the risk of HIV infection (3).  

Clinical trial results from the TDF2 study (Phase II/III trial) and the Partners PrEP 

Studies, which investigated the efficacy of daily orally administered drug Truvada, showed the 
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highest efficacy levels. The TDF2 trial which was implemented in Botswana among heterosexual 

men and women yielded efficacy levels of 62% (4) (5) The Partners PrEP study evaluated the 

safety and efficacy of two different strategies to prevent HIV transmission in HIV-serodiscordant 

couples: once-daily oral tenofovir and once-daily oral Truvada; the study found efficacy levels of 

75% and 67% for daily oral Truvada and daily oral tenofovir (6) (5).  

Despite promising results, Corneli et al. and van Damme, among others, highlighted that 

adherence and uptake among young women most vulnerable to HIV infection remained low. 

Among other studies, further analysis of the FEM-PrEP study conducted in Kenya, South Africa 

and Tanzania and the VOICE Trial (MTN003), which was stopped because they showed no 

protective effect, revealed that adherence had played a major role in reducing the efficacy of 

PrEP. Also noted in the FEM-PrEP study was the low uptake of PrEP among younger women 

who are often more vulnerable to HIV infection (7) (8) (9) (10).  

Whilst PrEP carries great promise for countries with a high HIV burden, we still do not 

know what factors affect uptake and adherence (10) (11). With the enthusiasm of having found a 

potential solution to major health challenges, a general pattern emerges wherein ambitious 

targets are set for reaching as many individuals as possible of the targeted population, often with 

equally ambitious timelines. With efforts underway to reach over “70,000 women engaged in sex 

work over 3 years through the use of a peer-led approach,” the roll-out of PrEP to vulnerable 

populations has been no different (12) (13). Focusing on “informing, educating, and 

communicating,” planning and implementation focuses on ensuring that the target population 

understands why they need a particular intervention and on strengthening institutional 

mechanisms that will ensure the most efficient delivery of these interventions. As interventions 

move ahead, full throttle, the question of adherence and uptake remains unanswered. 
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A review of existing evidence that has tried to shed light on the factors influencing 

adherence and uptake has focused largely on behavioral factors that have acted to limit uptake 

and impair adherence to PrEP. A number of potential explanations for this have been posited by 

various authors. Amico et al. has posited that women were non-adherent because the 

randomized/placebo nature of the trials promoted distrust and lack of confidence in the pills they 

were receiving (14). Others pointed out that PrEP efficacy might be is undermined by the vaginal 

microbiome (15).  

We, however, argue that the answer to questions regarding adherence and uptake among 

vulnerable women can be found in the very social forces that create vulnerability to HIV 

infection in the first place. Only in addressing the intersecting and complex structural factors like 

poverty, gender inequality and substance abuse that create vulnerability in the first place can we 

confront the barriers that keep women from accessing PrEP using it in ways that protects them 

from HIV infection.  

In what follows, we will describe the social forces that have shaped, constrained, and 

sometimes altogether hindered HIV prevention, treatment, and care in South Africa. To 

understand why many are unable to access PrEP, we need to understand the conditions that 

created vulnerability in this population: what challenges exist in their everyday lives that make it 

difficult for them to access and use PrEP? Then, I will discuss how state action, inaction and 

indifference does not fall equally, but rather unequally on the already most vulnerable and 

deprived. Finally, I will turn to how these social forces—of racism, of poverty, and of gender 

inequality—constrain especially the agency of vulnerable women. 
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CONTEXTUAL FACTORS AND EPIDEMIOLOGICAL TRANSITION IN SOUTH 

AFRICA 

Whilst pre-exposure prophylaxis provides hope to countries whose HIV infections are 

alarmingly high, many who initially argued against it asserted that it would disrupt antiretroviral 

treatment programs, drawing crucial resources away from an important component of HIV 

responses thus, they conclude that pre-exposure prophylaxis is an ill-fitting response to HIV in 

South Africa. To fully appreciate the role that PrEP can play, we must look first at the history 

and transformation of the HIV response in South Africa over time, the current state the state of 

the HIV response and its impact on the most vulnerable populations in the country. 

The journey of the HIV response in South Africa is a story of tragedy and triumph in the 

face of great adversity. The first AIDS deaths were reported in 1982 during the apartheid era, 

only two years after the first person was officially diagnosed with HIV (16) (17). Governmental 

response was feeble and consisted of untargeted awareness campaigns that spread fear, which 

was already tangible in a country with no plan of action and no HIV treatment. The ensuing 

activities included the airing of TV and radio adverts supplemented by implementation of 

puppetry-educational campaigns in schools, all aimed at educating the public about the risks of 

HIV. These activities were implemented at a time when little was known about HIV and as noted 

by Farmer et. al, during this period myths and misunderstandings about the disease proliferated 

and junk science often dominated public discussions of HIV and AIDS (18). Understanding of 

the ways in which forces such as gender inequalities, violence and poverty put many at risk of 

getting infected with HIV and dying of AIDS was limited and consequently absent from public 

discourses about the pandemic. 

With anti-apartheid protests spreading throughout the country, the apartheid 
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government, preoccupied with oppressing dissenting voices and protest action, barely paid any 

attention to this new threat; these deaths, occurring predominantly among oppressed 

communities, drew little attention from the state. Likewise, the progressive anti-Apartheid 

movement was more concerned with dealing with the immediacy of liberating the country than 

the possibility of a growing AIDS threat and HIV continued to spread (17). By 1993, 322,000 

people had been infected with HIV and HIV prevalence had risen from 0.8% in 1990 to 4.3% by 

1994 (19). Still, government remained disinterested. The attention of the oppressed and the 

oppressor focused on the liberation movement and later on rebuilding a country devastated by 

apartheid all the while HIV sipped through the cracks that racism had constructed, embedding 

itself deeply in the gender inequalities and violence that had been birthed and fortified in the pre-

colonial, colonial, and apartheid eras. 

It was clear from analysis of who was dying that state policy of racial segregation, 

forced separation of families and deliberate impoverishment of people had cleared the path for 

HIV to rage unabated. It was also clear that in the absence of a sustained courageous national 

intervention, HIV/AIDS was going to have a devastating impact, especially among Black 

Africans.  

 

NOT TRULY FREE: HIV IN THE POST-APARTHEID ERA 

At the dawn of the new democracy in 1994, HIV remained low on the rung of priorities 

of the new government which was preoccupied with reconstructing of government and 

rebuilding communities that had been systematically underdeveloped and marginalized for over 

five decades (16). It wasn’t until late 1994 after the establishment of the Networking HIV/AIDS 

Community of South Africa (NACOSA) that the government began to take action, spurred on by 
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NACOSA’s work (17). Given the limited knowledge regarding HIV transmission dynamics, the 

mainstay of the response across Africa in 1990s was the “ABC” message of abstinence, 

faithfulness, and condoms. These strategies were particularly ineffectual within the confines of a 

society with pervasive gender inequalities and a violent history that gave impetus to violence 

against women, leading to the tragedy that the young women’s infection rates were twice as high 

as that of men. The lack of treatment options, fetishization of the culture of black people, the 

moralization of HIV worsened stigma and compromised these strategies, rendering them 

impotent. This was worsened by the complete absence of interventions addressing the structural 

forces that drove the spread of HIV. The pandemic exploded, waging a war of fear and death, 

claiming more lives with every passing year and shackling a people who had fought so hard for 

their freedom at the dawn of their liberation.  

The era between 1998 and 2008 saw unprecedented increase in HIV prevalence, with no 

treatment available, thousands lost their lives each year (20). Driven by a distrust of the scientific 

establishment and a desire to use “indigenous knowledge” to confront the problem, high-level 

government officials, including then President, Thabo Mbeki, questioned the link between HIV 

and AIDS. The president and his government argued that HIV might not cause AIDS and that 

available antiretroviral medications for HIV were more toxic than helpful. Another key 

component of the government’s reluctance to support a comprehensive HIV/AIDS prevention 

and treatment plan was cost. From as early as 1998, the question of affordability was singled out 

by the government as the principle reason it could not introduce antiretroviral treatment (21). 

This reluctance to provide ART was entrenched by the skepticism of senior officials in 

international development agencies about the ability of Africans to adhere to ART and claims 

about the inability of Africans to take and adhere to ART. Mukherjee et. al. quotes Andrew 
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Nastios, a former head of USAID, saying “[Africans] don’t know what Western time is. You 

have to take these (ART) drugs a certain number of hours apart each day, or they don’t work. 

Many people in Africa have never seen a clock or a watch in their entire lives” (22).  

The consequences on families and communities were devastating and lasting. Over 

330,000 men and women died earlier than necessary from AIDS, 2.2 million children had lost 

parents to AIDS, monthly household incomes (most of them already poor) fell by 66–80% due to 

coping with AIDS-related illness and over 35,000 babies needlessly HIV infected because 

medications that can prevent mother-to-child HIV transmission were not made available (23) 

(24) (25) (26) (27). 

 

FROM THE ASHES OF AIDS DENIALISM: A PHOENIX RISING 

From the Ashes of AIDS Denialism: A Phoenix Rising 

After numerous legal battles, and in response to mounting local and international 

pressure, the government eventually introduced a national HIV treatment program in 2003. By 

then, however, HIV had a 20-year head start on the nation’s medical establishment. By 2006, 

HIV prevalence among pregnant women attending antenatal care was at 29.1% (28). In spite the 

initial government skepticism around ART and the preconceived notions of international 

supporters about the inability of Africans to take and adhere to ART, the incremental expansion 

of access to HIV treatment yielded impressive results. Within the first 6 moths, 1,000 people had 

begun taking ART;  this number has continued to grow exponentially (29) (16). 

ART has had a dramatic impact on adult mortality in South Africa. In the period up to the 

end of 2014, there were 1.72-million fewer adult deaths as a result of the ART programme and 
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South Africa's average life expectancy at birth leapt from 53.4 years in 2004 to 62.5 in 2017 (30) 

(31). Between 2002 and 2017, the number of children who died in any given year fell from over 

71 deaths per 1,000 children to just under 33 deaths per 1,000 children (30). Today, just over half 

of the country's seven million people living with HIV are on ARVs — the biggest such 

programme in the world (32)—and a far cry from where things stood a mere 13 years ago.  

Nonetheless, delays in the rollout of ART, have not been without consequence, especially for 

populations whose material living conditions saw little change in the transition from the 

apartheid regime to a democratic and free South Africa, populations for whom democracy has 

brought the right to vote, freedom of movement and freedom of assembly but little in the way of 

improving daily living conditions (31). The HIV pandemic in South Africa disproportionately 

affects the poor and among the poor, women are the worst affected. HIV has also fueled the 

spread of tuberculosis (TB) within this population and it is estimated that 60% of people living 

with HIV in South Africa are also co-infected with TB (12). Although the number of new 

infections has stabilized, but it has done so at an astonishingly high average of 350,000 new 

infections between 2010 and 2015. By the end of 2016 alone and 270,000 people were newly 

infected with HIV (30) (12). Women and girls still contract HIV at rates twice as high as their 

male counterparts (30).  

Thus, there is no doubt that there is an urgent need for effective methods to prevent the 

ongoing transmission of HIV. Over the past few years, a number of biomedical prevention 

options have been tested. Among these options, the use of the drug tenofovir disoproxil fumarate 

(TDF), alone or in combination with emtricitabine (FTC), has been found to be efficacious at 

preventing the acquisition of HIV in HIV-negative individuals in a wide variety of settings and 

populations (8) (2) (3).  
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HIV PREVENTION AND THE PROMISE AND CHALLENGES OF PRE-EXPOSURE 

PROPHYLAXIS 

The search for safe and more effective prevention options is an ongoing challenge.  

Several chemoprophylactic methods have garnered much attention, and among these are 

microbicides and pre-exposure prophylaxis. Not only do these methods hold promise for the 

prevention of new infections in general, but they have attracted much interest and optimism 

particularly for use among women because it is hoped that they will be empowered to obviate a 

male partner's consent, a factor that had remained a major barrier to use for prevention methods 

that were previously available to women in particular (33). 

The first to be investigated were microbicides, pharmacologic agents and chemical 

substances that can kill or destroy certain microorganisms such as viruses and bacteria that 

commonly cause human infection such as HIV (34). Multiple compounds have been developed 

and tested for their microbicidal activity in clinical trials across the world with dissatisfying 

results. Numerous clinical trials have been stopped because they either showed increased risk of 

HIV with use of microbicides or because the HIV incidence was lower than expected in the 

target population (35) (36) (37) (38) (39). In 2016, however, results from the ASPIRE study (a 

large clinical trial also known as MTN-020) and the Ring Study (an ongoing large multinational 

clinical trial) showed that a vaginal ring that continuously releases the experimental antiretroviral 

drug dapivirine provides a modest level of protection against HIV infection in women, reducing 

risk by 27% and 31% respectively (40) (41). While these were promising results, it was clear that 

it would take years before microbicides could receive regulatory approval for public use.  

The use of orally administered antiretroviral drugs to reduce the risk of acquiring HIV 

amongst HIV negative persons (referred to as pre-exposure prophylaxis or PrEP) on the other 
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hand, has demonstrated stronger, but divergent, results. Clinical trial R nesults from the TDF2 

study (Phase II/III trial) and the Partners PrEP Studies which investigated the efficacy of daily 

orally administered drug, Truvada showed the highest efficacy levels. The TDF2 trial, which was 

implemented in Bostwana among heterosexual men and women, found efficacy levels of 62% 

(4) (5) The Partners PrEP study evaluated the safety and efficacy of two different strategies to 

prevent HIV transmission in HIV-serodiscordant couples: once-daily oral tenofovir and once-

daily oral Truvada. This study found efficacy levels of 75% and 67% for daily oral Truvada and 

daily oral tenofovir (6) (5). In both studies, however, the low uptake of PrEP among younger 

women whose risk was significantly higher, and adherence was highlighted as a major challenge 

that could compromise individual and population level efficacy and effectiveness (42).  

While the CAPRISA 004 trial conducted in South Africa and the iPrex-Trial (a multi-

country study conducted in six countries including South Africa) proved to be protective against 

HIV, their results fell below those found in the ASPIRE and Ring studies. The CAPRISA 004, 

conducted among women in South Africa, found efficacy levels of 39% while the iPrex trial 

conducted among gay men and transgender women found efficacy levels of 44% (9) (11) (43) 

(5).  

The FEM-PrEP study conducted in Kenya, South Africa and Tanzania and the VOICE 

Trial (MTN003) conducted in South Africa, Kenya and Uganda were both stopped because they 

showed no protective effect (7) (8) (9) (10). Further analysis of results showed that adherence 

had played a major role in reducing the efficacy of PrEP. Also noted in the FEM-PrEP study is 

the low uptake of PrEP among younger women (7) (8) (9) (10). 

Although van der Straten et.al (2014) argues that explaining discrepant findings by 

differences in adherence is difficult in the absence of comparable and accurate measures across 
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studies, it is nonetheless an important factor affecting the efficacy of pre-exposure prophylaxis 

and thus warrants deeper investigation (5). Studies that have explored the factors affecting 

adherence have highlighted risky sexual behavior, lack of partner support and fear of stigma (5) 

(44). Few studies have focused on socio-economic factors that are known to impact and shape 

individual agency and the options of women most vulnerable to HIV infection. 

 In 2015, the World Health Organization (WHO) recommended the use of PrEP as an 

important adjunctive strategy to reduce HIV transmission in persons at substantial risk of 

developing HIV infection1 (45). In spite the demonstrable efficacy, a number of questions about 

adherence and  uptake remain unanswered.  

 

THE STATE OF THE HIV PANDEMIC AND RESPONSE IN SOUTH AFRICA: 

In spite its controversial past, the HIV response in South Africa has changed drastically 

in the last decade. The national HIV/AIDS and STI strategic plan (NSP) 2016–2020 articulates 

how the country will work to reduce the HIV incidence by half, increase HIV testing, increase 

access to treatment and reduce infections among children born to HIV positive mothers.  

South Africa now invests more than $1.5 billion annually in its HIV and AIDS programs, 

funding its antiretroviral program entirely through domestic resources (46). Clearly, South Africa 

is many years away from the days of AIDS denialism. This has changed the face of the HIV 

pandemic and response in South Africa. Today 3.4 million of the 6.2 million people who are 

HIV positive have access to antiretroviral treatment provided through 3,600 facilities (47).  

 

                                                           
1  Defined by incidence rates greater than or equal to 3 per 100 person-years 
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Like many African countries, South Africa has articulated commitments to addressing the 

needs of what has been identified as high-risk populations within the South African National 

Strategic Plan (NSP) on HIV, TB and STIs 2017-2022 and the National Sex Worker HIV Plan. 

Specific interventions targeting populations most vulnerable to HIV are also outlined with 

correspondingly ambitious targets in order to focus implementation (47). South Africa stands 

among other countries in the region, and around the world, that have conducted demonstration 

projects and clinical trials to assess the safety and effectiveness of oral and vaginal gel 

formulations of tenofovir disoproxil fumarate (TDF) and TDF/emtricitabine tablets. 

Additionally, South Africa is impressively one of the first countries on the continent leading the 

charge in transitioning from demonstration projects and trials to actual roll-outs of oral PrEP to 

populations with the highest risk. This is not only a testament to the transformation of the HIV 

response but to South Africa’s commitment to provide key populations with the most efficacious 

prevention options.  

Despite this impressive progress, several challenges remain. The number of deaths per 

year remain high. Over the past five years, over 150,000 people have been infected with HIV, a 

majority of whom are black African women. In 2015 alone, 90,000 young women (15-24 years 

old) were infected with HIV; it is no coincidence that amongst this population one finds 

inordinately high levels of unemployment; these are women who are among the lowest income 

earners, residing in peri-urban settings (48). New infections among young men of the same age 

were half that figure, a fact which reveals that despite the rhetoric of prioritizing women 

expressed both at global and local level, HIV prevention interventions have not translated to a 

material change amongst the poorest and most vulnerable. Over half the women who have to 

exchange sex to make an income are HIV positive (12) (47). 
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When one takes a closer look at the HIV pandemic, a sinister picture reflective of the 

deep inequalities that exist in South Africa emerges. On the surface, when one looks at overall 

national aggregates, conditions are improving in South Africa; the overall rate of infection is 

estimated to be declining from 1.9% in 2002 to 0.9% in 2017 (30). This statistic, however, hides 

the insidiousness of the fact that HIV prevalence is highest among individuals with the lowest 

incomes at 20.8% (1). This is in stark contrast with individuals who are in the middle class and 

individuals who earn the highest incomes, among whom the HIV prevalence currently stands at 

15.9% and 4.6% respectively (49). The picture grows darker still when looking at the racial 

disparities in HIV prevalence. In a ranking that harkens back to the social ranking of the 

apartheid era, HIV prevalence disproportionately affects black Africans at 20.2% with HIV 

prevalence among whites and Asians under 2% (50) (46) (51) (51). Across race and income, the 

most vulnerable South Africans are black women, who still contract HIV at rates twice that of 

their male counterparts—young women alone account for nearly a quarter of all new HIV 

infections (52). 
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Can you remember who you were before the world told you who you should be? 

~Charles Bukowski 

WHY ARE BLACK WOMEN AT RISK? 

Though many have studied the relationship between HIV or sexual risk-taking and 

poverty, the evidence is not entirely conclusive (53) (54) (55) (56). Some studies find that 

populations who are poorer are more likely to engage in transactional intercourse or to have 

multiple sexual partners, while other studies report the opposite (53) (57) (58). Locally, analyses 

of South African DHS data on poverty and risk behaviors, such as casual sex and multiple sexual 

partnering, did not find any significant associations between economic class and women’s sexual 

risk behaviors. Yet, analyses of a different South African data on risk behaviors and socio-

economic status demonstrated that poor young women and men were significantly more likely to 

report sexual risk behaviors than non-poor participants (58). Importantly, it has been pointed out 

that the mixed evidence on the relationship between socio-economic status and sexual risk-taking 

is due, in part, to weak and inconsistent measurements of wealth status/poverty across 

populations (53).  

Notwithstanding these issues of inconsistency, it is generally accepted that poor women’s 

limited access to meaningful economic power, education and adequate sexual, reproductive 

health resources, increases their vulnerability to HIV risk behaviors (56). Further, in many parts 

of the world, cash-incentivized sexual relationships discourage the use of condoms among 

women (59) (60), particularly when these transactional sexual encounters are marked by age and 

economic asymmetries or occur within settings that are characterized by gender power inequities 

(61) (62) (63) (64) (65).This is because women, especially those who are young, have little to no 

control over the circumstances of sex in such relationships (62) (66). It has also been noted that 
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unequal sexual partners cannot negotiate on condom use. Though some authors have posited that 

this indicates that young women’s management of their risk of HIV infection requires both an 

increase in their ability to exercise personal control over their bodies as well the power to 

influence the behaviors of their male sexual partners (67) (62), we argue that unless the structural 

inequities long woven through the fabric of the HIV pandemic amongst young women are 

addressed, this will remain elusive and will at best place blame on young women for their 

inability to “exercise control over their own bodies”. 

Evidence drawn from an analysis of socio-economic indices in South Africa showed that 

more women than men were found in the poor socio-economic index (SEI) at 57.5% and at 

42.3% respectively (51). HIV prevalence has also been found to be highest among the poor at 

20.8%, followed by those in the middle at 15.9% and those in the upper SEI at 4.6%. Notably, 

HIV prevalence was highest among women compared to men 19.7% versus 11.4% respectively 

and among black Africans at 20.2% compared to other races at 2% (51).  

THE PAST DICTATING THE FUTURE? 

One must then ask, why do such marked differences in vulnerability exist? How did they 

come to exist? And why do they affect the black African woman the most? To answer this 

question requires that we must journey through time and interrogate the major life defining 

periods in South African history that may have produced and shaped the character of 

vulnerability and inequality so evident in lived reality of young women in South Africa.  

It’s crucial to point out that sexual risk behaviors in modern day South Africa are as 

much a product of the legacy of colonization, migration, and apartheid as they are a reflection of 

women’s (and men’s) economic status. As a result of South Africa’s well documented legacies 

of colonization, migration and apartheid, the unintended consequences of post-apartheid 



 

 
 

18 

economic policies, gender inequalities have become entrenched in the fabric of society and has 

been fueled by endemic levels of intimate partner violence.  

Underlying the persistence of HIV among women in general and women of color, in 

particular, are structural and historical determinants of health that predated the onset and 

trajectory of the pandemic in high prevalence settings in the country. As in other contexts, here 

too “the pandemic has been shaped not only by powerful biological forces, but by behavioral, 

social and cultural factors as well” (68). Men, who were at the time, the only ones who could 

purchase land, were forcibly moved from their homes, dispossessed of their land, and forced to 

work in mines owned by white capitalists, often for paltry salaries, if any at all. In the process, 

women, also landless, left behind to cater for families, also often found themselves forced to 

migrate to urban centers in search of money with which to support their families. This caused 

fractures in family structures and compounded by state sanctioned use of violence, often lead to 

widespread violence that was felt at the heart of the home. As articulated by Dr. Joia Mukherjee, 

“a byproduct of the emasculation of the black men in South Africa, women’s bodies became the 

battlefield of the dispossessed.” Deprived of land themselves, their vulnerability became further 

entrenched. This dispossession of land and forced relocation of people of color to Bantustans 

which were territories set aside for black inhabitants, served to confine the black majority to 

poverty-stricken places, the apartheid era violently brought together race, class, and space in 

profound and impenetrable ways (29). Although in the post-apartheid era, the state has focused 

on addressing injustices of the past, when one looks at the disparities that remain, one cannot 

help but agree with Fassin’s assertion that post-apartheid era gave in not to the freedoms that 

were promised but to crime and growing social inequalities (69). Though the state has tried to 

address the issues of housing, the geography and gendered dimensions of land issues remain 
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unaddressed and many people of color, particularly women, remain confined in townships with 

poor access to quality health and education services and the labor market. Power remains 

unequal and gender-based violence continues to escalate. Poverty and HIV continue to affect 

black women disproportionately. 

ACTIVE HISTORICAL CAUSES OF VULNERABILITY AND PREP 

In what ways do these forces continue to act today? Today, very little is understood about 

how these social forces such as poverty, unequal access to services, violence among others are 

shaping uptake and adherence to what remains the most effective female controlled prevention 

technology and yet biosocial analyses of disease burdens increasingly recognize the limitations 

of biomedical and epidemiological studies, which often ignore the economic and political factors 

resulting in poor health outcomes (69). 

These historically shaped social forces such as poverty, gender inequality barely have 

presence in current literature on PrEP. In a systematic review of the state of science of adherence 

research in PrEP and microbicide studies, Muchomba et al highlights the main factors impacting 

on PrEP adherence in studies across Sub-Saharan Africa. Featuring prominently are individual 

behavioral factors such as motivation to use PrEP, low-risk perception, sex with multiple 

partners, medication side effects, fear of detection of product by partner and lack of cooperation 

from partners ( (70) (71)Montgomery 2015). External factors such as insufficient supply are 

mentioned only in passing. Through the use of qualitative enquiry, other authors point to factors 

such as fear of misattribution of HIV-seropositivity, blinding of participants in randomized 

control trials, risky sexual practices and lack of stability in relationships (72).  

Other authors have pointed out that women were non-adherent because the 

randomized/placebo nature of the trials promoted distrust and lack of confidence in the pills they 
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were receiving (73) whilst other authors, such as Klatt et al. and Burgener et al. have identified 

the vaginal microbiome as the “fifth horseman” of the apocalypse in drug discovery. Their 

research findings suggest that PrEP efficacy among high-risk women was undermined, not by 

adherence but by the presence of the vaginal microbiome (15) (74) (75). The authors found that a 

microbicidal gel to prevent HIV infection was more effective in a specific subset of African 

women classified according to bacterial species found in their vaginal microbiome, giving rise to 

a new interest in possibly introducing testing for bacterial vaginosis or vaginal dysbiosis for the 

purposes of identifying women who fall under this classification into PrEP programs (75) (76). 

This brings to mind Paul Rabinow and Foucault’s work on biosociality in which they asserted 

that advancements in bio-technology would increasingly lead to the emergence of bio-categories 

to which social identities will be tied. In divergence with these assertions, Adam et al 

hypothesized that women were non-adherent because of the economic, political, and cultural 

factors that influence and restrict women’s abilities to adhere with medical regimens (77) (78).  

Regardless of these differences of opinion on the causes of the reduced efficacy of PrEP 

within some vulnerable populations, there is agreement within the scientific community about 

the importance of uptake of the most vulnerable populations and adherence during periods of 

exposure to risk in assuring the effective use of chemoprophylaxis. Pertinent question in the use 

of PrEP is whether implementation outside of clinical trials is feasible and whether the women 

most vulnerable to HIV infection will be able to access it and adhere to it. The disproportionate 

impact on populations historically marginalized is demonstrable of the power that socio-

economic forces exert on individual agency. We argue therefore, that implementation of PrEP, 

needs to be grounded within a delivery system that address these socio-economic forces, rather 

than overstep them. Paul Rabinow draws on Focault’s work to assert that advancements in bio-
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technology will increasingly lead to the emergence of bio-categories to which social identities 

will be tied. His work emerges at a time when advancements are being made in genetic testing 

and he asserts that over time, this classification of bio-identities will reinforce existing social and 

racial stereotypes, which will lead to generalizations about diseases within vulnerable groups to 

the neglect of external factors (79). He highlights that categorization of populations by 

biosciences as at risk or predisposed, will shape societies in ways that perpetuate violence on 

already oppressed minorities and will detract from the importance of socio-cultural factors in 

shaping vulnerability to acquisition of disease. In concurrence, Richardson et al. points out that 

confluent social forces, including political and gender violence, poverty, racism, and sexism 

impede equal access to therapies and effective care, but most of all constrain the agency of 

women (52). We can ill afford to neglect the ways in which these forces are actively shaping 

uptake and adherence to oral PrEP today. The adoption of this medical technology must be 

grounded in a bio-social understanding of the factors that will impact on adherence and uptake if 

PrEP is to have impact on HIV incidence. 

In line with this, we argue that the design of PrEP programs and the articulation of targets 

and design of roll-out programs, to avoid adopting a restricted view of the factors affecting 

uptake and adherence, focuses resources on understanding and addressing the role played by the 

powerful socio-economic forces in shaping uptake and adherence to PrEP among women who 

have been historically marginalized. With such high new infections, there is no doubt that 

provision of pre-exposure prophylaxis is as urgent today as provision of treatment was in the 

1980s. If lessons learnt from the roll-out of the antiretroviral treatment program, these contextual 

antecedents of “risk” do not respond to mere investments in behavioural interventions or 

biomedical solutions alone. They require considerable political will and resources to transform 
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the structural template upon which the drivers of HIV are predicated. These are challenges often 

viewed as intractable, permanent features of the landscape of global health in developing 

countries. Structural factors such as poverty and gender inequality are often the “unsexy” issues 

in global health that receive much lip service but very little in terms of tangible intervention.   

Yet commitment global health requires that we confront and directly address rather than 

avoid the difficult challenges perpetuating health inequalities across the globe. It calls for us to 

work with the effected communities in finding meaningful solutions and acknowledging the 

causal relationships between the legacy of colonialism, the active legacy of apartheid and the 

current social and economic policies and the health disparities among women of colour in South 

Africa today.  Gender disparities that flow from the history of HIV treatment and care in South 

Africa will continue to shape success in PrEP. In the next chapter, we will explore just how these 

structural forces are shaping uptake and adherence to PrEP. 
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Part II: PUBLISHABLE PAPER 

Title: HIV Pre-exposure Prophylaxis in the Real World: A Qualitative Exploration of Uptake 

and Adherence among Women who Engage in Sex Work in Gauteng, South Africa 

Abstract 

Background 

Nearly 66% of new HIV infections in 2015 occurred in sub-Saharan Africa (1). This 

demonstrates the urgent need for the effective deployment of prevention modalities in the region. 

In recent years, an increasing allocation of resources has been diverted towards research aimed at 

HIV chemoprophylaxis in non-infected individuals. Of these modalities, oral pre-exposure 

prophylaxis has been heralded as an efficacious and promising option (2) (3) (4). At the 

individual level, high adherence to PrEP has been associated with ≥90% protection from HIV, as 

assessed by detection of the medication in blood samples (2). However, several well designed 

studies have shown low adherence and uptake particularly among high-risk women, and the 

structural factors that shape such adherence and uptake are poorly understood (2)(4)(7) 

(3)(4)(7)(9) (6) (7).  

Methods 

In outreach sites where oral PrEP is provided through mobile clinics, we conducted 24 in-

depth interviews with women engaged in sex work identified through systematic random 

sampling and 9 in-depth interviews with healthcare providers identified through purposive 

sampling. Through an iterative process, data were analysed for recurring patterns or themes 

using a grounded theory approach.  
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Results 

Women’s narratives indicated that uptake and adherence to oral PrEP is strongly 

influenced by forces outside of the women’s control. Among factors identified in women’s 

narratives include extreme economic adversity, uncooperative gatekeepers intimate partner 

violence, restricted focus of PrEP programs and fractured trust. 

Conclusions 

This qualitative study indicates that there are complex and interconnected structural 

forces that actively shape women’s engagement and retention in PrEP that are not currently being 

addressed in the conceptualization and roll-out of PrEP programs. To address uptake and 

adherence to PrEP we propose a rethink of the current PrEP HIV care model that provides a 

corrective lens for the current biomedical tunnel vision by integrating interventions that will 

address the confluent forces influencing uptake and adherence such as intimate partner violence, 

alcohol and drug addiction, abuse by police and the presence of extreme economic deprivation.   
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Background 

In spite of the promising results that emerged across pre-exposure prophylaxis (PrEP 

trials), evidence has demonstrated that efficacy of PrEP is highly contingent upon adherence  

(54) (55) (56) (57) (58) (59) (60). Evidence from trials and demonstration projects has been 

conflicting with six clinical trials yielding PrEP efficacy estimates of 0–75%, primarily due to 

differences in adherence amongst the studies (61) (60) (56) (54). Among populations with high 

levels of adherence, the efficacy of PrEP showed a 90% reduction in the risk of HIV infection 

(62). In contrast, two trials conducted among high-risk women in South Africa, Kenya, and 

Zimbabwe among others, were unable to demonstrate PrEP efficacy on account low adherence 

(63) (55). These divergent results emphasized the need for a better understanding of the forces 

that shape adherence.  

Three major hypotheses have been put forward to try to explain these divergent results. 

Some authors have posited that women were non-adherent because the randomized/placebo 

nature of the trials promoted distrust and lack of confidence in the pills they were receiving (15) 

while others have asserted that PrEP efficacy is undermined by the vaginal microbiome (16) 

(17). The first two hypotheses have been challenged by evidence from Partners-PrEP, a 

randomized placebo trial that showed PrEP efficacy and adherence in women in serodiscordant 

relationships (2) (18) A third hypothesis holds that women were non-adherent because of the 

economic, political, and cultural factors that influence and restrict women’s abilities to adhere 

with medical regimens (19) (20). This last hypothesis, has limited empiric evidence in relation to 

real-world roll-outs of PrEP but has been compellingly theorized by Farmer and colleagues (21). 
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This study aims to understand how structural forces shaping PrEP uptake and adherence among 

high-risk women engaged in sex work in South Africa. 

Methods 

Ethics Statement 

Study protocols were approved by the Harvard Medical School Institutional Review 

Board and the Wits University Human Research Ethics Committee. Informed consent was read 

by the first author and all participants gave signed consent. Pseudonyms are used alongside 

quotes from participants. 

 

Overview of PrEP Roll-Out in Study Sites 

This study took place PrEP outreach sites located in urban and peri-urban settings in the 

Ekurhuleni, Tshwane, and Johannesburg districts of Gauteng Province. At each of these sites, 

oral daily PrEP is offered to women engaged in sex work as part of a comprehensive package of 

HIV prevention services through static and mobile outreach clinics. Mobile clinics extend 

services to over 40 outreach sites in each district that include oral PrEP initiations and refills, 

testing and treatment of sexually transmitted infections (STI), as well as HIV testing and 

counselling. Services are provided once every month to over 40 outreach sites in each of the 3 

districts and engage populations that may not otherwise reached. Outreach services are 

complimented by peer educators who identify new sex work sites, distribute condoms and 

lubricants, provide HIV testing and counselling, and information on HIV/AIDS services 

available through the mobile clinics.  
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Design and Study Population 

This was a qualitative exploratory study. The primary study population was composed of 12 

women who were taking oral PrEP and 12 women who were not taking oral PrEP at the time of 

the study. Interview numbers are based on evidence in the qualitative literature that data 

“saturation,” for a topic in a particular sub-population, is reached after roughly 12 independent 

interviews (22). These were women aged 18-49 years who self-identified as women engaged in 

sex work and were receiving services from Wits Reproductive Health and HIV Institute (RHI) 

and implementing partner PrEP sites across three districts in the province. The secondary study 

population included involved healthcare providers involved in the delivery of PrEP to women 

engaged in sex work. The following categories of healthcare providers participated in the 

interviews: i) peer educators, ii) nurses, iii), and community healthcare providers.  

Data Collection: 

All data were collected through in-depth interviews using open-ended interview guides and were 

designed to elicit detailed information on structural factors influencing adherence and uptake of 

PrEP. Interviews lasted from 45–90 minutes, were audio-recorded, transcribed, and exported to 

Dedoose for analysis. Interviews with healthcare providers were scheduled during times and or 

days that will allowed for minimal disruption to service provision.  

Sampling and Recruitment 
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24 women engaged in sex work were identified using systematic random sampling methods and 

were subsequently recruited from outreach sites. Stratified into two groups, this sample consisted 

of 12 women who were identified by healthcare providers as currently taking oral PrEP and 12 

women who were eligible but nor currently taking oral PrEP in the 3 districts. In addition, 9 

healthcare providers were purposively selected from the two clinics that offered outreach 

services in the 3 districts. This sample covered the 3 provider types involved in the delivery of 

oral PrEP: i) peer educators, ii) nurses, iii), and community healthcare providers. 

Data Management and Analysis 

Data analysis was aimed at developing an understanding of the factors influencing reasons for 

declining PrEP among women who had never used PrEP before, reasons for interrupting PrEP 

among women who were currently taking or had stopped taking PrEP, and reasons for cessation 

of PrEP among women who were no longer taking PrEP. In analyzing the data, we used open 

and direct coding methods. Through an iterative process, we developed a set of constituent 

categories that describe recurring patterns or themes that emerged inductively. 

Results 

Participant Characteristics 

24 women engaged in sex work (N=24) accessing oral PrEP from outreach sites were 

interviewed. 9 healthcare providers (N=9) involved in the delivery of oral PrEP to women in 

outreach sites participated in the in-depth interviews to provide unique insights on the factors 

shaping uptake and adherence to oral PrEP. Mean and median age for the sample was 29 (Range 

18-47). Participants who were on PrEP had been taking it for a period of 2months and above.  
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Qualitative Results 

Overall, our results reflected that women’s decisions to take, interrupt, and stop taking oral PrEP 

is influenced by larger forces that restrict individual agency. Our results are organized in terms of 

larger constructs that elucidate the factors influencing uptake and adherence to oral PrEP. Under 

each construct are the specific categories that inform the larger constructs that emerged from the 

data. 

GEOGRAPHY OF SEX WORK: 

Precarious spaces 

Healthcare providers described the risks involved in delivering services to women who work in 

spaces considered “crime hot spots.” In these spaces, the looming threat of crime results in the 

restriction of the amount of time the mobile clinic can allocate to providing services. Healthcare 

providers describe how limiting hours of operation often means that women who begin work 

later in the evenings and those who travel from far in order to reach these spaces are unable to 

access services provided by the mobile clinic. Healthcare providers speak of spaces where 

they’ve had to withdraw services entirely as a result of the spike in crime incidence. This leaves 

women who have been enrolled on PrEP without continued access and denies those have not yet 

been enrolled the opportunity to access services: 

We have clients who work on the streets or out in open bush. These places are a 

challenge because they can be dangerous for our team and also for the sex workers. There 

are places where there is always the possibility of us being highjacked especially if we’re 

doing night outreach there. There are places where we’ve had to stop night outreach for 

this reason even though it worked better for some of the sex workers. 
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(Healthcare Provider) 

 

Heavily Policed Spaces  

Illegality of sex work makes the delivery of and access to mobile services through which PrEP is 

provided problematic for healthcare providers and women engaged in sex. Women provide 

accounts of how heavy-handed policing of sex work in venues such as the open bush and streets 

makes provision and access to healthcare services difficult. They describe the ways in which it 

disrupts delivery of mobile services and causes them stay away from targeted mobile clinic sites. 

Given that they are often drawn out of hiding to the mobile clinic, healthcare providers describe 

how police use this as an opportunity to make arrests and, consequently, women become 

reluctant to access services from the mobile clinic. This deters women from accessing oral PrEP 

and other services in these sites, resulting in low uptake and adherence to PrEP among women 

who may already be using PrEP. Some women report moving from these sites entirely to seek 

ones that draw less attention from the police. These women are consequently lost to follow up.  

Last week we were at a site in Pretoria West it is called the Bush and they came to arrest 

sex workers because they believe what they do is wrong . . . they chose to come when we 

were there because they knew the sex workers will come out of the bush to come to the 

clinic…then it will be easy for them to get everyone . . . and sometimes especially the 

foreigners, they think we are bringing the police to the site and then they become afraid 

to come to the mobile and they don’t trust us.” (Healthcare Provider) 
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Women engaged in sex work also provide accounts of how this heavy-handed policing of sex 

work in some spaces affects them. They provide disturbing accounts of abuse they suffer in the 

hands of the police. For women who are immigrants whose daily experiences are permeated by 

the violent assault of xenophobia on their person and dignity, this heavy-handed policing 

intersects with their already high vulnerability in irreversibly harmful ways. In the quote below, 

Grace narrates, how illegal confiscation of her personal property led to loss of not just her 

belongings but also her supply of PrEP pills for that month and the loss of dignity often 

experienced by immigrants.  

When the police came to raid, they took my bag. It had my tablets [PrEP] and my money 

inside. I asked them to give me back my phone and they said, “When you came from 

Mugabe did you even have a cell phone?” I tried to grab my bag from him and that’s 

when he slapped me” Others were able to run away but they arrested only foreigners. 

Many of us. I was so stressed because to come back is not cheap. There’s nothing at home 

for me to do-no jobs . . . [trails of] I was afraid I’d be stuck at home with no job, no 

money. My family is relying on me . . . I can’t just sit and do nothing. (Grace, 33) 

Uncooperative Gatekeepers: 

In their accounts, healthcare providers described the powerful role played by brothel owners who 

determine whether, when, and how mobile clinic services are provided to women who operate in 

their establishments. Some of these sites are establishments where women are trafficked and 

forced into sex work and are confined indoors. Women in these establishments may go without 

access to PrEP and other health services until such time that owners of these establishments 

decide to enable access.  
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In some of these places, we’ve never even been allowed to even talk to the girls. We 

know they’re there, but we’re not allowed to even enter the gate. We hand condoms over 

to the security guy who mans the gate. There is a site where the owner of the brothel 

sometimes lets the girls come to the clinic. He always lets them out, five at a time and 

then there other times where won’t let them come get their PrEP refills and simply refuses 

and there is nothing we can do. (Healthcare Provider) 

Zimkhitha’s account narrates how, even after being allowed access to PrEP, the owner of the 

establishment where she was kept captive forced her to stop using PrEP. 

These people I used to work for, when I first arrived they didn't tell me about drugs. They 

took my passport, so I couldn’t even go back home. I was forced to take the drugs every 

day and then forced to work at all hours, I had no say in it. It didn’t matter if I was sick or 

tired. And after working they would say they’ve deducted money from me for the 

drugs . . . so, I became more dependent on them. They kept my money with them so I that 

I couldn’t go anywhere. So, you see everything was decided for me. When I first heard 

about PrEP from the peer educators, they allowed us to go when the mobile clinic came. I 

started PrEP and sometimes they would make me so sick that I wouldn’t be able to work 

as normal so sometimes they would tell me not to take them because they would say I 

wasn’t making enough money anymore. I was too deep in drugs, I was no longer thinking 

straight so I would skip them sometimes and take them sometimes. Other times I would 

keep forgetting to take them and because there was no time to rest, I was always tired, 

and I’d fall asleep and realize in the morning that I hadn’t taken the pills yet again. Every 
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day, all I wanted was the drugs, so I worked so I could get the drugs. That’s how it 

worked. After two months of taking PrEP like that I completely stopped. (Zimkhitha,25) 

 

INTIMATE PARTNER VIOLENCE 

Emerging from the text is a common theme of intimate partner violence that characterizes many 

women’s experiences following voluntary or involuntary disclosure of PrEP use to their intimate 

partners. In most cases these concerns around disclosure were foregrounded by past experiences 

of intimate partner violence or knowledge of partner’s potential to become physically abusive.  

Linkage between Disclosure of PrEP Use and Sex Work: 

There is a link between PrEP and sex work that makes discovery of PrEP akin to discovery of 

sex work. In most of the accounts given by women participating in this study, it became evident 

that participants felt that disclosing the use of PrEP would lead to disclosure of their involvement 

in sex work and inevitably lead to violence. Consequently, women reported interrupting PrEP 

use in order to ensure that their partners remained unaware of it. Faced with the inevitability of 

disclosing their involvement in sex work, the possibility of ensuing violence, in weighing the 

situation, women took a deliberate decision to interrupt PrEP use rather than take the risk of 

disclosing it to their partners.  

My ex-boyfriend didn't know that I am a sex worker. I only told him about waitressing. 

He was very possessive, and it would have been difficult to even begin to tell him that's 

how I was doing this for a living. This made it tough whenever I visit him because then I 

had to hide my medication. Sometimes I would decide to leave it at home all together so 
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they're not all the whole weekend not having taken my pills. This happened many times 

while I was still dating him. I was afraid if he found out I was taking this medication 

would figure out why I was taking it since it's only given to sex workers. He was violent, 

so I knew he would have beaten me. He would have killed me for sure the way that he is 

possessive and jealous. So, I never told him. I would just stop taking my pills and then 

start again that when I would get back home on Monday or Sunday. If it happened I 

stayed with him the whole week then I wouldn't take them that week. I'm not with him 

now so things are different now. (Zandile, 27) 

 

Violence and Forced Cessation of PrEP Use: 

Even in instances where women’s partners were aware of their involvement in sex work, 

women’s agency was still constrained by their partner’s desire to control decisions they made 

about their bodies. Women narrated their partners’ indignance at discovering that they had 

independently decided to initiate PrEP and described how these ‘discoveries’ elicited physical 

abuse from their partners. This often led to the cessation or temporary interruption of PrEP use 

among some women, such as in Sazi’s case:  

Stopping to take PrEP . . . hmm . . . it was something that happened when my partner 

started staying home full time. The construction project he was working on was closed so 

he came back home. Things became complicated because now I had to try to hide the 

pills from him full-time. Then I just decided, you know what let me just tell him. I knew 

at some point that he was going to find out and I just wanted to come out to the open 
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about it . . . Yo! . . . I wish I hadn't because he just became very angry he was 

shouting and saying “so this is what you've been doing behind my back! You think you 

can just start things like this without talking to me first?” . . he had never beaten me 

before that time you know. I had no choice. I stopped taking it [PrEP] because then 

otherwise it would’ve ended with me in a coffin. (Sazi, 33) 

Conflation of PrEP with ART 

Evident in the women’s narratives is that ART is often conflated with PrEP. Aware of this, 

women are often compelled to either interrupt or stop PrEP use for purposes of concealing use 

from their partners. In the illustrative quote below, Lilly shares her harrowing experience with 

her partner who upon discovering she was using PrEP, assumed she was HIV positive and that 

she had potentially infected him with HIV or put him at risk of infection. Lilly’s experience 

eventually caused her to stop taking PrEP: 

My partner knew I was a sex worker, but he didn’t know that I was taking PrEP. One 

evening I went into the bathroom to take my pills and for some reason he followed me 

and opened the door just as I was opening the pill bottle. I got such a fright, pills spilt 

onto the floor and asked, “what are those pills for?” I started to explain but he grabbed the 

pill bottle and checked what they were on the internet. I don’t know if he hadn’t entered 

the right words or what . . . but he became angry and accused me of taking ARVs. He hit 

my head so hard against the wall . . . I think I must have fainted because I remember 

everything went dark. When I woke up again, he was standing over me with a bottle of 

beer in his hand. He accused me of giving him HIV and began to kick me over and over 

again. . . he was uncontrollable. There’s nothing he didn’t do, he punched me, kicked 
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me . . . everything you can think of . . . I stopped taking PrEP after that to try to prove to 

him it wasn’t ARVs I was taking . ..” (Lilly, 36) 

ALCOHOL AND SUBSTANCE ABUSE 

Women’s narratives relate how substance use and alcohol consumption are used to cope with 

negative life events and enables them to engage in sex work on a daily basis. Well aware of the 

risks of their drug use and excessive drinking to their psychological wellbeing, women expressed 

not being able to free themselves from its stranglehold. They described how drug and alcohol 

consumption, although it enabled them to “function,” made it difficult for them to consistently 

take PrEP. They described how, when under the influence of alcohol or drugs, they were more 

likely to forget to take their pills. For other women, their excessive drinking or use of illicit drugs 

was the reason they gave for choosing not to take PrEP in the first place. Women described how 

missing numerous doses led them to eventually question the wisdom in taking PrEP when they 

knew very well they were in no position to take it as prescribed. For Zinhle, a woman engaged in 

sex work who has also been homeless for two years, her reliance on drug use helps her cope with 

the realities of her everyday life, but its use makes it inconceivable for her to even consider 

taking PrEP 

Drugs are something that take away everything. I drink a lot every day and I still smoke 

rock . . . every day. I smoke nyaope sometimes . . . depending on what someone has, I 

take it because sometimes I don’t even have food to eat so it helps to make that go 

away . . . I am already taking too many drugs- now they want me to take this PrEP . . . it’s 

also another drug! If they can help me stop taking all these other drugs, then maybe I will 

think about your PrEP. (Zinhle, 20) 
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Healthcare providers corroborated that women who either drank excessively or used drugs were 

often the most difficult to retain on PrEP given that their main preoccupation was often securing 

drugs. A complex phenomenon, drug and alcohol use sometimes coexisted with situations of 

extreme deprivation particularly among women engaged in sex work who had been trafficked. 

 

CONSTRAINED RESOURCES 

With over 40 outreach sites serviced by the two clinics participating in this study, healthcare 

providers, under the gaze and crushing targets of the reproductive imaginary, had to prioritize 

provision of care to women at the fixed clinics before setting out for outreach sites. This often 

had a knock-on effect on service provision in outreach sites. Departure for outreach sites was 

deferred sometimes for hours and other times, indefinitely as the clinic began to fall behind its 

schedule for outreach visits. To women in outreach sites waiting for the arrival of the mobile 

clinic, this manifested itself as a complete disregard for them and their time and negatively 

affected women’s perceptions of the mobile clinic, oral PrEP, and the healthcare providers 

responsible for providing these services. 

Limited Staffing and Working Tools: 

Whilst healthcare providers described the pressure they were put under to achieve high targets 

set for the PrEP program, they expressed frustration at not having sufficient resources with 

which to reach them. In their narratives, they identify various institutional difficulties that 

negatively affected their ability to deliver oral PrEP including the lack of sufficient nurses and 

mobile units: 
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You see, here in this district we've got more than 40 sites and only one clinic and only 

one nurse who goes to outreach sites. We have clients throughout all those sites and they 

all must be visited every month all 40 of them. At least if we had one more mobile clinic 

at least if we could have maybe two nurses instead of just the one. The shortage of nurses 

is serious because we can’t go to outreach sites if maybe there is something she [the 

nurse] needs to do in the office like when the M&E team comes from headquarters or 

when audits are due. Then you find we told clients we are coming then we don’t 

come . . . sometimes for a long time. So, if they needed a refill of PrEP or ART, then they 

don’t have it and then the next thing they get tired of us playing around with them like 

that and then they stop taking it. (Healthcare Provider) 

Over-stretched Providers: 

Human resource constraints have a far-reaching effect of the ability of providers to provide 

comprehensive care. Healthcare providers described how these constraints compromised their 

ability to extend care and subsequently their ability to address obstacles to PrEP uptake and 

adherence that women may be experiencing. This in turn led to burn-out and affected staff 

morale among healthcare providers as evidenced by the quote below: 

We stretch ourselves…….ja…we stretch ourselves to try to reach out to everyone that we 

really need to reach out to and it affects you as a person delivering the service because 

you miss important issues then you don't get to give the patient enough time because 

what you want to see is the queue move. So, clients who maybe are struggling with 

adhering to PrEP end up stopping PrEP without you realizing it. So at the end of the day 
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you get the burn out you as a person you don't feel good because you're not doing your 

work the way you're supposed to. (Healthcare Provider) 

Unpredictability & Unreliability of Services: 

As a result of existing human resource constraints, healthcare providers described having to play 

a dual role of administrators and clinical providers. This often meant that providers had to 

deprioritize providing clinical care in order to attend to administrative duties. Healthcare 

providers described often having to delay or cancel outreach work entirely in order to meet 

administrative demands placed on them by the program. Women in outreach sites experienced 

this as frequent disruptions in provision of outreach services and expressed frustration at the 

inability of the mobile clinic to keep to scheduled arrival times and scheduled appointment dates 

in outreach sites. Explaining that in order to come to the clinic, the often have to give up 

opportunities to make much needed income, they elucidated how this leaves them doubly 

deprived: of income and of healthcare. They described finding themselves compelled to leave the 

outreach sites prior to the arrival of the mobile clinic in order to resume work and spoke of how 

this unpredictability and unreliability of the mobile clinic services compels them to refuse to 

initiate oral PrEP despite awareness of ongoing risk. Others women described how this forces 

them to stop taking PrEP as one of the participants articulates it: 

So, the only place I go to now is the mobile clinic and the problem with the clinic is also 

that you can't really say you can rely on it. There are times when you expect them to 

come and then they don't come. When I used to take PrEP, you’d find that the mobile 

hasn’t come and yet I’ve run out of pills. After waiting for a long time, maybe they’d call 

and have excuses and say “oh, we’re sorry we had problems so we can’t come anymore 
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today but we will make arrangements and come soon” or something like that . . . Because 

singabomaghosha [we’re sex workers], it's not a serious thing for them to not keep 

appointments with us. Fa ele wena o latetsweng, otlto gonna mo bothatheng [but if you’re 

the one who’s late, there’ll be trouble]. They get angry and scold you for it. But because 

we are desperate we have no other place, so we just accept it. (Rethabile, 25 years old) 

Restrictive Training: 

Healthcare providers also describe limitations of their training which, as they articulate it, 

focused itself on how oral PrEP should be taken, ignoring the often-complex everyday issues 

confronting women seeking access to care. In effect, this limited training renders healthcare 

providers unable to provide their patients with the support they need to overcome barriers that 

stand in the way of PrEP initiation as well as those that keep them from taking PrEP in ways that 

offer protection from HIV infection.  

So, the training is only good to understand what are the side effects of the medication, 

what are the benefits of the medication, what does the medication do, what 

are implications of not adhering to the medication and such . . . It’s a reality that because 

the training didn’t look broadly it didn’t prepare us for complicated issues for example…I 

don't know how to deal with PREP and drug users, how to deal with PREP in substance 

abusers, pregnant teenagers, and stuff like that so those are the things the trainings should 

have focused on. We know they need to get the PREP but then we don't have sufficient 

skills on how to deal with it in terms of different categories of people we see at the clinic, 

so you find that because we can’t help them, they end up stopping PrEP. (Healthcare 

Provider) 
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FRACTURED TRUST: 

Women navigating access to sexual and reproductive health care experienced this as a disruption 

in consistent access to oral PrEP and other services extended to them through the mobile clinic 

and in their accounts, describe how short-term projects which provided them with PrEP and 

abruptly withdrew services eroded their trust in the mobile clinic’s ability to assure consistent 

access to much needed services.  

Transience of Projects: 

Our findings revealed instances of involuntary PrEP cessation and abrupt disruption of provision 

of oral PrEP in some sites that was brought on by the termination of short-term PrEP projects. 

These had been active either as demonstration projects, research projects or as part of the initial 

PrEP roll-out in the province. Whilst a formal hand-over to other clinics was often facilitated, for 

women who previously received services through these sites, this was tantamount to being left 

without access. The illustrative quote below narrates the negative impact this has on the women’s 

willingness to continue PrEP use: 

I was taking part in a research project with an organization that used to come to where I 

live. I used to get my pills from them with no problem but then when the project ended 

they called us and told us we they wouldn’t be giving us PrEP anymore and told us about 

another clinic in town where we can get PrEP. It’s too far from where I live so I haven’t 

been taking PrEP for a year now. I found out about this mobile clinic when I moved here 

but I’m not interested in starting PrEP anymore . . . these people, today they give you 

PrEP, then tomorrow they’re gone . . . they don’t care what happens to you when you 

keep on taking it one day then you stop the next . . . you have to think for yourself with 
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these things. They won’t be here when you have things like resistance, they won’t be 

here. (Zoe, 29) 

 

Similarly, healthcare providers express frustration at the unsystematic manner in which 

organizations implementing short-term projects often fail to communicate project closure in time 

to enable them to respond and ensure continuity of care evidenced by the following quote: 

We’ve had instances where you find an organization’s PrEP project has ended or the 

organization itself has shut down maybe because they ran out of resources, but they don’t 

alert anyone. So, we find that sex workers in those sites are no longer interested in taking 

PrEP because they think that you will do to them what the other organization did-give 

them PrEP for some time and then when funding ends or whatever, you will leave them 

without making any arrangements. (Healthcare Provider) 

 

“WHAT THE DONOR WANTS, THE DONOR GETS”: THE DRIVE TO REACH 

TARGETS 

Healthcare providers commonly described an overemphasis on reaching targets within PrEP roll-

out efforts rather than the delivery of quality and holistic services. 
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“We must get the numbers”  

Healthcare providers perceive that within PrEP programs, there is an inordinate emphasis on 

reaching targets set by donors which detracts attention away from the goal of providing holistic 

care to vulnerable populations. 

For them they want to see the PrEP numbers and ART initiation, so we initiate people on 

PrEP randomly, we initiate people ART randomly, no attention to what affects their 

health, their ability to stay on meds . . . we are forced to just focus on getting the 

numbers. So then, this shifts the focus from the well-being of patients to the numbers and 

it adds pressure for us because we can't stay without the salaries, so we don’t have a 

choice, we need the numbers and forget the poverty or the drugs and things like that I was 

talking about . . . we must get numbers . . . so then that’s what we do because what the 

donor wants . . . the donor gets. That's what they'll tell you across the organization that 

“what the donor wants, the donor gets”. So, then we are here to meet the expectations of 

the donor, not to provide proper healthcare . . . So somehow the society suffers to meet 

the donor’s numbers and the patient gets mismanaged because we're focusing on what the 

funder needs. Not the patient. (Healthcare Provider) 

“Not Our Focus” 

This over-emphasis on reaching numbers is incongruent with the focus of healthcare providers 

who relate how this narrow focus negatively affects their ability to provide care for conditions 

outside HIV. Healthcare providers expressed feeling that donor focus on ‘numbers’ often means 

they have to ‘put their blinders on’ when women present with challenges that are considered to be 
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outside of the focus of the PrEP program. In the narratives, we found the subtle ways in which 

healthcare providers try to protest and transform the external restraints placed on their ability to 

serve their patients but, in the end, find themselves compelled to silo their ability to heal. They 

describe how, in order to move clients quickly through a metaphoric patient conveyor belt in 

order to ensure that they “reach” as many women as possible, they often find themselves glossing 

over crucial issues such as intimate partner violence and drug use for example.  

We see all these issues at the clinic, the drugs, the poverty, the hunger . . . you name it, it 

pains us . . . but we can’t intervene because that’s not our focus, that’s not what we report 

on.” (Healthcare Provider) 

“They don’t see us as people” 

This narrow focus of PrEP programs has a detrimental effect on the perception of the PrEP 

programs among the women who are at the receiving end. Explicit in the narratives of some 

women is the complex interplay between what they see as the healthcare system’s notions of 

their personhood, their perceptions of PrEP, and how these influence their decisions around PrEP 

initiation and use. Women’s narratives reveal that this partial care leaves them feeling like 

incomplete entities whose wellbeing is viewed through a narrow reproductive health focus, and 

this discourages them from accessing healthcare services including PrEP from the mobile clinic. 

These feelings of invisibility are further compounded by pre-existing social stigma towards sex 

work and feelings of being disregarded by the healthcare providers as articulated by the 

following quote: 

My problem with this clinic is that they don’t see us as people. When I come to the clinic, 

they don’t see Anele, they only see my reproductive organs . . . that’s all they’re interested 
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in. “how many people did you sleep with? Did you use a condom?” that’s all they 

ask . . . not “what problems are you having with your health? How else can we help you?” 

That’s why you’ll never see me come to the clinic for any of their services when they’re 

here. I’d rather do without their PrEP and go to a place where they see a person when I 

walk in . . . This PrEP of theirs . . . awua! they can keep it. (Smangele, 24) 

“TAKING PrEP IS OUT OF THE QUESTION FOR ME”: THE INCOMPATIBILITY OF 

ECOMONIC DEPRIVATION AND PrEP PROTOCOLS 

Although most women who participated in the study provided detailed accounts of how poverty 

drove them to sex work and continues to keep them there, emerging from the text is a clear 

indication that even within this population there are individuals who are in situations of extreme 

poverty for whom coming to the clinic bears too high a cost. Most of the narratives that follow 

describe the various reasons why women in such situations are not accessing PrEP.  

Sacrificial Choices and Periods of Extreme Economic Difficulty:  

Interviewees, who were often in desperate economic situations, spoke of how they are often 

unable to generate any income for days on end and how this often leaves them without enough 

money to travel to the outreach sites. They are confronted with the choice between using the 

little they have to pay for transport to outreach sites in order to access PrEP or to use the 

resources they have to provide food or pay for rent for their families. As a result, they are 

compelled to take a break from PrEP and forgo getting their refills from the mobile clinic. While 

some women, may be better positioned to weather these moments of lost income, those who are 

really struggling economically will suffer severe effects from missing out on work while waiting 
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for the clinic. In the case of Zoe here, these severe repercussions caused her to stop taking PrEP 

entirely: 

At that time the pills weren't working for me at work. Every time I went to the clinic to 

collect them I was losing money and things were really desperate for me, I had nothing at 

all . . . sometimes I would go for days without eating anything. And my child at home 

was struggling because I had no money so for me that’s very much where I had to focus 

my attention—making sure I can provide for my son and everything else follows after 

that. It’s not that I don’t focus on my health, I do . . . it’s just that I am responsible for my 

child and it’s important that I provide for him-that will always come first . . . so, after 

some time I just stopped because I could not take them with everything that was going on 

at the time. So, then I thought let me just stop taking them maybe one day I’ll come back 

to them. (Zoe, 38) 

Presence of Extreme Need: 

Among the most vulnerable, accessing PrEP becomes near impossible in the face of the extreme 

material needs they battle to meet. The following quote illustrates how situations of extreme 

deprivation impact uptake of PrEP: 

I’ve been living in an abandoned building in town for a year now. Every minute I have, I 

have to make sure I’m making money to at least send them to school, feed and clothe 

them. That’s why you see me here coming just to get condoms and get going. It’s 

tough . . . Ito sell dagga on the side, just to make a little extra. The place we live in now, 

it’s not a place for kids . . . My daughter got molested there four months ago . . . and it’s 
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not easy every day to keep staying there but we can’t go on the street-that’s worse . . . so, 

the priority for me now is to at least get a place that’s safe . . . you know . . . So, to take 

PrEP is out of the question for me because I’d need time for the check-ups, the 

appointments and all that kak . . . It’s okay maybe for other ladies who doesn’t have the 

same problem like me . . . maybe when things are better I’ll see. (Pearl, 45) 

Our findings reveal that already battling to survive effects of poverty, women acutely feel the 

need to support and protect their families through earned income, and they realize that time taken 

to access PrEP and the actual use of PrEP will result in lost income. They describe having to 

defer or decline use of PrEP in spite the fact that such situations often give rise to higher risk of 

exposure to HIV. 

I move around a lot because there are times when I find that after working an entire day I 

haven’t made any money at all, so I have to go to other places to see whether I can get 

clients there. So even though I come here sometimes, I don’t know that I will be here 

again next month or the next one because sometimes its busy here and sometimes it’s not 

and I have to go elsewhere otherwise I’ll have no way of supporting myself and my sister 

and I’ll have no money to send to my family at home. That’s part of the reason why I 

don’t think it would be wise for me to even start PrEP. I understand what PrEP can do for 

me, but I also know the situation at home, I have to think of my little sister whom I live 

with . . . right now, she’s fully reliant on me for everything. So, at the end of the day, I 

have people who are depending on me- so for me, it’s their well-being that comes first. 

Starting PrEP would mean I have to be here every time I need a refill and I know that’s 

not possible for me. (Mpumelelo, 21)  
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Prioritizing Urgent Family Needs over Self 

Time taken out to attend to their health is seen as taking away from being able to provide for 

what are often pressing material needs. Women, aware of the risks of not accessing PrEP or not 

using it consistently while engaged in sex work, choose to sacrifice their health in order to ensure 

that their families are provided for.  

Also, whenever I go to the clinic to take the medication I have to leave the work that 

gives the money I need to support my family…to buy the very food I need in order to take 

this medicine. So, you’d find that I have the pills but no money to support my family and 

no money to buy the food I need to take them; so sometimes I ask myself- “what use the 

pills are to me?” Then that’s when I stop taking them and say to myself “I'll take them 

tomorrow when I have a little bit of food to eat for my kids.” Other times, you’d find I 

can’t go to the clinic on the day of my refill because I need to get money for rent 

otherwise we’ll have no place to sleep or school fees, so they don’t kick my child out of 

school . . . So, then I end up defaulting when I know my risk is high but then I can't go 

back to them because nothing has changed in my situation. It’s very hard to keep taking 

them . . . ja, kunzima [yeah, it’s difficult]. (Khestiwe, 41)   

Discussion 

This qualitative analysis suggests that there are structural forces that actively shape 

women’s access to and engagement with oral PrEP. Although presented as discrete themes, these 

forces are often complex and interconnected. The design of PrEP programs takes into 

consideration that HIV risk among women engaged in sex work is not constant and as such 
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programs are designed to factor in what is referred to as “cycling on and off” PrEP in accordance 

with changes in HIV risk (23). Embedded within PrEP programs is a general assumption that 

women will cycle on and off PrEP depending on whether they perceive risk of HIV infection or 

not. In stark contrast to this assumption, this study found that even when they perceived 

themselves to be at risk, women often felt that they couldn’t independently decide when they 

initiated or stopped PrEP because their daily movements and consequently health choices were 

controlled indirectly by extreme economic conditions and directly by brothel owners and police. 

Women who were taking PrEP were often compelled to stop taking oral PrEP in the face of 

extreme economic hardship and in other cases at worst brothel owners prevented them from 

accessing oral PrEP entirely and at best, caused frequently disrupted access to care. Our study 

also found that heavy-handed policing in some areas frequently interrupted access to oral PrEP 

by caused women in targeted sites and often the fear of being arrested in these targeted sites 

caused women to stop accessing services from the mobile clinic. In the most extreme cases, 

blatant illegal confiscation of women’s property led to loss of months’ supplies of oral PrEP 

including earned income which in turn would drive women into temporary situations of 

economic hardship, further fueling mobility and consequently disruption in access to services. 

This heightened vulnerability particularly among women who are immigrants who also 

experienced xenophobia in addition. 

 

 

Although the mobile clinic is designed to try to reduce disruptions in care and bring 

needed therapy to the areas where women work and live, our study demonstrated that particular 

limitations inherent in the way that the clinics are resourced have led to disruptions in women’s 
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access PrEP. The limited availability of nurses and mobile vehicles and additional administrative 

roles played by healthcare providers often meant that healthcare providers were unable to reach 

all sites in a manner consistent with the set outreach schedule and healthcare provider narratives 

illustrated how this impacted on their ability to arrive on time and their ability to show up at all 

in some sites. In line with assertions made by Farmer et. al, the availability of “staff and stuff” 

(e.g. equipment) are not only important for delivery of care but have been identified as the 

crucial ingredients for improving health equity (23). In congruence, our study findings showed 

that constraints on “staff and stuff” fueled burn-out among healthcare providers and 

compromised their ability to address challenges women may be experiencing with taking PrEP 

as prescribed. Experiencing its impact as disruptions in care and interpreting it as the inability of 

the mobile clinic to assure consistent access to oral PrEP, we found in women’s narratives 

evidence that indicated that women in sites experiencing frequent disruptions in access to PrEP 

often felt compelled to stop using it and among those who had not yet started taking oral PrEP, 

but had witnessed the impact of the disruptions in access, we found evidence in women’s 

narratives that this affirmed their initial choice to refuse PrEP. Contributing to a further 

breakdown in trust, the impact of constrained resources had far-reaching effects on the ability of 

healthcare provider’s ability to provide care.  

 

Our study findings also pointed to a disconnect between women’s commitments to PrEP 

as an intervention requiring adherence during periods of risk and demonstrable commitment to 

providing PrEP consistently on the part of the providers engaged in provision of mobile outreach 

services. Women engaged in sex work in the outreach sites felt that PrEP programs were not 
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committed to them. This is in direct contrast with prevailing concerns globally about whether 

women at high risk would understand why they need to take PrEP and whether they would be 

able to adhere to PrEP. For women in these outreach sites when pondering on the implications of 

this, viewed the inconsistency in service provision as a direct result of the disregard the broader 

healthcare system and society has for them, relating it to popularly held notions of personhood of 

women engaged in sex work and often turning to the use of the word umaghosha2 when they 

spoke of this. Coming to the conclusion that healthcare providers’ perceptions of their lack worth 

as human beings were what informs the manner in which oral PrEP and other healthcare services 

were provided to them, women began to turn away from mobile services, effectively removing 

them from the reach of PrEP programs. Women expressed feeling that because they were women 

engaged in sex work, they were viewed as dispensable.  

Our findings further demonstrated that whilst PrEP is meant to offer a “user-controlled” 

prevention option for vulnerable populations that obviates the need for partner consent and 

negotiation, the prescript of daily pill-taking overlooks gender differences in power and 

resources that can limit the effectiveness of such an approach (75) (76). Our study found that the 

partners of women engaged in sex work remained a major influence on women’s ability to 

initiate PrEP and stay on PrEP. The current design of PrEP programs, as reflected in our 

findings, narrowly focuses itself on facilitating enrolment and adherence through providing 

information, education and communication through various platforms and neglects factors such 

as gender inequalities and intimate partner violence. Our findings show that experiences of 

intimate partner violence have a major influence on uptake and adherence to PrEP. This is in line 

                                                           
2 A derogatory colloquial term used to refer to women engaged in sex work 
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with findings from studies conducted in Kenya, Uganda which also found strong links between 

PrEP disruptions and intimate partner violence (31) (32). Our study found that intimate partner 

violence often leads women to stop taking PrEP and impedes uptake among women who have 

not yet initiated PrEP. Women described experiencing violence at the hands of partners wo upon 

discovering they were taking PrEP, either conflated PrEP with ART or felt disrespected at not 

being consulted in the decision to initiate PrEP. Women described therefore going to lengths to 

avoid discovery of PrEP use by frequently interrupting PrEP use and often deciding not to 

initiate PrEP in the first place in order to ward off violence from their partners. This is in spite 

being aware of ongoing risk of acquiring HIV. This affirms Hanna and Kleinman’s assertion that 

when structural violence is overlooked, agency is often overestimated  (77). 

This study found strong links between alcohol use and drug addiction. Women’s 

narratives revealed that frequent and excessive alcohol use as well as drug dependence led to 

frequent interruptions in PrEP use and for some women, led to the decision not to initiate PrEP 

use. With some women reporting cessation of PrEP use as a result of excessive alcohol intake 

and drug use, our data point to the urgent need for providing access to rehabilitative services 

given that alcohol and drug is often a common feature of sex work. 

 

The barriers to scaling up PrEP include lack of infrastructure, lack of skilled personnel, cultural 

norms that are not conducive to medicalizing disease-free states, and stigma associated with 

medication use and require that PrEP interventions go beyond the normative approach of 

providing information, communication, and education to addressing, directly the structural 

barriers faced by women. Whilst donors and implementers at the forefront of providing PrEP to 
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vulnerable populations may not knowingly assist in the maintenance of the forces that restrict 

women’s agency and consequently their ability to access and use PrEP, they become complicit in 

it by not galvanizing intellectual, institutional, and financial resources towards advocacy and 

towards the design and implementation of interventions aimed at changing the material 

conditions of the lives of the women they seek to serve.  

The narratives provided by women engaged in sex work provide clear indication that 

PrEP on its own cannot be seen as the panacea for women’s prevention needs. Other studies have 

shown how social factors such as fear of stigma, low risk perception and lack of prior knowledge 

on PrEP, lack of partner support, forgetfulness, age, fear of being perceived to be living with 

HIV, drug side effects and alcohol use, contribute to low adherence and refusal to initiate PrEP 

amongst these populations (71) (72) (58) (65) (58) (73) (74). They have further highlighted that 

uptake by populations at highest risk of HIV, particularly among women, younger populations 

and among people of color, is lowest (65) (66) (67) (68) (69) (4) (3).  

Limitations: 

Although participants selected to participate in this study were identified as PrEP users or 

eligible for PrEP by healthcare providers, this study reflects self-reported data on women’s 

experiences with oral PrEP. The results analyzed and presented in this paper only include the 

perspectives of women engaged in sex work and health sector providers in 3 districts in the 

Gauteng Province, in sites covered by this study and as such is not intended to be generalizable 

to other populations and contexts. This was part of a larger study which also collected 

quantitative data on patters of PrEP use, uptake and adherence from 289 participants as well as 

dried blood spots from a sub-sample of 40 women using PrEP. Quantitative data will contribute 

towards a better understanding of the extent to which and the ways in which these structural 
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factors identified in this qualitative analysis influence uptake, adherence to oral PrEP within this 

population.  

Conclusion: 

This study provides descriptive data that helps elucidate the structural mechanisms that 

prevent some members of this highly vulnerable population from engaging and staying on PrEP. 

Not only are there significant barriers to uptake of PrEP, those who begin using it often find it 

difficult to remain adherent for a variety reasons. Our findings also indicated that in its current 

conceptualization and design, PrEP interventions restrict the ability of healthcare systems and 

implementers to provide comprehensive care that supports initiation and retention on PrEP. 

 

Interventions could address extreme economic hardship within vulnerable groups such as 

facilitating access to employment, provision of financial support, transport, or provision of food 

parcels and addressing access to housing. The need for long term solutions for addressing 

existing economic vulnerabilities among women cannot be over-emphasized.   

Ensuring that programs are properly resourced and “providing care for carers” are crucial 

ingredients for ensuring that access to PrEP is assured for a population that often already makes 

sacrifices in order to access care. There is also a need to engage gatekeepers and police 

enforcement in order to support PrEP provision to women engaged in sex work.  

Our results add to existing literature by elucidating the structural factors and demonstrate 

the urgent need to move away from the tunnel vision of biomedical solutions to ensuring that 

structural factors are addressed.  Further research is needed to understand the extent to which 
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these factors determine uptake, patterns of use and adherence to PrEP within this vulnerable 

group as well as other groups that have been prioritized in the roll-out of PrEP. 
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