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Abstract

Background: HIV-infected female sex workers (FSWs) have poor linkage to HIV care in

sub-Sahara Africa.

Methods: We conducted 21 focus group discussions (FGDs) to explore factors influencing
linkage to HIV care among FSWs tested for HIV through a comprehensive community-based

HIV prevention project in Tanzania.

Results: Influences on linkage to care were present at the system, societal and individual
levels. System-level factors included unfriendly service delivery environment, including
lengthy pre-enrolment sessions, concerns about confidentiality, stigmatising attitudes of
health providers. Societal-level factors included myths and misconceptions about ART and
stigma. On the individual level, most notable was fear of not being able to continue to have a
livelihood if one’s status were to be known. Facilitators were noted, including the availability

of transport to services, friendly health care providers and peer-support referral and networks.

Conclusion: Findings of this study underscore the importance of peer-supported linkages to

HIV care and the need for respectful, high-quality care.

Keywords: Sauti project, Linkage to HIV care, Female sex workers, Tanzania, qualitative
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Introduction

Linkage to care, defined by the World Health Organisation (WHO) as the first HIV-specific
clinical visit (1), is critical for initiation of HIV-related medical, psychological and social
services for individuals newly diagnosed with HIV infection. Delays in linkage are associated
with lower levels of viral suppression, greater likelihood of viral resistance, increased HIV
morbidity, mortality and transmission (2-4). In Tanzania, the HIV Impact Survey (THIS)
found that only about 52% of HIV positive adults age 15 and older in the general population

had viral load suppression, in part because of delayed or low linkage to care (5).

HIV is not uniformly distributed across populations. Given the individual, network-level and
structural risk determinants of HIV, key populations such as female sex workers (FSWs) face
a disproportionately high risk of HIV infection (6). In Tanzania, FSWs are among the priority
populations for expansion of HIV prevention and care services (7). Despite a shift in HIV
testing strategy (8), access to HIV treatment and care services among FSWs remains limited
(9). Studies conducted elsewhere in SSA have highlighted barriers to linkage to care and
treatment among female sex workers including discrimination by hospital staff (10, 11), lack

of money for transport (11), and lack of knowledge about HIV treatment centres (12).

Sauti program is a PEPFAR-funded program run jointly with the Ministry of Health,
Community Development, Gender, the Elderly and Children (MOHCDGEC) through
USAID. This community-based HIV combination prevention project, which has been
operating in Tanzania since 2015, offers clinical and structural support services to key and
vulnerable populations in 14 regions. Services are offered to Sauti beneficiaries through
mobile outreach units, operating in hot spots such as truck stops, brothels, bars and mining
centres. To ensure improved linkages, Sauti project offered transport support or escorted

referral to all FSWs newly diagnosed with HIV infection to nearby health facilities. Peer
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educators (PEs) and home-based care providers (HBCs) employed by civil society
organisations (CSOs) help FSWs’ linkage to care through escort to the health facilities.
Despite these strategies, not every FSW diagnosed with HIV infection was successfully

linked to HIV care.

We employ a social-ecological perspective to explore more precisely what factors prevented
or facilitated FSWs testing positive in the Sauti Project services to initiate HIV care, with the
aim of adapting programs to increase initiation rates. Indeed, a study conducted in Mbeya
found that about a third (31%) of individuals testing HIV positive did not link to care for a
period of six months (13). An exploration of the barriers and facilitators of linkage to care
among FSWs is critical for designing effective interventions to reach national and global

goals for HIV control.

Materials and methods

This exploratory qualitative study was conducted in February and March 2017 — the second
year of Sauti Project implementation in Tanzania. We conducted participatory group
discussions in four regions (Dar es Salaam, Mbeya, Iringa and Shinyanga). These regions
were selected because they were among the first regions where Sauti Project rolled-out, had a
high number of FSWs compared to other regions in Tanzania (14), and had relatively high
HIV prevalence (15). In the study regions, fieldwork took place in wards that were

considered of high HIV risk especially those with mines, plantations or highways.

Sampling and data collection

Snowball sampling was used to recruit participants into a group discussion. This strategy was
employed due to the highly stigmatised and criminalised nature of sex work in Tanzania. In

each region, CSOs staff introduced researchers to three FSWs receiving HIV testing though
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78  Sauti Project. These women received information about study aims and procedures and were
79  asked to invite up to three other FSWs receiving Sauti services. Upon reaching a group of 10
80 — 12 participants, the group discussion was conducted. Criteria for participation included
81  being beneficiary of Sauti services, living in the study area, being 18 years or older, reported
82  having received money for sex at least once within the past three months, and provided
83  consent to participate. The main defining socio-demographic characteristics collected were
84  age, education and the venue where individuals’ solicited clients. Following data saturation,

85 227 FSWs participated in 21 focus groups.

86 Procedure

87  All participatory group discussions were conducted in venues provided by CSOs. The
88  discussion sessions lasted for about 90 — 120 minutes, were moderated by trained researchers
89 and were audio-recorded. Participants were familiar with these settings as CSOs provided
90 HIV-related services including HIV testing and family planning services. Before the
91  beginning of fieldwork, graduate research assistants (RAs) were trained on the protocol,
92  discussion guide and principles of research involving human subjects and informed consent.
93  All RAs were Swabhili native speakers and had experience conducting qualitative studies
94 among key and vulnerable populations including FSWs. RAs built rapport with study
95 participants and assumed neutrality by distancing themselves from program implementers
96 (i.e., they declared to the participants that they were researchers and not part of the Sauti

97  Project implementers).

98 A qualitative participatory group discussion guide with open-ended questions was used to
99 facilitate discussion sessions. The discussion guide covered personal experiences with HIV
100 testing services before and during access to Sauti Project services. Themes in the guide
101  included factors that influenced the use of HIV testing and reasons for accepting or avoiding

102 linkage to HIV care facilities.
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103  We conducted one participatory group discussion in Dar es Salaam to determine the
104  suitability of the questions asked and practical issues with conducting discussion sessions
105  with FSWs. After it was clear that no significant changes were needed in the guide or
106  procedure, thus the data collected was included in the analysis. During data collection,
107  debriefing sessions were held between research assistants and senior researchers after every
108  group discussion session to discuss the depth of the data collected and emerging issues. We
109  obtained written informed consent from all participants prior to beginning the group sessions.
110 To protect the identity of the participants, we asked them to use pseudonyms during

111 consenting. Numbers were assigned to every participant for reference during discussion.

112 Data analysis

113 The audio-recorded interviews were transcribed verbatim. All transcripts were translated into
114  English, entered into QSR NVIVO 10 software (16)and coded by two researchers involved in
115 data collection. A pragmatic approach to analysis was adopted, whereby coders used
116  predefined (anticipated) codes and grounded codes. The predefined codes were developed
117  from the research objectives, prior knowledge and repeated reading of data in early stages of
118  analysis. These codes were further refined through further reading of the data. Grounded
119  codes were developed through a thorough reading of the data by the two researchers in
120  consultation with the data collection team. These codes reflected participants’ own language
121 in ways they expressed their ideas. Based on these codes, more conceptual categories were
122 developed and finally into themes. Widely shared views supporting emerging theories were
123 examined alongside deviant cases. In the results, we also present deviant cases as appropriate.

124  Representative quotes illustrating the main findings were identified from various groups.

125 Ethical considerations
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126 The Medical Research Coordinating Committee (MRCC) of the National Institute for
127  Medical Research (NIMR) in Tanzania (NIMR/HQ/R.8¢/Vol.1/432), and Institutional Review
128  Board of the Johns Hopkins University (IRB00006985) approved this study. Approval to
129  work in the study communities was obtained from respective local government offices after
130  authorisation from the regional and district government authorities. All participants
131 completed and provided written informed consent prior to beginning the group sessions.
132 Since sex work is illegal in Tanzania, participants were asked to use pseudonyms during
133 consenting to protect their identity. Numbers were assigned to every participant for reference
134  during discussion. Researchers clearly explained that participation was voluntary and that the
135  participant can decline to participate at any time if she wished to do so. Every attempt was
136 made to minimize biases and ensure the study was conducted in the most ethical manner

137  possible.

138 Results

139  Socio-demographic characteristics

140 Women who participated in the study were above 18 years old. Over half of the study
141  participants (58.6%) were aged 18 — 23. In terms of education, 59.5% had attained at most
142 primary school education, and the majority reported to solicit their sexual partners through
143 venues, especially in bars, brothels and homes (67.4%). The distribution of ages, education

144  levels and sites where FSWs sought clients are presented in table 1 below.

145  Table 1: Characteristics of study participants

Factor Values/Categories N =227 (%)
Age 18-23 years 133 (58.6)
24+ years 94 (41.4)
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Education Primary school or less 135 (59.5)
Secondary school or above 80 (40.5)

Sites Street 48 (21.1)
Facility-based (bars, brothel & home) 153 (67.4)
Phone/internet 26 (11.5)

146  Facilitators of linkage to HIV care among FSW
147  Participants discussed several factors influencing FSWs’ decision to link to care in the Sauti

148  Project implementation sites.

149  The role of peer-educators

150  Participants identified peer educators as the primary source of information on available HIV
151  care services through the Sauti Project and facility-based HIV services. According to
152  participants, availability of peer educators encouraged FSWs to go for HIV testing, and it
153  influenced their decision to accept a referral to an HIV care clinic for further services. FSWs
154  reported that when someone is sick, she usually seeks advice from peers about the illness and
155  the peers recommend where to go for medical consultations. For example, the types of
156  services offered, where to get them, whom to contact for help at times of need, and benefits

157  of early initiation of ART.

158  Peer-escorted referral to treatment services was an essential influence on FSWs’ decision to
159  accept their first HIV clinical visit to the health facilities. Participants indicated that escorted
160 referral helped clients to receive the service quickly, and made them feel cared. FSWs
161  pointed out that escorted referral increased their confidence and helped to reduce fears,

162  especially during the first HIV clinic visits. For example, in one PGD a participant described

163  that:

164 The good thing is that the home-based counsellors and peer educators knew the
165 service providers, so before you go to the facility, they have already talked to the
166 providers and you get the service immediately. However, when you go alone, you get

8
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167 many challenges; first, you ask yourself how should I ask about this HIV service
168 ...[laughs] ... there are many nurses and doctors there...you may end-up leaving
169 without seeing them [laughs] ... if you go alone you wait for a long time because no
170 one knows you and you are afraid to ask — PGD_2

171 Facilitation of transport during the first HIV clinical visit

172 Participants applauded about transport facilitation to attend the first HIV clinical visit for
173 FSW to minimize some inconveniences e.g. financial constraints to seek services.
174  Participants reported that sometimes FSWs who may have tested HIV-positive or have doubt
175  about their HIV status, fail to present themselves to an HIV care clinic for further HIV
176  services because they cannot afford the transport costs. To them, the facilitation of transport

177  to the clinic was an important motivation for linkage to care.

178  Presence of project-linked FSW-friendly health care providers at the health facilities

179  Participants pointed out that the friendly provider-client relationship had a significant impact
180  on linkage to care. Most participants reported that the presence of service providers trained
181 by Sauti Project to provided FSW-friendly services and motivated FSWs to attend HIV care
182  services. According to some FSWs, health workers who received training from the
183  programme were 'less stigmatising’, ‘knowledgeable about FSWs’ health needs’,
184  ‘approachable’, and ‘confidential’. The importance of the presence of friendly health care

185  providers was emphasised in all PGDs. In one PGD a participant said:

186 For us (FSWs), it does not matter where you get the service (HIV care services) ...
187 what matters is ... does the nurse or doctor understand me? How does she/he look at
188 me? If I tell my stories about my clients and my situation [infection], is she ready to
189 treat me nicely and will not tell other people that I have the disease [HIV]? —
190 PGD_18

191  Availability of peer support network
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192  Community engagement through peer educators was a powerful motivator for many FSWs to
193  seek HIV related information and services. Some participants recounted a story about the
194  feelings of social isolation and loneliness when someone receives the HIV-positive diagnosis.
195  “Testing HIV-positive makes you feel as if you are left alone, and that everyone leaves you
196  because of your condition” [PGD_4]. Participants pointed out that, the presence of the Sauti
197  Project and interaction between HIV positive FSWs with peers who had similar situation
198  minimized fear of isolation and revived hopes of living like others even after an HIV-positive
199  diagnosis. Usually, HIV positive FSWs felt less alone and less stigmatised when they met
200 other FSWs with the same HIV status. HIV positive FSWs felt to be part or integrated into
201  the networks of people living with HIV, thus willing to be escorted by their peers to the

202  health facility for treatment and care. A participant during the discussion pointed out that:

203 “The advantage is that the one who tells you go to the health facility has been through
204 the same situation and the same feelings you have, so it becomes easier to accept
205 because you know that whenever you have a problem, she can guide you on what to
206 do. Also, they know each other; encourage one another ... so you are not alone any
207 more”’- PGD _1

208  Barriers to linkage to HIV care and treatment

209  The analysis identified barriers to linkage to HIV care that applied to FSWs in the Sauti
210  Project implementation sites. Overall, barriers to linkage to HIV care are presented and
211 discussed in multiple levels namely; system-level, societal-level and individual-level factors

212 framed participants’ discussion on barriers to linkage to HIV care.

213 System-level barriers

214 Fear of breach of confidentiality

215  All participants perceived referral to be the services offered to individuals diagnosed with
216  HIV either through peer escort or given self-referral to the nearby health facility for HIV care

10
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217  registration and initiation into HIV care and treatment. Subsequently, in all PGDs,
218  participants reported fear of breach of confidentiality as one of the significant barriers for
219  FSWs diagnosed with HIV to enrol to the health clinic for care and treatment services. FSWs
220 indicated that some healthcare providers working at the clinics “tell other people about their
221 clients’ HIV status". It was also reported that some of the health workers who were aware of
222  individual positive status "alert their friends not to have sexual relations with the infected

223 FSW&s". Participants in one of the PGD sessions echoed this concern:

224 “... male healthcare providers are leading gossipers ... after attending to you (s) he
225 will start to caution his close male friends to take care, ... not to approach us, and
226 later everybody in the village will know it [our HIV status]” — PGD_14

227  Similarly, some participants had mistrust toward some peer educators (PEs) and home-based
228  care (HBC) providers who were instrumental in linking clients to the HIV care clinics. In
229  particular, participants complained that some PEs and HBC providers working with the
230  project disclosed their status, which led to bad naming (called ‘prostitute’) and even
231  discrimination by other community members. Discussing this barrier, some participants

232 pointed out that:

233 [...] Truly, they [PE and HBCs] help us, but some after they have sent you to the
234 health facility you will hear the news about your HIV status everywhere and [...] they
235 [community members] will start to refer you as a prostitute” — PGD_8

236 "some...not all...if they escort you to the hospital, they end up spreading the
237 information to other people that you have the virus” — PGD_21

238  Prolonged pre-enrolment period

11
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239  Participants reported that if one accepted to be linked to HIV care, she was supposed to
240  attend up to three sessions of adherence counselling before enrolment. Most participants felt
241  that attending three days’ counselling sessions alerted other community members about their
242  HIV status. Moreover, attending all those sessions needed transport cost and time that could
243 help with something else. Some participants cited cases where clients had attended one or
244  two sessions and decided to abscond. A remark made by a participant in one PGD session

245  explains this sentiment:

246 “We know of people who were referred to HIV care clinic, but after realising that
247 they will have to attend three days’ training with other HIV-positive people, they
248 decided to abscond [...]. Some do attend [the training] for one or two days [...] you
249 know the nurses don’t tell you when you will start getting the medicine, so you go
250 there the first day, you go to class then you are told to come back next day — there is
251 no clear information”— PGD _10

252 Vertical and unintegrated HIV service delivery approach

253  Participants reported that some health facilities had dedicated rooms or blocks to attend for
254  testing and counselling, enrolment to care, and administration of ART. According to
255  participants, people who attend the facility for other general health services could easily see
256  people living with HIV visiting those rooms. Providing services in dedicated venues were
257  perceived to be stressful since it minimises privacy. One FSW who was against offering HIV

258  care and treatment services at dedicated facilities away from other general services said:

259 “You normally see them [PLHA] congested at one place” ... so when you go there,
260 everybody knows that you have that dangerous disease and you become a talk of the
261 town”.— PGD_5

12
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262  Many participants reported that some HIV care clinics were open for 8 hours only (from 8 am
263 to 4 pm), and thus could not attend clients who visited the health facilities after that time.
264  Participants suggested that the availability of health providers at the health facility all the
265 time would help to overcome the challenges of working hours. In some districts, participants
266  complained that some health facilities were enrolling clients to HIV care only for a few
267  dedicated days in a week.

268 “If you go there on days when they do not enrol new people, they just look at you and

269 ask you to come another day” — PGD_14

270  Societal-level barriers

271 Mpyths and rumours about ARV's

272 Many participants discussed widespread concerns about the side effects of ARV drugs, and
273 that these rumours discouraged many FSWs from accepting linkage to care. Participants
274  reported that everyone in the community knows that treatment with ARVs can cause
275  horrifying dreams and loss of appetite. In addition, FSWs thought that ARVs could have
276  adverse outcomes including further weakening for people suffering from opportunistic
277  conditions. In some PGD sessions, participants expressed the belief that treatment with ART

278  was behind the increased spate of sudden deaths occurring in the community.

279 Many people believe that if you start it (ARV) early it makes you tired and makes your
280 body to weaken quickly. You can even die suddenly even when you are sleeping... You
281 may feel a headache and die suddenly — PGD_21

282  FSWs who self-identified themselves to have enrolled in treatment complained that ARVs
283  were very powerful and required one to eat well before taking them. For many participants,
284  the ‘strength of ARVs’ and the ‘need to eat well” caused fear among FSWs who tested HIV

285  positive but who had not started treatment with ART. Following this belief, participants

13
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286  thought it was wise for FSWs to choose whether to take the drugs despite the anticipated
287  adverse outcomes.
288 “there are times when the family go to bed without food, and now you will know what

289 to do with your medicine ... if that is not death”- PGD_9

290  The stigma associated with receiving HIV care.

291  Almost all participants mentioned HIV stigma as a key barrier for FSWs to successful link to
292 care. Some participants reported having experienced stigma, particularly when they interact
293  with health workers. There were, for example, cases where FSWs reported to have been
294  delayed services or called bad names when visiting health facilities. Participants indicated
295 that it was also common for peers and other community members to use derogative terms and
296  naming toward people living with HIV. According to participants, people who utilised HIV
297  care services were referred to using stigmatising and derogatory terms such as ‘Maiti
298  mtarajiwa’ [lit. expectant corpse], ‘Maiti anayeishi’ [lit. a living corpse], ‘moto’, [fire] and
299  ‘Maiti inayo tembea’ [lit. walking corpse]. These had a negative connotation on their day-to-

300 day life and their work as FSWs since it could cause them to lose clients.

301 HIV stigma did not only come from society, but also from close relatives and family
302 members. Participants provided various examples to explain the family reactions after finding

303  out that FSWs were using HIV medication:

304 ...she [FSW] started using the medicine [ARVs] immediately after she tested HIV-
305 positive ... but because she believed they [family] would support her, she told her
306 mother that she is using those [ARVs]. Instead of offering support, her mother called
307 her aunt [FSW’s aunt] to tell her that the girl brought bad luck in the family and that
308 she was a prostitute, and everyone who came home was told the same things [...] even
309 if it were you, would you accept to start the medicine? — PGD_16

14
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310  With multiple sources of stigma, participants discussed that some FSWs do not accept to go
311  to HIV care clinics located within their villages. A few discussed that some FSWs avoided
312 using transport offered by Sauti for clients to go to a nearby health facility to be linked to

313  care. They instead travelled to other places to get the medicines and use them secretly.

314  Individual-level barriers

315  Perceived health status

316 Low HIV risk perception plays a role in FSW's acceptance of linkage to care. Those who had
317 not developed symptoms of HIV considered themselves as being healthy, thus they did not
318 see the importance of linking to care even when they were told that they were infected.
319  Participants expressed that most FSWs who had taken HIV-test out of curiosity and found to
320 have HIV infection, denied the test results because they felt that they were in ‘good physical

321  health’. In one FGD, a young woman stated that:

322 “...You feel well just like everyone ... so you continue with your life” - PGD_16

323  Contrary to popular expressions, however, a few participants felt that these sentiments were a
324  result of limited awareness on the mechanisms through which HIV progresses and the
325 importance of early initiation of care. For them, the HIV virus can stay in the human body for
326  several years while multiplying, and that manifestation of the symptoms are the final stages

327  that you are about to die.

328  Fear of spoiling the relationship with partners or losing the clients

329  Some participants reported that FSWs fear to link to care as this would alert their potential
330 clients and they would lose the clients. For those who had permanent partners feared to scare
331  them, this would lead to separation or break the relationships. With this fear, participants
332 reported that most FSWs found to be infected avoided to be linked to HIV care clinics

333  because their HIV status would be known.
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334 Discussion

335 This study has documented context-barriers and facilitators for utilising HIV care and
336 treatment. We found that some Sauti Project intervention elements were critical in
337 influencing [motivators for] linkage to care. Consistent with other studies conducted in SSA,
338 use of peer-educators for reaching FSWs enabled a peer-to-peer sharing of knowledge about
339 prompt care and available alternatives for HIV services, which created a demand for both
340 project and health facility-based HIV clinical services (17). Besides, providing support
341  services through peer-escorted referral for individuals diagnosed with HIV promoted linkage
342 to care. As observed in other settings, our analysis shows that peer-escorted referrals
343  increased confidence and encouraged some FSWs to accept linkage to care (17). These
344  findings underscore the need for expanded coverage of peer-based prevention interventions
345 and comprehensive HIV services for FSWs (18-20). Shortcomings of a few peer educators
346 and home-based care providers in handling clients’ information need to be addressed to

347  increase their acceptability in facilitating linkage to care.

348  Whilst participants also acknowledged the role of support services such as providing
349  transport fare and peer-support networks in promoting linkage to care, they discussed many
350 challenges that inhibit FSWs’ linkage to HIV care at multiple levels, which merit future
351 interventions. At a system level, breach of confidentiality and disrespect from healthcare
352  providers; unfriendly service delivery environment; and the prolonged training sessions took
353  before enrolment care and treatment, perceived adverse effects of ARV hindered FSWs to
354  swiftly use care and treatment services. At a societal level, the stigma associated with
355 accessing HIV care and myths surrounding antiretroviral treatment, prevent FSWs from
356  accepting linkage to HIV care. At the individual level, we found that perceived health status

357 and fear of spoiling relationships with partners, negatively impede linkage to care. Although
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358 more research is needed to address the broad range of barriers, these results highlight critical
359 entry points for interventions to improve linkage to HIV care and treatment among FSWs

360 diagnosed with HIV (21).

361  Participants described how fear of stigma and discrimination could act as a barrier to linkage
362  to HIV care or lead to delays in deciding to visit an HIV care and treatment facility after an
363  HIV diagnosis. FSWs often face multiple levels of stigma related to the social and structural
364  context of sex work (19, 22, 23) or as a result of household illness (24). Thus, it is not
365  surprising that stigma and discrimination continue and perhaps increasing among FSWs
366  living with HIV. In our study, FSWs highlighted that stigma and discrimination in the form
367 of verbal harassment and disclosure of HIV status within the healthcare setting were
368  significant barriers to their linkage to HIV care, which is likely because of their sex work
369  practices and HIV status combined. Interventions focused on health service providers to
370  reduce stigma and discrimination, such as sex work sensitisation training and participatory
371  dialogue, are urgently needed as they have the potential to increase linkage to HIV care
372 among FSWs, a finding that has been highlighted in other studies (20, 25). There is also a
373  need for community sensitisation that highlight the importance of support systems for people
374  living with HIV, to enhance acceptance of those who are diagnosed with HIV (26). It is
375  known that healthcare providers’ stigma towards people living with HIV can be a reflection
376  of the broader negative social norms embedded in the community (27). Thus, addressing the
377  drivers of HIV stigma especially attitudes towards people living with HIV and a lack of
378 awareness on what constitutes stigma is critical to increasing linkages to HIV care. Studies
379  have shown that interventions which empower the community are useful and effective means
380 to increase tolerance and reducing HIV stigma (28). Therefore, it is crucial that community-
381  based HIV interventions such as Sauti include interventions aimed at increasing tolerance and

382  lessen HIV stigma at all levels.
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383  Unfriendly service delivery 'environment' emerged as a leading barrier for FSWs to initiate
384  visits to HIV clinics. Although studies have shown that having a dedicated section for HIV
385  services at the facility level may increase the quality of care (29), this study found that FSWs
386  were concerned that such arrangement exposes them to other patients attending the facilities,
387  thus increasing individual stigma. In addition, while studies show that the length of adherence
388  sessions increases adherence to treatment in the general population (30), FSWs in this study
389 raise this as a concern and that it discourages them as it compromises their working time, and
390 that some health facilities opened only for eight hours a day. These findings point to the need
391 for communicating thorough information to FSWs on what to expect when they visit the
392  clinic, including whom they will see and when, and if possible the average time they should
393  expect to spend at the clinic for each visit and their rationale (31). Besides, scepticism
394 regarding the location of the clinic-space and the hours of operation shows the pervasive
395 nature of anticipated stigma, especially the expectation that when other people see them will
396  gossip, point fingers, or discriminate them (27). The findings further point to the potential for
397 initiation of pre-ART outreach services through FSWs’ existing networks. It is possible to use
398  peer-educators to organise FSWs’ in teams within their villages for pre-ART counselling
399 sessions and sample collection for confirmatory tests and other clinical procedures.
400 Community-based ART evaluations have shown that initiation of care through outreach
401  service has the most significant effect on the timely initiation of care, which leads to positive

402  health outcomes (32).

403  The myths and rumours about ARVs, coupled with a lack of correct information on HIV and
404  disease progression were barriers to linkage to HIV care. In this study, participants discussed
405  that the use of ARVs caused deterioration of the body and was the leading cause of the
406  observed sudden deaths in the community. These myths created fear among those who are

407 newly diagnosed with HIV infection and an increasing tension to those who are on treatment.
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408 The continued myths and rumours about ARV points to the need of robust community
409  programme and a comprehensive communication plan, which will address how HIV stigma
410 plays out through multiple modalities as suggested in other studies (33). Such a programme
411  must ensure that there is a regular, open and consistent dialogue within the community, and at
412 all local government structures for a sustained information sharing. Local tailoring of
413  messages and materials may be the best approach for addressing the myths and rumours

414  preventing FSWs from linking to HIV care.

415 It is also important to provide more information regarding the health benefits of timely
416  initiation of ART to individuals diagnosed with HIV, and the preventive effect on the spread
417  of HIV to sexual partners when viral suppression has been achieved (34). Findings from this
418  study show that some FSWs fear linkage to care because their partners will know that they
419  are HIV-positive and are using ART, which can spoil their relationship. This suggests a lack
420  of understanding of the preventive benefits of early initiation of HIV treatment and the need
421  for partner involvement in HIV testing and counselling through index testing. Right
422  messaging to show that individuals who are virally suppressed not only are less likely to
423  develop HIV-related complications but also are less likely to pass on the virus to sexual
424  partners (35). Availing this knowledge to the community can reduce the enacted and
425  perceived stigma, which inhibits many people from disclosing their HIV status and seeking

426  appropriate care.

427  HIV risk perception, e.g. lack of HIV signs and symptoms consistently emerged as a barrier
428  to linkage to care. This finding suggests limits in community awareness of HIV progression
429 and the importance of early initiation of ART. Such knowledge is urgently needed if
430 programs are to increase FSWs accepting to be initiated to HIV care. Results in this study
431  also found that FSWs are more likely to trust their peers and rely on their informal networks
432  to provide them with information on available health services. Since FSWs are hard to reach,
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433 it could be a challenge for healthcare providers to reach and deliver the needed health
434  information necessary to change the risk perceptions hindering linkage to care. However,
435  studies have shown that in contexts where sex work is illegal, most FSWs engage in some
436  business that helps to guise their identities. Such business includes being a bar attendant,
437  working in massage pallor, food selling spaces, saloon and so on (36, 37). Reaching workers
438  in these places with health information, and recruiting peers who would reach FSWs will
439  increase the reach of health literacy on the importance of prompt HIV care, which will have
440 the potential to increase linkage to care. The results from previous studies on the
441  effectiveness of peer education programs for FSWs showed that peer education intervention
442  significantly increased knowledge on HIV (38), reduced STIs, and increased condom use
443  among FSWs (39). Thus, interventionists and health professionals may achieve the goal of

444  increasing linkage to care by working closely with peer educators.

445  Other studies conducted in SSA have also underscored how transport related costs could
446  hinder linkage to care (40-42). Consistent with those studies, our study underscores the need
447  to pay attention to salient issues such as logistical constraints that can negatively influence

448  FSWs decision on linkage to HIV care.

449  Study limitations

450  As study participants were limited to FSWs who received services provided by Sauti Project,
451  the information may not describe barriers and facilitators to linkage to HIV care for FSWs in
452  non-Sauti implementation areas. Readers ought to be cautious that participants in this study
453  were not selected based on HIV status, it is likely that some of the information shared is
454  based on perceptions and not lived experiences. Future studies may want to interview FSW
455  stratified into groups based on HIV status if this is feasible and can be done in a non-harmful

456  way.
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457  CONCLUSION

458  Linking HIV-positive FSWs to care is complex and involves a range of barriers at the system,
459  societal and individual levels. Although the socio-ecological perspective provides an
460  approach for understanding how these multi-level factors interact to influence linkage to care,
461  this study underscores the need for understanding the salient factors for program
462  prioritisation. In addition, health services and future interventions should consider the salient
463  facilitators and barriers identified in this study to improve linkage to care among FSWs in

464  similar contexts.

465  Acknowledgements

466  We thank the women who volunteered to participate in this study. A debt of gratitude is also
467  owed to research assistants, civil society organizations and peer educators working in study
468  regions. We appreciate leaders of FSW networks, CSOs working with FSWs and local
469  government authorities, especially the village leaders and ward executive officers in areas

470  where this study was conducted for their support and guidance.

21


https://doi.org/10.1101/674077
http://creativecommons.org/licenses/by/4.0/

bioRxiv preprint doi: https://doi.org/10.1101/674077; this version posted June 17, 2019. The copyright holder for this preprint (which was
not certified by peer review) is the author/funder, who has granted bioRxiv a license to display the preprint in perpetuity. It is made
available under aCC-BY 4.0 International license.

1472 References

473 1. Clinical guidelines across the continuum of care: Linking people diagnosed with HIV infection
474 to HIV care and treatment [database on the Internet]. 2013. Available from:
475  http://www.who.int/hiv/pub/guidelines/arv2013/treatment/en/.

476 2. Wanyenze RK, Hahn JA, Liechty CA, Ragland K, Ronald A, Mayanja-Kizza H, et al. Linkage to
477 HIV care and survival following inpatient HIV counseling and testing. AIDS and Behavior.
478  2011;15(4):751-60.

479 3. Siedner MJ, Ng CK, Bassett IV, Katz IT, Bangsberg DR, Tsai AC. Trends in CD4 count at
480  presentation to care and treatment initiation in sub-Saharan Africa, 2002—-2013: a meta-analysis.
481  Clinical infectious diseases. 2014;60(7):1120-7.

482 4, Nakagawa F, Lodwick RK, Smith CJ, Smith R, Cambiano V, Lundgren JD, et al. Projected life
483  expectancy of people with HIV according to timing of diagnosis. Aids. 2012;26(3):335-43.

484 5. TACAIDS. Tanzania HIV Impact Survey (THIS) 2016/17 Summary sheet result. 2017.

485 6. Baral S, Beyrer C, Muessig K, Poteat T, Wirtz AL, Decker MR, et al. Burden of HIV among

486  female sex workers in low-income and middle-income countries: a systematic review and meta-
487  analysis. The Lancet infectious diseases. 2012;12(7):538-49.

488 7. NACP. NATIONAL GUIDELINE FOR COMPREHENSIVE PACKAGE OF HIV INTERVENTIONS FOR
489 KEY POPULATIONS. 2nd Ed ed. Dar es Salaam: In. Edited by Welfare MoHaS. Dar es Salaam: National
490 AIDS control Programme.; 2017.

491 8. NACP. National Comprehensive Guidelines for HIV Testing and Counselling. In: Welfare
492 MoHas, editor.: National AIDS Control Program; 2013.

493 9. Kerrigan D, Mbwambo J, Likindikoki S, Beckham S, Mwampashi A, Shembilu C, et al. Project
494  Shikamana: Baseline Findings From a Community Empowerment—-Based Combination HIV Prevention
495  Trial Among Female Sex Workers in Iringa, Tanzania. Journal of acquired immune deficiency

496 syndromes (1999). 2017;74(Suppl 1):560.

497 10. Scorgie F, Nakato D, Akoth DO, Netshivhambe M, Chakuvinga P, Nkomo P, et al. | expect to
498  be abused and | have fear”: sex workers’ experiences of human rights violations and barriers to
499 accessing healthcare in four African countries. Final report African Sex Workers Alliance. 2011.

500 11. Mtetwa S, Busza J, Chidiya S, Mungofa S, Cowan F. “You are wasting our drugs”: health
501 service barriers to HIV treatment for sex workers in Zimbabwe. BMC public health. 2013;13(1):698.

502 12. Phrasisombath K, Thomsen S, Sychareun V, Faxelid E. Care seeking behaviour and barriers to
503 accessing services for sexually transmitted infections among female sex workers in Laos: a cross-
504  sectional study. BMC health services research. 2012;12(1):37.

505 13. Sanga ES, Lerebo W, Mushi AK, Clowes P, Olomi W, Maboko L, et al. Linkage into care among
506 newly diagnosed HIV-positive individuals tested through outreach and facility-based HIV testing

507 models in Mbeya, Tanzania: a prospective mixed-method cohort study. BMJ open.

508 2017;7(4):e013733.

22


https://doi.org/10.1101/674077
http://creativecommons.org/licenses/by/4.0/

bioRxiv preprint doi: https://doi.org/10.1101/674077; this version posted June 17, 2019. The copyright holder for this preprint (which was
not certified by peer review) is the author/funder, who has granted bioRxiv a license to display the preprint in perpetuity. It is made
available under aCC-BY 4.0 International license.

509 14. Dutta A, Barker C, Makyao N. Consensus estimates on key population size and HIV
510 prevalence in Tanzania. National AIDS Control Programme (NACP), Ministry of Health and Social
511  Welfare. 2014.

512 15. Ministry of Health CD, Gender, Elderly, Children MoH, National Bureau of Statistics , Office
513  of the Chief Government Statistician ,, ICF. Tanzania Demographic and Health Survey and Malaria
514 Indicator Survey (TDHS-MIS) 2015-16. MoHCDGEC, MoH, NBS, OCGS, and ICF Dar es Salaam,

515 Tanzania, and Rockville, Maryland, USA; 2016.

516 16. Edhlund B, McDougall A. Nvivo 11 essentials: Lulu. com; 2017.

517 17. Nakanwagi S, Matovu JK, Kintu BN, Kaharuza F, Wanyenze RK. Facilitators and barriers to
518 linkage to hiv care among female sex workers receiving hiv testing services at a community-based
519  organization in Periurban Uganda: A Qualitative Study. Journal of sexually transmitted diseases.
520 2016;2016.

521 18. Schwartlander B, Stover J, Hallett T, Atun R, Avila C, Gouws E, et al. Towards an improved
522 investment approach for an effective response to HIV/AIDS. The Lancet. 2011;377(9782):2031-41.

523 19. Scheibe A, Drame F, Shannon K. HIV prevention among female sex workers in Africa.
524  SAHARA-J: Journal of Social Aspects of HIV/AIDS. 2012;9(3):167-72.

525 20. Chanda MM, Perez-Brumer AG, Ortblad KF, Mwale M, Chongo S, Kamungoma N, et al.
526 Barriers and facilitators to HIV testing among Zambian female sex workers in three transit hubs. AIDS
527 patient care and STDs. 2017;31(7):290-6.

528 21. Braunstein SL, Umulisa M-M, Veldhuijzen NJ, Kestelyn E, Ingabire CM, Nyinawabega J, et al.
529 HIV diagnosis, linkage to HIV care, and HIV risk behaviors among newly diagnosed HIV-positive

530 female sex workers in Kigali, Rwanda. JAIDS Journal of Acquired Immune Deficiency Syndromes.
531  2011;57(4):e70-e6.

532 22. Chersich MF, Luchters S, Ntaganira I, Gerbase A, Lo YR, Scorgie F, et al. Priority interventions
533  toreduce HIV transmission in sex work settings in sub-Saharan Africa and delivery of these services.
534  Journal of the International AIDS Society. 2013;16(1).

535 23. Hargreaves J, Busza J, Mushati P, Fearon E, Cowan F. Overlapping HIV and sex-work stigma
536 among female sex workers recruited to 14 respondent-driven sampling surveys across Zimbabwe,
537  2013. AIDS care. 2017;29(6):675-85.

538 24. Cluver L, Gardner F, Operario D. Poverty and psychological health among AIDS-orphaned
539 children in Cape Town, South Africa. AIDS care. 2009;21(6):732-41.

540  25. Bekker LG, Hosek S. HIV and adolescents: focus on young key populations. Journal of the
541 International AIDS Society. 2015;18(2S51).

542 26. Mburu G, Ram M, Skovdal M, Bitira D, Hodgson I, Mwai GW, et al. Resisting and challenging
543  stigma in Uganda: the role of support groups of people living with HIV. Journal of the International
544  AIDS Society. 2013;16(3S2).

545 27. Nyblade L, Stockton M, Nyato D, Wamoyi J. Perceived, anticipated and experienced stigma:
546 exploring manifestations and implications for young people’s sexual and reproductive health and
547 access to care in North-Western Tanzania. Culture, health & sexuality. 2017;19(10):1092-107.

23


https://doi.org/10.1101/674077
http://creativecommons.org/licenses/by/4.0/

bioRxiv preprint doi: https://doi.org/10.1101/674077; this version posted June 17, 2019. The copyright holder for this preprint (which was
not certified by peer review) is the author/funder, who has granted bioRxiv a license to display the preprint in perpetuity. It is made
available under aCC-BY 4.0 International license.

548 28. Apinundecha C, Laochasiriwong W, Cameron MP, Lim S. A community participation
549 intervention to reduce HIV/AIDS stigma, Nakhon Ratchasima province, northeast Thailand. AIDS
550  care.2007;19(9):1157-65.

551 29. Van Rensburg DH, Steyn F, Schneider H, Loffstadt L. Human resource development and
552 antiretroviral treatment in Free State province, South Africa. Human Resources for Health.
553 2008;6(1):15.

554 30. Catz SL, Kelly JA, Bogart LM, Benotsch EG, McAuliffe TL. Patterns, correlates, and barriers to
555 medication adherence among persons prescribed new treatments for HIV disease. Health
556 Psychology. 2000;19(2):124.

557 31. NACP M. National guidelines for the management of HIV and AIDS. Dar es Salaam: Ministry
558 of Health and Social Welfare, Dar es Salaam; 2015.

559 32. Chimukangara B, Manasa J, Mitchell R, Nyabadza G, Katzenstein D, Masimirembwa C.
560  Community Based Antiretroviral Treatment in Rural Zimbabwe. AIDS research and human
561  retroviruses. 2017;33(12):1185-91.

562  33. Deacon H. Understanding HIV/AIDS stigma: A theoretical and methodological analysis: HSRC
563 press; 2005.

564 34. Cohen MS, Chen YQ, McCauley M, Gamble T, Hosseinipour MC, Kumarasamy N, et al.
565 Antiretroviral therapy for the prevention of HIV-1 transmission. New England Journal of Medicine.
566 2016;375(9):830-9.

567 35. Eshleman SH, Hudelson SE, Redd AD, Swanstrom R, Ou S-S, Zhang XC, et al. Treatment as
568 Prevention: Characterization of Partner Infections in the HIV Prevention Trials Network 052 Trial.
569  Journal of acquired immune deficiency syndromes (1999). 2017;74(1):112-6.

570  36. Ngugi EN, Roth E, Mastin T, Nderitu M, Yasmin S. Female sex workers in Africa: epidemiology
571 overview, data gaps, ways forward. SAHARA: Journal of Social Aspects of HIV/AIDS Research Alliance.
572 2012;9(3):148-53.

573 37. Ao T, Sam N, Manongi R, Seage G, Kapiga S. Social and behavioural determinants of
574  consistent condom use among hotel and bar workers in Northern Tanzania. International journal of
575  STD & AIDS. 2003;14(10):688-96.

576  38. Naidoo S, Morar NS, Ramjee G. Participants as community-based peer educators: Impact on
577 a clinical trial site in KwaZulu-Natal. South African Journal of Science. 2013;109(7-8):01-5.

578  39. Medley A, Kennedy C, O’Reilly K, Sweat M. Effectiveness of peer education interventions for
579 HIV prevention in developing countries: a systematic review and meta-analysis. AIDS education and
580  prevention: official publication of the International Society for AIDS Education. 2009;21(3):181.

581 40. Zachariah R, Harries AD, Manzi M, Gomani P, Teck R, Phillips M, et al. Acceptance of anti-
582 retroviral therapy among patients infected with HIV and tuberculosis in rural Malawi is low and
583  associated with cost of transport. PloS one. 2006;1(1):e121.

584 41. Tuller DM, Bangsberg DR, Senkungu J, Ware NC, Emenyonu N, Weiser SD. Transportation
585 costs impede sustained adherence and access to HAART in a clinic population in southwestern
586 Uganda: a qualitative study. AIDS and Behavior. 2010;14(4):778-84.

24


https://doi.org/10.1101/674077
http://creativecommons.org/licenses/by/4.0/

bioRxiv preprint doi: https://doi.org/10.1101/674077; this version posted June 17, 2019. The copyright holder for this preprint (which was
not certified by peer review) is the author/funder, who has granted bioRxiv a license to display the preprint in perpetuity. It is made
available under aCC-BY 4.0 International license.

587  42. Lankowski AJ, Siedner MJ, Bangsberg DR, Tsai AC. Impact of geographic and transportation-
588 related barriers on HIV outcomes in sub-Saharan Africa: a systematic review. AIDS and Behavior.
589  2014;18(7):1199-223.

25


https://doi.org/10.1101/674077
http://creativecommons.org/licenses/by/4.0/

