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Abstract

My thesis presents a discussion of the concepts of vulnerability and
empowerment in research exploring female sex workers’ (FSW) engagement with
HIV Self-testing (HIVST). HIVST is regarded as an ‘empowering innovative
approach’ to HIV testing; however, there are concerns that HIVST may generate
unintended consequences, especially in the context of sex work. Despite
optimism around HIVST, no studies exist to date exploring how HIVST
‘empowers’ FSW in settings constrained by political and structural barriers. There
is a need to interrogate whether HIVST could increase
vulnerability/empowerment among FSW given the existing barriers and the
burden of responsibilities of HIV protection. | draw and reflect on a range of
theoretical perspectives on sex work, power, vulnerabilities and empowerment
and apply them to FSW'’s interaction with HIVST in the context of Blantyre,
Malawi. | aimed to explore how FSW engage with HIVST and the extent to which
this engagement contributes to their vulnerability or provide opportunities for
empowerment.

| conducted my research in peri-urban Blantyre where HIVST was implemented
as part of a large scale study. | used ethnography and participatory research
methods to address the following three key research questions: 1) What
constitutes FSW’s vulnerability and empowerment, including perceptions of HIV
risk in the sex work environment? 2) How does the sex work context shape
FSW’s experiences with HIVST and the meaning of empowerment? 3) How does
HIVST impact on FSW’s lives in relation to HIV prevention, treatment and care?

Overall, | found that FSW exercise limited power across their life course, although
their narratives highlighted both their sense of agency and the societal structural
forces shaping their decisions to engage and remain in sex work. Whilst FSW
clearly exercised agency in entering sex work, this was done in a context of
severely constrained choices shaped by gender relations and the global-local
political economy. The delivery of HIVST has the potential to increase FSW'’s
decision making power over when and where to test for HIV. However, the
specific power relations and vulnerabilities vary in sex work contexts because, for
some, the power to decide to test was not increased,; for others, feelings of
insecurity and a sense of the need for retesting were amplified. High (re)testing
rates among FSW indicate that knowledge of the risk of HIV infection was high,
though not translated into HIV prevention. These findings challenge the current
narrative that HIVST alone will reduce the HIV testing gap or increase access,
treatment and care, and prevent onward HIV transmission.

In conclusion, it is important to attend to the complexities of the political economy
forces, public and public health discourses, gendered power relations, and FSW’s
voices at the site of the intervention. Therefore, implementers should strategically
reconsider the delivery model for HIVST, as testing in some sex work locations
creates power dynamics leading to coercive testing, and sometimes resulting in
resistance from some FSW. As this is the case, HIVST should be implemented in
the context of efforts to build wider trusting relationships between providers and
FSW and to reduce widespread stigma and unequal power relations.
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1 Introduction

1.1 Introduction
This thesis explores the vulnerability and opportunities for empowerment
of female sex workers (FSW) that arises from their engagement with
human immunodeficiency virus (HIV) — testing technologies. It focuses on
FSW and the use of HIV self-testing (HIVST) as a case study through
which | consider the concepts of empowerment and vulnerability. The
study originates from the widespread assumption that HIVST can be
‘empowering’ to key populations, including FSW, especially prevalent in
public health discourses. It also originates from my personal interest in
social justice issues, particularly health inequalities that affect marginalised

populations, especially, women, in this case, FSW.

Perceived as a vulnerable and marginalised population, FSW often lack
access to HIV testing services (HTS) due to stigma, violence and their
working conditions, significantly increasing the risk of HIV transmission.
Public health reports suggest that HIVST could ‘empower’ FSW to have
regular testing to address their testing needs (World Health Organization,
2016a, 2019). This line of argument has gone uncontested in the literature.
In this thesis, | engage with the concepts of vulnerability and
empowerment to offer a critique of the implementation of HIV testing
technologies - in this case, HIVST - and biomedicine more broadly, and
the practices they engender in the context of sex work. | aim to interrogate
the forms of power HIVST implementation produces and supports and how
it affects agency in settings and populations characterised by structural

vulnerabilities.

1.2 Background to the research
Global efforts, especially in testing and treatment, have brought about
significant declines in HIV cases. Nearly 80% of people with HIV globally
know their HIV status (World Health Organization, 2019). In Eastern and



Southern Africa (ESA) between 2010 and 2018, the proportion of adults
with undiagnosed HIV decreased from 2.8% to 1.0%. These achievements
have been possible primarily because of the substantial scale-up of
effective HTS and antiretroviral therapy (ART) (World Health Organization,
2016b, 2019).

HIV testing is an essential gateway to the success of the HIV response
and is central to achieving the 90-90-90 targets (World Health
Organization and UNAIDS, 2017). The overarching goal of HIV testing is
to deliver diagnoses and effectively facilitate access to and uptake of
appropriate HIV prevention, treatment, care, and support (World Health
Organization and UNAIDS, 2017; World Health Organization, 2016). HTS,
treatment, and care interventions have the potential to reduce HIV
transmission and HIV-related morbidity and mortality (UNAIDS, 2015;
World Health Organization, 2016a).

Despite these achievements in HIV testing and ART, a substantial testing
gap remains, and in many settings, HTS are not sufficiently focused and
miss people who do not know their HIV status (World Health Organization,
2019). Men, adolescents and young people (15-24 years), sex workers,
men who have sex with men (MSM), and people who inject drugs remain
unreached despite being more affected by HIV than other groups and at
high ongoing risk (World Health Organization, 2019). UNAIDS considers
FSW to be one of the key population groups that are particularly
vulnerable to HIV, have significantly lower access to HTS and are less
likely to be linked to treatment and care (World Health Organization and
UNAIDS, 2017). Recent data suggest that globally the risk of HIV
acquisition among sex workers is 21 times higher than among other adults
aged 15-49 years (UNAIDS, 2017a). Poor coverage and low uptake of
HTS among FSW are related to the lack of availability and accessibility of
the services. Various levels of socio-economic need, punitive laws,
working circumstances, sex work typology, power and gender dynamics,

stigmatisation and violence contribute to FSW’s vulnerability to HIV



(Chanda et al., 2017; Nyblade et al., 2017; Shannon et al., 2015). These
vulnerabilities affect FSW’s agency and ability to respond to health
interventions, including HIV testing. Furthermore, those programmes that
address FSW's needs only offer small, fragmented projects with limited
scope and coverage (Bekker et al., 2015; UNAIDS, 2017a).

As FSW are at ongoing risk of HIV infection, maximising early HIV testing
is a public health priority for this group (World Health Organization,
2016a). HIV testing coverage is relatively high; however, the rate of repeat
testing among FSW continues to be low (UNAIDS, 2017b). Efforts to
optimise the delivery of HIV testing are needed for FSW to protect their
health. This HIV testing challenge among FSW requires a new focus and
other approaches to reach women living with HIV who remain
undiagnosed early in their infection. The availability of new HIV rapid
diagnostic testing technologies (RDTs) such as HIVST may potentially
address the needs of FSW. The critical aspect of HTS that target FSW is
how these interventions pan out in settings characterised by structural
vulnerabilities: how they address FSW’s HIV testing needs; how FSW are
engaged in planning and implementing such interventions, and; most

importantly, how they are received or resisted.

1.2.1 HIV self-testing

HIVST is “a process in which a person collects his or her own specimen
(oral fluid or blood) and then performs a test and interprets the result, often
in a private setting, either alone or with someone he or she trusts” (World
Health Organization, 2016, p. 11). There are multiple ways of delivering
HIVST, which vary according to the type of support, range of access and
site of sale or distribution (see Figure 1) (World Health Organization,
2016a). As with any RDT, a single test is not sufficient to make an HIV-
positive diagnosis. HIVST is a screening test that requires individuals with
reactive test results to seek a confirmatory test from a facility using a

validated national testing algorithm (World Health Organization, 2016a).



Globally, HIVST policy is at different stages of development and

implementation (see Figure 2).

Figure 1: Models proposed by the World Health Organization (WHO)
for HIVST according to support, distribution and access
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Figure 2: Global HIVST policy and implementation map
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Seventy-seven countries have policies, and 38 are implementing them; 47
countries’ policies are under development; and 33 countries are piloting

this initiative.

1.2.2 Assumptions about HIVST

HIVST can be “an empowering and innovative way” (World Health
Organization, 2016, p. 11) to address the problems of facility-based testing
by offering more choices, control and reaching first-time testers (Johnson
et al., 2014). In this case, ‘empowerment’ refers to an increased “sense of
control, as the technology allows freedom of choice of when, where and
with whom to use the test” (Oldenburg et al., 2018, p. 646). Growing
evidence shows that HIVST is acceptable, accurate and effective if used
correctly (Choko et al., 2011; Krause et al., 2013; Ngure et al., 2017).
HIVST is acceptable among young people and MSM (Indravudh et al.,
2017; Witzel et al., 2016) and facilitates serostatus disclosure among
couples (Kumwenda et al., 2014). In this way, HIVST represents another
step in line with efforts to increase individual autonomy, decentralise
services and create demand for HIV testing among those underserved by

conventional methods (World Health Organization, 2016).

Despite the current discourse positioning HIVST as a highly acceptable
community approach (MacPherson et al., 2014; Choko et al., 2017,
Ngure et al., 2017; Choko et al., 2019; Wulandari et al., 2019), there is
some evidence that decision-making processes around how self-testing
kits that are used under non-trial conditions may generate adverse
outcomes. For instance, relationships of unequal power and women’s
experiences of violence within intimate relationships can undermine this
tool's potential to offer ‘empowerment’ to protect oneself (Kumwenda et
al., 2019; Njau et al., 2016). The benefits of HIVST described by
participants across studies remain similar, even when analysed by
country income, key population type, participant education level, type of
specimen collection, whether an HIVST has been performed, and type
of approach (Figueroa et al., 2015).



However, research on social influences on the use and uptake of HIVST
within the sex work context remains insufficient. In a review of attitudes
towards and acceptability of HIVST among key populations, only three
studies included FSW (Figueroa et al., 2015). For key populations, the
potential benefits of HIVST identified include the possibility of frequent
testing (Bavinton et al., 2013; Katz et al., 2018) and reduced sexual risk
behaviour (Carballo-Diéguez et al., 2012). HIVST may have unintended
consequences, including the inability to refuse to test when offered the
chance to do so. Implementation of peer-led or community-based
HIVST distribution models could alter people’s autonomy and power
relations in the community or peer groups (Indravudh et al., 2017). For
example, there are different players in sex work communities, including
customers and venue owners. The power relations between these
individuals and FSW may impact on how FSW respond to HIVST

intervention.

In the context of ART, repeat testing is more likely to occur if there are
few barriers to testing and the users directly control the process of
testing themselves (Estem, Catania and Klausner, 2016). Increasingly,
programmes are reporting retesting with HIVST among those on ART.
For example, Kumwenda et al. (2014) found that couples who had not
shared their past positive results were retesting to disclose their status.
The reasons for retesting in other populations are unclear, and the
consequences are poorly understood (Fuente-Soro et al., 2018).

1.2.3 Context of the study

My study was nested in the HIV self-testing Africa (STAR) project in
Malawi. The STAR project was a Unitaid grant to initiate HIVST
implementation and research in different populations in Malawi, Zimbabwe
and Zambia. The STAR Project's overall objective was to test and optimise
distribution models of HIVST across the continuum of self-testing delivery.

Across the three countries, the STAR project's implementer was



Population Services International (PSI), and in Malawi, Malawi Liverpool
Wellcome Trust-Clinical Research Programme (MLW) conducted all the

research activities.

The STAR project was a two-phase (2015-2019) initiative to catalyse the
market for HIVST. In Malawi, as part of Phase 1 (2015-2017),
approximately 10,000 HIVST (OraQuick ADVANCE Rapid HIV-1/2
Antibody Test) kits were to be delivered through a peer distribution model
to FSW (age > 16 years old) in three districts (Blantyre, Mulanje and
Chikhwawa). PSI subcontracted the Pakachere Institute for Health
Development and Communication (Pakachere) to implement HIVST
among FSW in Malawi. Pakachere was one of the organisations
conducting ongoing HIV prevention, communication and advocacy work

with FSW in Malawi, including in Blantyre.

1.3 Theoretical underpinnings of the study
In this thesis, | use the concepts of vulnerability, empowerment, agency,
biopower and biocitizenship to offer a critique of HIVST. | aim to highlight
how power operates in sex work communities and how new forms of

power can affect those communities to facilitate change.

A key structural driver in the HIV epidemic is gender inequalities (power
imbalances between men and women) because of how they can shape
and constrain individuals in sexual interactions (Richardson et al., 2014).
Gender inequalities underpin power imbalances in society and can result
in women's subordination and their interests in a manner that favours men.
However, gender also interacts with other socio-cultural and economic
structures to shape different community vulnerabilities. Understanding how
these dynamics play out in sex work contexts is essential when developing

new interventions.

In this thesis, | am drawing on a socio-ecological framework of

understanding vulnerability arising from the relationship between



individuals and their structural and environmental contexts (Baral et al.,
2013; Tan et al., 2014). This understanding draws attention to the role of
extraneous factors in health outcomes and yet does not ignore the
individual, whose sexual encounters constitute an HIV risk. Instead,
individuals’ choices and decisions, thus, their agency, and behaviours
depend not only on their characteristics but also on a group- or
community-level attributes and understandings, which together constitute
other determinants of HIV risk. These factors, in turn, influence the
structural and environmental contexts within which individuals live. The
dynamic nature of vulnerability and its link to power and agency is
essential to understanding the concept. Therefore, | also include agency,
power, and political and cultural relationships in recognition of the fact that
gender, age, ethnicity and values are also important features of
differences in how environments change, and different people experience
management strategies. These social differences may produce varying
experiences in different contexts and populations.

My conceptualisation of empowerment in this thesis is concerned with
presenting the limitations of public health discourses in examining change
derived from biomedical HIV testing technologies. Different political
economy contexts and populations offer contested spaces that reveal the
barriers to realising emerging medical technologies' promise to improve
health outcomes. The dynamic nature of social, economic and political
structures constantly alters power balances in society, resulting in various
empowerment dimensions to achieve better health outcomes. This creates
societies in flux; the conceptualisation of empowerment needs to reflect
this to achieve better health outcomes. As such, | have also looked at the
concept of biopower to understand the practices of institutions and reflect
the framing of policy and wider institutional discourses, as well as
biomedical governance imperatives that shape the implementation of HIV
interventions. | have used the concept of biocitizenship to explore how
HIVST produce new forms of subjectivity, corporal realities and practices

of those who use the technology.



1.4 Justification of the study
Although rights-based activism around HIVST development puts a high

level of emphasis on ‘empowerment’ as individual autonomy and control,
there have been no studies to explore how such technologies alter power
relations or enable or constrain FSW’s agency in sex work environments.
Scott (2014) argues that those settings characterised by high HIV
prevalence and experience of social stigma may benefit less from HIVST.
Therefore, HIVST may result in unintended consequences as its
implementation unfolds in a complex sex work context characterised by
unequal power relations, stigma and high HIV prevalence. In addition,
there are concerns about the potential for coercion to test — for example,
venue owners and customers forcing FSW to test (Scott, 2014). Therefore,
bringing about a change in HIV testing coverage is not just about handing
out test kits to a population but is instead about questioning how the

intended users would use these Kkits.

The concept of empowerment poses essential questions about the
translation of HIVST into different settings and its effect in those settings
(Whittaker, 2015). The motivation to use the technology relates to social
factors, HIVST rhetoric and imagined futures. To understand the process
of empowerment, ideally, we need to scrutinise how the introduction of
HIVST creates different forms of power in these communities and how
HIVST alters the power inequalities that exist in FSW’s varied power
relations. In this case, empowerment is a process of opening closed doors
to engage FSW in dialogue around the issues that affect them, listen to the
FSW’s voice by designing interventions, and allow FSW to drive these
changes settings. We also need to understand how social networks can

affect FSW'’s positionality during the implementation of HIVST.

It is important to understand sex work settings, the power structures
surrounding sex work, and FSW’s needs and how their experiences of

vulnerabilities in these contexts translate into their desire for change, their



belief in the possibility of change, their subsequent agency and the
choices they make to deal with their situation. FSW differ in terms of sex
work type, marital status, geographical position, mobility, income levels,
and the types of customers they solicit (Chizimba and Malera, 2011; Ngugi
et al., 2012). These differences also determine their differences in
vulnerability and how they can respond to HIV prevention interventions.
Given the complex nature of the vulnerability that FSW experience,
Rogers, Mackenzie and Dodds (2012) argue that this inquiry requires a
nuanced analysis of how they can be supported to improve their lives. A
more nuanced understanding of vulnerability requires a careful
disaggregation of the structure of the situation. Therefore, vulnerability
analysis must include both sensitivity to both change and space and a

recognition of how different groups in society experience risk.

1.5 Aim and objectives

1.5.1 Aim
To explore how FSW engage with HIVST and the extent to which this
engagement contributes to their vulnerability and/or opportunities for

empowerment in Blantyre, Malawi.

1.5.2 Specific objectives

1. To establish perceptions of HIV and wider vulnerabilities among
FSW in different locales, contexts and interactions in Blantyre,
Malawi.

2. To understand what empowerment means to FSW and how
different locales, contexts and interactions shape this meaning in
Blantyre, Malawi.

3. To explore how FSW engage with HIVST, and how different locales,
contexts, interactions and positionalities shape this engagement in

Blantyre, Malawi.

10



4.

5.

To explore how the use of HIVST impacts on FSW’s lives, in
relation to HIV prevention, vulnerability and opportunities for
empowerment.

To examine the implications of the findings on future biomedical
HIV prevention technology interventions among FSW in Blantyre,

Malawi.

The following research questions have guided me in achieving these

objectives:

1.6

What constitutes FSW'’s vulnerability and empowerment, including
perceptions of HIV risk in the sex work environment?

How does the sex work context shape FSW’s experiences with
HIVST and the meaning of empowerment?

How does HIVST impact on FSW'’s lives in relation to HIV

prevention, treatment and care?

Definitions of key concepts used in the thesis

In this section, | outline the definitions of the key concepts used in this

thesis, and | provide a more detailed discussion of the concepts in Chapter

2.

Sex work is the exchange of money or goods for the provision of
sexual activities, performances or products, either regularly or

occasionally (Baral et al., 2012; World Health Organization, 2012).

Vulnerability is the potential for harm as determined by the
relationship between people and their social, political, economic
and cultural environments and the lack of capacity to recover from
this situation (Chambers, 1989; Blaikie et al., 1994).

Empowerment is the process through which individuals transform

power relations within their environment and how they feel about

11



themselves while making decisions about their lives (Batliwala,
1994; Mayoux, 2000).

Power refers to the ability to influence, dominate or control the
actions, decisions and behaviours of others, and the capacity to
change something, to be changed or to resist change; it is relative
and dynamic and varies according to the situation or context in

which it is being exercised (Read, 2012).

Agency is “the ability to define one’s goals and act upon them”
utilising available resources (material, human and social). The
exercise of agency may be reflected in decision-making, but also in
“bargaining and negotiation, deception and manipulation,

subversion and resistance” (Kabeer, 1999, p. 438).

Biopower “entails one or more truth discourses about the ‘vital’
character of living human beings; an array of authorities considered
competent to speak that truth; strategies for intervention upon
collective existence in the name of life and health; and modes of
subjectification, in which individuals work on themselves in the
name of individual or collective life or health” (Rabinow and Rose,
2006, p. 195).

Biocitizenship is an active form of citizenship that produces new
forms of belonging, claims to expertise and access to resources
oriented around biological claims (Cooter, 2008; Novas, 2015).

Medicalisation is the process by which some aspects of human
conditions and problems come to be considered and treated as
medical problems, when before they were not considered
pathological (Maturo, 2012).

12



1.7 Outline of the thesis

| present this thesis in eight chapters. Following this introduction (Chapter
1), | review the literature to highlight the theoretical underpinnings of the
concepts of vulnerability, power empowerment and sex work; | also
present how these concepts are situated in HIV prevention programmes,
particularly looking at the literature on HIVST as an emerging HIV
technology (Chapter 2). In Chapter 3, | describe Malawi's context,
specifically the historical, political, gendered power relations, the sex work
legal framework, and the progress made in responding to the HIV
prevention needs of FSW. In Chapter 4, | discuss the methodology and
methods used in this study as well as the mechanisms used to assure the
guality of data and address ethical issues. | divide the results and
discussion into three chapters (Chapter 5-7), where | bring together
findings and embed them in the literature, the context of sex work in

Malawi and the broader context.

In Chapter 5, | discuss the power relations and vulnerabilities of FSW in
the sex work context. Their narratives reveal that these women encounter
a range of substantive difficulties and challenges in their lives. | highlight
different dimensions of their perceived and experienced vulnerability and
opportunities for empowerment. In Chapter 6, | move on to consider
FSW’s engagement with HIVST, where | provide an overview of HIVST
uptake and discuss power relations and vulnerabilities and how they have
shaped experiences with HIVST among FSW. | also explore how HIVST
increases the opportunities for some FSW to exercise agency in HIV
testing, or constitutes new power relations and new practices of
biocitizenship. | further explore how existing unequal power relationships,
exploitation, and testing obligations were being perpetuated in new ways
through HIVST. In Chapter 7, | discuss the experiences of FSW post-
HIVST in relation to changes in their lives, their varied relationships after
receiving their HIVST results, and their engagement with HIV prevention,
treatment and care services and the impact on sex work. | explore how

HIVST in this setting increase or reduce FSW agency to engage with HIV
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prevention, treatment and care and their well-being freedom. | also explore
the role of the health system in facilitating the creation of empowered
therapeutic citizens. Finally, in Chapter 8, | provide implications,
concluding remarks and recommendations for future HIVST interventions
and consider how the thesis contributes to developing an understanding of

vulnerability and empowerment.
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Figure 3: Conceptual map of the thesis
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2 Theoretical perspectives and literature review

2.1 Introduction

In this chapter, | review the existing evidence and arguments on sex work,
vulnerability, agency and empowerment that frame the context of the study. |
discuss different theoretical perspectives, including those drawn from the
disciplines of anthropology, gender studies and sociology, to understand
these concepts, highlighting the framing of sex work in sub-Saharan Africa
(SSA). | give particular attention to instances where the concepts of
vulnerability and empowerment relate to FSW, HIVST and public health. I first
present a discussion on the concept of sex work and agency within it (section
2.3). In the second section (2.4), | explore the concept of vulnerability and its
complexity and relational and dynamic nature. In the last section (2.5), |
explore the multidimensionality and multidisciplinary nature of the concept of

empowerment and its relation to agency.

2.2 Literature review search strategy
In this study, | used the following search strategy to find theoretical, empirical,
practical and policy literature for the review. The database search included
Africa-Wide Info, Cumulative Index of Nursing and Allied Health Literature
(CINAHL), Embase, Global Health, Medical Literature Online (MEDLINE),
PsycINFO, National Library of Medicine (PUBMED), and Web of Science. |
accessed the grey literature through the relevant world wide web pages to find
technical reports and working papers. | search the reference lists of all
identified reports and articles for additional studies. | considered studies in
English for inclusion in this review because | am fluent in this language. There
was no restriction in terms of the year of publication and geographical
location. This decision was made to allow the inclusion of historical and
contextual experiences of sex work and understand the foundations and the
various ways of conceptualising empowerment and vulnerability. | used the

following keywords in the search; female sex workers, sex work, gender,
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agency, peer education, empowerment, vulnerability, HIVST, HIV, AIDS,

prevention, technologies, power, biocitizenship and therapeutic citizenship.

2.3 Understanding sex work

In this section, | explore the meaning of sex work, focusing on gender

theories, structural and individual factors and its theoretical issues.

Sex work is often used as an umbrella term to describe any type of sexual
activity, performance or product exchanged for money or goods (Baral et al.,
2012). It is a recent term, coined by Carol Leigh (an FSW and advocate) in
1978 to replace the term prostitution (Global Network of Sex Work Projects,
2014). For a long time, the term prostitution has had negative connotations
rooted in the patriarchal oppression of women and gender inequality
(MacKinnon, 1993; O’Neil, 2000; Sutherland, 2004; Chizimba and Malera,
2011; Farley and Butler, 2012). The shift in terminology resulted from the sex
work political movement, which debated views of sex work based on
oppression and empowerment, offering conflicting ideas of agency
experienced by FSW (Weitzer, 2010; Jean, 2015). This terminology shift
reflects respect for individual, social, cultural, economic and human rights
(McMillan et al., 2016).

Here, | simplify my arguments as binary to give an overview of the sex work
paradigms. Within the oppression paradigm, FSW do not choose to enter or
remain in sex work; instead, sex work is a way in which males can exert
dominance and power over women (MacKinnon, 1993; Barry, Kathleen, 1996;
Weitzer, 2009). In this manner, the oppression paradigm regards sex work as
oppressive, regardless of an individual’s choice to engage in sex work,
thereby denying FSW agency. In contrast, the empowerment paradigm
contends that sex work can exist as an alternative way of earning a living, and
for some, it can bring substantial financial returns (Weitzer, 2010). Sex work is
a space of potential agency for women, rather than necessary subordination:
FSW are not victims — instead, it offers opportunities for empowerment

(Ahmed, 2011). According to this paradigm, FSW have a choice to enter,
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remain in or leave sex work; however, it is also acknowledged that agency is

not uniformly exercised.

The term sex work has since been used widely in academic publications,
official international briefings and policy and by sex work activists. The WHO
(2012) defines sex work as the act of receiving money or goods in exchange
for sexual services, either regularly or occasionally. Since the sex work term
was coined, FSW rights organisations have sought to make a large-scale
impact, often integrating local outreach and direct services to FSW with

advocacy and policymaking agendas (Musto and College, 2015).

However, research across the globe shows that the lives and experiences of
FSW transcend the simplistic binary arguments of victimhood and FSW’s
agency (Van Der Meulen, 2012). The studies conducted among FSW show
that some women are capable of making independent decisions, making
choices and taking actions based on the options available to them, but also
highlight ways in which agency can be constrained (Fitzgerald-Husek et al.,
2011; MacPherson et al., 2012; Swendeman et al., 2015). Some women
engage in sex work hoping for more than just money in exchange for sex:
some are looking for long-term relationships and others for love (Stoebenau et
al., 2016; Wamoyi et al., 2016). In SSA, sex for money often underlies most
non-marital relationships based on love, emotional support or social
expedience and is rarely perceived as sex work or immoral (Jewkes et al.,
2012; Wamoyi et al., 2010). These views highlight the fact that there are
myriad reasons why women engage in sex work, which challenges both the
oppression and empowerment paradigms. Therefore, one needs to
interrogate the underlying structural and individual factors to understand
FSW’s reasons for involvement in sex work depending on the context and

circumstances.

2.3.1 Structure and agency
In this section, | discuss the relevance of the structural factors and agency

understandings of sex work.
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Drawing on Kabeer (1999, p. 438) definition of agency, agency is

the ability to define one’s goals and act upon them, utilising available
resources (material, human and social). The exercise of agency may
be reflected in decision-making, but also in bargaining and negotiation,
deception and manipulation, subversion and resistance.

This definition reflects the individual’'s awareness and negotiation of different
situations and the fact that agency and action are embedded within the larger
social structure. The reciprocity between agency and structure offers a means
of developing further understanding of sex work since it widens the way
decision-making can be understood and how particular structures operate or

drive actors to make particular decisions (Nkhoma and Charnley, 2018).

The structure and agency framework of sex work highlights sex work within
structural economic, political and ideological contextual specificities that
shape involvement in and experiences of sex work while acknowledging those
involved as active agents. This is evident in sex work studies that document
gendered power inequalities (Baleta, 2015), drugs (Miller et al., 2011),
pleasure (Almeida, 2011) and poverty as shaping decision-making processes
in involvement in sex work. Despite some similarities of circumstances and
conditions surrounding sex work, specific conditions and reasons for joining,
continuing or leaving sex work vary widely within and between countries. Sex
work in SSA is deeply rooted in historical and political events and gendered
power relations that leave women in a disadvantaged position and have a
direct effect on the kind of sexual relationships they enter and how they
negotiate different issues in these sexual relationships (Desmond et al., 2005;
Baleta, 2015; Stoebenau et al., 2016; Wamoyi et al., 2016). In these highly
patriarchal societies, socialisation processes that women undergo impact on
the level of agency they can express when dealing with issues concerning

their body, health and access to resources (Wamoyi et al., 2016).

Once women join sex work, their experiences vary, as sex work is unevenly

regulated regardless of whether it is criminalised, decriminalised or legalised.

19



Punitive laws play a central role in how individuals experience sex work and
any corresponding violence and stigma they encounter (Musto et al., 2015).
Studies in Southern Africa conducted by FSW themselves show that sex work
lowers the possibility of agency for some FSW (Hendricks and Woensdregt,
2018). High levels and multiple forms of violence, stigma and discrimination
characterise the sex work experiences of some women. Punitive laws cement
the cultural, religious and societal perceptions of FSW and have exacerbated
the stigma associated with sex work.

2.4 Conceptualising vulnerability
In this thesis, | define vulnerability as the potential for harm as determined by
the relationship between people and their social, political, economic and
cultural environments and the lack of capacity to recover from this situation
(Chambers, 1989; Blaikie et al., 1994). This definition captures the key
elements of understanding vulnerability; it focuses on the analysis of
vulnerability on the relationships, power dynamics, and social and political
circumstances of the particular population. Causes and phenomenon of
vulnerability arising from the interaction between the physical and processes
in the environment, thus, biological, social, political, economic and cultural
factors that affect an individual or group of individuals (Scheibe, Drame and
Shannon, 2012; Servin et al., 2015). The dynamic nature of the social,
economic, environmental and political factors usually alters power balances in
a society (Andanda, 2009). Therefore, vulnerability cannot be defined as
independent of the relationships, power dynamics, and social and political
circumstances of the particular protocol. Vulnerability can be exacerbated

through powerlessness, exploitation and discrimination.

In this section, | summarise the primary views on the concept of vulnerability
in the literature. From my review of the literature, | have identified three
significant themes that emerge as manifestations of vulnerability: (1) humans
are vulnerable beings, (2) our experience of vulnerability matters, and (3)

vulnerability is relative to the environment.
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2.4.1 Universalist approach

According to the universalist approach, vulnerability is a universal shared risk;
thus, everyone is vulnerable because everyone has an embodied, finite and
socially contingent existence (Turner, 2006; Fineman, 2008; Rogers,
Mackenzie and Dodds, 2012). According to this view, Turner argues, the state
of vulnerability is a fundamental feature of humanity: it is inescapable (Turner,
2006). In relation to the oppression paradigm of sex work, Weitzer (2010)
argues that FSW are inevitably vulnerable since sex work is part of patriarchal
social structures and relations which exploit FSW. However, this inevitability
fails to recognise the agency that FSW have within those social structures or
the potential for resilience. It oversimplifies the complex experiences of FSW
and fails to recognise their agency and the strategies they use to mitigate their

circumstances.

The universalist view of vulnerability, therefore, does not offer opportunities
for empowerment or for people to exercise their agency, nor does it recognise
differential vulnerability. McLaughlin (2012) is critical of how ideas of universal
vulnerability have risen to the forefront of individuals' relationships with social
structures. He sees the rise of ‘vulnerable identities’ as characterising
contemporary society, and as linked with a decline in the power of collective
social movements and political activism. Coeckelbergh (2013) advances the
notion of vulnerability to argue that vulnerability is a relational concept: that is,
a condition (universal) as well as an experience (situational). Coeckelbergh
(2013) contends that vulnerability is neither something we create nor
something we perceive about a relationship between an object and a subject.
Rather, vulnerability is a feature of the relation between us and the world and
is primarily shaped by what we do. Further, vulnerability is a process and is
dynamic: our desires and expectations change as our powers and abilities

change.

2.4.2 Taxonomies approach
According to this approach, vulnerability is an increased risk of harm and

wrongs in the lenses of three different and overlapping sources of
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vulnerability: inherent (which is the same as universalist approach), situational
or pathogenic (Hurst, 2008; Lange, Rogers and Dodds, 2013). This approach
draws on the universalist perspective but goes beyond it to look at the
complexity of the living environment to shape vulnerabilities and
consequences. Individuals can experience each source as occurrent
(immediate and present) or dispositional (latent or background) (Hurst, 2008).
Inherent sources of vulnerability include sources that are inescapable to
human nature and generate our neediness, our dependence on others and
our social natures (Rogers, 1997). The extent of all these sources depends on
age, health, gender and disability, as well as capacity for resilience, coping

and available social support (Levine et al., 2004).

The concept of vulnerability draws attention to the circumstances of people
who find themselves at elevated risk. Situational vulnerability can be
associated with forces that include the social, political, economic or
environmental situations of an individual or group (Levine et al., 2004), and
how people respond to their environment. The pathogenic sources of
vulnerability trickle down from situational sources due to dysfunctional social
or personal relationships. Sometimes, responses to vulnerability may worsen
vulnerabilities or generate new ones. Features of pathogenic sources of
vulnerability include prejudice, abuse, injustice or political violence (Drame
and Foley, 2015).

In relation to FSW, the pathogenic sources resonate with the universalist view
of vulnerability and sex work, specifically looking at FSW as inevitably
vulnerable or pathogenic because of the work they do and their biographies.
There is an attempt to show that sex work is the result of a social, political and
economic environment that forces women into sex work. This type of
vulnerability involves elements of individual agency or choice as FSW are

acting in response to their circumstances in life.

However, what is problematic about the taxonomies approach is that it does
not provide a platform to analyse the complexity of society. Life situations

cannot fit neatly into different taxonomies, without recognition that these
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taxonomies tend to overlap, as suggested here (Luna, 2009). There is no
superior taxonomy that can describe the layers of vulnerability in sex work.
Luna (2015) argues that choosing one taxonomy is a means of silencing other

voices.

2.4.3 Labelling approach

According to this view, vulnerability can be attributed to groups of individuals
who show susceptibility to specific kinds of harm. Certain groups of individuals
are associated with vulnerability due to being seen as people who have had a
degree of misfortune and share certain characteristics (Underwood et al.,
2011). These groups are identified in the literature on support and
management of vulnerable groups, but who is referred to within each category
varies widely (Luna, 2014). Vulnerable groups may include persons who have
limited capability or who have insufficient power, intelligence, education,
resources, strength or other necessary attributes to protect their interests
(Luna, 2009). This also relates to how public health frames problems. In
public health, for instance, sex workers, women, older people and children are
often labelled as vulnerable groups (World Health Organisation, 2012) due to

their vulnerability to ill health.

My review of the literature also highlights the fact that some individuals are
more vulnerable — those who are labelled ‘the most vulnerable’. The
employment of the term ‘the most vulnerable’ sometimes carries with it a
strong implied ethical responsibility to address the challenges of those
labelled as most vulnerable by outsiders (Luna and Vanderpoel, 2013;
Wrigley, 2015). In the same vein, while certain groups or individuals may be
constructed officially as vulnerable and by implication deserving, their
treatment in practice implies that they might also be considered a risk to

society to some extent.

Benoit and Millar (2001) argue that FSW are labelled as vulnerable due to
violence, stigma and discrimination and unsupportive legal frameworks. Both

the oppression and the FSW agency paradigms view FSW as vulnerable in
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the sense that the sex work environment prevents FSW from having any real
control over their safety, but the FSW agency paradigm stresses that this
vulnerability is not universal to all sex work in time and space (Benoit and
Millar, 2001).

2.4.4 Layered approach

Luna (2015) suggests that the universalist approach to vulnerability can be
utilised as a background condition because it is true that we are all vulnerable
to ill health and death. The relational and contextual features of vulnerability,
however, are the critical ones for facilitating the special protection of
individuals who are inherently vulnerable. In criticising the taxonomies of
vulnerability framing, Luna argues for a layered approach to vulnerability.
There is a set of layers that render a person vulnerable. It is a way of
understanding vulnerability by identifying different layers at the same time
without providing a specific order (Hurst, 2008). Layers of vulnerability give
flexibility to understanding vulnerability and allow for the unfolding of a variety
of problems related to the circumstances under analysis (Hurst, 2008). The
idea of a layered approach fosters the identification of different layers and
shows how they are expressed and can interact with the environment. Luna’s
work, however, does not account for the necessary response or obligation to

different layers of vulnerability (Luna and Vanderpoel, 2013).

According to this view, FSW have a range of vulnerabilities due to their
multiple identities, power relations, biographies and sex work typologies. The
layered approach is vital in looking at FSW as a heterogeneous group, and
understanding different experiences, exploring vulnerabilities and
opportunities for empowerment in more depth. Vulnerability needs a dynamic
and contextual analysis that captures the multifaceted, multidimensional and
relational aspects of the concept, where the layers of vulnerability may
overlap. However, there is a danger that this approach underplays the
structural influences of vulnerability by putting too much emphasis on the

layers of vulnerability.
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2.4.5 Vulnerability and biomedicine

The Ottawa Charter for Health Promotion (1986) mapped a landscape of
health that emphasised the social determinants of health and led to a new
framing of vulnerability to ill health (Rogers, Mackenzie and Dodds, 2012).
The analysis of vulnerability in public health focuses on how health changes in
response to changes in societal exposures, including addressing social
inequalities in access to treatment options, prevention and health outcomes
(Beroya-Eitner, 2016). Understanding the factors of such vulnerabilities in
public health, such as age, gender and geographical location, may facilitate
better policies and improve population health (Luna, 2009). Stephenson et al.
(2014) argue that we need to interrogate how the concept of vulnerability is

being appropriated in public health.

Public health looks at who is susceptible to ill health in order to control,
prevent and treat diseases. Vulnerable persons are social groups that have
an increased relative risk of or susceptibility to adverse health outcomes
(Rogers, 1997; Luna, 2014). Evidence shows that people who experience
more vulnerability drivers are likely to face greater health disparities (World
Health Organization, 2012; Bates et al., 2004). The importance of combining
biological, social and structural factors in identifying vulnerable groups is that
it shows commitment to the promotion of positive health outcomes by
identifying and giving priority to those whose ill health is the result of
systematic environmental and structural disadvantages (Bates et al., 2004;
Rogers, Mackenzie and Dodds, 2012).

2.4.6 Vulnerability and HIV

The concept of vulnerability in public health has received much attention in
the context of the HIV epidemic. Previous approaches in responding to the
HIV epidemic focused on high-risk groups, including FSW and MSM, whose
sexual behaviour was considered risky (Kalipeni, 2000; Tallman, 2016). In
recent years, interventions in response to HIV have shifted towards an
understanding that HIV-related vulnerability evolves in complex socio-

economic contexts (Stephenson et al., 2014) to prompt action on structural
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causes and social determinants of health and illness, advancing attempts to
address health inequities and inequalities. In this section, | discuss how,

gender power relation and poverty shape HIV risk and wider vulnerabilities.

Here, | use the term structural violence as conceptualised by Johan Galtung
(1969) to highlight disparities and to identify socially constructed patterns of
disease across population groups (Kleinman, 2000; Farmer 2004). Galtung
(1975, p. 173) defined structural violence as “the indirect violence built into
repressive social orders creating enormous differences between potential and
actual human self-realisation”. Drawing on Galtung, Farmer et al. (2006)
argued that structural violence is a way of describing social relationships that
place individuals in a vulnerable state. These relationships are described as
‘structural’ because they are embedded in the political and economic
organisation of our social world and ‘violent’ because they cause injury to
individuals who are not responsible for perpetrating the inequalities (Farmer et
al., 2006).

Many analyses of structural violence include gendered power relations as an
important driver of structural violence. These relations influence who has
power and authority to make decisions both within the household and within
wider society (Farmer et al., 2006). Drawing on Connell, gender is understood
as a materialist orientation of an individual, thus, in terms of practices, what
people actually do, rather than what is expected of them (Connell, 1985).
Gender power relation is considered as a structural construct since it
originates from socially constructed gender norms and stereotypes that create
a distinction on what are the roles and the rights of individuals in society.

From a public health perspective, it is these gender-based inequalities and
disparities (for example, in women’s economic potential, control of resources,
and their role in society) that generate the exposure or acquired risk that
adversely shape women’s health (Wingwood, 2000). They determine whether
people’s health needs are acknowledged, whether they have a voice or
control over their lives and health and whether they can realize their rights

(World Health Organization, 2007). Harmful dimensions of gender power
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relations that emanate from the ideology of masculinity, such as gender-
based violence have been linked to HIV vulnerability among women in SSA
(Gupta, 2000; Jewkes et al., 2010). Gender inequity in SSA contributes to the
spread of HIV and impeding prevention efforts, and in the coping responses to
the epidemic. All these interact to increase women’s vulnerability to disease,

including HIV.

Exploring the relationship between sex work and HIV reveals a gendered
distribution of power that favours men and fuels the spread of HIV. Poverty
and economic disparity are some of the driving forces of sex work, especially
in SSA (Ampofo, 2001; Awungafac, Delvaux and Vuylsteke, 2017). Power
dynamics also play a crucial role in the sex work environment and the lives of
FSW, right from the scope of negotiation with customers and partners on
condom use and sexual acts and managing the control and influence of
stakeholders, such as venue owners (Ranebennur et al., 2014). There is a
vast literature that discusses negotiating power and its impact on agency
among FSW in the context of HIV prevention, particularly condom use. Having
the ability to communicate and negotiate condom use means having the
confidence to bargain for safer sex in light of the social cost of such
negotiations. FSW inability to negotiate condom use is one of the strongest
correlates of poor condom use. Women'’s inability to negotiate safer sex may
be particularly difficult due to perceived violence, alcohol and drug abuse and
when the woman is in a committed relationship. Studies have established that
a lack of negotiation skills has impacted how FSW relate to their customers
when making decisions about condom use (Shannon et al., 2009; Wirtz et al.,
2015).

A study in India found that a higher degree of mobility was associated with
higher rates of inconsistent condom use with customers and stable partners
(Bharat et al., 2013). Poverty and limited economic opportunities, particularly
among women, are the key factors in entering sex work (Fielding-Miller et al.,
2014; Nkhoma and Charnley, 2018). Once in sex work, these factors
exacerbate FSW'’s vulnerability because poverty and limited economic

opportunities have been associated with limited FSW agency in decision-
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making processes. Women with low education levels have higher HIV
prevalence compared to their counterparts, and that education has protective
tendencies on HIV prevalence, as literacy is positively associated with
comprehensive knowledge about HIV/AIDS (UNAIDS, 2009; Scheibe, Drame
and Shannon, 2012).

After defining FSW as a vulnerable group, the WHO (2014), for instance, has
recommended that HIV programmes targeting this population should address
the social and structural inequalities that exist among them. Given this, such
interventions must be met with nuanced, multilevel responses suited to the
multifaceted complexities of any given setting. However, the current
empowerment-based approaches to HIV responses among FSW are rare in
SSA, and, when available, they are often project-based and not integrated
with or run in parallel with the national healthcare system (Kerrigan et al.,
2013a). Stigma and lack of legal support in most SSA settings prevent FSW
from seeking protection in the face of violence and has resulted in a lack of
response from health sector, law enforcement institutions and social services
to FSW’s concerns (Abelson et al., 2019; Huschke, 2019).

2.4.7 Vulnerability and technologies of the self

Culture has always evolved, and technological developments are instrumental
to changes in society (Coeckelbergh, 2013). Historically, technologies have
been developed to enhance human abilities and increase efficiency, and in
the long run, how people use these technologies has also changed the
broader social and political context (Coeckelbergh, 2013). This is a symbiotic
relationship, as technology changes culture and in turn, culture changes how

technology is used, appropriated and understood.

Foucault analyses technology as a way of revealing societal truths(Foucault,
1988). Foucault sets out a typology of four interrelated ‘technologies’ that
shape, influence and define the self: (1) ‘technologies of production’ (2)
‘technologies of sign systems’ (3) ‘technologies of power’ and (4)
‘technologies of the self’. ‘Technologies of the self’ grant individuals to change
on their own or with the help of others to attain a particular state of satisfaction
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or immortality (Foucault, 1988). Drawing on Foucault, Coeckelbergh calls the
technologies of the self ‘anti-vulnerability strategies; thus, we design and use
technology to decrease our vulnerabilities (Coeckelbergh, 2013). The idea of
modernity creates both personal and societal risks and vulnerabilities. To
support this view, Beck (1992) states that the modern world is a “risk society”
produced by modernisation. New technologies create new opportunities but
also involve new risks. In the same vein, Coeckelbergh (2013) emphasises
the paradox of technology; technology is at the same time the problem and
the solution. Coeckelbergh (2013) argues that technology helps us in our
struggle against risk and vulnerability but at the same time technology creates
new risks, thus transforming vulnerabilities rather than reducing them. The
new risks and vulnerabilities coexist with the old ones, and it is the response
to the old ones that determine the performance and effect of the new
technology. Then it is essential to explore not only new technologies and the
new risks and vulnerabilities they may create but also their implications for the
old ones, which are often reshaped by the new technologies (Coeckelbergh,
2013).

In this case, HIVST as a technology of the self assumed to address
vulnerabilities and provide opportunities for ‘empowerment’, could be at the
same time a solution and a problem. HIVST could help with waiting times at
HIV testing facilities or the stigma that FSW face when they enter the medical
setting, but at the same time, HIVST could create new risks, thereby
worsening their vulnerabilities. As Luna (2009) argues, in the analysis of
vulnerability, it becomes necessary to unpack different layers of vulnerability
among diverse groups because engagement with the technology by different

social groups can produce varied pathologies.

2.5 Conceptualising empowerment
Empowerment is rooted in development studies, and over the years, scholars
have offered varied definitions of the concept. Empowerment can be defined
as the process through which individuals transform power relations within their

environment and how they feel about themselves while making decisions
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about their lives (Batliwala, 1994; Mayoux, 2000). It is viewed as a
multidimensional social process that enables people to gain control over their
own lives by acting on issues that they consider as important through sharing
in decision making and negotiation (Makoae and Mokomane, 2008). The
concept assumes that empowered people develop a stronger sense of control
or influence which gives them competence in daily life in the pursuit of their
aspirations and goals. Central to the empowerment process are actions in
which both individual and groups express their needs and concerns, engage
in decision making and collective efforts to achieve those needs (Wallerstein,
2002).

Empowerment is a complex process of negotiation rather than a linear
sequence of inputs and outcomes (Cornwall and Edwards, 2010). Cornwall
and Edward (2010) argue that changes in people’s lives, especially women,
take place outside of conventional interventions, and these might include
health interventions. They state that context is important in making sense of
empowerment because context can shape the possibilities of women’s
empowerment by facilitating and enabling but also blocking and restricting
possibilities. They further argue that empowerment is not just about enlarging
the boundaries of action. Instead, it is also about increasing choices, but the
choice is also context-specific as it depends on both the broader structural
environment and circumstances of particular women (Cornwall and Edwards,
2010). Empowerment is also a dynamic negotiation process that revolves
around both subtle and overt exercise of agency.

In the following sections, | discuss the relationship between agency and
empowerment; the concept of power set out by VeneKlasen and Miller and by
Foucault and how these theories contribute to studies of health and iliness,
and science, technology and society. | then discuss the concept of
empowerment and how it has been interrogated and explored in public health.
In the last part of this section, | further discuss the use of the concept of power

in understanding empowerment in HIVST.
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2.5.1 Agency and empowerment

| draw my understanding of the relationship between agency and
empowerment from Kabeer and Drydyk. Kabeer (1999, p. 437)
conceptualises empowerment as “the process by which those who have been
denied the ability to make strategic life choices acquire such an ability” and
this reduction or addition of choices explain one’s situation. Gender
inequalities embedded in cultural and ideological spheres affect women’s
empowerment as their choices are constrained (Das and Kundu, 2009).
Therefore, one makes choices under certain preconditions or with resources
that allow one to achieve new resources or more decision-making power over
one’s well-being. Kabeer (1999) also highlights the relationship between
poverty and disempowerment because the inability to meet one’s basic needs
can often rule out the ability to exercise meaningful choice (Kabeer, 1999).
Poverty may be a precondition for a woman demonstrating her financial
situation, which may lead her into sex work. The income from sex work may
give her the needed money to sustain her well-being. In this case, income
from sex work adds new resources. Kabeer (1999) argues that the ability to
exercise choice incorporates three inter-related dimensions to the ability to
exercise choice: resources, process (agency), and achievements (outcomes).

She uses the term resources to include both access and future claims to a
combination of materials (economic, human and social resources) that can
improve the ability for individuals to exercise choice. However, access to
resources does not mean control of resources. The second dimension of
empowerment relates to agency, which stresses the important inequalities,
including health, to make strategic decisions rather than just reflecting
different choices. As per Kabeer’s definition of agency (in section 2.2.1),
Kabeer (1999) highlights agency as encompassing decision-making power
which goes beyond to include bargaining, and negotiation, deception and
manipulation, subversion and resistance. Kabeer (1999) further argues that
agency can have both positive and negative connotations. People can use
agency to define their own life choices and goals or use it to control other
people’s agency through domination or threat of violence. Both agency and

resources constitute what Sen (1985) refers to as capabilities (the potential
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that people have for living the lives they want). Achievement refers to changes

in choices or inequalities in the ability to make choices.

The concept of ‘well-being freedom’ as conceptualised by Drydyk (2013) is
very crucial to my work in expanding the understanding of the relationship
between agency and empowerment. According to him, “while empowerment
entails expanded agency, it is not reducible to ‘expanded agency’ (increase in
a “person’s scope for achieving that person’s valued goal”), because
empowerment has a conceptual link with well-being that agency cannot have”
(Drydyk, 2013, p. 250). Agency is just one necessary component of
empowerment, but empowerment also includes ‘well-being freedom (“the
alternative combinations of functionings that a person can achieve”) (Drydyk,
2013, p. 251). Functioning refers to all possible ways of being and doing,
which are valued by people in a given context (Drydyk, 2013). Drydyk (2013)
sees agency as an active decision making and as a result of cooperation as
social behaviour and practices are largely shaped by political, economic, and
social factors (including ideologies and rhetoric). It is this context that

determines how individuals exercise active decision-making.

Drydyk (2013) goes further to look at the relationship between power and
empowerment and argues that we need to look beyond the individual since
changes in systemic power relations cannot occur at an individual level.
Cornwall and Edwards (2010) argue that mainstream conceptualization of
empowerment tends to neglect relationships, to focus on individual women’s
trajectories of self-improvement or economic change. Understanding of lived
experiences of women of empowerment should incorporate social relationship
because the social and intimate relations that women find themselves in can
constrain or allow the possibility of their empowerment (Kabeer, 1999;
Cornwall and Edwards, 2010).

Drawing on these theoretical grounds, therefore, “empowerment must be
concerned not only with ‘expanded agency’ but also with removing the gaps
and barriers between people’s agency and the expansion of their well-being

freedom” (Drydyk, 2013, p. 254). Empowerment in this study may entail
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having access and control of resources (including HIV prevention, treatment
and care); having freedom from violence, stigma, abuse, coercion and
exploitation; control of one’s own body to be able to decide when and how to
test for HIVST. Empowerment is transformative referring to gender and power

relation and transformation of social relations (Drydyk, 2013).

2.5.2 The concept of power

Central to empowerment is the idea of power (Mayoux, 2010). Lukes (2005)
argues that power remains a contested term. Power can be defined as the
ability to influence, dominate or control the actions, decisions and behaviours
of others, and the capacity to change something, to be changed or to resist
change,; it is relative and dynamic and varies according to the situation or

context in which it is being exercised (Read, 2012).

VeneKlasen and Miller (2002) define power as the degree of control over the
material, human, intellectual and financial resources exercised by different
sections of society. Similar to vulnerability, it is a dynamic and relational
concept, rather than absolute. Drawing on these definitions, power is
manifested in social, economic and political relations between individuals and
groups; it is repressive, or a source of inequality whereby some individuals
and groups have greater control and others have little or no control, or it can
create opportunities to gain more power to bring change. Power is spread at
every level of society, including households, families and domestic units (Das
and Kundu, 2009). It is sustained and perpetuated through social divisions
such as gender, age, caste, class, ethnicity, race and geographical position,
and through institutions such as the family, religion, education, the media and
the law. VeneKlasen and Miller (2002) argue that power can also be resisted
or challenged by those who are deemed powerless and marginalised in
society. Below, | discuss some theories of power from

VeneKlasen and Miller and Foucault.
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2.5.3 Expressions of power

VeneKlasen and Miller (2002) emphasise that power can be defined as both
negative and a form of dominion as well as a positive force to act for change.
This conceptualisation of power resonates with Foucault’s idea that power is
localised because power ‘diffuses’ to micro-level relationships (Foucault,

1979). VeneKlasen and Miller (2002) describe four ‘expressions of power’:

1. Power over: This power is repressive and coercive and involves control
over others in a win-lose relationship. It perpetuates inequality, injustice
and poverty. It also trickles down to micro-level relationships if there
are no alternative models.

2. Power with: It involves finding common ground among different
interests and building collective strength. It is based on mutual support,
solidarity and collaboration. It generally multiplies individual solidarity.

3. Power to: This power gives individuals a unique potential to shape their
lives and world.

4. Power within: This power involves a person’s self-worth and self-
knowledge and involves recognising individual differences while

respecting others.

Drawing on this understanding of power, these expressions of power can
worsen vulnerabilities or offer opportunities for exercising agency, subject to
the context-driven power relations in sex work environments and the ways
individuals engage with an HIVST intervention. On the one hand, ‘power over’
in a sex work environment is exploitative and coercive and involves a variety
of forms of violence. This expression of power can occur among FSW
themselves, between FSW and pimps or queen mothers, or between FSW
and their customers (Hendricks and Woensdregt, 2018). In some contexts,
pimps or queen mothers, have ‘power over’ decisions about payments and
customers, economically exploiting FSW (Marcus et al., 2014). On the other
hand, ‘power with’ can initiate social cohesion and enact change, offering
FSW opportunities for collective empowerment (Kerrigan et al., 2013;

Huschke, 2019). FSW can find common ground to demand or initiate
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interventions that would work for them, to be implemented in a way that is

acceptable in their environment.

‘Power to’ is about individual or group capabilities and control over their
situation (Kabeer, 1999). ‘Power to’ can offer FSW the opportunity to exercise
agency and make choices to enact change. This expression of power can
also enact individual and collective empowerment. This expression of power
is ideally about freedom and choices. In the context of HIVST, ideally, FSW
should be able to exercise agency in making decisions about whether to take
part in HIVST interventions without feeling coerced by other FSW or test kit
distributors. ‘Power within’ is about self-awareness and having confidence,

making decisions while regarding other people’s choices.

Therefore, empowerment of FSW could be viewed as a process that creates
opportunities for FSW to gain ‘power to’ make life choices and be self-reliant
(Das and Kundu, 2009) and increase their well-being freedom. This gain of
power allows women to negotiate power relations in society and overcome the
negative effects of cultural attitudes and prejudice. Empowerment is
necessary to reflect the changes in the social-cultural context.

2.5.4 Foucauldian theory of power

According to Foucault, power is a relationship that is localised, dispersed and
‘diffused’ and is typically distinguished throughout the social system, operating
at the micro, local and covert levels through acts of specific practices
(Rabinow and Rose, 2006). It is exercised and naturalised in everyday
practices simultaneously with resistance. Foucault further argues that power
is a technique of actions that individuals can engage in. Drawing on
Foucault’s ideas, power relations rather than power itself should be the
subject of analysis (Petersen and Bunton, 1997).

Foucault notes that health has become increasingly important politically as a
significant point of contact between the government and the population
(Foucault, 1979). The government has had to develop more advanced
strategies in order to maintain control over the population while avoiding

coercive action (Petersen and Bunton, 1997). Foucault made important
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contributions to health and medicine. In the next section, | discuss the concept
of biopower that describes the power relations between the state and

population (Foucault, 1979).

2.5.4.1 Biopower

Foucault defines biopower as power employed to control individual bodies
and populations and as a product of our practices and relationships, both with
others and ourselves, and is therefore neutral (Foucault, 1979). However, in
this thesis, | use the definition of biopower as conceptualised by (Rabinow
and Rose, 2006, p. 195). They define biopower as:

we suggest, entails one or more truth discourses about the ‘vital’
character of living human beings; an array of authorities considered
competent to speak that truth; strategies for intervention upon
collective existence in the name of life and health; and modes of
subjectification, in which individuals work on themselves in the name of
individual or collective life or health.

Regarding biopower, Lock and Nguyen (2018) argue that biomedical
technologies are not neutral, nor do they operate in a vacuum. Biomedical
innovations are socially produced and implemented by individuals or groups
who are informed by social, political and medical interests that have practical
and moral consequences. As Lock and Nguyen (2018) state, drawing on
Foucault, they are technologies of the self, used to transform one’s own body
and mind. The legitimisation of biotechnologies involves the dissemination of
rhetoric about their purpose of contributing to scientific advances and
satisfying human needs. The resistance that surrounds the introduction of
biotechnologies makes it clear that new technologies are frequently assumed
to be a threat to the moral order. Lock and Nguyen (2018) contend that the
implementation of biotechnologies is often an example of medical imperialism
(the extension of power and dominion of medicine over people’s social lives)

and often meets with incomprehension, suspicion and outright resistance.
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2.5.4.2 Biocitizenship

The concept of biocitizenship arises from long-established debates around the
historical development of various conceptions of citizenship (Plows and
Boddington, 2006). Adriana Petryna first introduced the concept of
biocitizenship, however, the concept is now mobilised through patients’
associations, disease advocacy organisations and self-help groups, from
which new forms of subjectivities and collective actions are emerging
(Heinemann and Lemke, 2014). In their essay on biocitizenship, Rose and
Novas describe biocitizenship as a status where new connections between

biology and self-identity are created (Cooter, 2008; Rose and Novas, 2014).

Rose and Novas (2014) argue that emerging biotechnologies open new
discussions of what it means to be a human being. The human body is seen
as a fragmented, biotechnologically exploitable consumer object that can be
physically reshaped by technologies. They argue that biocitizenship departs
from national citizenship by reconstituting citizens as biological consumers to
place in a global marketplace of biotechnologies (Cooter, 2008). Rose and
Novas (2014) also note that biocitizens are not solely constructed from above.
The biocitizen appears to be actively involved in forming themselves from
below, via self-education, self-care and collectivising action and thus, the
extension of biopower (Heinemann and Lemke, 2014; Banda, 2015). In the
same manner as Petryna, Rose and Novas (2014) characterise ‘biological
citizenship’ as individualising to the extent that people shape how they relate
to themselves regarding knowledge of their uniqueness, and as collectivising

through biosocial groupings.

2.5.4.3 Biocitizenship and HIVST

In line with Foucault’s view of power as productive and generative, Banda
(2015) explores how self-diagnostics produce new forms of subjectivity,
corporal realities and practices of biocitizenship. Banda (2015) argues that
while HIVST has the potential to allow people to have more insight into their
bodies outside the medical setting, the will to empower is neither liberatory

nor repressive. Empowerment is a conditioned agency that can be enabling
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and transformative while at the same time being shaped by discourses of
medical authority, and it constitutes the operationalisation of biopower. While
HIVST is an individual act, it entails responsibilities to others. HIV testing
divides the HIV-negative from the -positive, the tested from the untested, both
at individual and population levels (Banda, 2015), which forms part of self-

governmentality.

HIVST is not neutral, but, rather, contributes to the moral and social fabric
through which contemporary biocitizenship practices are produced (Banda,
2015). A biocitizen is not a passive recipient of HIVST biotechnology; uptake
of HIVST technologies are contingent on how individuals negotiate them,
even transforming them to meet their needs. The purpose of this
transformation could be self-interest or the interest of the community in cases
where people may use the kit as a tool to police others (Banda, 2015).
Although manufacturers have not advertised this as a potential use of HIVST,
some have advocated using the test to screen potential sexual partners. The
argument is that HIVST could demonstrate that biotechnologies can provide
an objective evaluation instead of relying on a partner's word, as is the case
with conventional testing. A study among couples in Malawi found that women
felt much more ‘empowered’ when they had a test that they could use to test
their partner (Kumwenda et al., 2014). Empowerment in this context is
referred to the ability of women to initiate their partner’'s HIVST, an opportunity
that was rare with conventional testing. In addition, they were able to rely on
visual inspection of the HIVST test result to determine the HIV status of their

partners reliably.

Given this background, implementation of HIVST among FSW could result in
different dynamics, bearing in mind their typologies, whether or not they are
involved in long-term partnerships and the sex work environment in general.
HIVST constitutes a similar form of knowledge production, with the credibility

that techno-scientific innovations provide.
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2.5.4.4 HIV and therapeutic citizenship

Nguyen (2005) drawing on the concept of biocitizenship introduces the
concept of therapeutic citizenship to draw our attention to the changes in
people’s identity resulting from their biological condition and their social
interaction with HIV organisations. These organisations exert power through
the resources they offer and accepted discourses about how to tackle and live
with HIV. Through these interactions, particular subjects are fashioned
(Nguyen, 2005); individuals are encouraged to assert their rights and make
claims for treatment and behave as responsible citizens, including

engagement with treatment.

Living with HIV is such a complex, dynamic and interactive process involving
practical tasks as well as psychological and social adjustment (Sharpe and
Curran, 2006; Russell and Seeley, 2010). These adjustments can broadly
include incorporation of the new identity, illness, treatment and maintaining a
positive view about the world in the face of a health condition. (Russell et al.,
2016) suggest that framing institutions such as health care providers can play
a crucial role in shaping people’s illness experiences. Health care providers
have a position of authority which can be detrimental or productive. They can
assist patients with treatment engagement, positive world views and cope and
adjust more effectively or discourage patients from accessing such services
(Russell et al., 2016).

Cataldo (2008) argues that therapeutic citizenship can be empowering in the
sense that people living with HIV are informed about their rights, disciplines
and responsibilities and can claim them and be compliant with authorities.
Here, context is also important as it plays a role in shaping the varied
experiences of therapeutic citizens. In other cases, recovery while on ART
can result in the transformation of subjectivities and create more empowered

citizens (Nguyen, 2005).

In the context of sex work, FSW who are on ART need supportive health care
systems that can facilitate an effective process of producing empowered

citizens. The sex work environment can be challenging to incorporate
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responsibilities such as drug routines and leading a positive lifestyle.
Therefore, the understanding lived experiences of FSW with HIV should be

context-specific.

2.5.4.5 HIVST as symbolic de-medicalisation

Banda further argues that HIVST testing is a symbolic form of de-
medicalisation of HIV testing (Banda, 2015). Medicalisation is the process by
which some aspects of human conditions and problems come to be
considered and treated as medical problems, when before they were not
considered pathological (Maturo, 2012). This concept is rooted in biopower as
the role of doctors in deciding what was normal and what was pathological
(Hancock, 2018). Medicalisation has traditionally been analysed as an issue
of the authority of medical professionals to define, treat and control individuals
(Figert, 2011), for example by reconstructing alcoholism and obesity as falling
within the medical domain rather than the legal, religious or social domain.
De-medicalisation is the opposite of medicalisation. It can mean the ending of

medical jurisdiction over some activities or attributes (Clarke, 2009).

Its theory connects explicitly with the new and expanding techno-scientific
advancements. Figert (2011) argues that the analysis of medicalisation is
seemingly a top-down approach. The shift from medicalisation to
biomedicalisation highlights a move away from micro- and meso-level
approaches to the study of medicalisation processes and outcomes that focus
on the individual patient, user or consumer. The argument is that it is
insufficient to discuss new biomedical developments only in a top-down
approach: new forms of agency, empowerment, and morality that emerge
from dispersed social locations in response to such changes need to be
considered in the analysis to understand how biomedicalisation informs and
transforms knowledge and its users (Clarke, 2009; Figert, 2011). Figert (2011)
further argues that the user is transformed from an object of professional
medical surveillance into a more active and informed participant in the world.
This transformation has also resulted in new forms of exclusion and

domination, as stipulated by Rose and Novas (2014).
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The shift to biomedicalisation has also intensified focus on and the elaboration
of risk and surveillance biomedicines. In public health, the maintenance of
health is now increasingly viewed as a moral obligation of bio-citizens
(Hancock, 2018). Risk and surveillance concern shaping both the
technologies and the discourses of biomedicalisation, as well as the spaces
within which biomedicalisation processes occur. This shift also opens
discussions around how users are actively engaging in these new biomedical

potentialities individually, collectively and as populations (Clarke, 2009).

2.5.4.6 Biomedicalisation and risk

The current conceptualisation of risk as an outcome of human action impacts
on processes of biomedicalisation and/or vice versa (Maturo, 2012). In health
discourse, the concept of risk may be connected to the individualisation of
social problems and the changing identities between normal and pathological
(Clarke, 2009; Maturo, 2012). lliness is now perceived as an external risk due
to this understanding, thus shifting the responsibility to the individual, despite
illness and health being firmly connected to the environment (in the broader
sense). Therefore, prevention is socially constructed as a specific duty.
Moreover, considerable investments in diagnostics and genetics have led to
the neglect of social causes of diseases and, again, to their being considered

only in biological terms (Clarke, 2009; Maturo, 2012).

HIVST is part of a growing trend to identify the population that now poses the
most at risk — ‘the untested bodies’; it is a tool not only for managing one's
body but also for managing risk within intimate relationships and for society as
a whole (Banda, 2015). Factors that limit good biocitizenship may include
economic, legal, political and geographic locations. As in the case of HIV
testing, individual bodies and identities are seen as needing technologies by

virtue of their risky behaviours and lifestyles (Lakkimsetti, 2014).

Biocitizens are not uniform: while the general population has been identified
as being at risk for HIV, the most at-risk bodies now are ‘the untested bodies’

(Banda, 2015). Lack of monitoring of one’s HIV status and abandonment of
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the obligation to regularly assess and improve one’s health translates into the
risk to one’s own body and those of other active citizens, informed biocitizens
who are aware of their status. However, awareness of one’s status is simply
the beginning of a self-maintenance regime, for those who test negative and
are ‘risky bodies’ are encouraged to conduct regular tests (Banda, 2015). One
may test negative and then engage in a risky activity, thus returning to the

status of untested, hence the status of ‘tested body’ is transitory.

These technologies of biopower emphasise the identification, classification
and surveillance of bodies for disease prevention and require the active
participation of FSW as individuals and as a community in the management of
the epidemic. As indicated earlier, FSW are risky bodies due to their high HIV
risk and are advised to have regular HIV tests. Therefore, new technologies
may also strengthen state control of FSW and the creation of tested and
untested FSW.

2.5.5 Interrogating the concept of empowerment in HIV prevention
interventions

In this section, | discuss how the concept of empowerment has been

appropriated in HIV prevention intervention.

From the beginning of the HIV epidemic in the early 1980s, the response to
HIV was shaped by cognitive behavioural models of behaviour change and
interventions that included information, communication and education (ICE)
(Beeker, Guenther-grey and Raj, 1998). These approaches were attractive to
researchers and HIV prevention providers, primarily biomedical and public
health practitioners, who were interested in HIV transmission reduction
(Czuba, 1999). For example, interventions targeting FSW had a three-
pronged approach: peer education (PE), condom distribution and sexually
transmitted infection (STI) screening. Interventions framed according to this
approach proved to have a limited impact in reducing HIV risk among FSW
and their customers (Kerrigan et al., 2013). They were disease-based and
individualistic approaches that failed to address the social, economic and
political injustices that heighten the risk for HIV transmission, especially
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among marginalised groups such as FSW (Fee and Krieger, 1993). The focus
on individual behaviour change, particularly the focus on ‘abstinence, be
faithful, use a condom (ABC) approach has been heavily critiqued for being
individualistic (Murphy et al., 2006).

Recognition of the limitations of such individualistic and disease-centred
approaches among marginalised groups resulted in the empowerment
concept becoming popular in HIV prevention interventions (Shannon and
Montaner, 2012). In this framing, vulnerable groups have limited access to
and participation in available HIV prevention services in many settings, hence
the need for a more holistic approach that links HIV prevention to the broader
mission of addressing social, economic, legal and political injustices (Kerrigan
et al., 2015). In health promotion, the assumption is that empowerment
increases the likelihood that people will engage in health-promoting
behaviours (Tengland, 2007). The inclusion of empowerment in HIV
prevention is based on three assumptions: greater buy-in from community
leaders; community acceptance and relevance of the interventions; and the

sustainability of activities and effects (Tengland, 2007).

An example of the empowerment initiative among FSW is the Sonagachi
project in India (Kerrigan et al., 2015). It promoted empowerment by
increasing a sense of community, decreasing perceived powerlessness and
insecurity, and increasing access and control over material resources and
social participation (Kerrigan et al., 2015). Kerrigan et al., (2015) define
empowerment as a process by which FSW take collective ownership of
programmes and services to achieve the most effective HIV responses and
address social and structural barriers to their health and human rights.
Empowerment was found to be associated with decreased HIV and other STI
infection rates. The results of this project ensured that community
empowerment in FSW was recognised as UNAIDS best practice and it
remains a theme in key UN policy documents regarding HIV in FSW (Kerrigan
et al., 2015; Rissel, 2017).
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A systematic review assessing the effectiveness of empowerment in HIV
prevention programmes implemented among FSW in low- and middle-income
countries established that positive effects were documented for multiple HIV-
related outco