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ABSTRACT

This thesis explores the consequences of healthwork on the biographies of people
living with HIV in Nigeria. Biography, as Corbin and Strauss (1987) observed,
consists of biographical temporality, the body, and the conception of self. This
research explores the impacts of healthwork on the biographies of HIV-positive
individuals. In this regard, this study unpacks the biographical implications of
healthwork on the everyday lives of people living with HIV.

Thirty-two people living with HIV, recruited from two HIV support groups in South-
Western Nigeria, were interviewed about their experiences of living with HIV using
semi-structured interviews. The data obtained were then analysed using thematic

analysis.

Four key findings resulted from the study. First, it was found that healthwork is
comprised of practices that HIV-positive individuals undertake around their health to
support their treatment regime; these practices include spirituality, counselling,
adherence, testing, dieting, concealment, support group participation and internet
use. Second, healthwork helped to rebuild and reconstruct the disrupted biographical
temporality of HIV-positive individuals by providing continuity and positivity. Third,
healthwork helped to construct non-infectiousness corporealities through
reassessment, negotiation, minimisation, and demythologisation. Fourth, healthwork
helped to foster the empowered self and the optimistic self for HIV-positive

individuals who constructed powerless and hopeless selves following diagnosis.

These findings on biographical time, the body, and the conception of self, offer
important insights into biographical aspects of HIV management and, thus,
contribute to the literature on healthwork, as well as an understanding of HIV
management in a contemporary Nigerian context. Overall, this research has
demonstrated that healthwork is integral to the personal and social fabric of HIV-

positive individuals.
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CHAPTER ONE

INTRODUCTION

1.1 Introduction

When HIV first emerged in the early 1980s, it was widely thought to be a terminal
disease (Montagnier 2002; Simms et al. 2012). However, with the development of
antiretroviral therapy (ART) over the last three decades, HIV has now become a
chronic illness, where people living with it live longer, improve their health, and
profoundly reduce the risk of HIV transmission (Deeks et al. 2013). ART is used in
the treatment of HIV infection by slowing down the reproduction rate of the virus in
the body (Cohen et al. 2016) and prevents it from developing into Acquired Immune
Deficiency Syndrome (AIDS). Therefore, the use of ART stems from the realisation
that HIV is a chronic iliness that does not have a cure but can be managed over a
period (of time). Time is, therefore, woven into the biographical structure of HIV
management, such that HIV management is a biographical experience that is
structured into temporal essence. In other words, the management of HIV in
everyday life is both biographical experiences and revolves around a set of

biographical issues.

In this way, it is important to investigate not just the biographical issues surrounding
the everyday experience of living with HIV, but also the social context within which
such experience is lived and the kind of practices that people living with HIV
undertake around their health to complement their treatment in daily affairs
(healthwork). This thesis further considers how the findings on healthwork and
biographical issues in HIV management can be utilised in developing a framework
for patient-centred care and fostering an integrated approach that incorporates
patients’ biography, history, personal issues, self, and identity issues into a holistic
understanding of health and well-being across a global context. This chapter opens
the discussion by outlining the motivation to undertake this research (in section two).
This is followed, in section three, by a brief discussion on the clinical context of HIV
with respect to its aetiology and medical interventions. This would provide further

background to the clinical literature regarding HIV/AIDS. The fourth section



addresses the changing policy landscape for HIV treatment. The fifth section focuses
on the HIV/AIDS situation in Nigeria, specifically Nigeria's HIV epidemic history and
the social responses to it. Sections six and seven focus on the social issues around
HIV/AIDS in Nigeria, and the aim of the study, respectively. The final section
provides an overview of each chapter in the thesis.

1.2 Motivation to undertake this research

This research was inspired and intensified during my previous employment, when |
was privileged to witness the benefits of sociological analysis to the understanding of
antiretroviral medications use among the people living with HIV/AIDS. Prior to my
doctoral enrolment, | worked with a non-governmental organisation (NGO) whose
interest in HIV activism was oriented towards the campaign against discrimination of
people that lived with HIV (especially within the family, in public, the workplaces, and
many other social spaces). The other interest of my previous employer was
campaigning for universal treatment coverage for people living with HIV in both rural

and urban centres in Nigeria.

Rather than being discouraged by the tremendous amount of work which demanded
creativity in my previous job, my drive to move on was propelled when my previous
employer won a state research grant to examine the impact of gender on the
experience of antiretroviral therapy (ART) used among HIV-positive individuals. As a
result, this prompted my desire to undertake this research. As the only trained
sociologist in the organisation, | was selected to lead the research as principal
investigator. This role gave me the opportunity to negotiate access with two HIV
support groups in South-Western Nigeria. Following the ethics approval from these
support groups, we held semi-structured interviews with 30 people living with HIV.
The interesting aspect of this research’s findings showed that the participants were
not concerned about gender as far as the experience of antiretroviral medication
used was concerned; rather, they were more interested in their body (that is, the
effect that non-adherence to the therapy might have on their body). This observation
was received unfavourably by the entire research team as it negated the overall aim
of the project. In the report, we wrote that, even though gender did not shape

adherence to antiretroviral therapy, adherence had profound implications in the way



the people living with HIV promoted their health in everyday life (Ministry of Women
Affairs 2015).

Following the conclusion of the project, my motivation was to further explore how
adherence constituted health promotion in the context of illness, and thus formed the
basis of my initial research agenda at Royal Holloway. While reviewing the literature,
| observed two issues that recanted my initial research thinking. First, | discovered
that positivistic dimensions associated with adherence and health promotion were
inconsistent with the disciplinary boundary of medical sociology, which | am
interested in. Second, the sociological critique of adherence had shown that
adherence represented a narrow dimension regarding the activities and practices
that patients undertook around their medications. It was at this point that | began to
look beyond adherence and examined other ways through which patients engaged
with their medications (most especially, healthwork). This thesis explores healthwork
as an important concept to explore HIV management in everyday life.

1.3 HIV/AIDS—Medical Overview

In medical parlance, HIV is a tiny virus that resides in the bloodstream and spreads
from one cell to another and remains dormant in the infected person’s body with a
mean year of 8 to 10 before the noticeable iliness called AIDS occurs (Montagnier
2002). Whenever HIV enters into the body, its first task is to infect the cells of the
immune system called CD4 cells and turn the cells into virus factories—where one
virus can create millions of itself (Feinberg 1996). The effect of this cell infection is
the destruction and weakening of the resistance capacity of the immune system to
protect the human body from infections and diseases (Moss & Baccheti 1989). The
more cells HIV infects, the greater the impact on the immune system, and the more
the deficiency it produces in the immune system (immunodeficiency). The virus thus
destroys the ability of the infected cells to fortify the immune system against external
attacks. In other words, HIV suppresses the immune system of the infected person
and becomes an incurable serious illness over the mean year. The body then loses
the ability to fight many opportunistic infections (Enger et al. 1996; Kaplan et al.
1995) and, thus, increases the risk of premature death from illnesses that would

normally be successfully treatable.



Within the biomedical model, HIV is a disease condition ‘where disease progression
and treatment success are measured by medical technology at a bodily level that is
imperceptible to most people’ (Persson, Race & Wakeford 2003: 398). This model
reinforces how the quality of life and well-being associated with HIV/AIDS have been
defined and measured: positive changes in viral load, body T cell (T lymphocyte) and
how ART are able to adequately suppress viral resistance in the body cell, inhibit viral
replication and resistance, and the rebuilding of the weakened immune system

(Saravolatz et al. 1996; Hammer et al. 1996) after clinical assessment.

HIV develops resistance to its operation by becoming resistant to certain drugs, and
subdues the efficacy of the therapy through mutations, thus continuing to reproduce
more of itself in the body system (Weiss 1996). The efficacy of ART rests in its ability
to prevent HIV from mutating and helps in slowing down the rate at which the virus
reproduces itself and the way it spreads from one cell to another (Broder 2010: 2).
Despite the efficacy of ART in suppressing HIV mutation, HIV may easily develop
resistance if only one form of antiretroviral drug is used. Therefore, it is
recommended by the World Health Organisation (WHO) that at least three
antiretroviral drugs should be used ‘to maximally suppress the HIV virus and stop its
progression’ (WHO 2017: 5). The use of three or more antiretroviral drugs at a time,
which has been regarded as highly active antiretroviral therapy (HAART), does help
in improving the quality of life and undermining the capacity of HIV to both harm the
immune system and make the body more susceptible to infection and sickness. This
description of the clinical pathway for HIV management fleshes out the kinds of
experience and concerns that HIV-positive individuals might face following the
diagnosis and treatment for HIV. This clinical pathway also provides the impetus for
a global response in combating the spread of AIDS through changing the treatment

policy at an international level, points which are considered in the following section.

1.4  Changing policy landscape for HIV treatment

The spate of AIDS-related deaths, especially among gay men aged between 25 and
40 years old, came in the aftermath of HIV treatment in the early 1990s and has
been attributed to the side effects of early treatment that stemmed from overdosing
(Fee & Krieger 1993). Subsequently, the AIDS-related deaths in late 1990s have

4



been attributed to the problem of non-adherence by the AIDS patients (Sabate
2003). This biomedical frame, which was at the margin of the global HIV health
agenda prior to 1996, gained important traction following the development of
protease inhibitor drugs (in 1996) that heralded the beginning of the HAART era. In
this sense, the important watershed in the history of HIV treatment through the
introduction of HAART facilitated a significant push towards a global health policy on
adherence to HIV treatment. Thus, it created the pathway for local and international
campaigns to improve the quality of life and for increased life expectancy by
international health organisations working on HIV/AIDS. For instance, in the
guidelines on ART published by the WHO (2013), it was argued that, for a longer life
and therapeutic effectiveness to be achieved, certain suggestions must be complied
with. The suggestions were that a high level of sustained adherence was necessary
to: suppress viral replication and improve immunological and clinical outcomes;
decrease the risk of developing antiretroviral drug resistance; and reduce the risk of
transmitting HIV (WHO 2013). As a result, the biomedical model of adherence
dominated the global thinking on HIV/AIDS policy and became the bedrock upon

which global policy on HIV/AIDS was conceptualised, formulated, and implemented.

The implication of this is the biomedical pre-eminence to assimilate adherence to the
treatment imperative where HIV/AIDS is regarded as a disease that requires not only
pharmaceutical intervention, but firm adherence to a medication regimen as
prescribed. Through the framework of biomedicine, HIV/AIDS was conceived as a
global health issue where adherence to a HIV treatment regimen is required: to
prevent the virus from multiplying, protect the immune system, and reduce the risk of
both drug resistance and treatment failure to those infected. This perspective, which
is widely accepted within the global policy circle on HIV/AIDS, has received
important policy echo in the Global South (Obi 2009). This has formed the basis in
the formulation and implementation of national HIV/AIDS policy in the Global South
(ibid). The biomedical frame of adherence, however, provided the basis for the
subsequent global policy of using HIV treatment as prevention (TasP) in recent

times.



1.4.1 From Adherence to Prevention

Having hegemonised the adherence discourse in both local and global policies on
HIV/AIDS, current global attention is shifting away from adherence to the use of HIV
treatment as prevention. This shift towards treatment as prevention was orchestrated
by the turn of biomedicalisation in a HIV context. Two developments paved the way
for the outset of biomedicalisation in the treatment of HIV, which is the
transformation of infectious HIV bodies into non-infectious bodies through recent
therapeutic advances in antiretroviral therapy (Keogh 2017). These developments
are the therapeutic breakthrough that heralded the prevention of mother-to-child-
transmission (PMTCT) in 1994 (Connor et al. 1994) and the introduction of highly
active antiretroviral therapy (HAART) in 1996. The campaign around these HIV
developments culminated in the concerted campaigns agitating towards changing
the policy dimension from adherence to prevention. This campaign was orchestrated
towards the use of biomedical drugs to prevent HIV infection among people living
with HIV (Kippax & Stephenson 2016), or to decrease HIV susceptibility in uninfected
people (Caceres et al. 2015b).

The important argument for prevention is that the sites of infection are being altered
due to biomedicalisation, while HIV treatment represents an important tool in the
management of not spreading the virus, prevention of re-infection and infection of
others (Persson 2013). Despite the potentials inherent in the idea of treatment as
prevention, it did not attract global attention and was rather confined to the margins
of the global agenda. This was due to the preference and wider acceptability of

traditional prevention practices such as condom use, sexual abstinence etc.

However, the development of other classes of antiretroviral drugs such as entry
inhibitor drugs (CCRS5 inhibitors and Maraviroc), integrase inhibitor drugs
(Bictegravir, Dolutegravir, Elvitegravir and Raitegravir), and Entry and fusion inhibitor
drugs (Atazanavir, Emtricitabine, Fosamprenavir, Darunavir, Etravirine, Rilprivirine,
Eviplera, and Enfuvirtide) that were approved by the FDA and EMA between 2002 to
2019, accelerated the therapeutic landscape of HIV treatment (Aidsmap 2019). The
combination of fixed-dose pills of two or more antiretroviral drugs into a single pill

that is taken once daily, and the medical advances that followed the development of



these drugs, compelled medical experts to re-examine the notion of ‘treatment as
prevention’. Nevertheless, the idea of ‘treatment as prevention’ that had remained on
the margins of global policy started to receive wider attention in 2008 when a group
of Swiss HIV experts published the ‘Swiss Consensus Statement’ (2008). The claim
of this group of Swiss HIV experts, that an HIV-infected person on antiretroviral
therapy with a completely suppressed viral load is not sexually infectious (Vernazza
et al. 2008), added significant push to the agenda, setting treatment as prevention.
The argument that ‘a HIV-infected person on antiretroviral therapy cannot transmit
HIV through sexual contact’ (Vernazza 2009: 115) reignited a new sense of hope
and promise of how effective HIV treatment can prevent HIV transmission through
unprotected sexual intercourse. Despite the rejection of the claims by these Swiss
HIV experts on the grounds that it was based on an observation study, and not
through clinical trials, the mantra of treatment as prevention gradually gained
currency within the global health circle, as it became one of the themes in the
workshop on International Treatment as Prevention in 2011 (Adam 2011).

The 2011 International Treatment as Prevention Workshop (organised by the
International AIDS Society in conjunction with key international agencies) in
Vancouver, Canada (Montaner 2011) demanded that the implementation of
treatment as prevention should await further efficacy trials. Following the Vancouver
workshop, several medical experts at the WHO considered that HIV treatment is
itself prevention and thus proposed a prevention strategy of a ‘test and treat’ policy in
2015 (WHO 2015). The new ‘test and treat’ policy! of the WHO aimed at reducing
HIV transmission by suppressing the virus in those that were infected by the early
use of ART. The policy context that underpinned the new ‘test and treat’ policy was
premised on scientific studies that concluded that rolling out universal HIV testing to
diagnose all people living with HIV, and the initiation of compulsory antiretroviral
treatment regardless of CD4 count or viral load, can help to reduce the rate of new
HIV infections (WHO 2015). The ‘test and treat’ policy builds on the 2014 WHO'’s

guidance on how a combination of antiretroviral drugs can prevent population groups

! This ‘test and treat’ policy based on recent findings from clinical trials showed that early use of ART keeps
people living with HIV alive and healthier and decreases the likelihood of transmitting the virus to partners
(WHO 2015).



at significant HIV risk (especially men who have sex with men) from HIV acquisition,
using pre-exposure prophylaxis (PrEP).

Following the WHOQO's policy of ‘test and treat’, the notion of treatment as prevention
has now gained currency within the global health circle, as antiretroviral treatments
are increasingly being ‘considered so effective at viral suppression that they render
people with HIV sexually non-infectious’ (Persson 2013:1065). This recent currency
on treatment as prevention can be observed in the use of antiretroviral drugs like
tenofovir/emtricitabine to develop microbicides,? pre-exposure prophylaxis (PrEP),?
and post-exposure prophylaxis (PEP),* as antiretroviral treatments are now used for
the primary prevention of viral infection. This primary prevention implies that
antiretroviral drugs can be used to prevent disease (HIV) before it ever occurs. This
helps the healthcare professionals to prevent exposures to hazards that cause
disease, and therefore altering unsafe or unhealthy practices and exposures that can
lead to HIV infection and increasing resistance to HIV infection, should exposure

occur.

Following their use as primary prevention, biomedical technologies in the form of
antiretroviral drugs have now been used as secondary prevention, as the discourse
of secondary treatment as prevention (TasP) has been promoted through global
campaigns around ‘Undetectable equals Untransmittable’ (U = U) (Eisinger et al.
2019; Okoli et al. 2021). With secondary prevention, antiretroviral drugs are now
increasingly used to prevent HIV transmission, by reducing the amount of the virus in
the blood to undetectable levels. This indicates that HIV-positive individuals that are
taking antiretroviral treatment as prescribed can have an undetectable viral load
(which means that the effective antiretroviral drugs can reduce the amount of the
virus in the blood to undetectable levels). The implication of this is that undetectable
viral load means that the levels of HIV in the body are so low that the virus cannot be

transmitted to HIV-negative individuals through unprotected sex.

2 Microbicides are the creams or gels that are applied to the vagina to help prevent HIV infection.

3 PrEP is use of antiretroviral medications by uninfected individuals to protect or reduce their risk of infection.
4 PEP is the use of antiretroviral medicines by uninfected individuals to prevent becoming infected after being
potentially exposed to HIV.



This latest therapeutic development of utilising antiretroviral drugs as secondary
prevention led to a call for the prioritisation of biomedical drugs in HIV prevention
(Kippax & Race 2003), which was premised on the comparative advantage of
medical science over the social aspect of HIV prevention (such as condom use)
following the therapeutic breakthrough that heralded the prevention of mother-to-
child-transmission (PMTCT) in 1994 (Connor et al. 1994) and the introduction of
highly active antiretroviral therapy (HAART) in 1996. However, such a call was
confined to the margin of the global HIV agenda until 2008, when a group of Swiss
HIV experts published the ‘Swiss Consensus Statement’. The Swiss declaration,
which surmised that HIV-infected individuals with an undetectable viral load for at
least six months, with no other sexually transmitted infections and continued
adherence to medications, cannot transmit HIV through sexual contact (Vernazza et
al. 2008), intensified a renewed call for the use of antiretroviral drugs in the
prevention of HIV (Vernazza 2009).

Following the rejection of the Swiss statement on the grounds based on
observational studies rather than clinical trials (Young et al. 2019), more recent
studies and clinical trials seemed to have validated the claims of the Swiss experts
on the efficacy of antiretroviral treatment in the prevention of HIV non-infectiousness
(Attia et al. 2009; Donnell et al. 2010; Cohen et al. 2013; 2015; Baeten & Grant
2013; INSIGHT START Study group 2015). In deepening the discourse of secondary
treatment as prevention (TasP) around “Undetectable = Untransmittable” (U = U), a
group of clinicians, community and HIV organisations and researchers, under the
auspices of Prevention Access Campaign, started a social media campaign tagged
‘Undetectable = Untransmittable’ or ‘#U=U’ in July 2016 (Young et al. 2019;
Prevention Access Campaign 2016). Despite the media attention and publicity that
this social media campaign generated, the campaign was limited to the idea of
reducing stigma and fear of transmission. However, the recent PARTNER 2 study
conducted to estimate the transmission risk in gay serodifferent partnerships
(Rodgers et al. 2019) found that, when HIV viral load is suppressed, the risk of HIV
transmission through anal sex is effectively zero. This study was undertaken among
782 serodifferent gay couples that engaged in more than 76,000 reports of
unprotected sex. At the end, it was observed and concluded that there were zero

cases of within-couple HIV transmission (Rodgers et al. 2019: 2435). This



PARTNER 2 study provides robust and sufficient evidence for gay couples and
heterosexual couples that the risk of HIV transmission is effectively zero when
suppressive ART has rendered HIV undetectable. This finding supports and
corroborates not only the 2016 social media campaign on Undetectable =
Untransmittable (U=U), but also the international campaign on treatment as

prevention.

Nevertheless, the global campaigns with the scientific message that Undetectable =
Untransmittable (U=U) have continued to gain tremendous traction, as parts of the
physician communication with patients have now been gradually incorporated into
public health messaging (Grace et al. 2020), irrespective of the virologic risk of
failure associated with patients, whose viral load have been consecutively
suppressed. The current mantra of treatment as prevention has now become the
mainstream and it shapes the current agenda on the global policy landscape

concerning HIV.

1.4.2 Critiques of treatment as prevention

Even though the treatment as prevention strategy has a great deal of potential in
reducing HIV transmission rates (Smith et al. 2011), there are concerns especially
among researchers at the WHO that HIV prevention technology is not totally
effective (WHO 2013). Also, other biomedical scientists have argued that HIV
prevention technology, especially microbicides, pre- and post-exposure prophylaxis
(PREP and PEP), and male circumcision, had extremely limited success (Mayer &
Venkatesh 2010).

However, a number of social scientific studies on this current development of HIV
treatment as prevention have critiqued the biomedical position for attributing
individual weakness for non-adoption of prevention technologies when such
weaknesses are occasioned by ‘social structures’, such as gender or poverty
(Kippax & Stephenson 2012). These scholars noted that reinforcing HIV as
exclusively biomedical, without considering widespread social change that can
facilitate changes in practice, will be totally unsustainable. Other scholars like Adam

(2011) argued that HIV prevention technologies like pre-exposure prophylaxis (PrEP)
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and post-exposure prophylaxis (PEP) are unrealistic in contexts such as the Global
South, where access to ART is expensive and problematic.

The review of the current mantra of treatment as prevention demonstrates that
prevention (like adherence) represents a narrow approach to what HIV-infected
individuals do with their treatment. The concept of prevention seems like a public
health mantra that seeks to emphasise a positivistic determinant of health, with little
or no explanation about the subjective experience of antiretroviral therapy use. What
is problematic is that there is another way in which people living with HIV manage
their conditions other than just adherence and prevention, which is healthwork
(Mykhalovskiy & McCoy 2002). The lack of engagement on healthwork, especially in

the Nigerian context, constitutes the overall aim that this thesis will address.

However, before exploring the aim of this study, it is important to map out the context
in which this study was undertaken. This research was conducted in Nigeria. In the
following section, | will discuss the epidemiology of HIV/AIDS in Nigeria and the

uptake of the antiretroviral therapy programme in the country.
1.5 Setting the context: HIV and AIDS situation in Nigeria

HIV/AIDS as a global pandemic disease and one of the deadliest sexually
transmitted diseases has had profound economic and social effects, and a large
proportion of the general population across the globe has been decimated by it
(Feldman 1994). In relation to global indices, sub-Saharan Africa is deeply affected
by HIV and AIDS more than any other region of the world. According to the Joint
United Nations Programme on HIV/AIDS (UNAIDS) report (2010), it was estimated
that 22.5 million people were living with HIV in the region, around two thirds of the
global total. In 2009, around 1.3 million people died from AIDS in sub-Saharan Africa
and 1.8 million people became infected with HIV. Since the beginning of the
epidemic, 14.8 million children have lost one or both parents to HIV/AIDS (UNAIDS
2010).

The most obvious effect of this crisis has been illness and death, while its impact is
far reaching (households, schools, workplaces, and economies have also been

severely affected). Life expectancy, which has achieved the highest proportion in the
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developed countries in the last two decades, has been on the reverse in many of the
worst hit countries such as Botswana, Lesotho, Malawi, Mozambique, South Africa,
Swaziland and Zimbabwe (UNAIDS 2005). Nigeria, the most populous black country
in the world, with an estimated population of more than 170 million inhabitants, has
been grossly affected by HIV/AIDS. By the end of 1999, it was estimated that the
proportion of people living with HIV/AIDS accounted for more than 5.4 percent of the
population. This suggests that, with an estimated number of 3.5 million people living
with HIV/AIDS, Nigeria ‘is home to one out of every 11 people with HIV/AIDS
worldwide’ (Reis et al. 2005: 744). The UNAIDS official HIV report on Nigeria
revealed that there are more than 227,000 cases of new HIV infections, 3.5 percent
of adult HIV prevalence, 4.1 percent of infection rate of young people between the
ages 15-24 years, and approximately 180,000 AIDS deaths in 2015 (UNAIDS 2015).
Thus, it represents the second largest number of a HIV-infected population in sub-
Saharan Africa after South Africa. More than 2 million people have been killed by the
AIDS epidemic in Nigeria, as 1.7 million children have been orphaned, and more
than 300,000 people are infected yearly (Smith 2014). Nigeria’s vulnerability to the
HIV pandemic can be attributed to a multiplicity of factors such as early sexual
debut, multiple partners, extramarital infidelity, inconsistent use of condoms, and

homosexual practices (Babalola 2007; Smith 2007).

However, the HIV/AIDS situation cannot be fully understood without addressing a
wide range of issues associated with its emergence and the responses (government,
social and cultural) to HIV in the Nigerian context. These issues coalescence around:
Nigeria’'s HIV epidemic history; the social issues around HIV/AIDS in Nigeria such as
HIV and the body; discrimination and stigmatisation; HIV and religion. Without the
exposition of these issues, there would be a tendency to misunderstand the nature of

the Nigerian situation and response. These issues will now be discussed as follows.

1.5.1 Nigeria’s HIV epidemic history

Nigeria, as the most populous country in Africa, is home to the third largest number
of HIV prevalence in the world (Aliyu et al. 2010; UNAIDS 2020). When HIV was
reported in Nigeria in 1986, it was dismissed as a foreign disease that would not
have any health impact on Nigerians (Balogun 2010). There was no preparation for

the likely outbreak of the HIV pandemic in Nigeria and across Africa. This scepticism
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or official denial of the presence of HIV can be located within the broader context of
African AIDS discourse. Without first delving into the discourse surrounding
HIV/AIDS within the wider context of the global imagining of Africa, understanding
Nigeria’s epidemic history would be incomplete. Therefore, discourses about
HIV/AIDS in Africa, as Chin (2007) noted, cannot be merely studied as a biological or
medical issue that is devoid of economic, political, social and historical processes.

Nigeria, together with most African states, became independent in the 1960s. The
attainment of flag independence was compounded by great expectations among the
citizens of these newly independent African nations, who were eager to put behind
them the dehumanising experiences of colonialism and began a new slate for African
development, especially when ‘national resources were now in the hands of national
leaders rather than those of their former colonial rulers’ (Mulwo et al. 2012: 569).
However, this sense of optimism was short-lived as the new African political elite
used the existing state structure to retain power perpetually, muzzle the voice of
dissent and intimidation of political opponents, and engage in a one-party dictatorial
regime. The resultant effect of this culminated in electoral fraud, violence and
clampdown against the opposition, repression against civil society and the press,
and unsustainable political and constitutional crisis in African states that resulted in
the long interregnum of military coups and intervention in the polity between the
1970s and 1980s. With widespread disillusionment and political instability, most
states were grappling with the burden of famine, disease, poverty, failed state
institutions and crippled health facilities. Because of these factors, Africa struggled to
overcome most of the health challenges in the 1970s and 1980s, but managed to
keep smallpox, polio, and some serious diseases under control (Jamison et al.
2006). The emergence of HIV/AIDS in the early 1980s compounded the situation.
These economic, social, and political imbroglios could partly explain the profound
denialism and silence that pervaded the early African responses to the HIV

epidemic.

Furthermore, there are two other factors that characterised the early African
responses to the HIV epidemic, and they are the contestations of the origin of
HIV/AIDS, especially in the1980s, and the differences in the aetiology and pathology
of AIDS between African and Western perspectives. First, the contestations of the

origin of HIV/AIDS within the African health discourse stemmed from the
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controversial discourse on the African origin of HIV/AIDS. Within Western scientific
discourse, it was believed that early cases of AIDS were found in Congo in the
1950s, where a group of chimpanzees lived. The scientific evidence demonstrated
that simian immunodeficiency viruses (SIVs) identified in certain species of African
apes and monkeys were similar to HIV-1 or HIV-2 (Hladik & McElrath 2008; Hooper
1999). Hooper (1999) argued that ‘HIV spreads from SIV-infected chimpanzee
kidney cells which were used to culture polio virus cell lines for vaccination programs
in Africa in the 1950s’ following hunters’ contact with the chimpanzees. This view
was, however, contradicted following the outcome of an examination of left-over
stocks of the polio vaccine by independent laboratories, which found no evidence of
HIV or SIV. Surprisingly, it was further revealed that monkey cells, and not
chimpanzee cells, were used (Worobey et al. 2004; Plotkin 2001). The appalling
Western narrative was that primitive lifestyles of exotic Africa had largely remained
unchanged over time, and that, through such primitive lifestyles and practices, the
virus (HIV) was transmitted from ape to man due to blood in uncooked monkey flesh
(Crewe & Aggleton 2003: 143). This distorted attempt at racialising the origin of HIV
drew widespread reactions and discontent from a number of African academics and
opinion leaders, who questioned ‘how the origins of a disease that was initially
diagnosed among white American “homosexuals” came to be associated with Africa’
(Kagaayi & Serwadda 2016: 188). For instance, scholars like Chirimuutas (1987)
challenged the racist attempts at blaming the (black) African people for the spread of
HIV and argued that racialising the origin and discoveries of AIDS was part of a
continuation of a neo-colonial narrative, aimed at portraying the negative image of
Africa. With ‘HIV/AIDS as Africa’s face of disease’ (Mulwo 2012: 570), racialisation
and racism have been socially constructed as the important marker of the carriers of
illness, infection, and death, which HIV/AIDS represents. Crewe and Aggleton (2003)
argued that the global response to AIDS has been shaped and defined by race and
racial descriptions since the start of the epidemic, which were aimed at portraying
Africa as a dark and exotic continent that was responsible for the emergence and

source of the HIV epidemic.

The second is the differing perspective on the aetiology and pathology of AIDS in
African and Western discourse. Frank (2009) argued that frameworks and

parameters to categorise and pathologise AIDS as an illness in the earliest stage of
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the epidemic stemmed from Western understanding of the illness. This Western
aetiology, which rejected African pathology of AIDS as a disease of poverty, defined
AIDS as a sexually transmitted disease that drew on ‘on colonial stereotypes of
perceived African sexual excess’ (Frank 2009: 522). This Western aetiology, which
was predicated on biomedicine/biomedical understanding, was derided by African
medical experts for being used to contain, control and categorise African bodies as
diseased and contagious, while Western bodies are regarded as civilised and strong
(Vaughan 1991; White 2000). This suspicion against Western biomedical discourse
on AIDS is rooted in post-colonial resistance and deconstruction of African bodies or
patients as objects to be categorised, measured, scrutinised, and studied.
Furthermore, Frank (2009) noted that Western aetiology of AIDS is more
individualistic in orientation, such that AIDS was conceived as a biomedical problem
that was restricted to individuals, and that the affected individuals need to ‘be
controlled by changing individuals’ behaviour or by neutralising individuals’ risk,
either through abstinence or safer-sex practices’ (Ibid: 523). This conception of AIDS
from biomedical discourse contrasts with African aetiology that articulates more
holistic or culturally oriented approaches to illness and misfortune, material
inadequacy and social instability (Igun 1988). Therefore, African medical experts at
the time believed that it was the Western aetiology of AIDS that shaped international
HIV/AIDS policy, which tends to impose Western perspectives on others by global

health agencies, without taking the localised context of sexuality into consideration.

In this sense, the Western biomedical stance inhibits an understanding of how the
social organisation of sexuality, sexuality’s reproductive and kinship-building,
together with structural inequalities such as poverty, intersect with culturally shaped
ideologies to account for the aetiology of AIDS in an African context (Hirsch 2009).
By conceiving AIDS as a biomedical problem, the AIDS policy response that can be
drawn from culturally shaped policies, and public health planning to control sexuality,
as they have in the past and were rooted in African customs, are labelled and

regarded as ‘barbaric’ or ‘repugnant’ (Frank 2006).

Throughout most of the 1980s, the negative racial colouration/stereotype, which
underpinned the global stigmatisation and discrimination against people living with
HIV/AIDS, especially those from Africa, together with the socio-economic and

political crisis in Africa and contrasting aetiology of AIDS, culminated in AIDS
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denialism. The consequence of denialism was a lack of serious and concerted efforts
on the part of government officials and healthcare workers to launch HIV/AIDS
prevention programmes during this period.

AIDS denialism, in my view, was the fallout of the attempt to push back against racial
description, by affirming that Africans cannot be affected by an alien disease that
emanated from outside Africa. The useful case in this regard was the Nigerian
response to the HIV/AIDS situation. The history of the HIV response in Nigeria can
be situated around the government policy history of its existence. This policy history
can be categorised into three broad themes: the age of denial, the age of
intervention, and the age of ‘pharmaceuticalisation’. The epochal period of
intervention seems more important in the development and formulation of an
appropriate response to HIV than that of denialism and passivity. The subsections
below will now focus on each of these separately during the period of policy history
in Nigeria regarding HIV.

1.5.2 The age of denial (1981-1986)

The epidemiological history of HIV in Nigeria ensued in 1985 when the first two
cases of HIV/AIDS, which included ‘a 13-year-old sexually active girl and a female
commercial sex worker from a neighbouring West Africa country’ (Balogun 2010:
167) were reported. There was official denial of the presence or discovery of
HIV/AIDS in Nigeria. In fact, the news of the first two AIDS cases was received with
scepticism, doubt and disbelief by the whole country, as AIDS was perceived as the
disease of American homosexuals (Awofala & Ogundele 2016). Therefore, the
period between 1981 and 1986 was characterised as the age of denialism, where
the sceptical public and the government officials believed that HIV/AIDS was a
foreign disease (Setel 1996) that was associated with modernity and social changes
that came about during the aftermath of urbanisation, globalisation, and
development, and as such could not affect Nigerians (Smith & Mbakwem 2010).
When these cases of the Nigerian HIV/AIDS phenomenon were reported at an
international conference in 1986, the dominant impression within the government
and public sphere was that HIV infection occurred because of deviant and

stigmatised behaviours such as homosexual practices, drug use, prostitution, as well
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as sex outside marriage and promiscuity (Adeokun et al. 2006) among gay men in

Western society.

The cases of HIV that were first observed in Lagos and Enugu in Southern Nigeria
began to spread to other cities in the country. HIV/AIDS is believed to have spread
from the Southern part of the country to the Northern part (Balogun 2010: 167-8).
The launching of the First Medium Term Plan (MTP1) in 1989, which remained
operational until 1994, facilitated the introduction of the National HIV Sentinel Survey
in 1991 (Mervis 2012). Through the National HIV Sentinel Survey, it was revealed
that the North-Central state of Plateau had the highest HIV prevalence by state by
6.2%, 8.2% and 11.0% in 1991/1992, 1993/1994 and 1995/1996 respectively
(Federal Ministry of Health 1998). With more cases reported, the disease continued
to spread in Nigeria. In terms of the geographical spread, the HIV epidemic in
Nigeria is complex and varies across different regions and states. For instance, in
some regions and states, the HIV epidemic is more concentrated in urban centres
than the rural ones, while in other regions it is more prevalent in the rural areas than

the urban centres.

According to The National Agency for the Control of AIDS (NACA) report (2021),
there have been variations in the prevalence of HIV/AIDS high-risk states, as Akwa-
Ibom state in the South-South Zone had the highest HIV prevalence in the country
with 5.6%, while other states like Benue, Rivers, Taraba, and Anambra have HIV
prevalence rates of 4.9%, 3.8%, 2.7% and 2.4% respectively. It is important to state
that the HIV/AIDS prevalence in Nigeria between 1986 and 2007 revealed an urban
to rural pattern. However, recent data shows that six states in Nigeria account for
41% of people living with HIV, and these states include Akwa-lbom, Benue, Kaduna,
Kano, Lagos, and Oyo at the end of 2016 (NACA 2017), while HIV prevalence, which
stands at 5.5%, is the highest in the South-South region of the country, and lowest in
the southeast region with a prevalence of 1.8%. Overall, HIV prevalence is higher in
the rural areas (4%) than in urban ones (3%) at the end of 2014 (NACA 2015), while
the NACA (2020) report shows that HIV/AIDS was more concentrated in the urban

centres than the rural areas.

However, the overwhelming proportion of those living with HIV reside in the cities

where the risk of unprotected sex is extremely high. Nigeria’s vulnerability to the HIV
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pandemic can be attributed to a multiplicity of factors such as early sexual debut,
multiple partners, extramarital infidelity, inconsistent use of condoms, and
homosexual practices (Babalola 2007; Smith 2007). Furthermore, the
epidemiological records from 1986 to 2007 revealed that HIV/AIDS was more
prevalent among young people in the 25-29 age group. In terms of gender
distribution, HIV/AIDS prevalence was observed among females rather than males in
both rural and urban centres. Several factors were attributed to females’ vulnerability
to HIV/AIDS rather than males, and such factors include traditional belief system, low
level of education and awareness, high level of poverty, sex abuse, involvement in
commercial sex work and intravenous drug addiction (Cohen et al. 1994; Stine
2000).

The subsequent spread of the disease deconstructed the myth of AIDS denialism
and the assumptions that underpinned it, and thus prompted the government officials
and health workers to reconsider it as being a deadly and fatal disease. The
continuous spread of HIV from 1986 was the catalyst that unravelled the reality of
HIV/AIDS, and compelled government officials and policymakers to a ‘hurried’
intervention and development of appropriate responses to the HIV situation. This
government intervention marked the end of AIDS denialism. Moreover, a few policy
actions and programmes that characterised government intervention will be

discussed in the next section below.

1.5.3 The age of intervention (1986-2001)

Most of the HIV/AIDS response in the early period of the HIV epidemic was shaped
by government officials and healthcare workers. The age of intervention was the
period when the Nigerian government initiated and formulated a wide range of policy
actions, programmes, and activities, designed to curb the spread of HIV among the
population. This intervention consisted of a wide range of strategies initiated to
produce behavioural changes of Nigerians that were sceptical or regarded AIDS as a
foreign disease. The Nigerian health sector led by the Federal Ministry of Health
developed the appropriate intervention and coordinated the national responses to
the HIV/AIDS epidemic in Nigeria. The onset of HIV policy intervention started when
the then Federal Minister of Health, Professor Olikoye Ransome-Kuti, understood

the danger and severity posed by HIV amid public scepticism. He quickly admitted
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and acknowledged that there was a problem, developed measures and strategies
towards curtailing the disease at its prime, and established the National AIDS
Advisory Committee in 1986—a body that developed a comprehensive national
policy on HIV/AIDS (Orubuloye & Oguntimehin 1999).

Orubuloye and Oguntimehin (1999) further deliberated that a lukewarm response
from the government to take control of HIV/AIDS, in the age of intervention, was
unconnected with a change of government through a military coup d’état and the
consistent policy somersaults on the part of successive regimes in Nigeria, as well
as the withdrawal of international organisations and their HIV funding due to
sanctions by the military regime. The following year, the committee was later
replaced by the National AIDS and STD Control Programme (NASCP) whose
expanded scope of operation was articulated in the first Medium Term Plan (MTP 1),
which was later reviewed in the second Medium Term Plan (MTP 2) that ended in
1997.

In 1998, the second Medium Term Plan (MTP 2) was initiated by the federal
government of Nigeria, with a view to reappraising the past government’s
interventions, policy lapses and its shortcomings. The major thrust of the plan was to
provide advocacy at the highest level for HIV/AIDS prevention and control, and to
advocate co-operation, collaboration and support from all agencies and bodies for
successful Petroleum Trust Fund-assisted HIV/AIDS prevention and control

programmes (Adeokun et al. 2006).

As part of the second Medium Term Plan (MTP 2), the national government through
the Federal Ministry of Health, Federal Ministry of Information as well as Federal &
State Government agencies such as National Action Committee Against AIDS
(NACA), engaged in an aggressive public awareness campaign and sensitised the
public on the dangers of the HIV/AIDS pandemic. These awareness/sensitisation
campaigns were undertaken through ‘television and radio Jingles, talk-show
programmes and drama presentation, Newspaper and Magazine adverts, posters,
outdoor billboards, pamphlets and handbills. Others include door-to-door campaigns,
musical concerts and road-side shows’ (Raj 2008: 216). Other channels of
sensitisation campaigns included schools, churches/mosques, and among different

groups such as farmers, market women, artisans, and the civil service, as a way of
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facilitating behavioural change in the population and reducing the HIV prevalence
rate. As Keating et al. (2006) noted, these sustained campaigns were orchestrated
through specialised and non-specialised non-governmental organisations (NGOs),
Labour-Based Organisations (LBOs), Faith-based organisations (FBOS), parents,
teachers and other bodies. The HIV sensitisation awareness cut across every
segment of the Nigerian society from rural to urban centres and were replicated
across the 36 states of the federation and F.C.T. Abuja. The awareness campaigns
were geared towards minimising risky behaviours around the notions of safe sex,
abstinence, unsafe blood, risky behaviours, stigmatisation, condom use, mode of
HIV transmission and other HIV prevention strategies against the spread of
HIV/AIDS in Nigeria (Bankole & Mabekoje 2008; Kadiri et al. 2014). The awareness
campaigns were also directed towards advising the public on HIV testing as a factor
and guidance for marriage. In this regard, people were advised through awareness
campaigns to undergo HIV testing before committing to sexual relationships and

marriage.

Other aspects of the second Medium Term Plan included the following: to ‘develop
and articulate a plan of action towards effective HIV/AIDS prevention and control
throughout the nation; to create a forum for exchange of experience by involved
persons and to streamline HIV/AIDS intervention’ (Adeokun et al. 2006: 214).
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The outcome of the national conference on HIV/AIDS ushered in a comprehensive
update of national policy on HIV/AIDS in Nigeria that aimed to campaign for
‘behaviour change, treatment, and prevention of sexually transmitted infections and
promotion of condom use within the context of abstinence and fidelity’ (Aguwa 2010:
211-212).

This national response to HIV was sustained in the post-military era. When Nigeria
returned to being a democracy in 1999, there was a renewed hope in the
commitment of the civilian regime to act decisively against the disease that was
eating deep into the general fabric of the Nigerian population. The new civilian
regime was able to convince the international partners (international organisations)
and agencies to donate to the cause of eradication of HIV/AIDS in the country. The
new civilian regime developed and articulated a new policy which led to the
establishment of NACA in 2000 to effectively implement the resolutions of the 1998
National Conference on HIV/AIDS and STDs Control and Prevention at a national

level, and at the states and local government levels (SACA and LACA).

The primary objective of establishing the NACA was to coordinate the broad

spectrum of the AIDS response that interfaces with all the stakeholders involved in
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the fight against AIDS in Nigeria. This would help to centrally control and oversee
policies, programmes and projects directed at the AIDS issue, provide leadership,
and monitor the progression of the epidemic.® In 2007, the act establishing the
NACA as a fully-fledged independent government agency was passed by the
Nigerian parliament, with the mandates to ‘formulate policies and guidelines on
HIV/AIDS, advocate for mainstreaming of HIV/AIDS intervention into all sectors of
the society’.® Other functions of NACA, according to the act, are to plan and
coordinate activities of the various sectors in the strategic framework of the national
response to facilitate the engagement of all tiers of the government and all sectors
on HIV/AIDS prevention, care, and support (NACA 2010).

Since its incorporation as a statutory government body, the NACA has formulated
and implemented a series of policies and guidelines encompassing HIV/AIDS
financing, building networks and partnerships with global institutions and
organisations. The NACA has also liaised with civil society groups, religious
institutions, and non-governmental organisations (NGO) with a view to expanding
treatment access to other areas hitherto uncovered, thereby providing wider

coverage among the infected population.

As a statutory government body, the NACA has provided a multi-sectoral strategy
and relationship with other HIV governance structures of states and local
governments with a view to providing effective coordination and rapid response to
HIV/AIDS at both state and local government levels. As far as the HIV situation in
Nigeria is concerned, the most strategic national response to HIV and AIDS is the
establishment of the NACA, whose achievement can be seen in areas of
advertisement and enlightenment campaigns, and the articulation of the ART
programme in Nigeria. Apart from the urban centres, most rural areas are now
enlightened about HIV in terms of awareness on healthy and safer sexual behaviour,
HIV counselling and testing, and increasing awareness and treatment with
antiretroviral therapy (NACA 2018).

> For more details on the objectives of establishing the NACA, see the history of NACA available at
https://naca.gov.ng/history-of-naca/

® See the NACA’s 2011 Annual progress report, available at https://naca.gov.ng/wordpress/wp-
content/uploads/2016/11/NACA-2011-ANNUAL-REPORT-FINAL-DRAFT 06062012-2011REPORT.pdf
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The policies and programmes initiated during the age of intervention helped to
prevent the spread of HIV through educational and awareness campaigns, designed
to foster behavioural changes to the sceptical public. The saliency of the age of
intervention in the annals of HIV policy history in Nigeria, compared to the age of
denial, can be seen in the foundational basis in which the provision of a free
antiretroviral therapy programme and the pharmaceuticalisation of public health was
later situated.

1.5.4 The age of the pharmaceuticalisation of public health

The notion of the ‘pharmaceuticalisation of public health’ was first articulated by Biehl
(2004) to describe how countries in the Global South prioritised and framed the free
distribution of antiretroviral drugs to people living with HIV, as needed to protect the
public health of their citizens. Using Brazil as a useful case study, Biehl observed
that the provision of free antiretroviral drugs to registered to people living with HIV in
Brazil had made public health increasingly pharmaceuticalised around the reduction
of AIDS-related mortality and improvement in the quality of life for people living with
HIV (Biehl 2004; 2006;2008). Following the Brazilian model, Nigeria introduced a
free antiretroviral therapy programme in 2002 to registered people living with HIV.
The onset of the ART programme is the onset of the pharmaceuticalisation of public

health in Nigeria.

From the mid-1980s to 2001, the use of ART received less attention following the
high cost of medication that excluded many people (HIV-positive individuals) who
needed it. In 2002, a reprieve came for many infected HIV people when the ART
programme was formally established by the Nigerian government. The ART
programme was launched in collaboration with different donor agencies, civil society,
and national and international agencies, who provided the logistics for the successful

uptake of the programme.

The objective of the ART programme is to treat more than 10,000 people with
antiretroviral therapy within the first year in 25 antiretroviral centres throughout
Nigeria, and improve the quality of care in the antiretroviral treatment programme by
training more than 100 doctors, 100 nurses and 100 counsellors within the first year
of its establishment (Monjok et al. 2010). Other aims of the ART programme are: to

strengthen the involvement of people living with HIV and AIDS in the antiretroviral
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treatment programme; improve coordination between the public and private sectors;
and remove barriers to the treatment of low-income people living with HIV and AIDS
by making laboratory testing free of charge (Meloni et al. 2016). Under the
government programme, the cost of the first-line drug regimen was subsidised to the
tune of US$ 368 per person per year, whereas in the private sector the cost was
estimated to be US$ 3000 per person per year. Antiretroviral drugs, in the sum of
US$ 3.5 million, were procured from India and offered at a subsidised rate of US$10

per person (Idigbe et al. 2005).

According to WHO (2011), the first set of antiretroviral drugs (AVG) regimen to be
available in Nigeria were Lamivudine, Stavudine and Nevirapine—which were used
for the treatment of adults and adolescents. Also, Lamivudine and Stavudine with
either Nevirapine or Efavirenz became the first set of drug regimens used in the
treatment of children infected with the virus. At the outset, the programme was
divided into two phases. The first phase consisted of providing treatment for 250
patients in each of the 25 ART centres, and each patient was asked to pay a monthly
treatment cost of N1,000 (£3) to cover the cost of regular laboratory tests (Odutolu et
al. 2006). The successes recorded in the first phase enabled the government to
extend the programme to the rest of the infected population (over 4,000 patients).
Following the successful launch of the programme and the benefit accrued to the

recipients, more HIV-infected persons were recruited into the programme in 2003.

Due to the large number of patients recruited, the programme was marred by serious
setbacks and shortcomings as there was a shortage of drugs. It was widely reported
that many patients were taken off drugs for up to three months because of a lack of
supply, which resulted in a huge increase in the non-adherence rate and serious
resistance to the drugs from the virus (Monjok et al. 2010). The ART programme was
later resumed following the procurement of another round of US$3.8 million worth of
drugs. In 2004, the ART programme was reviewed by the Nigerian government
following the administrative weaknesses, logistics problems, and capacity
bottlenecks that marred the third phase of the programme. The outcomes of the
review paved the way for the establishment of the Nigerian National Response
Information Management System in many states of the federation. Other outcomes

of the review include the following: the launching of the National Antiretroviral Scale-
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up Plan in December 2004, and the approval of the Health Sector Strategic Plan on
HIV/AIDS 2005-2009. The major thrust of the National Antiretroviral Scale-up Plan
was to ensure that 250,000 people living with HIV/AIDS were put on the ART
programme by June 2006. To achieve this ambitious objective, ART treatment
centres were extended from 25 to 63, while funds were made available for the new
centres to provide antiretroviral therapy services. These services include voluntary
counselling and testing, condom distribution, mother-to-child transmission services

coupled with treatment, and care and support for people living with HIV/AIDS.

The financial assistance from bilateral and multilateral agencies such as the United
States President Emergency Plan for AIDS Relief (PEPFAR), the Global Fund to
Fight AIDS, Tuberculosis and Malaria (GFATM) and the World Bank has contributed
a great deal towards expanding the provision of ART to many HIV patients that has
been hitherto left uncovered free of charge. In 2006, the establishment of 41 ART
treatment centres greatly helped in the distribution of a free supply of ART to many

patients.

Despite the massive scale-up of ART treatment from 81,000 people to 198,000 by
the end of 2007, it was reported that only 15 percent of HIV-positive persons had
access to ART treatment (Federal Ministry of Health 2007). With more financial
support from its partners, the Nigerian government had been able to scale up the
number of ART enrolment from 198,000 to about 300,000 at the end of 2009
(UNAIDS 2009). In comparing the enrolment success achieved in 2009 with the
enrolment target articulated in the National HIV/AIDS Strategic Framework for 2005—
2009, it can be observed that the enrolment recorded in 2009 is 49 percent less
when compared with the ART enrolment target of 80 percent that was projected for
2009. By the end of 2016, a total of 853,999 people living with HIV (both children and
adults) were receiving antiretroviral treatment out of over 3 million people living with
HIV (NACA 2016). This information revealed that over 28 percent of people living
with HIV have access or are currently receiving antiretroviral treatment in Nigeria.
However, the number of people living with HIV having access to antiretroviral
therapy, up from 360,000 people in 2010 to more than 1 million people at the end of
2018, with new estimates revealed that ‘more than half of people living with HIV still

25



do not have suppressed viral loads’ (UNAIDS 2019). However, information on ART

enrolment between 2019 and 2021 is not available at the time of writing this thesis.

The slow progress in achieving ART enrolment targets stems from a multiplicity of
factors such as a shortage of healthcare personnel, weak clinical and diagnostic
capacity, poor data management system, and restriction of treatment care to
secondary and tertiary level hospitals (Odafe et al. 2012; NACA 2010; Van Damme
2006; Lawn et al. 2005; Coetzee et al. 2004). Because of this, a comprehensive
review of the National HIV/AIDS Strategic Framework for 2005 to 2009 was
undertaken by the Nigerian government, who revised the framework and extended
the treatment goals and targets from 2009 to 2015 (NACA 2009).

However, significant improvement was witnessed between 2010 and 2011 in HAART
enrolment and with the HIV prevalence rate in Nigeria. Official figures obtainable
from NACA showed that the HIV prevalence in the country, which was 4.6 percent in
2008, had declined to 3.4 percent in 2017 (NACA 2017), while the number of people
living with HIV/AIDS receiving antiretroviral drugs increased from 230,000 at the end
of 2008 to over one million at the end of 2018 (UNAIDS 2019). There was also an
increase in the number of ART treatment centres from 296 at the end of 2008 to 820
at the end of 2016 (Tocco 2017: 76). Recent data released by UNAIDS revealed
significant improvement in the fight against HIV/AIDS. It was revealed that AIDS-
related deaths decreased by 35 percent in 2019, while 89 percent of people living
with HIV are now accessing antiretroviral treatment (UNAIDS 2020). The national
HIV prevalence among adults aged 15-49 years reduced from 2.8 percent to 1.4
percent at the end of 2018, with an estimated number of 1.9 million people living with
HIV in Nigeria (UNAIDS 2019).

Despite these remarkable accomplishments, much effort is still needed on the part of
the Nigerian government and other bilateral and multilateral partners in ensuring that
over 600,000 adults and 262,000 children that are currently out of antiretroviral
treatment coverage are recruited into the programme. However, the important
consequence of the pharmaceuticalisation of public health vis-a-vis the introduction
of the ART programme in Nigeria is the enactment of what Ecks (2005) described as

‘Pharmaceutical citizenship’, where inaccessibility to pharmaceutical drugs like ART
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has been regarded as marginalisation or depriving the patients of a basic human
right to biomedical treatment. Ecks, therefore, posted that pharmaceutical citizenship
is about restoring back to society those that are at the margin of society
(disadvantaged and stigmatised people) by removing the marginality imposed by
their inaccessibility to medicine. Providing free antiretroviral drugs to people living in
HIV in Nigeria and other parts of Africa is a form of pharmaceutical citizenship, by
restoring back to society those that are at the margin of society (disadvantaged and
stigmatised people) by removing the marginality imposed by their inaccessibility to
medicine. Attaining a healthy lifestyle is increasingly tied to having access to
pharmaceuticals (Petryna & Kleinman 2006). Access to free antiretroviral drugs is a
new form of citizenship (Robins & von Lieres 2004), as HIV-positive individuals are
convinced by the free antiretroviral treatment offered by the Nigerian state to improve
their health and be integrated into the mainstream as citizens. With this
pharmaceuticalisation of public health vis-a-vis the introduction of the ART
programme in Nigeria, ‘citizenship in the era of biomedicalisation is governed
through both rights and responsibilities: the rights to biotechnologies, treatment and
care’ (Young et al. 2019:3).

This appropriation of free ART by people living with HIV, as a form of citizenship
right, was regarded as legitimate by the Nigerian state, based on their biological
condition. This form of ‘biological citizenship’ (Petryna 2002; Rose & Nova 2005) that
was conferred on people living with HIV in Nigeria is the means by which access to
free antiretroviral medications becomes part of their legal right as citizens of the
state. Biological citizenship (having HIV is the biological basis for claiming legal and
social rights from the state), therefore, becomes the basis of pharmaceutical
citizenship for people living with HIV in Nigeria to access free medications. As
pharmaceutical citizens, access to free antiretroviral medications is therefore central
to the way in which HIV-positive people act upon their ‘diseased bodies’ and
appropriate citizenship as part of contemporary expression of the legal-self in

society.

Following the age of pharmaceuticalisation of public health, the free ART programme
in Nigeria that facilitated pharmaceutical citizenship was reinforced by the

therapeutic citizenship advocated by Nguyen (2005; 2007; 2011). In fact, to deepen
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this argument requires a brief analysis into the historical background of therapeutic
citizenship. The concept of therapeutic citizenship was articulated based on the
experience of HIV treatment access in West Africa in the 1990s, when Vinh-Kim
Nguyen conducted ethnographical studies on the role of international aids/donor
organisations and non-governmental organisations (NGOSs) in facilitating treatment
access to people living with HIV in resource-scarce (and treatment-scarce) settings
in Burkina Faso, Cote d’lvoire, and Mali. Due to political instability and lack of
capacity/capability of the state health systems to cope with and respond to medical
problems occasioned by the ravaging AIDS crisis, amidst the lack of treatment
provision for people living with HIV in these three African countries, Nguyen (2011)
noted that international aids/donor organisations stepped in and developed

‘sovereignty over who could live or die’ (Czapp 2012: 357).

As these international aid/donor organisations provided life-saving HIV drugs, albeit
in limited capacity, the question of who deserved to have access to HIV treatment
provided by these organisations was the key issue. HIV patients recruited for
treatment by these organisations are expected to ‘engage in processes of self-
improvement to present themselves as worthy candidates for treatment’ (Rhodes et
al. 2013: 1024). As Mfecane (2011: 130) noted, recruited HIV patients are expected
to play ‘active roles in taking good care of their health and adjusting their lifestyles in
accordance with behavioural prescriptions set by the NGOs providing care and
support for them’, by performing certain obligations and responsibilities to be eligible
for continuous treatment. These obligations and responsibilities include asserting
their rights as a collective based on their HIV condition, making claims for treatment,
and behaving as ‘responsible’ patients by adhering to the treatment regimen. Those
who have succeeded in the performance of their obligations and responsibilities ‘are
triaged into ART as potentially valuable members of an emerging HIV/AIDS
community’ (Paparini & Rhodes 2016: 504). These international aids/donor
organisations ‘exert power through the resources they offered (HIV drugs) and
imposed some conditionalities to those assessing the treatment, with a view to

fashioning particular kinds of subjects (HIV patients)’ (Nguyen 2005).

The assemblage of these HIV/AIDS-funding and support group organisations in
Africa, as Nguyen observed, has resulted in the formation of new support networks

for people living with HIV. Therapeutic citizenship is, therefore, about a political claim
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to belonging to a global community that offers access to treatment, by relying on
illness condition to negotiate complex issues such as survival, social relationship,
access to resources, and rights and responsibilities around personal engagement
and self-management of HIV (Nguyen et al. 2007; Nguyen 2011; Russell et al. 2016;
Zhou 2019). An active treatment engagement undertaken by people living with HIV,
as Rhodes et al. (2013: 1024) noted, ‘makes citizenship through enabling claims to a
variety of medical, material, and other resources’ and undertake collective actions

based on their shared illness identities.

The application of therapeutic citizenship has been deployed to explain HIV
treatment access in other African settings, especially Gambia (Cassidy & Leach
2009), Uganda (Russell et al. 2016), Malawi (Zhou 2019), South Africa (Robin 2005;
2009; Steinberg 2008; Mfecane 2011), Tanzania (Mattes 2011; Marsland 2012),
Zambia (Patterson 2016; Mulubale et al. 2020; Mulubale 2020) and a non-African
context like Brazil (Biehl 2007; Cataldo 2008), Serbia (Bernays et al. 2010), as
scholars have empirically extended Nguyen’s approach to understand the
distribution of life-saving antiretroviral medicines in different contexts. Even though
these studies have supported and reaffirmed the claims of therapeutic citizenship,
other scholars have critiqued the concept and argued that it does not reflect the
experiences of people living with HIV in some African contexts. For instance, Robins
(2009) observed that HIV-positive men in South Africa are not comfortable with an
HIV identity and their membership in the support group does not lead to a complete

break from the past behaviours and practices.

Cassidy & Leach (2009) and Colvin et al. (2010) argued that therapeutic citizenship
is unrealistic in contexts where HIV-positive people were reluctant to participate in
HIV/AIDS activism in their communities due to fear of stigmatisation that emanated
from their HIV disclosure. Other criticisms of therapeutic citizenship in Africa argued
that therapeutic citizenship created docile and passive HIV patients at ART clinics,
where providers exert power to control patients (Mattes 2011). Finally, Mulubale et
al. (2020) observed that the Zambian state, rather than aids/donor organisations or
NGOs, is the provider of ART, with no role for the latter in HIV treatment services,
but aids/donor organisations or NGOs were active in the provision of psychosocial
resources for people living with HIV. The critique of therapeutic citizenship in the

Nigerian context shares a striking similarity with the observation of Mulubale et al.
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(2020) in Zambia. This is because, in 2005, when Nguyen articulated therapeutic
citizenship, Nigeria had already started a free ART programme, and therefore most
of the claims in therapeutic citizenship are not relevant as far as the Nigerian HIV

situation is concerned.

Therapeutic citizenship is less relevant in contexts where the state (national
government) provides free antiretroviral therapy to HIV patients and where there is
no direct relationship between aids/donor organisations and HIV patients in terms of
treatment access. In Nigeria, the relationship between HIV patients and aids/donor
organisations to treatment access is not direct or does not exist. As in the Zambia
case, the Nigerian state is the provider of ART, with no role for the aid/donor
organisations or NGOs in HIV treatment services. However, aids/donor organisations
or NGOs could provide psychosocial resources for people living with HIV. In contrast
to Nguyen, the state could not be relied upon to secure treatment support necessary
for survival in those West African states, but in the Nigerian setting the state
provided free ART programmes and, therefore, could be relied upon to provide
treatment support for HIV patients. Therefore, the claim of biological citizenship has
been activated by people living with HIV, while pharmaceutical citizenship has
already taken place in the Nigerian context when therapeutic citizenship was

articulated.

Furthermore, the right to access free ART has been activated by biological
citizenship of people living with HIV prior to the involvement of support groups.
Support groups are formed in Nigeria in the respective treatment centres after
people living with HIV have been enrolled into ART programmes. Therefore, HIV
support groups only engage in activism by campaigning for continual sustainability of

the current ART programmes.

Despite these criticisms, one area where therapeutic citizenship is applicable to
Nigeria is where the provider of free ART (Nigerian state administered through state
and private healthcare institutions) emphasises not only adherence to ART, but that
testing, counselling and support group participation are part of the responsibilities of
the HIV patients. This is part of the conditions for enrolment of HIV patients into free
ART programmes. As far as Nigeria’s HIV/AIDS situation is concerned, therapeutic

citizenship helps to foster a process of discipline on the part of HIV patients and
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commits them to the performance of their obligations—adherence, post-treatment
testing, post-treatment counselling and support group participation as part of the
conditionalities associated with the enrolment into ART programmes. In this regard,
therapeutic citizenship within the context of free ART programmes in Nigeria helps in
making HIV technologies work effectively and constitutes ‘a site for the exercise of
disciplinary requirements on citizens’ (Davis & Squire 2010: 195) and affords people
living with HIV to claim the right to health and socio-political inclusion following the
activation of support group networks and new alliances with state health apparatus.
In this sense, therapeutic citizenship only complements the existing relationship and
assemblage fostered by pharmaceutical citizenship.

Therefore, the pharmaceuticalisation of public health, vis-a-vis the provision of free
antiretroviral drugs in Nigeria, is inundated with a complex matrix where biological,
pharmaceutical, and therapeutic citizenship is intertwined in the social and political
claims and rights to treatment, as well as the daily experience of living with HIV. This
pharmaceuticalisation of public health in Nigeria constituted a significant
improvement in the age of intervention and was more important in the HIV policy

history than the age of denial.

1.6 Social issues around HIV/AIDS in Nigeria

The reality and situation of HIV/AIDS in Nigeria cannot simply be reduced to
biological facts (disease) and public health issues around HIV prevention and
vaccination, which could be reduced to the activities of government officials and
health workers. Rather, it was social issues that are drawn from the lived experience
of living with HIV, government responses to HIV/AIDS, and the cultural
understanding of HIV in Nigeria. These social issues, which include discrimination
and stigmatisation, HIV and religion, are important discourses that underpinned the
reality and understanding of HIV/AIDS in Nigeria. These issues are discussed in the

subsections to follow.
1.6.1 Discrimination and Stigmatisation

At the beginning of the HIV/AIDS epidemic, those suspected of being infected with
the virus were subjected to discrimination, marginalisation, and social ostracism
(Herek & Glunt 1988; Gostin & Webber 1998; Zierler et al. 2000; Herek et al. 2003;
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Kuriansky 2016). Being diagnosed with HIV in Africa, especially in Nigeria, carried
the weight of discrimination and stigmatisation. This is because the cultural
understanding of HIV was that there was no cure for it, and whoever was infected
with HIV had been handed their death warrant. Therefore, people living with HIV
were culturally regarded as morally perverted, adulterous, promiscuous or sex
workers (Smith 2004). As a new terrifying disease, HIV possessed the ‘emergence of
a disease whose charge of stigmatization and whose capacity to create spoiled
identity was far greater’ (Sontag 1978:16). Because of this, in most sub-Saharan
African societies, especially Nigeria, HIV was regarded as a viral enemy identified
with evil and attached blame to its victims (ibid).

This negative stereotype associated with HIV in Nigeria might have constituted the
basis for the discrimination and stigmatisation against people living with HIV. From
1986 to date in Nigeria, HIV-positive people are stigmatised and discriminated
against, because their illness is seen as a contagious disease and the lack of a cure
is a threat to the community. In a systematic review conducted by Bharat (2011), it
was observed that half of the respondents, including the healthcare providers, had
blamed people living with HIV/AIDS for bringing the disease into the community.
Because of the threat posed by HIV incurability, HIV-positive people are shunned,
rejected, and ostracised by family/relatives, friendship networks, peer groups,
religious organisations and other sites of social groupings where they may
experience harassment, threats of violence, public restrictions and sanctions
(Letamo 2004).

Apart from Nigeria, studies from other sub-Saharan Africa countries have shown that
people living with HIV are often stigmatised and discriminated against in social life
(Miller & Rubin 2007; Greeff et al. 2008; Dahlui et al. 2015). The instances of
discrimination and stigmatisation that have been reported in other African countries
include name calling, pointing fingers at those infected with HIV, mocking abusive
language to HIV patients, denial of training opportunities, promotion, career
advancement, refusal of job placement, segregation in hospital wards, loss of job,
threat or target of violence, and, in the most extreme cases, violent murders (Ehiri et
al. 2005; Mutalemwa et al. 2008; Olley et al. 2016). Ogunrotifa (2020) observed that
consequences of discrimination and stigmatisation to HIV-positive people, especially

in Nigeria, is the loss of a membership of a social group in the community. This loss
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of social membership for HIV-positive people means loss of rights, status, duties,
and belonging as a full member of a group (family, clubs), and thus prevented them
from ‘participating in the lives of their communities and limited their access to critical
social and economic resources’ (Izugbara & Wekesa 2011: 874). The implication of
loss of social membership is the othering for people living with HIV. Othering (or
otherness) in this regard means that people living with HIV are regarded as ‘others’
in the society and, therefore, it is believed that these individuals deserve to be
stigmatised and discriminated against. With othering, people living with HIV could be
categorised as pariahs and unwanted elements in society and, thus, are pushed to
the margin of society. The effects of othering are the reflections of these

consequences of stigmatisation and discrimination.

Due to discrimination and stigmatisation, HIV disclosure, avoidance of treatment and
concealment of HIV status are major barriers to testing, treatment uptake, and
adherence in Nigeria (Amoran 2012; Okareh et al. 2015; Odimegwu et al. 2017).
Other studies have shown that discrimination and stigmatisation undermine HIV
testing (Yahaya et al. 2010), retention and adherence to treatment (Okoronkwo et al.
2013; Rueda et al. 2016), inequalities in accessing HIV support, care, and treatment
(Ehiri et al. 2016). However, several studies have identified a few health problems
posed by discrimination and stigmatisation of people living with HIV and these
includes isolation, depression, loneliness, low self-esteem, lack of interest towards
practising HIV preventive measures, low health-seeking behaviour, and failure to
participate in in routine HIV testing (Valdiserri 2002; Parker & Aggleton 2003;
Nyblade & MacQuarrie 2006; Babalola 2007; Mokoae et al. 2008; Onyebuchi-
Iwudibia & Brown 2014; Stangl et al. 2019).

Exclusion and marginalisation from the community are the consequences of
discrimination and stigmatisation that are usually experienced by people living with
HIV/AIDS. The social issues caused by discrimination and stigmatisation have been
the realities faced and experienced by people living with HIV in Nigeria from 1986 to
date. However, some changes that have taken place recently, such as free
antiretroviral therapy in Nigeria since 2002, and the recent scientific transformation in
HIV drug therapies, have transformed HIV not only into a manageable chronic

iliness, but also to an undetectable status. Yet, people living with HIV are still being
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defined within cultural parlance, and are still being discriminated against as having
uncurable HIV, while undetectable people living with HIV are still regarded as having
a HIV body (Young et al. 2019).

As previously stated, people living with HIV will not disclose their HIV-positive status
to avoid being ostracised and isolated from participating in social life and cultural
events, and therefore continue to engage in high-risk behaviour (Mokoae et al.
2008). From 2002, when ART was free to people living with HIV in Nigeria, available
evidence suggests that ART has not reduced underlying structural drivers of
discrimination and stigmatisation (Russell et al. 2016). Nevertheless, the increased
uptake of ART in some developing countries in the last 10 years has resulted in the
reduction of the stigmatising characteristics, as disease progression is reversed or
halted, thereby changing the social experience of the disease (Castro & Farmer
2005). This is evident in recent studies by Castro and Farmer (2005), where it was
found that ART helped to reduce felt and enacted stigma in Haiti, while a research in
South Africa found that HIV-positive individuals openly disclosed their HIV status
following their recovery through ART, which encouraged them to become activists in

the campaigns for expanded treatment access (Robins 2006).

Even in recent years when therapeutic advancement in antiretroviral drugs has
facilitated undetectability as untransmittable (U=U), people living with HIV in Nigeria
have still been considered as ‘infectious others’ and, hence, they are still being
subjected to discrimination and stigmatisation. A recent social media campaign was
undertaken by a group of clinicians, community and HIV organisations and
researchers in July 2016, under the auspices of Prevention Access Campaign to
promote the narrative of ‘Undetectable = Untransmittable’ or ‘#U=U’ (Young et al.
2019; Prevention Access Campaign 2016). Despite the media attention and publicity
that this social media campaign generated, especially in Western countries, the
campaign was limited to the idea of reducing stigma and fear of transmission rather
than addressing the risk issue associated with HIV undetectability. The impact of
such a campaign in developing countries, especially sub-Saharan African countries,
is unknown, but the cultural inscription of HIV as an incurable disease still lingers in
the people’s imagination, and this continues to make discrimination and

stigmatisation social issues that people living with HIV/AIDS in Nigeria face in their
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everyday lives. Therefore, the emotional impact of discrimination and stigmatisation
contributes to the psychological, physical, and social burden of illness or HIV in

everyday life.

1.6.2 HIV and Religion

The cultural understanding of HIV, which underpinned discrimination and
stigmatisation, also found its expression in the religious dimension of response and
reaction to HIV. The close alignment between cultural traditions and religious
practices is more prevalent in Africa, as Africans sought religious and spiritual
approaches as a way of understanding and responding to the suffering and mortality
caused by HIV/AIDS (Tocco 2017). This is evident in Africa where the religious
values, beliefs and practices of their leaders and followers of Christianity and Islam—
the two dominant religions on the continent—shape their conception of disease and
illness, such as HIV (Speakman 2012). HIV, then, was a life-threatening disease that
was feared in the extreme. Religion, especially Christianity, further entrenched the
cultural inscription of the HIV body as a product of spiritual pollution and immorality
that manifested from promiscuous, adulterous, and sinful sexual practices (Palmer
1989; Togaresi 2010; Root 2009; Leusenkamp 2010; Aguwa 2010).

In the early years of the HIV epidemic in Africa, the reactions of these two religions
contributed immensely to the spread of the epidemic, by deepening the stereotype,
prejudices and stigmatisation associated with HIV, and thus undermining HIV
prevention strategies. Given the different faith-based bodies and organisations
around these two religions, there are different responses to HIV and AIDS. Despite
these differences, both religions unwittingly ‘contributed to the spread of the virus by
rejecting condom use and allowing the stigmatisation of people living with HIV or
AIDS’ (Balogun 2010: 459). Even though both religions have different responses to
HIV/AIDS, their moralistic stance on what is acceptable or unacceptable in

interpreting social reality shapes their understanding about HIV/AIDS.

In comparing the impact of religious discourse on HIV/AIDS in Africa, Speakman
(2012) argued that the conservative positions of Christian religious leaders had a

profound effect on the social construction of the HIV/AIDS epidemic in Africa in five
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ways: what language is used to describe the disease; how people with the disease
are morally judged; what social problems are associated with the disease; societal
changes that are linked with the disease; and the ways in which discussions of the
disease reveal certain biases. In the context of Christianity, HIV/AIDS is linked to
practices such as extramarital affairs (adultery), homosexuality, bodily contamination
sexual promiscuity, female sex workers and other practices that were believed to
have incurred divine punishment from God (Genberg et al. 2009). In Christian
religious discourse, HIV is associated with punishment from God, by indulging in
sinful lifestyles, morally and religiously disapproved behaviours and practices, and
thus blame is placed on men and women for transgressing the rules of the divine
order (Smith 2007; Ucheaga & Hartwig 2010; Rhine 2015). In this regard, the burden
of illness or HIV is usually placed on the shoulders of the victims, and considered as
the responsibility of the affected individual, therefore exposing them to blame and
judgement. This social construction of HIV often results in the creation of stigma due
to people’s uninformed epidemiological understandings about HIV/AIDS (Speakman
2012). Due to this fact, people living with HIV are not protected from the social

stigma associated with the disease.

Throughout the 1980s and 1990s, this has been the response of the Christian faith
and its leadership to HIV, and such responses have been demoralising to people
living with HIV/AIDS. Churches and other religious organisations, as Palmer (1989:
50) concluded, ‘condemn HIV victims and exclude them from their congregation’ and
thus placed the burden of guilt on the victims or patients. The social meaning of
HIV/AIDS, as Conrad (1986) pointed out, hinges on how cultures define an illness as
devastating and its consequences as moral shame for those who had the ill luck to
be infected by it in the first place. Although churches provided psychological,
spiritual, religious, and social support to their numerous members (Adogame 2007),
the judgemental attitude towards people living with HIV fostered the spate of
stigmatisation that HIV/AIDS sufferers faced within this period. As our knowledge
about HIV has improved in the last two decades, the judgement and stigma placed
on people living with HIV has changed, while the Church’s response to HIV/AIDS
has improved. However, the religious moral framework that underpinned the
Church’s understanding of diseases and ilinesses still acts as the bulwark against

HIV prevention strategies. This is because the conception of a disease like HIV as a
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penalty of God’s punishment often results in the Church’s passive attitudes towards

campaigning or developing HIV prevention strategies.

The public and private responses to HIV by Christian religious leaders have had a
profound impact on the care and treatment of their followers who are HIV-positive, by
providing counselling and showing compassion and empathy for the suffering they
experienced. However, their message on prevention is still problematic for two
reasons. The first is that Christianity’s teaching of abstinence from sexual intercourse
and monogamy is considered as a challenge for HIV/AIDS-health communication
and intervention (Smith 2004; 2014; Ochillo et al. 2017; Usadolo 2019). Since they
believe that HIV is transmitted through sexual intercourse only, Christian religious
leaders focus on a message of abstinence and fidelity through their sermons as a
means of education and prevention and bracket off other means of HIV prevention to
preserve the sanctity of the Christian faith. In this regard, the campaign around the
condom as a form of contraception is eschewed because it is considered as immoral
(Aguwa 2010), as condom use is regarded as an encouragement of sexual

immorality, especially among youths.

Second, the Church’s message and position on homosexuality, sexual
promiscuity/infidelity, and prostitution prevented its religious leaders from adopting
other effective HIV prevention strategies because they do not want to be perceived
as endorsing stigmatised groups such as gay males or female sex workers
(Adogame 2007). Therefore, the role of the Christian faith, especially churches in the

current war against the HIV/AIDS epidemic, has not been effective.

Like Christianity, the Islamic response to HIV/AIDS in the early period of the
epidemic has been dismal, slow, and negative. The differences between Christianity
and Islam’s beliefs and values had led to contrasting conceptions of the disease in
Nigeria. Although both religions disagree on the conception of HIV, they both agree
on the mode of HIV transmission and HIV prevention strategies. This can be seen in
two ways. First, the Islamic religion holds that diseases such as HIV come from Allah
(Al-Jibaly 2003) and, therefore, people living with HIV or other ailments should not be
considered as sinners or to be stigmatised (Balogun 2010). Rather, people living with
HIV should be considered as normal people that should be shown love, care and

mercy (ibid). In essence, Islam does not attribute HIV to the sins of man, but rather
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holds that HIV epidemics are tests of faith from Allah (Al-Jibaly 2003). Due to this
stance, Islam discourages the discrimination and stigmatisation of people with any
kind of ailment, and do not believe that people living with HIV have been
contaminated by sins and immoral practices. Second, whilst Christianity focused
extensively on its tenet of monogamy as a bulwark against HIV/AIDS, Islam accepts
that polygamy is an effective antidote to HIV/AIDS (Saddiq et al. 2010). Christians
believed that the husband might not be able to sexually satisfy his wives in a
polygamous marriage, and hence such wives will resort to seeking extramarital
sexual satisfactions. Christian religious leaders thus believe that a polygamous
marriage is responsible for promoting vulnerability to HIV in a familial setting (ibid). In
contrast, Muslims believe that polygamy helps to curb men’s extramarital sexual
desires, as wives waiting for their sexual turn in a polygamous affair ‘might not
necessarily promote female promiscuity’ (Ibid: 147). In a patriarchal gender context
like Nigeria, polygamy might be advantageous to men (husbands) in fulfilling their
sexual desires but might not be beneficial to the women (wives) who want an active
and satisfactory sexual life. This could lead to women having extramarital affairs, the

outcome of which could lead to a vulnerability to HIV in familial settings.

These contrasting positions of the two religions on the conception of a disease like
HIV illustrate the important social issue that a religious moral framework fosters in
the everyday management of HIV. Like Christianity, Muslim communities hold that
HIV spreads through sexual promiscuity (Speakman 2012), and this contributes to
the stigmatising of HIV/AIDS.

Secondly, Muslim and Christian communities oppose homosexuality in any form and
believe that it contributes to the spread of HIV/AIDS (Speakman 2012). This is more
reason why both religions supported the enactment of the harsh anti-gay law in
Nigeria in 2014. Thirdly, Muslim communities oppose the national HIV/AIDS
prevention initiatives, which emphasised the safer and protected sex using condoms.
The Islamic religious leadership does not oppose the use of the condom between
couples in a marital relationship, but does oppose its usage outside the marriage. In
this sense, Islamic bodies in Nigeria oppose the secular campaign around the public
promotion of the condom because it is believed that it encourages people to engage
in immoral sexual promiscuity in the name of protected or safer-sex practices

(Balogun 2010). Rather, strict adherence to Islamic teachings on faithful marital
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relationships, sexual faithfulness in marriage, and sexual abstinence outside of

marriage are seen by most Muslims as solutions to the spread of HIV (ibid).

Finally, like Christianity, the Islamic religious leadership offers compassion and
support to the care and treatment of people living with HIV, especially AIDS-
orphaned children (Ucheaga & Hartwig 2010; Oluduro 2010; Ajuwa 2010; Olaore &
Olaore 2014). In 2009, the Nigerian Supreme Council for Islamic Affairs (NSCIA)—
the umbrella body of Muslim communities in Nigeria—published a national Islamic
policy on HIV/AIDS. The policy, which was the Muslim response to HIV and AIDS in
Nigeria, aligned with mainstream biomedical approaches to treating HIV and AIDS
and emphasised strict adherence to the national treatment guidelines issued by
NACA (Tocco 2010; 2017). Where the Islamic response on HIV treatment differs is
the emphasis on the close connection between treatment and religious obligation
during compulsory Ramadan fasting (Tocco 2017). Adherence to ART conflicts with
the spiritual requirement of Ramadan fasting, as Islamic law and principles allow sick
Muslims to refrain from fasting in the month of Ramadan, but to complete their
missed fasting when they have recovered from the illness, often after Ramadan
(Balogun 2010). Since effective HIV treatment requires adherence, inability to
Ramadan fasting usually invites suspicion from members of the community/public.
The dilemma between adherence to ART and observance of religious fasting is a
social issue that people living with HIV/AIDS in Nigeria face in their religious life.
Tocco (2017) observed that there is no consensus among Muslims living with HIV on
how to resolve this issue, as many HIV patients adjust dosing guidelines to

accommodate the spiritual obligations associated with fasting.

The role of religion as a response to HIV/AIDS in Nigeria has been instrumental to
the way people living with HIV manage their conditions in daily life. This religious
worldview strongly influences not only the conception of disease and understanding
of iliness, as people interpret HIV and make sense of the epidemic within a religious
moral framework, but also the balance between adherence to HIV treatment and the
observance of religious obligation, mainly fasting, that are fundamentally opposed.
Despite the differences and similarities in the responses of Christian and Muslim
communities to HIV/AIDS in Nigeria, the religious moral framework that coloured
their responses to HIV/AIDS often results in creating stigma/stigmatisation for people

living with HIV and undermines the national prevention strategies designed to stop
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the spread of the epidemic. This is one of the important social issues that has
defined the HIV/AIDS situation in Nigeria.

Generally, this section has addressed the social issues that underpinned the
understanding of HIV/AIDS in Nigeria. The plethora of discourses arising from HIV
and the body, discrimination and stigmatisation to HIV and religion have
demonstrated the significant issues that shaped the reality of living with HIV in
everyday life in the Nigerian context. These social issues that shaped HIV/AIDS,
together with Nigeria’s HIV epidemic history, constituted the understanding and

reality of the HIV/AIDS situation in Nigeria.

1.7 The aim of the study

The aim of this study is to explore other practices that people living with HIV
undertake around their health to support the treatment they receive, and which
revolve around the notion of healthwork. The overall research question for this study
is the following: What are the consequences of healthwork on the biographies of
HIV-positive individuals? The biography here consists of biographical time, the body
and self/identity that are implicit in daily experiences of HIV-positive persons (Corbin
& Strauss 1987). By investigating biography and its components (biographical time,
the body, and conception of self) as far as the management of HIV in everyday life is
concerned, the study explored the following three questions: What impact does
healthwork have on the biographical temporality of HIV-positive individuals? How is
the corporeal sense of HIV infectiousness/non-infectiousness shaped by the
healthwork of HIV-positive people in everyday life? What are the impacts of
healthwork on self and identity of HIV-positive individuals? These questions, which
emerged following the review of the literature (which is presented in Chapter Two),
were addressed through a qualitative methodological approach. This involved
conducting semi-structured interviews with 32 people (men and women) living with
HIV, and who have been on ART for at least two years. These participants were
recruited through two HIV support groups in South-Western Nigeria. The interviews
were audio-taped and transcribed verbatim. The computer-assisted qualitative data
analysis software (CAQDAS) Nvivo 12 was used to facilitate the coding and analysis
of the data. A thematic method was used for the analysis of this research. Thematic

approach is useful in unpacking the content and patterns in the data collected.

40



The findings of this study helped to further enhance sociological knowledge on HIV
management. These findings have potential implications on how healthwork can be
integrated into the biography and social fabric of ill persons in relation to the
management of their iliness condition. The findings may also have further
implications for health service delivery. Further details about the findings and
contributions of this research will be provided in Chapters Four to Seven, and a
tentative outline of the structure of the thesis is presented in the next section.

1.8 Structure of the thesis

The next chapter, which is the literature review chapter (Chapter Two), provides an
in-depth review of the existing research that explores two important sociological
topics: HIV as a chronic illness and HIV management. Through the review of
literature on HIV management, the chapter shows the limits of adherence and
healthwork, and introduces the notion of biography, body, and the conception of self
to account for the important aspect of healthwork that has been neglected. It then
attempts to map out key areas of focus in this thesis, as well as the research

guestions.

Chapter Three is the methodology chapter, which describes the methodological
approach that was employed in answering the research questions posed at the end
of Chapter Two. The chapter began by providing an overview of theoretical
orientations and set the context for the epistemological and ontological foundation for
this research. The chapter further provided a justification for why a qualitative
method and interview technique were chosen, and highlighted how ethical approval
procedures, fieldwork procedures, sampling methods and methods of analysis were
undertaken. Chapter Four is a substantive chapter that explores the lay
understanding of healthwork undertaken by HIV-positive individuals in Nigeria. The
findings in this chapter have significant implications in grounding and answering the
research questions for this study that were presented in subsequent chapters in this
project. Chapter Five explores the impact of healthwork on the biographical
temporality of HIV-positive individuals. The chapter begins by exploring how HIV
disrupted the biographical temporality of people living with HIV and how healthwork
helps to reconstruct their disrupted biographical temporality. Chapter Six further

explores the impacts of healthwork on corporeal construction of HIV non-

41



infectiousness in everyday life and how HIV-positive people construct their
corporealities of infectiousness and non-infectiousness following the onset of HIV,
especially in the HAART era. In the final analytical chapter, which is Chapter Seven,
the chapter explored how HIV-positive people construct their sense of self following
a HIV diagnosis and the impact of healthwork on HIV-positive individuals’ sense of
self in everyday life. Chapter Eight, which is the last chapter of this thesis, discusses
the key findings and the contributions of this research to sociological knowledge, the
limitations of this study, the implications of this study’s findings for further research,

and the concluding remarks.
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CHAPTER TWO

LITERATURE REVIEW

2.1 Introduction

This chapter reviews the literature on HIV management and articulates a sociological
framework for this research project. To build a case regarding why the research
guestions posed in Chapter One are worth exploring, this chapter provides an in-
depth review of existing research that explores three important sociological topics:
HIV management in a pre-HAART era, HIV management in the HAART epoch, and
healthwork. The era of HAART, which is a highly active antiretroviral therapy,
represented an important phase in the history of HIV treatment across the world.
Therefore, researching HIV management around HAART would help to provide a
thematic structure to review the developments around HIV treatment in the last three
decades.

Reviewing the literature around these topics is necessary for this research because
of three reasons. The first is the negation of biographical issues in HIV management
in the Nigerian context. The second is to situate the consequences of healthwork on
everyday lives of HIV-positive persons within the interlocking themes associated with
biography: biographical time, the body, and self/identity. The third is to identify the
gaps in HIV management that create a pathway for enhancing sociological
knowledge on HIV management, by using the findings of this research to understand
how healthwork can be integrated into the personal and social fabric of ill persons as

the core basis of illness management.

The chapter begins with the mapping of the sociological approach to HIV
management in the early stage of its development before the highly active
antiretroviral therapy (HAART) called pre-HAART in section 2.2 is discussed. The
contour of HIV management changed significantly during the HAART era, which
made for a better understanding of HIV management in the HAART era to be
different from that of the pre-HAART epoch. Therefore, section 2.3 is devoted to
reviewing literature on HIV management in HAART, fleshing out changes that
occurred in that epoch. The third section, which is section 2.4, delves into the notion

of healthwork as the important gap in the sociological understanding of HIV
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management. This section expands the concept of healthwork to accommodate
biographical issues of biographical time, the body, and self/identity that have
profound implications for the management of HIV as a chronic condition in the

contemporary era.

2.2 HIV management in pre-HAART era

Prior to 1982, the notions of Acquired Immune Deficiency Syndrome (AIDS) and HIV
did not exist in the vocabulary of medicine. The report of unidentified diseases
among gay men and intravenous drug users in the United States triggered a wave of
investigation which forged ‘a new diagnostic category, produced an explanatory
mechanism, identified an infectious agent to which the origin of the disease was
attributed, and led to the development of tests’ (Camargo 2013: 845). Following its
categorisation as a disease, HIV was considered as a medical condition that
required pharmaceutical intervention to prolong the life of affected individuals and to
prevent it from developing into AIDS. This categorisation led to the development of
drugs that are crucial towards slowing down the reproduction rate of the virus in the
body and preventing it from developing into full-blown AIDS. As a result, the first
antiretroviral drug—Zidovudine (AZT)—was developed in 1987 (Brook 1987). AZT is
a nucleoside reverse transcriptase inhibitor (NNRTIs), a drug that was developed for
the treatment of HIV (Vella et al. 2012). The clinical trials concerning AZT treatment
were associated with a greater survival at 24 weeks (Fischl et al. 1987), but by 48
weeks the survival benefits with AZT treatment were found to be limited (Fischl et al.
1993; Volberding et al. 1990). Therefore, AZT can only improve and prolong the
survival rate of people living with HIV for a predetermined period of time. Despite its
limitations and side effects, AZT was approved in 1987 for medical treatment of HIV.
Between 1987 and 1991, AZT was widely marketed all over the world as the only
prescribed antiretroviral drug capable of treating HIV and thus heralded the epoch of

monotherapy in the HIV treatment regimen.

Despite the successes of AZT in controlling the virus, especially its breakthrough in
the prevention of mother-to-child transmission (Connor et al. 1994), there exists
uncertainty in relation to the problems posed by poor health and adverse side
effects. The persistent problem of a low quality of life associated with these drugs
undermined public confidence about its efficacies (Broder 2010). In fact, the

publication of the controversial Concorde trial results, which revealed sudden and
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mass death of HIV-positive individuals treated with AZT compared to those who are
simply affected by illnesses said to be AIDS-related in 1993 (Concorde Coordinating
Committee 1994), called into question the efficacy of the monotherapy drug in
combating HIV. Other studies revealed that AZT was characterised by health risks,
susceptibility to viral resistance, and a low survival benefit for people living with
HIV/AIDS (Volberding et al. 1990; Fischl et al. 1993) despite the effective adherence
to the drug.

Because of the health problems attributed to AZT, there was a frantic search to
develop other drugs that could be combined with it to tackle the shortcomings
associated with the use of a single drug in the treatment of HIV. Because of this,
another class of NNRTIs such as Didanosine, Zalcitabine, and Stavudine, were
developed. When AZT was administered with Didanosine (ddC) or Stavudine in
clinical trials, the treatment impact was significant, as the survival rate was found to
have increased and performed better when two or more drugs were combined (Vella
et al. 2012). Despite the therapeutic benefit of combining AZT with any of the other
NNRTIs over a single therapy like AZT, the clinical benefit was still not durable
(Hammer et al. 1996). Yet, Didanosine and other NNRTIs were approved for HIV

treatment.

The approval of Didanosine, Zalcitabine, and Stavudine in 1992 and 1993 by the US
Food and Drug Administration (FDA) came as a reprieve to most patients who
wanted to change their therapy from AZT. However, viral resistance to these new
NRTIs drugs is frequent but can be effectively suppressed if used in combination
with AZT (Carpenter et al.1996). The combination of two nucleoside drugs in the
treatment regimen of HIV suggests that a single (monotherapy) drug cannot
adequately suppress viral resistance in the body cell. Therefore, the combination of
AZT and other antiretroviral drugs are needed to stem the unhealthy tide of the
therapeutic situation (Carpenter et al.1996). Further studies later confirmed that
combining AZT with any of the NNRTIs class of drugs helps to dramatically inhibit
viral replication and resistance, and the rebuilding of the weakened immune system
(Saravolatz et al. 1996; Hammer et al. 1996). The historical development of
antiretroviral therapy from 1987 to 1996 constituted the era of pre-HAART in HIV

management.
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The understanding of HIV management in the pre-HAART era within sociological
discourse can be broadly contextualised under the general frame of the sociology of
chronic illness. The sociological approach to the study of chronic illness was first
articulated by Anselm Strauss and Barney Glaser following the publication of Chronic
lliness and Quality of Life in 1975. Strauss and Glaser’s publication emerged as part
of the critiques of Talcott Parsons’ (1951) notion of a sick role that emphasises
patients’ passivity in a clinical/medical encounter, or what Parsons regarded as the
‘doctor-patient relationship’. Parsons’ sick role model demonstrated how individuals’
health contributes to their participation in social life in terms of roles and expectations
and shapes the overall functioning of the social institutions in society. Parsons’
theory had drawn the sociologists’ attention to the problem of health/illness and
fuelled sociological questioning of biomedicine in general. It was during the 1960s
and 1970s that several sociologists, especially those from the Chicago School,
sought to clarify and broaden Parsons’ (1951) conception of the sick role and doctor-
patient relationship by deconstructing patients’ passivity in its application to chronic
illness (see Berkanovic 1972; Gerson 1976; Gallagher 1976; Gerhardt 1979a).

Strauss and Glaser’s work sought to reinforce the sociological critique of patients’
passivity by demonstrating how chronically ill patients are actively involved in the
management of their illness in everyday life. Through the notion of illness trajectory,
Strauss and Glaser’s (1965; 1968) path-breaking study explored patients’ experience
of chronic illness and, thus, ushered in pioneering research in the sociology of
chronic illness’ and that of the study of the illness experience. Following the
pioneering efforts of Strauss and Glaser, sociological research into the
consequences of chronic illness and the steps to mitigate its effects has proliferated
as scholars have thoroughly applied the sociological approach to the understanding
of a wide variety of chronic illnesses such as diabetes, asthma, heart disease, sickle-
cell disease, cancer, stroke, etc., that have the potential to radically alter the
everyday lives of ill persons. This has far-reaching impacts upon every aspect of
their lives, especially employment, socio-economic status, romantic involvement,

mortality and health, and permanent disability (Bury 1982; Schneider & Conrad

7 Chronic illnesses refer to long-term conditions and disorders that exceed more than three months and
cannot be cured or prevented by medications (WHO 2005) and ‘interfere with social interaction and role
performance’ (Gabe et al. 2004: 77).
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1983; Charmaz 1983;1987; 1991; 1994, 1995; 2000; Corbin & Strauss 1987; Bury &
Anderson 1988; Bury 1991; Kelly 1992; Ciambrone 2000; Frank 2002; Lubkin &
Larsen 2013).

However, another chronic condition that can have potential consequences for the
everyday lives of the infected individuals is HIV. When HIV/AIDS emerged in the early
1980s, it was regarded as an acute condition which ‘causes fear of contagion among
those who are healthy’ (Sandstrom 1990: 271). HIV/AIDS, however, generated public
health concerns, a negative stereotype, and intense ‘public reactions to persons
presumed to be infected by HIV’ (Herek & Glunt 1988: 887) in some Western countries,
especially the United States. The liberal toleration of the gay community, which was
limited at the time, became an uncertainty as the epidemic ‘generated new fears and
heightened old hostilities’ (Brandt 1988: 367). Public understanding of the epidemic at
the time was conceived as ‘the gay plague’, ‘the intravenous drug user syndrome’, and
as a disease emanating from behaviours that were traditionally regarded as deviant
(Herek & Glunt 1988).

The public response and social movement that followed the reactions to the outbreak
of AIDS stimulated sociologists and social scientists to articulate a new perspective
towards understanding the problems posed by HIV/AIDS. A substantial number of
early social scientific studies focused on the social meaning of HIV as an illness
(Conrad 1986; Palmer 1989; Sontag 1989). Nevertheless, sociological research on
HIV/AIDS in the 1980s coalesced around the framework of traditional medical
sociology, where the iliness experience is prioritised rather than the specific biological
and physiological symptoms. But the challenges remain whether HIV as an illness can
be categorised as a potential chronic illness that has been studied in medical sociology
(Pierret 1992: 71). This stems from the fact that, within five years of its emergence as
a global disease, HIV/AIDS diagnosis was seen as a terminal iliness, and became a
leading cause of death in the relatively short term for young people aged between 25
and 44 years (Cox 2002), as there was no known medical treatment. This, however,
compelled sociologists and other social scientists to question whether HIV/AIDS is a
chronic illness, and whether existing concepts in sociology of health and illness were
sufficient in understanding the impact of this new iliness on the everyday lives of those
infected (Pierret 2000).
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The development of the first antiretroviral drug, Zidovudine (AZT), in 1987 made HIV
a manageable chronic iliness for a much longer time, similar to hypertension, diabetes
and cardiovascular conditions in a biological sense, even though the social context
and experience would have been different. The subsequent declaration by Samuel
Broder (principal scientist who developed AZT) at the international AIDS meeting in
Montreal in June 1989, that HIV/AIDS was a chronic iliness and its treatment regimen
should follow the model of other chronic ilinesses, laid the controversy to rest (Fee &
Fox 1992). Such a public statement marked a paradigmatic shift in the social definition
of AIDS from a terminal to a chronic illness (Scandlyn 2000).

Siegel and Krauss (1991) and Nokes (1991) argued that HIV-positive persons would
live with their condition for more than a decade and struggle with the illness in everyday
life, reinforcing the growing consideration that HIV/AIDS should be typically considered
and analysed as a chronic illness within sociology. However, the development of
protease inhibitor drugs that triggered triple drug combination therapy, also known as
highly active antiretroviral therapy (HAART) in 1996, later affirmed the argument that
HIV is a chronic iliness (Siegel & Lekas 2002). By situating HIV within the framework
of the sociology of chronic illness, early sociological research focused extensively on
the consequences and impact of HIV (as a chronic illness) on the lives and identities
of the sufferers who have to manage, day in day out, their illness situation in an
everyday context (Pierret 2000). Such consequences of HIV involve the intersections
of self and identities of HIV-positive persons in the everyday management of the iliness
away from hospice and healthcare centres, and the strategies used to cope with the
condition. A sociological approach suggests that chronic illness raises the question of
time rather than being ‘cured’ and concluded that the privileging of treatment as the
effective way of relieving pains and symptoms and slowing debilitation in biomedicine
marginalises other narratives of ways of managing this chronic condition. The
treatment of HIV vis-a-vis antiretroviral therapy has made the illness more manageable
as growing numbers of people are surviving; there is now a substantial reduction in
the risk of HIV transmission and AIDS-related deaths, as HIV-positive people are living
longer (Deek et al. 2013).

Analysing HIV within the framework of the sociology of chronic illness has produced a
substantive number of studies that revolve around significant numbers of interesting

themes such as adaptation and uncertainty, coping mechanisms, time, the impact of
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treatment, self, identity, and stigmatisation. For instance, one of the pioneering studies
that set the pace for a formal inquiry into the lived experience of HIV management is
Weitz’s (1989) study on how uncertainty affects people living with HIV/AIDS (PLWHA),
and how they cope with that uncertainty. Weitz observed that uncertainty affects
PLWHA at many different levels. Uncertainty ranges from when people realise they
are at risk, once they start to have symptoms, to once they are diagnosed, and thus
gives them the opportunity to question why they got infected, how to manage the

condition in everyday activities, and how to live and die with the illness with dignity.

The study concludes that uncertainty has a greater impact on persons living with HIV
than those who suffer from most other illnesses. The notion of uncertainty in Weltz’s
study illustrates that people living with HIV are more likely than sufferers of other
chronic illnesses to feel guilty about the behaviours that led to them becoming ill and
face greater uncertainty than other ill persons in predicting how their illness will affect

their lives.

Following uncertainty, another characteristic of chronic illness that was explored was
coping. Pierret (1992) raised the question of how individuals cope with being HIV-
positive in relation to how they interact with significant others, friends, work
colleagues and healthcare professionals. Between 1989 and 1992, when Weitz and
Pierret wrote about uncertainty and coping, respectively, the terrain of HIV
management had changed following the development and approval of two additional
HIV drugs, Stavudine (d4T) and Zalcitabine (ddC) (Martin et al. 2009), which have
helped to reduce the uncertainty that people living with HIV have about mortality.
With these new drugs, people living with HIV are more concerned about coping with
their condition in everyday life, and such coping with HIV as Pierret (1992) observed
involves the management of secrecy and stigmatisation and the ability of people
living with HIV to confront images and stereotypes that arose out of being HIV-
positive. The salience of Pierret’'s work demonstrated how HIV-positive persons draw
up coping mechanisms to reorganise their everyday life and manage their HIV

condition following their diagnosis and interpretations of their new condition.

However, Pierret’s discussion on coping was similar to Weitz’s (1989) discussion on
stigma management. What seems different in both studies was that those

participants in Weitz's study had developed non-stigmatising theories to explain
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illness causation and resorted to a bravado method to convince others that all is well
with them as functioning human beings. Even though the terrain of HIV management
hinged on monotherapy—the use of Zidovudine (AZT)—at the time of Weitz's
research, the participants had learnt who and when to reveal their HIV positivity and
how to educate others about HIV/AIDS much earlier than when Pierret’s research

was undertaken.

Nevertheless, the discussion of stigma management provided insight into how
coping with the problem of stigmatisation constitutes an important problem faced by
HIV-positive individuals in everyday life. Alonzo and Reynolds (1995) expanded the
discussion on stigma management by articulating the notion of stigma trajectories to
unpack the dilemma of stigma that people living with HIV faced and experienced,
and how these experiences are affected by changes in the biophysical dimensions of
HIV/AIDS. Drawing from the notion of trajectories developed by Corbin and Strauss
(1987; 1988), Alonzo and Reynolds articulated four phases of HIV stigma
trajectories, namely at risk, diagnosis, latent and manifest phases in which people
living with HIV experience stigmatisation. Those at risk are those in a period of
uncertainty in the stigma trajectory, who fear that their behaviours or contacts with
those at risk have placed them at risk of being infected with HIV. Those at the
diagnosis stage are the individuals whose responses to a HIV diagnosis are
characterised by anger, disruptive anxiety, and are affected individuals who struggle
with the consequences and meaning of a HIV status in terms of disclosure to
companions, friends, family, and relevant others. Those at the latent stage are those
who are covertly quite disruptive in terms of internal feelings of anxiety and stress
experienced, even when the disease (HIV) is asymptomatic. At the manifest stage,
individuals begin to experience stigmatisation following the physical manifestation of
HIV symptoms such as sustained weight loss, oral/candidiasis (thrush), fatigue, and

others.

These phases enable individuals living with HIV to cope with HIV-related stigma and
the unpredictable experience of HIV trajectories by closely monitoring the iliness
course, symptoms, treatments, side effects, test results for infections, and other
dimensions of the illness. By folding stigma trajectories into a wider frame of stigma

management, Alonzo and Reynolds provided insight into the ideologies and
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networks that are utilised to adapt and construct an HIV identity, with a view to
avoiding or minimising HIV-related stigma.

In extending Alonzo and Reynolds’ stigma trajectories into the domain of Pierret’s
(1992) coping mechanism, the work of Siegel et al. (1998) on the problem of coping
with stigma mapped out the varieties of stigma management strategies used in
everyday management of HIV. Siegel and his colleagues expanded Alonzo and
Reynolds’ work on HIV stigma management strategies to accommodate the sense of
self and social status. The categorisation of HIV stigma management strategies into
reactive, intermediate, and proactive strategies enabled people living with HIV to
challenge societal reactions to their illness. For instance, the participants who used
the reactive strategy, concealed and controlled information about HIV/AIDS within
their social network, creating distinctions between themselves and ‘other’, to avoid
being discredited by hiding their HIV seropositive status, and by disclosing that they
were selectively under ‘safe’ conditions. Those who utilised the intermediate strategy
engaged in a gradual disclosure by raising the topic of AIDS in a general way, with a
view to assessing other people's attitudes and their knowledge about HIV/AIDS. This
would enable them to know how to further release information in future

engagements.

Proactive strategies were used by people living with HIV to engage in a pre-emptive
disclosure to present a positive framing of the illness to those in their close network
and ignore or replace the negative images found in the popular discourse of AIDS.
The purpose of the proactive strategy is to promote alternative perspectives about
AIDS that undermine societal stigma. Siegel and his colleagues concluded that
stigma management strategies are a pragmatic way in which people living with HIV
manage the consequences of HIV-related stigma with a view to preserving their
social status, maintaining a positive sense of self, and living a full and meaningful

life.

In investigating the consequences of HIV management in everyday life, Carricaburu
and Pierret (1995) focused on the meaning given to being HIV-positive and the
reconstruction of their identities following diagnosis. Carricaburu and Pierret
observed that being HIV-positive after diagnosis was a phase in the lives of HIV-

positive men, during which they could reorganise their biographies and construct the
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necessary hope to go on fighting the illness. The construction of hope was observed
to be part of cognitive, material, physical and relational resources that HIV-positive
men mobilised to reorganise their everyday life and to reinforce the resilience to
cope with uncertain future outcomes associated with bodily and physical health and
well-being in the face of impending risk. The discussion of hope management in
Carricaburu and Pierret’'s work demonstrated that the management of HIV infection
in everyday life is intricately bound up with the social meanings and interpretations of
the iliness condition. These meanings and interpretations manifest in maintaining
secrecy to live a normal life and reorient oneself (and identity) and mobilise

resources to manage their conditions in everyday life.

Further research on the management of consequences of HIV in the pre-HAART era
was Pierret’s (2000) synthesis of studies on HIV. Pierret (2000) summarised the
findings of HIV studies in the sociology of chronic illness around the notions of
coping mechanisms, uncertainty, stigma management, secrecy and disclosure
management, and adjustment strategies that have been discussed earlier. Pierret
(2000) therefore concluded that these HIV management strategies were undertaken
prior to the advent of HAART (highly active antiretroviral therapy) and may have lost
their currency in the post-HAART period.

Pierret’s observation, however, embodied an important critique that characterised
early sociological studies on HIV: they are mostly interested or focused on the
consequences of HIV diagnosis on the everyday lives of those infected, rather than
examining the consequences of post-diagnostic health practices on the everyday
lives of HIV-positive individuals. Also, most of the previous studies are focused on

gay men, while other populations are scantily considered.

This is the critical point at which this research will take departure from previous
works and offer a new direction and avenue for investigation. In this sense, | argue
that HIV management in the HAART era is fundamentally different from that of the
pre-HAART period, and it is important to examine and review other ways or
approaches (away from early sociological notions) that can capture this new
therapeutic development. Since the reduction in the amount of HIV in the body and

the management of not spreading the virus by the infected individuals through
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effective use of different classes of antiretroviral therapy are central to HAART, the
section to follow will consider HIV management in the HAART era.

2.3 HAART: the new onset of HIV management

The management of HIV in the HAART era is intricately connected to the
development of new classes of antiretroviral drugs that made HIV to be more
manageable than the pre-HAART epoch. Before reviewing the sociological issues of
adherence and healthwork that underpinned HIV management in the HAART era, it
is important to flesh out the clinical overview and historical context that heralded the
onset of HAART.

The combination of AZT with other classes of NRTIs drugs in the treatment regimen
of HIV patients marked the beginning of a therapeutic shift from monotherapy to a
combination of therapies. However, an important watershed in the history of HAART
was the paradigmatic shift of drug research and development away from
dideoxynucleoside reverse transcriptase inhibitors (NRTIs) to non-dideoxynucleoside
reverse transcriptase inhibitors (NNRTIs) and protease inhibitors in 1995 and 1996,
respectively. NNRTIs and protease inhibitors are new classes of drugs that were
developed to be effective in suppressing viruses that had been found to be resistant
to NRTIs (Wynn et al. 2004). The efficacies of NNRTIs and protease inhibitor drugs
demonstrate that dual therapy from different classes was more effective than dual
therapy from the same class. The first kind of NNRTIs to be approved and licensed
was Nevirapine in 1995, while Saquinavir was the first protease inhibitor that was

developed and approved in 1996.

Because of the likelihood and risk of viral resistance, NNRTIs and protease inhibitors
were approved only in combination therapy. This means that both drugs must be
taken together to prevent the risk of viral resistance. Recent studies have shown that
HIV suppression can be significantly achieved if Nevirapine is combined with either
protease inhibitor drugs or AZT than being used as monotherapy (Podzamczer et al.
2002; van Leeuwen et al. 2003). The development of NNRTIs and protease
inhibitors heralded the beginning of HAART, where three or more drugs from
different classes (NRTIs, NNRTI and protease inhibitors) were combined to prevent
the onset of symptoms or progression to AIDS and prolong the survival in HIV-

positive people. The HAART regimen usually combines three or more different drugs
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such as two NRTIs and a protease inhibitor (PI), two NRTIs and a NNRTI or other
such combinations (Delaney 2006; Palmisano & Vella 2011; Vella 2012). The
combination of these regimens has proven to reduce the amount of the active virus
and, in some cases, can lower the number of the active virus until it is undetectable
by current blood-testing techniques (Wensing et al. 2010). This development
witnessed rapid and significant improvement in the quality of life and life expectancy
of HIV patients, and later accelerated the therapeutic landscape of HIV as a chronic
illness. The efficacy of HAART treatment has been regarded as the ‘Lazarus
syndrome’ where there are revival experiences of persons who once were reconciled
to their deathbed from HIV/AIDS (Brashers et al. 1999). With the Lazarus syndrome,
people living with HIV have witnessed renewed health and continued life following
the use of the HAART treatment regimen, having previously been faced with certain
death from AIDS. Such dramatic health renewal allowed HIV-positive individuals to
renegotiate their new roles and concerns in relation to their career, identity, finances,

and social relationships (Brashers et al. 1999: 202).

As far as HIV is concerned, the HAART regime plays an important role in the
management of the HIV condition. This is because antiretroviral therapy may not
cure the illness, but it is crucial in managing the condition in a stable way by altering
the progression of the virus from developing into full-blown AIDS and preventing
other opportunistic infections. Unlike monotherapy, the significant improvement in
the quality of life and life expectancy of HIV patients embedded in HAART raised
new questions and concerns about how the management of HIV in everyday life can
be analysed (Pierret 2000). This is because the uncertainty associated with the
monotherapy era necessitated HIV-positive individuals to construct hope for
themselves and is unconnected or less relevant in the HAART era. However, the
onset of HAART has not eradicated discrimination, hostility and prejudice related to
the stigmatisation of HIV but has only minimised it, as people living with HIV are
living longer in the HAART era unlike in the pre-HAART era, where AIDS-related
deaths were rife. A few sociological studies have demonstrated that stigma
management in the HAART era is similar to stigma management strategies in the
pre-HAART era (Parker & Aggleton 2003; Cree et al. 2004; Nyblade 2006; LeBel
2008; Steward et al. 2011; Lekas et al. 2011; Nambiar 2012; Overstreet et al. 2013).
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These studies reported that the experiences of HIV-related discrimination such as
enacted stigma (Scrambler 2009) were less frequent, but the perceptions of felt
stigma (Scrambler 2009) motivated people living with HIV to present themselves as
normal, avoid disclosing their HIV status, restricting whom they tell, and where and
what they disclose. The impact of HAART on stigma has reduced and minimised, as
the recent HIV campaign around the Prevention Access Campaign demonstrated. In
July 2016, a group of clinicians, community and HIV organisations and researchers,
under the auspices of the Prevention Access Campaign, started a social media
campaign tagged ‘Undetectable = Untransmittable’ or ‘#U=U’ (Young et al. 2019;
Prevention Access Campaign 2016). Unlike in the pre-HAART era, where secrecy
around HIV positivity was rife due to stigmatisation, the social media campaign of the
Prevention Access Campaign has demonstrated that people living with HIV are more
incentivised to disclose their HIV status now due to the effectiveness of HAART to
foster undetectability and ‘untransmittability’. The media attention and publicity that
this social media campaign generated has been significant in reducing the stigma

and fear of transmission (Young et al. 2016).

Nevertheless, HAART now fosters a new mode of managing HIV when compared
with the era of monotherapy. Unlike in the pre-HAART era, where HIV management
is preoccupied with issues of stigma management, coping mechanisms, secrecy and
disclosure management strategies, the significant issue of HIV management in the
HAART era is adherence. In biomedical and social science studies on HIV,
adherence has been identified as the basis of HIV management in the HAART era.
Therefore, this study will now review the studies on adherence in the following

section.

2.3.1 Adherence in HIV management

The terrain of adherence in HIV management has changed since 1996 when HAART
was introduced. This is because, at the onset of the HAART regime, patients needed
to take three or more highly potent pills, and adhere to complex timing and diets with
a view to achieving viral suppression that culminated in slowing the progression to
AIDS (Haug et al. 2006). However, newer medications are now co-formulated in a
single tablet that is taken once a day and which has become safer and easier to take
and adhere to (Margolis et al. 2017; Castillo-Mancilla & Haberer 2018). Despite
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these therapeutic changes in antiretroviral therapy development, understanding the
nature of adherence in HIV management would be incomplete without deepening our
understanding on how adherence was understood and utilised at the early stage of
the HAART regime.

At the early stage of the HAART regime, HAART was a complex drug regimen that
constituted an important problem for medication adherence because the complexity
of the regime made it more difficult to adhere to, as the pill regimen was disruptive to
the daily routine of users who resented taking pills daily and possibly throughout the
rest of their lifetime (Chesney 2000). Then, taking antiretroviral medications regularly
was often advocated for HIV suppression in biomedical literature (Weidle et al. 1998;
Hecht et al. 1998; Nieuwkerk et al. 1998; Chesney 2003). In this sense, the
biomedical model of HIV management revolves around a complex set of adherence
practices to medication-taking. By adherence, | mean the extent to which a patient's
behaviour (in terms of taking medications, following diets, or executing lifestyle
changes) matches agreed recommendations from the prescriber (Horne et al. 2002;
Leong et al. 2004; Lutfey 2005).

This preoccupation of biomedical researchers with adherence started in the era of
monotherapy. There were concerns that AIDS-related death among young people
between the ages of 25 and 40 years was caused by therapeutic ineffectiveness
associated with a patient's behaviour in terms of non-adherence to AZT and other
monotherapy drugs in the early 1990s (Cox 2002). When the new classes of
antiretroviral drugs (protease inhibitor drugs) were developed (and thus heralded the
beginning of the HAART era), adherence was emphasised in biomedical literature as
the only way of managing the HIV condition (Vanhove et al. 1996; Hecht et al. 1998;
Montaner et al. 1998; Bangsberg et al. 2000).

However, what biomedical researchers found problematic about adherence as the
fulcrum of HIV management what that it revolves around how the concept should be
assessed and enforced. Therefore, the measurement of adherence presents a clear
methodological challenge, as there were difficulties in assessing and operationalising
it. Despite the development of an adherence measurement such as patient’s self-
reports, viral load, assays of drug levels in the blood, electronic monitoring system,
pill counts, and refill history (Weidle et al. 1998; Hecht et al. 1998; Nieuwkerk et al.
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1998; Chesney 2003), there seems to be no way out of the pervasive problem posed
by measuring adherence. This is because patients exercise their agency by
modifying their treatments, testing its (drug) efficacy by non-adherence, and
restricting their dependence on drugs as part of the interpretations of their health
conditions (Hunt et al. 1989; Chesney 2003).

To resolve the epistemological lacuna associated with adherence, biomedical
researchers turned to behavioural and social scientists for assistance (Chesney et al.
2000:1600). A review of research on adherence in medical sociology revealed that
no new insights have arisen from quantitative studies as theory, models and
predictors of patients’ behaviour have produced contradictory results (Vermeire et al.
2001). The problem of adherence remains pervasive and complex as numerous
studies encounter difficulties in identifying its causes, and in defining and measuring

adherence, which undermines efforts to evaluate methods for its enhancement.

Due to its inability to focus on lived experiences, the quantitative social researchers
failed to address the problem of adherence, and thus led to the search for the social
basis and contexts that are involved in behaviour towards adherence. The shift of
engagement towards a qualitative approach produced a significant proportion of
studies on lived experiences of adherence with different epistemological and
methodological orientations. For instance, Mykhalovskiy et al. (2004) explored
adherence as the basis of understanding everyday management of HIV and argued
that sociological critiques of adherence ignore ‘the multiple forms of power —
biomedical authority, population-based forms of risk governance, and liberal
techniques of the self (Mykhalovskiy et al. 2004: 317) that underpinned the practice
of adherence in an HIV context. By defending the biomedical stance, Mykhalovskiy
and his colleagues concluded that adherence is the common interpretive frame
through which people living with HIV expressed their relationships with their

treatment.

The interest of biomedicine in qualitative methodology was to uncover the lived
experience that underpins the barriers and facilitators of patients’ non-adherence,
that might be further tested through a quantitative approach (which is the
epistemological orientation of biomedicine) to predict non-adherence. Therefore, by

using qualitative methodology, sociological studies produced new insights in the
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meaning of adherence. Such work that contributed to this domain is McCoy’s (2008)
study of how adherence is exercised vis-a-vis the lived actualities of people taking
HAART and the everyday work of adherence with respect to managing a daily
medication schedule and dosage, timing framework for pill-taking, and the emotional
response of medication use. Following interviews with people living with HIV in
Toronto, Canada, McCoy considered that adherence to HAART involves a stricter
commitment to time and self-work that is oriented towards managing the tension and
alignment between self-will and mental readiness/conscious attention to stipulated

clock time, pill schedule, and the physical availability of the pills.

McCoy'’s research underscored the reinforcement of the ideology of paternalism that
underpinned adherence in biomedical literature. Based on paternalism, adherence
(also known as compliance) was considered as part of the biomedical strategies to
reinforce medical control over patients (Stimson 1974; Zola 1981; Trostle et al. 1983;
Conrad 1985; Hunt et al. 1989; Donovan & Blake 1992). The biomedical ideology of
adherence/compliance conceives patients as passive, disobedient, uncooperative,
being a defaulter, and an unquestioning recipient of medical instruction. Despite this
shortcoming associated with the study, McCoy’s work directed attention to the
actions that HIV-positive individuals take and how they practise adherence in the

face of their condition.

The ideology of paternalism inherent in biomedical research on adherence has been
resisted by a few sociological studies on HIV management that sought to break away
from such an ideology. Scholars in this tradition sought to examine the personal
experience of treatment and ill-health other than merely following doctors’
recommendations. A notable study in this regard is Stevens and Hildebrandt’s (2009)
study on what it means when an HIV-infected woman persistently does something
other than what the doctor recommends her to do. Stevens and Hildebrandt found
that pill-taking practices of patients contrasted with professional prescription, as
patients adjusted prescribed medication timing and the number of medications
whenever they missed doses, took drug holidays, and started and stopped taking

pills at their discretion or in relation to how it fitted with their everyday lives.

The existential dimension to adherence to HIV treatment, as Stevens and

Hildebrandt observed, is structured around the contexts in which patients lived and
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the meaning and consequences of the therapy for patients in terms of existential
angst and loss of self. This observation was further articulated when lzugbara and
Wekesa (2011) studied the beliefs and practices of antiretroviral medication use
among the urban poor in Kenya. lzugbara and Wekesa observed that people living
with HIV skipped medications, took medications at the wrong time, and mixed
antiretroviral medication with other local HIV remedies because they did not consider
compliance as efficacious for HIV treatment. This demonstrated that people living
with HIV did not think the prescribed treatment was effective and, therefore, had
wider concerns with managing their condition other than adherence. However, there
are a whole range of reasons people do not adhere, even when they do know that

treatment is effective.

Unlike quantitative studies that focused more on the extent, causes and predictors of
adherence, qualitative research has thus produced important insights that
demonstrated the embeddedness of agency, meaning, and negotiations in
medication-taking behaviour of people living with HIV. This position was further
reinforced by Persson (2016), who observed that acting on clinical advice,
misgivings about HIV efficacies and toxicities, feelings of being healthy and normal,
perception of HIV drugs as a potential threat to health and everyday lives, loss of
freedom and independence, and the association of ART use with illness are reasons

people living with HIV in Australia gave for not taking their medications.

However, these qualitative studies have demonstrated similarities in relation to
comparably smaller groups and are concerned with the lived experiences of
medication-taking, including affective and emotional dimensions, that reflect the
constitution of self, agency and rationality in people’s daily experience of medication
adherence. What seems problematic in these studies revolved around three key
issues. The first is that the terrain of adherence has changed fundamentally in the
last 15 years following the development and approval of newer medications that
have resolved the earlier form of complexity of the pill regimen that made adherence
difficult to comply with, by re-formulating three or four pills into a single tablet to be
taken once a day (Margolis et al. 2017). The second is that the boundary of
adherence has shifted following this current regime of Undetectability equals

Untransmittability (U=U) in HIV management, as adherence becomes more socially
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accepted by people living with HIV in their quest to attain undetectability, or achieve
non-infectious status offered by undetectability. The current regime of U=U has
altered the agentic disposition and the self of people living with HIV in the
actualisation of non-infectious status offered by undetectability. Therefore, the social
acceptance of U=U by people living with HIV could depict that adherence is central
to the constitution of self, agency, and rationality in their daily experience of
medication adherence as far as HIV management in the current epoch is concerned.
The third is the growing recognition of contextual differences in the experiences of
medication-taking, which made analysing and understanding adherence to be
different across various contexts and locations (Hodes et al. 2018). In fact, most of
the sociological research on ART adherence has been conducted in the Western
countries, with literature on adherence to medicines in the Global South, especially
in sub-Saharan Africa, to be comparably sparse in relation to the aforementioned

countries.

Recently, some sociological studies on adherence, especially in Nigeria, have
sought to challenge the dearth of studies in this domain, by exploring socio-
behavioural factors of adherence and providing the basis for comparison with
Western dimensions. The findings in these studies revealed that different factors
such as malnutrition, poverty, religious commitments, forgetfulness, stigmatisation,
drug side effects and cultural understanding of HIV are the socio-behavioural factors
shaping adherence to HIV medications (Okoror et al. 2013; Jappah 2013; Oku et al.
2014; Ayuk 2017; Tocco 2017; Cornelius et al. 2018; Muoghalu 2018; Okunola et al.
2018). Despite the contextual factors and differences that shaped the medication-
taking behaviour of people living with HIV in Nigeria, the insights in these studies
have demonstrated the embeddedness of agency, self-regulations, negotiations, and
rationality in medication-taking behaviour of people living with HIV. These insights
also shared empirical similarities with the lived experience of medication-taking of
HIV-positive individuals in a Western context, especially on forgetfulness,
stigmatisation, and drug side effects. On the other hand, malnutrition, poverty,
religious commitments, and cultural understandings of HIV are the specific factors of
non-adherence that are specific to a Nigerian context. Therefore, qualitative studies

on adherence might take different dynamics and patterns, depending on various
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contexts, yet the findings produced interesting accounts that are fundamentally
different from that of quantitative studies.

Even though adherence has changed as an obligation over time following the
therapeutic advances in the production of newer medications into a single pill, the
gualitative approach to adherence offered new insights into the social context of
treatment and medication use without being fully disengaged from the topic of
adherence. These qualitative studies were designed to critique or justify patients’
non-adherence to HIV treatment through its findings, thereby suggesting that these
authors did not disengage from the biomedical agenda.

Adherence saves the lives of people living with HIV, and the lived experience would
not be possible if people die due to a lack of adherence. Furthermore, the transition
to the current regime of Undetectability equals Untransmittability (U=U) in HIV
management might have provided a basis for adherence to be more socially
acceptable to people living with HIV, in their quest to attain undetectability or achieve
non-infectious status offered by undetectability. If adherence is instrumental to
attaining undetectability, it could then be argued that adherence is recognised by

people living with HIV as a much broader issue than simply taking medications.

In this regard, the desire to attain undetectability could be prioritised in daily
management of their conditions than simply being concerned with the power
dynamics between doctor and patients. Despite this positive nature of adherence in
the current HIV therapeutic regime, adherence is just an aspect of HIV management,
and there are other practices through which people living with HIV manage their
condition other than just solely on adherence. Therefore, the public health focus on
adherence as the determinant of HIV management ignores other arguably crucial
aspects of HIV management. The implication of focusing on adherence is that other
critical HIV support services such as advocacy, advice services and behavioural
change interventions might be neglected or phased out. If HIV management is no
more than adherence to antiretroviral medication, then a new perspective is needed
to understand other ways through which people living with HIV manage their
condition in a holistic way. This critique of adherence as a one-sided measure has

been articulated in a growing number of sociological studies on medication-taking.
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For instance, Helman (1981) observed that psychotropic drug use has symbolic
meanings of ‘tonic’, food’” and ‘fuel’ to the users. Helman’s study suggested that
medications as material objects have the social lives and meanings of medicine that
transcend beyond clinical/medical purposes. Following Helman’s research, the
plethora of studies found medication as a: ticket to normality (Conrad 1985), a loss of
control and independence (Shoemaker & Oliveira 2008), harmful, unnatural and
artificial (Gabe & Lipshitz-Philips 1982; Britten 1996; Whyte et al. 2002; Webster
2009), and invokes feelings of antipathy, ambivalence and suspicion (Doran et al.
2005). These differing meanings attributed to medications evoke social interactions
and relationships beyond simply following doctors’ instructions, and shape social
relations (Cohen et al. 2001; Van der Geest et al. 1996; 2006; Whyte 2002). The
implication of these studies to HIV medications is that the meaning of antiretroviral
medications is deeply embedded within the social web of social relationships that
shape how HIV patients interact and use them other than just complying with
doctors’ recommendations. The meanings that HIV patients attributed to their
medications, or other reasons/ways they manage their HIV conditions in different
social contexts, can be seen as more than just adherence. Therefore, the biomedical
notion of adherence/compliance is one-sided and not sufficiently broad enough as a

concept to fully explain HIV management.

Generally, the review of quantitative and qualitative studies on adherence has
revealed the persistent conflation of adherence and treatment as if they are the
same. Adherence and treatment are separate, but are mutually shaping. Treatment
is a care mechanism in its own right that may not require adherence, especially if the
illness is less severe. For instance, if an individual has a headache or body pain, and
it is recommended by the physician to take drugs for three days, the individual may
not take the treatment on the second day if such individual is well and healthy, or not
experiencing any discomfort or pain. However, in a chronic illness context, treatment
requires adherence to be effective. Adherence is just one practice to aid and support
treatment or to make treatment more effective, whereas there are other practices
that patients undertake around their health to support treatment. In this sense, a
broader concept that accounts for other practices in which HIV-positive individuals
manage their condition to support treatment is required. Healthwork as another way

(other than adherence) of managing HIV will be examined in the section that follows.
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2.3.2 Healthwork as HIV management

The problem associated with adherence compelled sociologists to examine and look
beyond the concept with respect to how HIV management can be explored and
understood. Another perspective in the literature through which HIV-positive
individuals manage their conditions is healthwork (Mykhalovskiy & McCoy 2002;
Mykhalovskiy et al. 2004; Mykhalovskiy 2008). Mykhalovskiy and McCoy argued the
notion of healthwork with a view to understanding a broad range of activities and
practices that HIV-positive individuals undertake around their health other than just
adherence (Mykhalovskiy & McCoy 2002: 24). Healthwork was conceptualised
following the quest to explore the kinds of activities that infected HIV individuals do,
that are not accounted for in social science discourses on HIV management.
Through an interview and focus group study with 79 people living with HIV in
Toronto, Mykhalovskiy and McCoy defined healthwork as the wide range of activities
that HIV-positive persons undertake to look after their health. With this definition,
healthwork was further operationalised in the context of obtaining medications,
translating medical instructions into medication routines, and the modification of the
treatment regimen in everyday routines. Other areas of HIV-positive individuals
looking after their health include the following: the participation and recognition of pill
time, meal preparations, dealing with healthcare professionals, concealment of pill-
taking from others, finding a physician, and overcoming the feelings dread and
revulsion that are beyond the ruling discourse (adherence/compliance) on health.
This study, however, adopts the framework of healthwork as the starting point of

analysis on HIV management.

Like adherence, healthwork was articulated to support treatment. This can be seen
in the context of its operationalisation as ‘a range of hidden activities that HIV-
positive people engage in around their medications’ (Ibid: 26). This operationalised
definition of healthwork was grounded around a set of questions: ‘how people living
with HIV obtain their medications, how they translate medical instructions into
medication routines and modify those routines in the ongoing flux of their day-to-day
lives, and how they recognize pill time’ (Ibid: 27). Nonetheless, the scope of

healthwork is more encompassing than adherence, as an operationalised definition
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demonstrated different practices other than adherence that people living with HIV

undertake around treatment.

Healthwork as a conceptual frame represents a promising step that demonstrates
the alternative analytical and empirical pathway to explore the broad range of issues
associated with HIV management. By taking a different approach, Mykhalovskiy and
McCoy, however, opened a new analytical frontier that exposes adherence as just a
facet of HIV management, thus reinforcing the argument of social scientists that the
everyday management of iliness goes beyond the biomedical conception of
adherence.

Although the conception of healthwork was derived from a Canadian context, its
depth and relevance are yet to be applied in other contexts like Nigeria, for instance.
What seems to be problematic in the conceptualisation of healthwork is that its
associated practices are rooted in the context specific or cultural milieu in which they
are undertaken. This cultural milieu that underpins HIV management is the
fundamental issue that might affect the application of healthwork in non-Western or
non-Canadian contexts. If healthwork is framed within non-Western cultural
practices, or if the conceptual frame of healthwork is subjected to a non-Western
cultural context, would its operationalise definition hold? If not, where might this
lead? The quest to explore these questions illustrates why exploring healthwork in a
Nigerian context is vitally important in this study. In this sense, how healthwork is
shaped by and manifested in Nigerian cultural milieu, and its consequences for

everyday management of HIV, is a significant contribution of this dissertation.

Nevertheless, the remit of healthwork remains open to empirical investigation, as its
associated practices vary from context to context, and the kind of illness or condition
involved. The analytical utility of healthwork as a viable sociological concept is its
usefulness in understanding how situated lived experiences of health are rooted in
cultural and structural contexts in both Western and non-Western settings. This is
because healthwork is a biographically mediated practice that is individually
undertaken by people living with HIV within a cultural/structural domain to create a
new regime of health management. The nexus between biography and social
structure in shaping the situated lived experiences of health in different cultural

contexts highlights the analytic value of healthwork as a specific sociological
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concept. In other words, by linking and situating the self-care regime of health
management with the socio-cultural context of its practices, healthwork provides an
analytical framework for theoretical and empirical research.

Therefore, an understanding of healthwork among HIV-positive individuals, that is
grounded in Foucauldian perspective on governmentality and technologies-of-the-
self, allows for the exploration of how meaningful practice of healthwork is mediated
by the politically charged medical intervention that underpins the biomedical
governance of the body in a self-regulatory pattern, a move which makes an
important contribution to the sociology of health and iliness.

2.3.2.1 Healthwork, Governmentality, and Technologies-of-the-self

The concept of healthwork as the practices that people living with HIV undertake
around their health to support treatment in everyday life resonates more broadly with
Foucauldian theories of governmentality and technology-of-the-self. Foucault’s
volumes of works on power, governmentality, and technology-of-the-self (Foucault
1973; 1974; 1977, 1986; 2007) have been instrumental in generating important ideas

in the understanding of health and iliness.

Foucault’s theory of power contested the traditional understanding of power that
emphasises force and coercion, and posited that power resides everywhere,
especially in ‘mundane day-to-day practices, dominant languages, obedient and
reformed subjects and taken for granted irrationalities’ (Ferlie et al. 2012: 340).
Rather than regarding power as a repressive exercise, displayed by the state
institutions (like police and law) that involve coercion, punishment, threats, and
manipulation, it is seen as ‘a relationship which was localised, dispersed, diffused,
and typically disguised through the social system’ (Turner 1997: xi) operating at a
micro-level, especially by social care wor