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ABSTRACT

The introduction and usage of highly active antiretroviral therapy (ART) has changed the
history of human immunodeficiency virus infection (HIV), which can result in acquired
immunodeficiency syndrome (AIDS) when left untreated from a deadly condition to a
manageable chronic disease. Despite the great success of antiretroviral therapy in managing
HIV, women taking the treatment have reported several side effects which produce a body
that appears ill. The ART side effects are fundamental to the experience of living longer with
HIV. Research linked to side effects of HIV is primarily conducted in Western
countries, which leaves a gap in our knowledge of the embodied experience of side effects
among women living with HIV/AIDS in Sub-Saharan Africa. This research project explores
how women living with HIV experience their bodies and focuses on antiretroviral therapy's
embodied side effects. It is crucial to study how HIV-positive women experience their bodies
when they are on ART, considering that their bodies are perceived as sex objects, as objects
of beauty, and are subject to continuous evaluation and judgment, making it more difficult for
them to attain a comfortable embodiment. Eleven HIV-positive women living on
antiretroviral drugs for two years or more were interviewed using phenomenological semi-
structured interview methods. Their age group was from 26 to 60 years old. The data were
analyzed using interpretative phenomenological analysis, and the themes were grouped using
the functional, affective, material, and social dimensions of embodiment. The disruptions of
the side effects of ART require adjustments as the women in the study need to come to terms
with their altered body and deterioration of the body's capabilities, a disruption to their

embodied positioning to the world and everyday activities.

KEYWORDS: WOMEN, HIV/AIDS, ANTIRETROVIRAL THERAPY, SIDE EFFECTS,
AND EMBODIMENT.
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INTRODUCTION

In 2018, Mosha et. al (2020) reported that 37.9 million individuals lived with HIV
worldwide, 1.7 million new cases, and 770,000 AIDS-related deaths. 7.5 million of these
individuals were South in 2019 as a result South Africa is recorded to have the greatest
number of people living with HIV in the world (Dorward et al., 2021). 60 percent of the 7.5
million HIV-positive people in South Africa (SA) are women (Klazinga et al., 2020). HIV
has no known cure. However, there is antiretroviral therapy (ART) to manage the spread of
the virus by slowing the development of the virus in the body (Chiu, 2018).

The ARV program in South Africa started in 2004 after a long struggle for access by civil
society organizations and the Treatment Action Campaign (TAC) led the struggle against the
South African government and multinational pharmaceutical companies (‘Big Pharma’) (de
Weta & Wouters, 2016). The battle centered around issues like the South African
government's AIDS denialism, over-priced and patent-related restrictions on producing
generic ARVs by 'Big Pharma." Since then, the South African ARV program in the public
healthcare sector has moved ahead quite rapidly. Consequently, there were over four million
people living with HIV on ARVs in 2016 (Browne et al., 2019). The availability of ARVs has
transformed the course of the epidemic in South Africa, shifting HIV from a potentially
deadly illness into a controllable chronic condition: deaths linked to HIV/AIDS have declined
by 45% between 2005 and 2015 (Nansseu & Bigna, 2017).

There are side effects associated with ARVs that can undesirably impact the quality of life
(Khan et al., 2014; Chen et al., 2013; Gagnon & Holmes, 2016). Women living with HIV
(WLWHIV) are significantly more vulnerable, as more women are affected by the side
effects of ARVs than men (Quatremere et al., 2017). Gagnon and Holmes (2012) point out
that women often liken the experience of side effects to chemotherapy - a treatment that
destroys one's body while it heals it. There are even indications in the West that women have
a lower adherence rate than men (Quatremeére et al., 2017). However, women in South Africa

have shown more optimal adherence than men (Moosa et al., 2019).

There are common short-term and long-term side effects of ARVs. The short-term side
effects include diarrhoea, dry mouth, nausea, vomiting, and weight loss or gain (Chen et al.,
2013), as well as hypersensitivity rash (Khan et al., 2014). Other short-term side effects

include vivid hallucinations, off-balance or erratic walking, light-headedness, drowsiness,
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feeling hungry, feeling like dropping or spinning, and difficulties with concentration, fatigue,
and anemia (Hawkin, 2010). They generally disappear on their own after weeks and months

of treatment; sometimes, they can also continue over time (Gagnon & Holmes, 2016).

The long-term side effects include a condition such as a lipodystrophy syndrome (Rossouw et
al., 2013). Lipodystrophy is a medical problem characterized by fat redistribution in the body
(Finkelstein et al., 2015). For example, lipohypertrophy (fat accumulation in the abdomen,
breast enlargement, and circumferential neck enlargement, particularly in the dorsocervical
area and lipoatrophy (fat loss in the arms, legs, buttocks, and face with loss of subcutaneous
tissue) are both present (Gagnon & Holmes, 2012). Fat loss or accumulation could co-occur
in different body parts in the same person (Tsuda et al., 2012). Women are susceptible than
men to develop lipodystrophy, and the reason for this is unknown (Zinn et al., 2013). Other
long-term side effects include cardiovascular, renal, digestive, metabolic, neurological, and

musculoskeletal disorders (Hawkins, 2010).

When WLWHIV complain about the side effects of ARVS, their complaints are very
frequently trivialized, thereby delegitimizing their experience (de Weta & Wouters, 2016). In
the context of limited resources, more attention in the health sectors of sub-Saharan African
countries understandably invested in reducing HIV-related deaths and achieving viral
suppression rather than treating ARV side effects (Renju et al., 2016). Women suffering from
ARV side-effects are referred for HIV counseling services, and there is no investigation and
management of their side effects (Quatremere et al., 2017). More research is also needed on
the experience of ARV side effects, especially by women (Gagnon & Holmes, 2012).

Rationale

The majority of research on ARV side effects is undertaken in Western countries (Chen et al.,
2013). As previously stated by Renju et al. (2017), there is a scarcity of qualitative studies in
Sub-Saharan African countries that investigate HIV treatment side effects, particularly their
influence on HIV-positive women's daily lives. Because women living with HIVV/AIDS have
not been given a voice on this problem and are still underrepresented in HIV/AIDS research,
the limited study done on this topic is troubling (Gagnon & Holmes, 2012). Furthermore,
WLWH are more vulnerable to HIV/AIDS stigma, and are usually described to as "vectors,"

"diseased,” and "prostitutes” (Agu et al., 2012).
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Mancini and Secchiaroli (2015) argue that visible body changes experienced by women on
ARVs make them identifiable by physical appearance as HIV-positive. When the side effects
of ARVs become more visible, they not only resurface HIV but also invite the social gaze of
others (Abel & Thompson, 2017). Indeed, ARV-related body changes make HIV status more
visible and may even lead to different kinds of feelings associated with either shame, self-
doubt, or self-renunciation (Alexias et al., 2016; Yaron et al., 2017). The visible signs of
ARV side effects could also challenge the control of disclosure of HIV status in making HIV
less concealed or private (Persson, 2005; Gagnon & Holmes, 2011; de Wet & Wouters,
2016).

Women's bodies are frequently viewed as sex objects and beauty objects that are constantly
evaluated and judged, making it more difficult for HIV-positive women to achieve a
comfortable embodiment (Chrisler et al., 2018). Because of the changes that their bodies may
go through when on ARV, it is critical to understand the lived-body experiences of women
living with HIV/AIDS.

Research aims and objective

The goal of the study is to learn more about how HIV-positive women view their bodies, with
a focus on how they describe the adverse effects of antiretroviral therapy. The four
dimensions of the experience will be explored which include the possibility of action, how
they feel and position their bodies, and how others view them. The objective of the study is to
paint a picture of how HIV-positive women deal with the side effects of antiretroviral therapy
(ARVs).

Overview of the following chapters

The literature is reviewed and critically addressed in Chapter 2. The study's theoretical
foundation, phenomenology, is introduced in Chapter 3. The research methodology, research
design, data collection technique, and how the findings were analyzed are all covered in
Chapter 4, as well as the study's ethical considerations. The study's findings are presented and
analyzed in Chapter 5. The research report finishes with a review of the findings, reflections

on the research's strengths and shortcomings, and areas for future research in Chapter 6.
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LITERATURE REVIEW

The literature on the embodied experience of HIV-positive women will be reviewed in this
chapter. | will do this by discussing how others perceive the HIV body, the stigma
experienced by WLWHIV, how visible HIV symptoms worsen the stigma experienced by
WLWHIV, loss of oneself, how they experience their body as different, unfamiliar, and
strange, how living with HIV impacted their sexuality and intimacy and their day-to-day
experiences of living with HIV. The existing literature on embodied experiences of
WLWHIV will be discussed.

The body with HIV is contagious, contaminated, and promiscuous

The body of women living with HIV has been positioned as a source of infection, dangerous,
contagious, and a threat to others (Lawless et al., 1996; Chapman, 2000). The HIV-positive
body is regarded as a vehicle or weapon for the virus's spread. It has generated fear, requiring
containment, precautions through prevention strategies, and control by medical institutions
(Persson, 2013; Kaplan, 2014). A body with HIV is perceived as deadly and creates the fear
of the body being invaded, penetrated, and polluted by the virus. People may feel a need to
distinguish between "us" and "them™ (Rohleder, 2007), the basis of HIV stigma (Brenera et
al., 2013). In a study by Davtyan et al. (2016) WLWHIV said that they experience stigma as
a separate act of division between "morally impure™” and the "morally elite,” and a systematic
labelling of WLWHIV as "unworthy"” and "blemished". To be stigmatized is to be
constructed as the ‘other’ and considered "disgracefully different from and threatening to the
public" (Liamputtong, 2013, p.3).

The HIV-positive body is perceived as unclean and contaminated. For WLWHIV, it is
difficult not to internalize it (Persson, 2013). For example, in a study conducted in Canada,
WLWHIV reported feeling "unclean" and "contaminated" (Palmer et al., 2011). The theme of
contamination is echoed by one of the participants in a study conducted in the Western Cape
in South Africa. In her words, "I think they feel that we are dirty people because if you are
clean, like a virgin or only have one partner your whole life, then you would not get it"
(Judgeoa & Moalusi, 2015, p.79). The participants in these studies believe the perception of
their bodies as unclean and contaminated is widely shared by others.

The perception of contamination is linked to the perception of immorality and promiscuity

(Gibson, 2012). The negating moral judgment of promiscuity, irresponsibility, and

11| Page



immorality are more frequently attached to WLWHIV (Nack, 2009). The unfavourable
perception of WLWHIV is based on inaccurate and misinformed beliefs, such as the belief
that all WLWHIV engaged in unprotected sexual practices with several partners (Davtyan et
al., 2016). We know that a person can contract HIV with one unfaithful partner, but these
assumptions continue to influence how PLWHIV are judged (Judgeoa & Moalusi, 2015),
especially WLWHIV.

The stigma within

The association of HIV/AIDS with promiscuity, the resulting discrimination, and stigma,
mainly internalized stigma, have been investigated in several studies (see Liamputtong, 2013;
Armstrong, 2014; Paudel & Baral, 2015). Internalized stigma is when negative judgments
and misconceptions are directed to oneself (Audet et al., 2013), or the acceptance and
application of unfavorable society characterization labels, and perceptions to the self (Turan
et al., 2017).Davtyan et al. (2016) have found in their study in the United States (US) that
some women living with HIV adopt disparaging appraisals about themselves, such as dirty,
different, isolated, promiscuous, and stained. Gibson (2012) also reported similar results, that
HIV-positive women used words like leper, contaminated, walking disease, and germ to

describe how they perceived themselves.

Internalized stigma can lead to self-isolation and avoidance of social interaction to avoid the
shame and humiliation of others, and this could result in mood disorders and reduced social
support (Kaplan, 2014; Ho & Goh, 2017). Both HIV-related stigma and social support are
independently associated with depression, according to a recent study done among HIV-
infected men and women in South Africa (Brittain et al., 2017). Turan et al. (2017) and
Rohleder (2007) discovered that WLWH who internalize stigma suffer from guilt, self-blame,
embarrassment, and low self-worth, as well as anxiety and a sense of being dirty. When
societal meanings attached to HIV are negative, they retain a profound effect on the way
women see themselves and how they consider others evaluate them (Alexias et al., 2016).
When pessimistic social representatives of HIV are internalized, there may not be a visible
change in behaviour from individuals in one's social circle; rather, knowing one is HIV
positive is enough to cause a spoiled identity (Chapman, 2000). As Turan et al. (2017) have
argued based on the results in their study, women often carry these internalized

representations into daily interpersonal interactions.
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Visibility of HIV and stigma

When the body of a woman living with HIV has visible symptoms of the disease, these
symptoms can be used to discredit and discriminate against her (Varas-Diaz et al., 2005). We
know from Stutterheim et al. (2011) that men who have sex with other men living with HIV
with visible symptoms experience more stigma than those who conceal their condition. Like
men who have sex with other men living with HIV, women too are marginalized in many
societies around the world and bear the most brunt for HIV/AIDS (Liamputtong, 2013).
Visser (2012) argued that women are typically unjustly labelled as the disease's main carriers,
they face greater social disadvantages because of the virus and referred to this as the 'double

stigma' of HIV for women.

Changes in a woman's skin body may be interpreted by others as a sign of disease, attracting
unwanted attention (Chen et al., 2013). Body changes reveal health status, which can invite
the gaze of others and increase stigmatization (Alexias et al., 2016). When a woman shows
visible signs of the disease, it is a challenge for her to manage stigma and control the
information regarding HIV status when her body appears ill. Let us use the example of
lipoatrophy, one of the symptoms of ARVs associated with loss of fat to the face (Gagnon &
Holmes, 2012). Lipoatrophy can mean that HIV is written on the face, and thus invites social
gaze and makes the possibility of maintaining secrecy problematic (Abel & Thompson,
2017). In general, a few of the body changes associated with ARV side effects challenge
women's control over their HIV status in social interactions. Their ability to conceal or keep
their status private becomes limited. Their subjective experience turns into the public display
(Persson, 2005). Disclosure is also no longer a choice when the symptoms of the illness are

visible.

Varas-Diaz et al. (2005) have found that when HIV/AIDS is not concealable, it may cause
fear of contagion to those around a HIV-positive person and negatively affect social
interactions. Increased access to support networks, improved mental health, earlier initiation,
and greater adherence to antiretroviral therapy (ART) are all linked to HIV-positive status
disclosure (Karim et al., 2015). However, the importance of having control of disclosure of
HIV status is that it helps with limiting negative comebacks, such as cheating accusations,
abandonment, rejection, discrimination, disruption of family relationships, emotional and

physical abuse, loss of economic support (Visser et al., 2014). Having personal control in the
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decision to disclose or conceal one's HIV status might help with enduring being "discredited”
in the eyes of others (Stutterheim et al., 2011).

Losing oneself

The subjective disruption of an HIV diagnosis has been covered by several South African and
international studies. A common finding in the studies is a description of the moment of
diagnosis as a type of biographical disruption or a sense of loss of oneself (Mancini &
Secchiaroli, 2015; lwelunmor et al., 2017). The sense of loss of oneself comes from knowing
that one has an incurable and stigmatized condition which may change their everyday life
(Seeley et al., 2012); and the fear of losing control over one's body and becoming incapable
of doing what one used to do (de Weta & Wouters, 2016).

For Iwelunmor et al. (2017), knowledge of HIV is life-defining for WLWHIV, a challenge to
their sense of self, and requires the creation of a new identity. Forming a new identity as an
HIV-positive person is perceived as a threat to one's existing identity in the sense that past
conceptions of the self tend to be questioned and need to be reconciled with the new HIV
identity (Kaplan, 2014). This process transition, as defined by Russell and Seeley (2010),
relates to a person's adjustment to integrating HIV and its treatment into their lives, identities,
and interactions with others. Without this process of transition, coping and acceptance of HIV
becomes a challenge. In their study, Ho and Goh (2019) have shown that not every person
living with HIV copes by integrating it with their identities. They do not deny the existence
of HIV; instead, they prefer to define HIV as a health condition, splitting it from their
identities. For them, HIV is less disruptive to their valued identities. If the process of
integrating an identity involves incorporating its meanings and role expectations, identities
that take in negative meanings could cause psychological distress. Several participants in the
Ho and Goh (2019) study believed that by separating themselves from HIV and enjoying

their pre-HIV diagnosis identities, they could retain their positive psychological well-being.

A strange, unfamiliar, and uncontrollable HIV body

A study conducted in Singapore among men showed a profound shift in their lives when they
tested positive for HIV, who found themselves adjusting from their familiar world to an
unfamiliar one of a PLWHIV and feeling out of touch with their bodies (Ho & Goh, 2019).
Being diagnosed with HIV might leave you feeling as if you don't understand your body's

language, which inevitably leads to a lack of trust because your once-familiar body is now
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fundamentally unknown (de Wet & Wouters, 2016).In Mulubale’s (2020) study in Zambia,
for both men and women, awareness of having the virus in the body resulted in feelings of
being different from one's former self. The knowledge of the presence of the virus in the body
results in the feeling of estrangement from a familiar body as if it is different or a foreign
body. The radical changes experienced by WLWHIV in their bodies (Alexias et al., 2015) are
linked with perceptions of losing control over the body (Abel & Thompson, 2017).

Gagnon and Holmes (2011) have found with some of their women participants living with
HIV that taking control of their body by improving their physical appearance does not help
them regain it or as if the antiretroviral treatment permanently damages them. The study by
Nyamaruze and Govender (2020) sheds even more light on the experience of ARVs for
women. The women they interviewed in KwaZulu Natal (KZN) who were taking ARVs
reported discomfort with the presence of sores and patches on their skin. They remind them
of prior HIV-related sores that they had before starting ARVs and make them feel self-
conscious about revealing their skin. Wearing "length jeans, if not pants, then leggings"
helped them cover the areas of their bodies that bore blemishes.

Sexuality and intimacy

WLWHIV experience the diagnosis of HIV as disruptive not only to their sense of self but
also their life course, particularly concerning sex, relationships, and family plans (lwelunmor
et al., 2017). Chronic illness can be highly disruptive in relationships resulting in a loss of
self (Baumgartner, 2007; Laws, 2016). PLWHIV were advised not to have sex again when
HIV/AIDS was associated with illness and death in the early years of its emergence (Carter et
al., 2017). Some women decided not to have children, marry, and engage in sexual activities
(Dos Santos et al., 2014). Taking antiretroviral medication (ART) as directed and maintaining
an undetectable viral load (UDVL) lowers the chance of the virus spreading to others (Carter
et al., 2020). Even though ART reduces the risk of HIV transmission, some HIV-positive
women prefer to avoid sex altogether or report lost or impaired sexuality (Carter et al., 2017).
For these women, engaging in an intimate relationship, getting pregnant, and giving birth
continues to be difficult decisions (Mattes, 2014). The moral discourses surrounding HIV
continue to desexualize WLWH's bodies and identities, making them feel like their sexual
lives are fundamentally changed (Kaplan, 2014). Women with HIV are generally seen and
see themselves as a risk to sexual partners, rather than as sexual beings with their own sexual
rights (Carter et al., 2017).
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WLWH fear passing the virus to others and the potential to be rejected when trying to find a
romantic partner (Audet et al., 2013). Their struggle with forming new romantic relationships
is due to feelings of loss of sexual interest to avoid passing on infections; the burden of
disclosure before engaging in sexual activity; fear of being rejected, and anxiety of infecting
others despite the use of safer sex strategies (Herrmann et al., 2013). Women reported that
they are constantly pressured to declare their HIV status and to use safer sex (defined strictly
as male condoms) with everyone, always (Carter et al., 2017). Those who do reveal
frequently face violence, rejection, and abandonment from partners, as well as fear, prejudice,
and moral judgment from society (Carter et al., 2017). Some women thus avoid relationships
after being diagnosed with HIV, and others negotiate safer sex practices without disclosing

their HIV-positive status (Baumgartner & Niemi, 2013).

When someone chooses to reveal their HIV status to a sexual partner, it is out of a wish to
keep the other person safe from infection. The fear of losing a relationship drives the decision
not to disclose to an intimate partner (Seeley et al., 2012). According to Carlsson-Lalloo et al.
(2016), HIV-positive women experience much more sexual issues than uninfected women, as
well as significantly lower scores in sexual desire, activity, and satisfaction than women
without HIV. Some women will continue to have sex after being diagnosed with HIV, while

others will stop having sex entirely (Carter et al., 2017).

Day-to-day living on ARVs

Studies report different physical and mental effects of antiretroviral therapy on everyday
performance. Adherence to ART demands taking medication on a regular basis, which is
typically accompanied by physical side effects such as drowsiness, impaired focus, weakened
mental capacities, headaches, nausea, vomiting, and exhaustion (Bhatti et al., 2016).Other
physical associations include neuropsychological impairments such as problems in executive
functioning, psychosocial problems such as depression and anxiety, and medical problems

such as fatigue and illness-related side-effects of antiretrovirals (McGoldrick, 2012).

Fatigue is a common and unpleasant sign among persons suffering from chronic illness,
particularly among people living with HIV/AIDS. It has a detrimental influence on their
ability to work, everyday functioning, quality of life, sociability, job desire, productivity,
physical activity level, psychological well-being, health-seeking behavior, and adherence to
the ART regimen (Baye et al., 2020; Webel et al., 2016). In PLWH, fatigue may endure after
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rest, signifies illness, and makes HIV visible (Stutterheim et al., 2011; Schuft et al., 2018).
Opportunistic infections can also occur shortly after beginning with ART. They can limit the
ability to work and maintain employment or re-enter the job market (McGoldrick, 2012). In a
South African study, a participant said that opportunistic infections left her depressed about
her body's altered state and that she didn't feel healthy or energetic, making her unable to
cope with daily activities (de Weta & Wouters, 2016).

These difficulties notwithstanding, ART does appear to offer long-term gains in the ability to
perform everyday activities, such as entering or remaining in employment. A study of adult
ART patients at three South African treatment centres found that physical and psychological
well-being, as well as economic activities, improved significantly within one year of starting
therapy (Rosen et al., 2010). The improvement in patients who stayed on medication for the
full three years after starting treatment either continued or remained steady (Rosen et al.,
2010). Consequently, women living with HIV, who would otherwise have become seriously
ill to work without ART, they could enter the workforce and re-enter the job market as long
they adhere to treatment (Fair et al., 2018). HIV patients on antiretroviral therapy can remain
employed and return to work after they initiate treatment, and when they are out of work,
their unemployment could be explained by other factors faced by the general population (Bor

et al., 2012) such as high employment rates in South Africa.

More generally, the employment concerns of PLWHIV include fear of discrimination and
stigma or regarding medication schedule and how health will affect their work (McGoldrick,
2012). Living with HIV requires frequent medical appointments that result in regular work
absenteeism, making it more challenging to maintain consistent performance over time (Fair
et al., 2018). Disclosure of one's health status at work may provide PLWHIV with necessary
accommodations such as modified work schedules and alteration of physical demands of
tasks at work to compensate for fatigue and decreased strength and endurance, but there is
also always the fear of being discriminated against and stigmatized (Barkey et al., 2009). The
possibility of returning to work could therefore be perceived as threatening if linked to
disclosure of HIV status (Mancini & Secchiaroli, 2015).

In the UK, a study found that stigma and fear of discrimination were a significant concern
for almost half of those not working, with only 11% of those employed who reported stigma
and discrimination at work (Rodger et al., 2010). There could be a gap between the
perception and reality of stigma in the workplace. As Rodger et al. (2010) and Fair et al.
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(2018) have found in their studies, shame and anxiety regarding disclosure to a future
employer and co-workers can be a very significant discouragement in the search for
employment for PLWHIV. A gap that remains underexplored is that fear of stigma might be
less of discouragement in searching for work in contexts of high unemployment and limited

employment opportunities.

Research questions

This report, like earlier research, explore the aspects of HIV diagnosis and antiretroviral
therapy that were identified in the literature review. The study examines how HIV-positive
women on antiretroviral therapy (ART) experience their bodies, drawing on the theoretical
framework of phenomenology, which will be explored in the next section of this chapter. The

question is explored through the following four sub-questions:

1. How do they experience their bodies as a disruption or empowerment to engage in
day-to-day activities?

2. What are their appraisals and feelings about how they experience their physical
body?

3. In what ways do they experience their bodies differently, as strange, or familiar?

4. How are they aware of their bodies in social interactions?
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THEORETICAL FRAMEWORK

Health researchers have used phenomenology to describe the experience of being ill
(Fernandez, 2020; Carel, 2010). Slatman (2014) points out that the phenomenological
framework is widely used within health and medicine because it is helpful in describing the
experience of suffering from HIV by focusing on the first-person point of view of what it is
like to be ill. This research project also adopted a phenomenological framework for the
potential it offers to open first-person as well as in-depth accounts of what it is like to live
with HIV and its treatment for the women that were interviewed. Clinicians who take a more
inclusive approach to HIV care, paying more attention to the illness as it is experienced by
the individual rather than relying solely on predefined medical categories for diagnosis and
treatment, could assist women living with HIV (Gergel, 2012).

The Background of the Phenomenological Framework

Around the turn of the nineteenth century, Franz Brentano (1838-1917) and his student
Edmund Husserl (1859-1938) established the phenomenological framework (Moran, 2008).
Edmund Husserl (1859-1938), on the other hand, is often regarded as the originator of
phenomenology (Zahavi, 2019). Martin Heidegger (1889-1976), Jean-Paul Sartre (1905-
1980), and Maurice Merleau-Ponty (1908-1980) are three more phenomenologists who came
after Husserl (Zahavi, 2019). They differed from Husserl in their interest and conception of
phenomenology, but they share an emphasis on experience and its interpretation, the so-

called "phenomenological approach™ (Toombs, 2001).

Phenomenology, according to Moran (2002), is a radical, anti-traditional kind of
philosophizing that emphasizes the desire to get to the truth of things, to describe phenomena
as it appears to the person experiencing it. Phenomenology emphasizes a method of
comprehending one's experience rather than focusing on the reality of things, the purpose
being to describe the experience of the phenomenon as it is perceived and experienced from a
subjective standpoint (Carel, 2016). The philosophical, theoretical, and methodological
framework of phenomenology is concerned with the world as experienced by a person. The
world and reality for phenomenology are not independent of the person experiencing it, and

their constitutive phenomena exist only when they are perceived (Kalaldeh et al., 2018).
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Embodiment

The notion of embodiment is a crucial area of phenomenological inquiry (Toombs, 2001).
The body for Merleau-Ponty is not only an object but the subject of experience (Lape et al.,
2019). Husserl saw the body not only as a physical object like other objects in the world, but
for him, the body is also the locus of sensations, as well as the source of meaning and
knowledge (Grinfelde, 2019). The distinction between the objective body - Korper for
Husserl or le corps objectif for Merleau-Ponty- and the body as lived - Leib for Husserl or
corps proper for Merleau-Ponty — is the basis for understanding one's experience of being in
one's body from a phenomenological perspective (Slatman, 2014). Koérper refers to our
physical bodies, who we are as physiological, neurological, and skeletal beings. Leib is how
we interact with the physical body in our daily lives (Aho & Aho, 2008). The lived body is

the one | am, and the physical body is the one I own (Fernandez, 2020).

When the lived body is affected by illness, the illness is not only a "biological dysfunction
llIness is also the disintegration of the patient's world beyond the breakdown in the
mechanical functioning of the biological body (Sholl, 2015). Embodiment is, therefore, the
foundation for comprehending oneself, others, and engaging in daily life; the body is a living
and not only a material object in the world (Kitzmuller et al., 2013). The relevance of this
perspective for the current research is that living with HIV could be experienced as the
disruption of the lived body and a malfunction of the biological body (Toombs, 1992). In the
phenomenological perspective, the lived experience of the dysfunction is the primary
emphasis. The dysfunction could disrupt habits, capacities, and actions (Sholl, 2015).
Physical changes associated with illness diminish the control of the body, demand

adjustment, and there could be a new experience of the body.

Women with HIV who have to take antiretroviral therapy could undergo changes in their
bodies and experience them anew. These changes are, to a large degree, out of their control.
During their struggle to adjust to the drastic changes in their bodies, they may feel
disembodied or overwhelmed by bodily sensations (Wilde, 2003). In this research, the
embodiment of HIV and the effects of ARVs are investigated. There are four dimensions of
an embodiment of HIV to consider: "the functional, affective, material and social dimensions
of embodiment” (Grinfelde, 2018, p.109). In the research, these four dimensions are applied
to the lived experience of HIV-positive women on ART to understand the relationship

women living with HIV have with their bodies from their perspective, as it is not simply a
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breakdown in mechanical functioning, but a disordered way of being-in-the-world which
affects how the relationship one has with their own body and others (MacLachlan, 2004). 1

want to explain each dimension and how it is utilized in the research:

Functional embodiment

The inability to engage in activities that one would normally engage in before illness is
referred to as the functional dimension and this ability to act is compromised by illness
(Grnfelde, 2019). The functional dimension is a disruption in the lived body - an incapacity to
engage with the world in the same way that one normally does (Toombs, 1992). The
experience of disease, according to Carel (2016), is a breakdown of physiological certainty or
"the subtle feeling of 'l can' that pervades our activities” (p. 90). The phrase "I no longer can™
causes physiological doubt and "disruption of one's most basic sense of being in the world"
(Grnfelde, 2019). Body movements and activities that were before performed with no issues
become impossible (Bullington, 2009).

Fatigue is a common complaint among HIV-positive women, and it has a detrimental
influence on their capacity to work, everyday functions, and quality of life (Webel et al.,
2016). According to Gebreyesus et al. (2020), fatigue impacts women living with HIV's
ability to complete daily tasks and productivity. Exhaustion is typical after physical action in
HIV-negative people, whereas fatigue persists after rest in HIV-positive women. It's a
persistent feeling of exhaustion, lack of energy, inertia, or fragility that worsens with activity
and limits a person's usual capabilities (Langseth, 2018). Because of an imbalance between
available physical and psychological resources and the resources necessary for the resources
required for optimal functioning, fatigue produced by HIV and its treatment hinders the

ability to complete everyday chores and produces bodily doubt.

Affective embodiment

The living body is experienced as a bearer of experiences and a means of action in the world
(Grnfelde, 2018). The affective dimension is concerned with bodily feelings, emotions, and
moods as they relate to the physical body. The focus of this study is on the physical
sensations and emotions linked with HIV. For example, shame, self-blame, pain, exhaustion,
nausea, worry, helplessness, melancholy, and itching which are common experiences of
living with HIV. When someone is in pain, it is possible for the suffering to take control of

their lives. One's sense of self is reduced to pain - the painful body and the pain-filled world
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(Bullington, 2009). This may lead to a sense of helplessness, loss of control, and vulnerability
due to lost bodily capacities and the inability to control the illness, increasingly limiting one
from performing certain activities (Carel, 2016). In the research, the bodily feelings and
emotions linked to both HIV diagnosis and the experience of taking antiretroviral therapy

were examined.

Material embodiment

People with illnesses may experience physical symptoms such as pain, discomfort, and
identity loss, in which they feel alienated and disconnected from the activities that once gave
significance to their lives (Bullington, 2009). Grnfelde (2018) defines the material dimension
of embodiment as "the experience of one's body as alienated from oneself as a result of
disease.” Disembodiment or dissociation with one's body can occur because of illness (Wilde,
2003; Svenaeus, 2014). As Bullington (2009) has observed, "in health, I am my body, but
when my body does not work, | experience a split between myself and my body, and my
body is no longer me. | take this malfunctioning body to the clinician and ask her to fix it so
that 1 can once again become one with my body” (p.102). The body-self unity exists on a
continuum of embodiment, with extremes on each end. The body feels alienated in

dysfunction, as though it belonged to someone else (disembodiment) (Lape et al., 2019).

Let's use HIV as an example. Gagnon and Holmes (2012) observed that women living with
HIV experienced bodies changed because of HIV and its treatment. The women felt alienated
from their bodies because of the body changes. They also said their bodies felt like an
external object to them because they couldn't control the changes they were going through.
The material dimension of embodiment regarding illness, from a phenomenological

standpoint, focuses on our experience of day-to-day control over our bodies.

Social embodiment

The social dimension of embodiment involves adopting the perspective others have on one's
body, like their view that one's sick body is unacceptable or unattractive, among others
(Grinfelde, 2018). In most contexts or social environments, any physiological characteristic,
especially one that deviates from the norm, is attached to a specific meaning (Fernandez,
2020). Usually, a person's viewpoint on embodied experience is inextricably linked to an

outside perspective on their body. In the history of HIV, the perception of PLWHIV is a good
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example of this link. As several studies (see Palmer et al., 2011; Persson, 2013; Judgeoa &
Moalusi, 2015) have demonstrated, when the prevailing perception of PLWHIV is that they
are unclean or contaminated, it is difficult for them not to internalize it into self-
stigmatization. We must study not just how one's body is lived or experienced "from within,"
but also how it manifests itself in a shared world; how it appears "from the outside" for others

as well as for oneself (Slatman, 2014).

Conclusion

The chapter gave a quick overview to phenomenology, covering the concept of embodiment
and its four dimensions of application. According to Klausen (2021), phenomenology is
influencing contemporary endeavours to give more weight to patients' lived experiences and
transcend the limitations of a one-sided biological explanation of sickness or illness. There
are faults in using a phenomenological approach to examine disease experiences, especially
when it is utilized to study experiences of illness. They will be explored in the report's
concluding chapter. The application of the four dimensions of embodiment proved to be quite

beneficial in adding more depth to the analysis.
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METHODOLOGY

The study design and procedures used to answer the research questions are referred to as
methodology (Kivunja & Kuyini, 2017). The method, on the other hand, refers to the tools
that are used to collect and analyze data (Mackenzie & Knipe, 2006). This chapter discussed
the data collection method, why it was utilized or chosen, and how it was used. It describes
the research strategy and techniques for selecting and recruiting participants, as well as
gathering and analysing data. Finally, the project's ethical considerations, limitations, and

validity are examined.

Research design

A phenomenological research design seeks to describe the phenomenon being investigated by
looking at it through the eyes of people who have been through it (Neubauer et al., 2019).
There are several phenomenological approaches. The one used in this research is a Husserlian
phenomenological approach. It is also known as descriptive phenomenology. This approach
allowed the women interviewed to describe their experiences in their own words with very
little influence of the researcher’s interpretation of the phenomenon under investigation
(Stapleton & Pattison, 2015). In the Husserlian phenomenological approach, experiences are
described, and the researcher's perceptions are set aside or 'bracketed' (Rodriguez & Smith,
2018). This enabled the researcher to enter the lifeworld of the research participant without
any presuppositions. A phenomenological research design should provide access to direct
experiences of the research participants before any causal explanations, thus enabling the
researcher to apprehend and understand their meaning for them (Grinfelde, 2018). From the
perspective of the research questions, aims, and objective of this research project,
phenomenological research design offered a unique understanding of how the research
participants experiences with ARVs disrupted their sense of being in the world (Yaron et al.,
2017).

In qualitative research, data is collected using a range of approaches, including observations,
textual or visual analysis (e.g., from books or videos), and individual and group interviews
(Gill et al., 2008). This study used a semi-structured interview method to collect data, and

one-on-one interviews were conducted.
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Recruitment strategy

The recruitment strategy used in phenomenological research is purposive, as the study
participants consisted of individuals who will know or have a lived experience of the
investigated phenomena (Mapp, 2008). Only HIV-positive women on antiretroviral therapy
for two years and more were approached and selected to participate in this study. Eleven
women were interviewed, and one of them was a pilot to test the interview schedule when the
data gathering started. Her transcript was included in the analysis. In a phenomenological
study, there is more emphasis on quality than on quantity (Smith et al., 2009; Bolderston,
2012), and the aim is to produce an in-depth examination of the phenomena under
investigation, not to produce a theory that is generalizable to the whole population
(Pietkiewicz & Smith, 2014).

Recruitment of participants

Recruitment is often a three-step procedure that begins with finding possible participants
based on inclusion and exclusion criteria, contacting them about the study, and getting their
willingness to participate in the study, including their informed consent (Preston et al., 2016).
In this research project, the researcher identified Non-Governmental Organisations (NGOs)
to assist with recruiting women who met the criteria for participation in this research. A few
organizations were approached until the Treatment Action Campaign (TAC) agreed to assist
in putting the researcher in contact with potential participants. TAC is well-known in South
Africa and around the world in leading the fight for access to ARVs in public health facilities,
encouraging quality public health care, and campaigning for an equitable health system that

delivers equal treatment for everyone in South Africa.

Potential participants were identified by the TAC's Chairperson from the organization's
support group membership roster. She also facilitated the recruitment drive and even
provided support in building trust with the participants. The researcher was able to then
contact potential participants to arrange for an information session with them. At this
meeting, they were given an information sheet (see Appendix A) consisting of information on
what the study is about, what their participation will entail, how much time their participation
will take, and the possible risks and benefits associated with their participation. There was
only one information session set up. Those who attended were also afforded an opportunity to

ask the researcher questions about the study and their participation. After the information
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session, the researcher followed up by phone with everyone to explore their willingness to
participate and to arrange a suitable time to do the interview with each willing participant.
Before each interview started, the researcher sought the agreement of each participant for
their participation in the research project, including obtaining their informed consent (see
Appendix B). The interviews took place in a private office provided by TAC. This location
was convenient and comfortable for the participants as it was a familiar environment for

them.

Research participants

The participants and their demographic information are in the table below:

HIV-positive | Age No of No of years | Employment | Race
women years of on ARVs status
diagnosis

Gladness 43 18 15 Unemployed African
Nomzamo 59 23 15 Unemployed African
Karabo 58 10 10 Employed African
Nobuntu 46 8 3 Unemployed African
Sandile 28 17 12 Unemployed African
Lerato 36 3 3 Unemployed African
Ayanda 38 8 8 Unemployed African
Nandipha 60 15 3 Unemployed African
Lungile 51 17 15 Employed African
Lihle 26 2 2 Unemployed African
Nosipho 55 14 14 Unemployed African

Table 1: Participants and their information

The youngest and oldest participants were 26 years and 60 years old at the time of the
interview, and the highest number of years a participant has been on ARVs was 15 years.
Only two participants were employed at the time the interviews were done.

Research instrument

The research used the semi-structured interview method, the most common interviewing

technique in qualitative research (Barrett & Twycross, 2018). A semi-structured interview
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method allows the interviewer to ask about the core elements of the phenomenon studied. As
already mentioned previously, one-to-one interviews were conducted. One-to-one interviews
are manageable, allowing for a rapport to be established and give participants the space to
reflect, share their inner thoughts and feelings, and be heard, and are therefore well-suited for
sharing in-depth and personal experiences (Smith et al., 2009). An interview schedule was
prepared (see Appendix D) to enable the natural flow of the conversation, to facilitate a
comfortable interaction with the participants whereby they are free to provide detailed
accounts of their experiences (Smith et al., 2009; Pietkiewicz & Smith, 2014). The interview
schedule was comprised of open-ended questions. Open-ended questions do not make
assumptions about the participant's experiences or lead them in the direction of answers
(Smith et al., 2009). Each interview started with a question that permitted the participant to
tell a descriptive experience and encourage the participant to talk at length: *Can you tell me
about when you received an HIV diagnosis and how you felt ."The open-ended question
helped build rapport with the participants by putting them at ease, building up confidence in

the interview, and generating rich data that further developed the interview (Gill et al., 2008).

The duration of the interview depends on several factors, including the type of interview
method used (Bolderston, 2012). Interviews can also vary depending on the topic the
conversational dynamic between the interviewer and interviewee, but on average, interviews
can last for 20-60 minutes (Gill et al., 2008). The duration of the interviews in this research
ranged between 20-50 minutes, and the pilot interview lasted for 15 minutes. The pilot
interview was helpful to establish if the schedule is clear, understandable, or answerable and
the changes required to the interview schedule (Gill et al., 2008). There were questions in this
study that were confusing or misinterpreted by the participants. These were then altered. The
minor alterations helped ensure that the rest of the interviews yielded as much information
about the participants' experiences as possible and addressed the aims or objectives of the

research.

The location of the interview should be private, quiet, allow for an uninterrupted experience,
and be conducted in a location convenient and comfortable for the participant (Bolderston,
2012). As previously noted, the interviews for this study were conducted in one of the TAC
offices. The office was comfortable, safe, and free from interruptions. Each participant was
able to choose a time that was convenient for them. The interviews were conducted in IsiZulu
and were tape-recorded with the permission of the participants (see Appendix C). Note-taking

may disrupt the natural flow of the conversation. Hence, when possible, it is preferable to
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audio record the interviews (Doody & Noonan, 2013). The transcripts were transcribed
verbatim, as this protects against bias and provides a permanent record of what was and was
not said (Gill et al., 2008), and can be studied in detail and linked with analytic notes (Bailey,
2008).

Interpretative Phenomenological Analysis

Interpretative phenomenological analysis (IPA) was the analysis method employed in this
study. It is concerned with evaluating individual lived experiences and how they make
meaning of them (Smith et al., 2009). The phenomenon of interest is investigated from the
perspective of the participants, with a focus on how they experience it and the meaning that
these experiences have for them (Rajasinghe, 2019). IPA entails a lot of reading and taking
notes, then transforming those notes into creating ideas and looking for relationships and
clustering themes. Through a rigorous analytic and quality assurance procedure, the method
assists researchers in producing more interpretative accounts of participants' experiences
(Rajasinghe, 2019).

Immersion in the data is the first step in IPA (Smith et al., 2009). Listening to the audio
recording, reading the transcript multiple times, and recalling the setting of the interview,
particularly the location where it was done, were all part of this study (Pietkiewicz & Smith,
2014). Active involvement with the data is required to comprehend the participant's
experiences (Smith et al., 2009). In the second step, the researcher keeps an open mind and
takes notes on anything that catches his or her attention in the transcript (Smith et al., 2009).
The researcher was able to become more familiar with the transcripts and discover the unique
ways each participant talked about their experience. Steps 1 and 2 were combined by reading
each transcript and taking notes. With more reading, more exploratory notes and comments
were added (Smith et al., 2009).

The following step focused on the notes generated in step 2 rather than the transcript, as well
as transforming the notes into themes to provide a summarized report of what was important
in the transcript notes (Smith et al., 2009). The transcripts were represented in the detailed
and comprehensive notes prepared in step 2 (Pietkiewicz et al., 2014). The themes, on the
other hand, reflect not only the participant's original words and thoughts, but also the

researcher's interpretation (Smith et al., 2009).
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The final stage involves looking for links between emergent themes, grouping them based on
conceptual similarities, and assigning a descriptive label to each cluster (Pietkiewicz et al.,
2014). After that, a table was created depending on how well the themes worked together.
The table aided in the identification of emerging themes and the creation of a structure that
allowed participants to highlight the most fascinating and relevant aspects of their experience
(Smith et al., 2009). (See the table in analysis and discussion chapter). With each transcript,
steps 1-4 were repeated. The final stage was to seek for patterns throughout all 11 cases
(Smith et al., 2009).

Ethical considerations

The ethical clearance was obtained from the University of the Witwatersrand, Human
Research Ethics Committee (HREC). The ethics clearance, together with a request letter for
assistance with the recruitment of participants and the study's information, were circulated to

several NGOs.

After TAC offered their assistance, an information session with prospective participants was
arranged. The Chairperson of TAC helped with organizing the information session. Those
who attended the information session were introduced to the research, its purpose, and
procedures. The audio recording of the interviews; the types of questions that were likely to
be asked; the risks and benefits of the research; the voluntary nature of participating in this
research and the right to withdraw their consent at any time; and the procedures that will be
followed to protect their confidentiality in the report and other published work generated
from the research were all verbally explained to them. The language of the information sheet
was accessible and understandable. There was also time set aside for them to ask questions
about the research (Richards & Schwartz, 2002).

According to Pietil& et al. (2020), valid informed consent can only be gained if a potential
study participant is accurately informed about the research, has the capacity to understand
what they are told, and is willing to participate. In this study, the same approach was used:
potential volunteers could choose whether or not to engage in the study. Agreeing to
participate involved signing an informed consent form (see Appendix B) to participate in the

study which also entailed consenting to the audio recording of the interview (see Appendix
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C). Informed consent refers to a participant's explicit permission to participate in a study after
obtaining and digesting all the information regarding the study (Townsend et al., 2010). The
study's 11 participants all gave full informed consent.

Participants trust that their personal information will be kept secure and that only predefined
individuals will have access to it when they share it for research reasons (Pietila et al., 2020).
Confidentiality in research with human subjects refers to data management and storage, who
has access to it, and the degree to which it is shared with others outside of the research
project (Cacciattolo et al., 2015). The data collected in this research was stored in a
password-protected folder to maintain confidentiality and minimize the risk of a participant's
identity being exposed. Only the researcher and the researcher's supervisor had access to the
data. All the identifying information about the participants was removed, whether it relates to
the location or dates of the interviews or names of the participants. The participants' names
were replaced with pseudonyms to ensure that no one who participated was linked or traced

back to the written work resulting from the research.

The principle of beneficence refers to a researcher's ethical obligation to promote well-being
and maximize benefits for study participants and society, while the principle of non-
maleficence refers to the researcher's ethical obligation to reduce risk and avoid harm to
study participants and society (Pietila et al., 2020). It is impossible to precisely evaluate risk,
especially emotional risk, when getting consent for an interview study. The greatest thing to
do is to foresee its potential and take proper precautions to avoid injury (Townsend, 2010). A
list of publicly available and nearby support and counselling services (see Appendix A) was
provided to the participants in this study in case they required or needed it. No one stated that

they require it.

The principle of justice in research involves ensuring that anyone who is eligible to
participate is treated fairly and equally (Pietild et al., 2020). In this research, this principle
initially informed the selection of participants. Only the research questions were a guide for
the selection of participants to avoid or minimize excluding anyone, select participants
because they are vulnerable, or because they are easy to access (Barrow et al., 2020). No one
was chosen because they are representative of all population. To guarantee fairness, all
potential volunteers were given an equal opportunity to participate in the study and were free

to choose whether or not to do so. Participants may perceive a lack of access to research as a
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lack of voice especially those who already feel unheard or that their experiences in medical

consultations are "invalidated" may be particularly sensitive (Townsend, 2010).

Trustworthiness

In qualitative research, trustworthiness refers to the systematic rigor of the research design,
the researcher's credibility, the believability of the findings, and the applicability of the
research methods (Rose & Johnson, 2020). The credibility, reliability, confirmability, and
transferability of the research findings were among the factors employed in this study to

determine trustworthiness (Forero et al., 2018).

Credibility is the level of trust that may be placed in the accuracy of a study's findings
(Korstjens & Moser, 2018). Participants' credibility was ensured by asking follow-up
questions, requesting additional information, and encouraging them to provide instances for
clarity (Forero et al., 2018). During the interviews, the method increased their participation
and improved the relationship between the researcher and the participants (Rose et al., 2020;
Barusch et al., 2011).

Dependability refers to the consistency and reliability of research findings, as well as the
extent to which research procedures are documented, allowing someone outside the study to
observe, audit, and evaluate it (Moon et al., 2016). The researcher's supervisor reviewed the
audio recording and transcripts to validate the themes detected and the study's conclusions,
which increased the study's reliability. Another strategy to improve the reliability of the
findings is to make the research process more transparent (Moon et al., 2016). In the

preceding discussion, the research method is discussed in detail.

Confirmability is concerned with proving that the data and interpretations of the findings are
not made up, but rather are clearly drawn from the data (Korstjens et al., 2018).
Confirmability was achieved in this study by keeping a reflexive diary throughout the
research process for daily notetaking and documentation of reflections that would be useful
and relevant during the study and analysis (Cypress, 2017). The practice of translating
findings to different contexts or settings with other participants is referred to as transferability
(Korstjens et al., 2018). The use of a purposively recruitment technique in this study aided
transferability because the participants were well-versed enough in the phenomenon under

study to provide detailed descriptions of their experiences with it. The researcher's
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descriptions of the participants and the research process are also hopefully detailed enough

for the reader to evaluate if the findings are transferable.

Conclusion

The method was presented in the previous chapter, and the results discussed in the next
chapter are based on its application. The method's overview includes a full description of the
recruiting strategy and procedure, as well as a description of the study participants, the
research instrument, the method of analysis, the study's ethical considerations, and the criteria

for establishing the findings' trustworthiness.

32|Page



ANALYSIS AND DISCUSSION

In this chapter, the analysis and discussion of the data collected are presented. The
presentation draws upon the four dimensions of an embodiment of the phenomenological
framework: the functional, affective, material, and social dimensions. These are incorporated

within a discussion of the main themes and sub-themes that emerged from the data.

Main Themes
Functional Affective embodiment | Material embodiment Social
embodiment embodiment
Subthemes
Sleep disturbance Difficult emotions “This is not my HIV-body as
normal body’ frightening,
diseased, and
underserving
Nutrition and the Difficult bodily The strange and A contagious
HIV-body sensations unfamiliar body body
Consciousness of the Conceal the HIV- Anticipated and
living body body lived stigma
Body evaluations
in social
situations

The promiscuous
HIV body

Sex with a
condom as

unenjoyable

An undetectable
and not using

condoms

Table 2: Themes
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The functional dimension of embodiment

The functional dimension of the lived body of women living with HIV is the possibility of
action in the world. An example is the ability of the body to freely engage with one’s
environment and daily activities (Grinfelde, 2018). The subthemes identified are sleep

disturbance, nutrition and HIV-body, and inability to engage in daily activities.

Sleep disturbance
Iliness could be a disability when it results in the "inability to" engage with daily tasks in

habitual ways (Toombs, 1998). The findings of this study show that some of the participants
experienced different complications in their sleeping patterns when they started with
antiretroviral therapy. These included nightmares, difficulties with falling asleep, and

dizziness:

Extract 1

Nomzamo: when | started with treatment- the first day | started with the treatment, |
had a horrible dream yoh, the second day, | had a horrible dream again. But they
[healthcare professionals] informed me that the pills would disturb me. | endured, |
endured. | got used to them as time went by.

Extract 2

Lerato: When | started [pause] the first day, the first day | drank the pill, I did not
sleep that day. | remember - | do not know, but I did not sleep. It was like my head-I
did not know how to explain it.

Extract 3

Nosipho: | started with three pills. | would feel dizzy when | was sleeping after taking
it, but as time goes my body got used to it.

Sleep disturbance is not uncommon when patients start with antiretroviral therapy but is
expected to go away after three months (Taibia, 2013; Hawkin, 2010; Gagnon & Holmes,
2016). A daily routine that Nomzamo, Lerato, and Nosipho had previously performed
without any problems was disrupted by antiretroviral therapy. Their sleep disturbance
continued beyond the three months. They had to adjust to it.

It is unclear whether sleep disturbance is related to HIV infection itself or to the type of
antiretroviral drugs used (Lee et al., 2012). Nandipha has a different experience with ARVSs:

Extract 4
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Nadipha: The thing with ARVs, they are not from the same company; there are white
ones. After drinking it, | fall asleep immediately. The brown-ish pill does not have

that effect on me. They give you the brown pill or sometimes the white pill.

When Nandipha took the white pills, she would fall asleep immediately. Switching to the
brown pills helped her regain her usual sleeping pattern. Karabo was lucky that the ARVs she

started with suited her. She never experienced any sleep disturbance:

Extract 5

Karabo: They say sometimes you get nightmares, but | did not have nightmares. The
pills treated me well. I did not experience bad dreams. The pills were right for me.

For Nandipha, the side effects of ARVs depended on the company that manufactured the
drugs. The ARVs Karabo started with were, in her words, "right for me". The rest of the

participants did not report any sleep disturbance.

Nutrition and the HIV-body
When you are HIV positive, actions that were performed habitually, such as walking,

running, lifting, sitting up, eating, talking, and so forth, can become effortful (Toombs, 1988).
Some of the women interviewed in this study reported that when they started with ART,

eating became impossible. They lost their appetite, with some of them vomiting after eating:

Extract 6

Nosipho: Yes, | used to eat, but sometimes | would lose my appetite. | would buy
amahewu and drink them, but sometimes | would vomit. At the Clinic, they [the
nurses] told me | should not stop drinking my pills. My body got used to the pills as

times go.

Extract 7

Sandile: Yes, | was taking pills. But they were not for weight gain. They were to
increase appetite because | was not eating (.). The vitamin B complex from the Clinic
was not helpful. | decided to buy pills to increase my appetite, and they were helpful.

If I did not buy them, I do not know what | would be or look like now. I think | need
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to buy them again because my appetite has decreased again. Even today, | did not eat
anything since | left the Township, and | am still not hungry. | need to get the pills
again.

Extract 8
Lerato: Even when | wanted to eat, | did not have an appetite, and | also started to lose

weight a bit- a bit-do, you understand?

Nosipho vomited after eating and lost her appetite, and healthcare professionals advised her
to continue drinking her medication. Sandile took vitamins to increase her appetite as she was
not eating well. She lost weight from not eating well. Lerato lost her appetite, and she
struggled to eat even when she wanted to eat, and like Sandile, she lost weight. Enwereji et
al. (2019) have found that a variety of reactions are associated with the side effects of ART,
including vomiting, lack of appetite, and weight loss. For Nosipho, Sandile, and Lerato,
taking ART was initially foreign to the body. ART produced unpleasant consequences of
vomiting, loss of appetite, and weight loss for them. Nosipho and Lerato eventually regained
their appetite. Sandile still struggles with maintaining a healthy appetite — she takes vitamins
to boost it.

Not everyone interviewed ever had or had a problem with their appetite, nor reacted
negatively to food. Nandipha could "eat everything including fat cakes,” and Karabo too.
Both the participants have never had to either limit or watch their dietary intake. Most of the
women interviewed had been advised on what they can and can no longer eat by their

healthcare practitioners:

Extract 9
Lerato: At the Clinic, they tell us we must eat healthy food such as fish, chicken- fruit,

or juice, do you understand.

Extract 10

Nobuntu: Now that | have gained weight, the dietitian at the Clinic tells me what to
eat and not eat, but how am | going to do that when you are not working? If they
[family] are eating pap at home, | will also eat pap. | cannot eat what they [dietitians]
tell me to eat because | am not working. How am | going to buy food? | eat what is

available, which is what they say | must not eat. | cannot change the food I eat to what
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the dietitian recommends. It is difficult to change my diet, even if I am willing to,
because | am not working. | eat everything besides the food | did not eat before

receiving an HIV diagnosis.

Extract 11

Lungile: she said I should not eat pizza, decrease the number of slices of bread to two,
eat brown rice and reduce fats like I mentioned | do not like losing weight, people
complimented me, they said 'l am beautiful,’ but one day | was angry, and | decided to
cook pap with cooking oil and put the pills in the pap, and I ate. | wanted my weight
back; yes, people say | am beautiful, but I did not like my body. Yes, I listened, and |
ate everything she recommended. | stopped eating pizza, Rama [butter], and | eat
brown rice, it is not nice, but | eat it, | boil vegetables and meat, | do not eat fried food

most of the time, but | want my body back.

The main challenge for Nobuntu in extract 10 above is a financial constraint, not so much
what to eat or not. She was not working during the time of the interview. A diet heavy in
vegetables, fruits, whole grains, and legumes, lean and low-fat protein sources, restricted
foods with added sugar, proteins, carbohydrates, and a little beneficial fat in all meals and
snacks are all meals and snacks that provide maximum health for HIV-positive people
(Enwereji et al., 2019). Nobuntu was not the only participant who could not afford the
healthy diet recommended by healthcare professionals. Unemployment and very limited
financial means prevented the participants from adopting a healthy diet. For someone taking
ART, maintaining a healthy diet is very difficult when you are unemployed and you have no
personal income (Moyo et al., 2017).

Lungile in extract 11 faces a different challenge: she hates her body because she has lost
weight. Unlike the other participants, she is employed. She makes an effort to eat what
healthcare professionals have recommended, but she wants to gain weight. She, therefore,
struggles to maintain a healthy diet. A healthy diet for someone taking ARVs is a must to
keep a healthy body, improve immunity, limit disease complications and improve quality of
life (Enwereji et al., 2019); however, for the women who were interviewed in this study,
unemployment and financial constraints make adopting a healthy diet a significant challenge.
Dissatisfaction with weight loss is another barrier to maintaining a healthy lifestyle. For

Lungile in extract 11, being comfortable in your body is as important as a healthy diet.
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Consciousness of the living body
WLWHIV reports they no longer go about everyday life without conscious awareness of

what their bodies can and cannot do. They spoke about how their bodies can no longer
function the way they used to before and the health complications of trying to do what they
used to do previously with their bodies. Sandile, Gladness, and Karabo even stopped

working:

Extract 12

Sandile: (.) | can say it has an influence because I used to work at... [name of the
company] before and we used to work in the fridge room. | think that is the reason |
had asthma. | saw that | would not be able to stay in that job when they [employers]
wanted to take me as a permanent staff member because | thought it would affect my
health.

Extract 13
Gladness: | used to work for [name of the company], but I stopped working because |
had painful feet. The working environment was strenuous because | had to stand the

whole day.

Extract 14

Karabo: Here [pointing her hip], my hip is giving me problems. I think it is because |
used to drink alcohol too much. When | reduced alcohol use, it was better. | noticed it
again at work when | worked with a spade. My work is also detrimental to my health,
and our employers do not care about our well-being; they do not provide us with
gloves and masks to protect our well-being while working in toilets and streets
because dust and smell affect us. At the Clinic, they said my nose was blocked

because of the work | do.

Sandile was diagnosed with asthma. She attributed her deteriorating health to her work
environment rather than HIV infection. Respiratory diseases are common among patients
with HIV (Lorenc et al.,, 2014). Moreover, Maciel et al. (2018) have found that with
increasing age, non-HIV-related comorbidities are likely to be reported. Comorbid illnesses
can interfere with the clinical management of HIV. Sandile eventually resigned from her job.
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Gladness in extract 13 also quit her job. She thought that her work environment was
strenuous, and she suffered from painful feet. Both Sandile and Gladness stopped working
because their bodies were unable to cope with their work conditions, and they were
concerned that remaining at work might make them more ill or shorten their lifespan. Their
bodies became an obstacle, taking all their attention. They were very aware of how their work
environment could compromise their physical well-being. Karabo in extract 14 is still
employed. She, too, is very conscious of how her work environment is not conducive to her
health. Karabo described her work environment as unhygienic and unsafe. She always has a
blocked nose because of her work environment. In their study in the US, Baumgartner and
Niemi (2013) found that there was a split between their HIV-positive participants pertaining
to the decision to stay employed. Some of their participants left stressful or strenuous work
situations to pursue less taxing employment. Others showed a strong commitment to their
work identity despite physical challenges to their bodies. The three cases, in a way, support
the findings by Baumgartner and Niemi (2013). Sandile and Gladness quit their jobs with the
hope of finding alternative employment that will accommodate their physical health. Karabo
does not want to be constrained by her body and continues to work despite the risks to her
health.

Most participants also reported that on some days, they wake up feeling tired to do anything:

Extract 15
Nosipho: | would sleep and not want to do anything, but | did not give up on the
treatment. | told myself that | would drink them until my body got used to them. Even

when | started with the new treatment, | experienced similar side effects.

Extract 16

Nobuntu: At home, | do everything | used to do before, but there are days when |
wake up tired. Days are not the same; let me put it that way. Some days | wake up
feeling not okay, but other days, | am able to do my normal daily activities.

Extract 17

Ayanda: Sometimes, | wake up feeling weak and unable to engage in activities that
require physical strength. Sometimes | wake up feeling right. 1 am not certain if it
causes mood swings as well because sometimes you are angry and irritated for no

reason. Sometimes you want to be alone, and | do not know if it's stress or not sure.
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It seems like what Nosipho, Nobuntu, and Ayanda are describing is fatigue. Fatigue is a
common and distressing symptom reported by people living with HIV/AIDS and negatively
impacts their ability to work, their daily functioning, and quality of life (de Weta & Wouters,
2016; Webel et al., 2016; Fair et al., 2018; Gebreyesus et al., 2020). The feeling of fatigue is
characterized by overtiredness, low energy, physical weakness, and an intense desire to sleep
that disrupts normal daily activities. For most people, fatigue is expected after physical
activity, but in people living with HIV, fatigue may endure after rest and is described as an
overwhelming sense of tiredness, lack of energy, inertia, or fragility that increase with
activity and reduce the person's normal capacities (Langseth, 2018). As Perazzo et al. (2017)
would explain, the three participants experience an imbalance between their available
physical and psychological resources and the resources required for optimal functioning.
They do not feel like themselves; their daily routine and ability to perform daily tasks have
been interrupted. The certainty about the ability of their bodies to carry out daily activities
has given way to bodily uncertainty affecting their sense of bodily trust. There is always the

chance that the body just goes its own way.

Some of them even doubt they will be able to engage in activities they used to do before

taking HIV treatment:

Extract 18

Ayanda: | cannot say that, but when I was in... [name of the country], I used to do
arts, | used to do acting, dance and sing. | used to attend gym too, but now that | am
taking treatment, | am not certain if | can be that flexible again. I ask myself, ‘will my
body allow me to go to the gym and do art again worse part is | have an operation as
well. I do not know; | am scared, and what | tell myself is my life will never be the

same again.

Extract 19
Gladness: Yes, if | get a job that is not strenuous. So maybe not working the whole

day, then I will be fine.

In Extract 18, Ayanda feels like she is not the same person she was before taking HIV
treatment, who was flexible and engaged in activities such as acting, dancing, singing, and

exercising. In Extract 19, Gladness, too, doubts her body will be able to cope in a strenuous
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and full-day working environment. Both the women have experienced a breakdown of their
bodily certainty, or they are not confident they can engage with activities they used to
perform before taking HIV treatment. Their "I can™ has shifted to an "I might be able to," to
paraphrase Van der Meide et al. (2018), as the possibility of non-ability is now present in

their experience.

Lihle, in the next extract, forces herself to do her daily activities. For her, it is important

because she wants control over her body and how other people respond to her HIV status:

Extract 20,
Lihle: | was able to do my daily activities. 1 would force myself; the rash and

vomiting did not mean that | was deadly sick. I am not sick [laughing]. I would wake

up early in the morning to prepare my child [for school], clean, take a bath and do
whatever that | do every day. But I did not go out, | would nurse my rash [laughing]
(), but when | saw | was better, I will go out to parks with other kids [friends] so that
they can see me and get used me that I am like this now. The more- | stayed at home
and hid because people would gossip about me or say | am dying now without

knowing the rash is the side effect of the treatment.

Fulfilling her social obligations - her occupational, parental, and general social obligations -
is very important for Lihle. Yet, meeting these obligations requires effort from her. Lihle
posits wilfulness in avoiding the feeling that her body is unable to perform home duties,

attend social gatherings or engage in other daily activities.

Karabo, in the extract below, values that her employers have allowed her to carry on with her

responsibilities at work. Her diagnosis with HIV has not made them discriminate against her:

Extract 21
Karabo: | was not working; | was doing domestic piece jobs. They could see my
condition, but they did not discriminate nor think I would infect them because | am

HIV-positive. | was working for the right people who understood me.

Karabo may have anticipated that her employers would not respond well to her HIV
diagnosis. In their study in the UK, Rodger et al. (2010) found that PLWHIV fears that their
HIV diagnosis will affect their prospect of either finding or maintaining employment. In the
literature, this is referred to as anticipated stigma, the expectation of negative repercussions in
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the form of discrimination in the future (Turan et al., 2017). Only 11% of those in
employment reported stigma and discrimination in the UK study by Rodger et al. (2010),
indicating a gap between perception and the reality of stigma in the workplace. The
participants were unemployed at the time the interviews were conducted for this study. It is
not clear how much of impact anticipation of stigma had on their employment-seeking
practices. If Karabo anticipated stigmatization or discrimination from her employers, the
study by Rodger and colleagues (2010) in the UK has demonstrated that it is not uncommon
with PLWHIV. Karabo's case and the UK study also demonstrate the potential for a gap

between expectation and experience.

The affective dimension of embodiment

When we are ill, it is not just a matter of experiencing the disruption of one's engagements
with the world. It is also an experience of a variety of sensations and feelings (Grinfelde,
2019). The affective dimension of embodiment refers to the bodily sensations, feelings, and
moods linked to the experience of illness. The affective dimension themes that were
identified in this study are difficult emotions, including unpredictable mood swings and
difficult bodily sensations.

Difficult emotions

A positive diagnosis of HIV/AIDS is often accompanied by a set of difficult emotional
reactions, such as shock, disbelief, fear, shame, anger, despair and desperation, and even
suicidal thoughts (Barkish et al., 2019). The participants in this study also reacted with shock,

fear, hurt, and shame after receiving a positive diagnosis of HIVV/AIDS:
Extract 1

Nandipha: | was shocked, but | told myself there was nothing | could do. | had to
accept that 1 was HIV positive. | am not dying. | went home to tell my mother; she
was so shocked as well. She told me that even my younger sister is HIV positive, and
she was afraid that we would both die. | told her | would not die; | would continue to

live.
Extract 2

Nobuntu: ... But with my family, it was better because I was supported. Although,
they were shocked because | test every year. But at least there were there for me when

| told them the very same day when | received my results.
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Shock is the most frequent reaction to HIV-positive diagnosis (Baumgartner, 2007). The
shock is often related to not expecting it, as Nandipha and Nobuntu illustrate with their
stories. The diagnosis was equally shocking for their loved ones. Although HIV testing and
counseling is recognized as effective intervention for secondary prevention of HIV
(Moradmand-Badie et al., 2014), shock is a normal reaction to an HIV-positive diagnosis.
Testing annually did not make an HIV-positive diagnosis any less shocking for Nobuntu and

her family.
Some participants cried or knew of someone who cried after receiving the diagnosis of HIV:
Extract 3

Nosipho: Yes, | encourage them. You find people crying about their diagnosis, and |
say to them, 'let me tell you about my journey with living on HIV treatment. Take
your pills well- | do not have a man right now, but when you have a man speak to
your man, encourage him to go to the Clinic, use a condom when you are having sex

and take care of your HIV".
Extract 4

Nobuntu: ... But the hardest part was I went with my child to the Clinic because s/he
had to see a dentist. We cried all the way from the Clinic until we got home after |

told her I was HIV positive.

The diagnosis of HIV can be a very stressful experience (Moradmand-Badie et al., 2014) and
can lead to feelings such as powerlessness and helplessness. The crying or weeping is
induced by the feeling of helplessness or powerlessness. Nobuntu cried all the way back
home from the Clinic after receiving her HIV diagnosis. Ramovha et al. (2011) have found
that their participants had sad faces, or they would lower their voice when they spoke about
being diagnosed with HIV-positive during interviews for their study with PLWHIV.
Likewise, there was still a visible sadness in Nobuntu when she narrated her reaction to a

positive test result for HIV.

For Karabo, crying over her HIV diagnosis was brought on by shame. She spoke about the
shame she felt over her HIV positive diagnosis, owing to the misconceptions about HIV that

prevailed at the time of her diagnosis:

Extract 5

43 |Page



Karabo: During the time | was diagnosed, having HIV was a shame, and people
thought that when you have HIV, you sleep with everyone. That is how people
perceive it; they perceive people living with HIV as gemors [rubbish], and as if
they sleep with anyone that is why they have HIV. | was also embarrassed and

ashamed.

There is a gendered dimension to misconceptions about HIV (Nack, 2009). A positive
diagnosis of HIV for women is associated with promiscuity, irresponsibility, and immorality
(Davtyan et al., 2016). The sense of shame that someone like Karabo felt about her HIV-
positive diagnosis is a result of these misconceptions and functions as a painful but mistaken
self-conscious emotion in which one perceives oneself to be defective, often in response to a

perceived failure (Bennett et al., 2016).

Crying can also be linked to the fear of dying. Some participants initially perceived their
positive diagnosis with HIV as a death sentence. This reaction, a common psychological
sequela experienced by people diagnosed with HIV (Millern et al., 2012), is very well
demonstrated in the literature. For example, a study that was conducted in Limpopo found
that for some of the participants, an HIV-positive diagnosis is associated with imminent
death, as if they had been told that they would die the next day or very soon thereafter
(Ramovha et al., 2011). The reaction is still understandable even in this age of ARVs
because, for a long time, HIV/AIDS was experienced as a death sentence (Nkosi &
Rosenblatt, 2019).

As the following extracts from Sandile, Nosipho, and Nandipha illustrate, it could be your

own reaction to your diagnosis, or you could experience it from other people:
Extract 6

Sandile: It was so painful, yho it was painful. | thought I would not live for this long.
But | kept on praying because | did not want my child to lose both her parents. Her
father died in 2002. I did not want my child to lose both of us. She does not know her

father. When her father passed away, she was one year old and a couple of months.
Extract 7

Nosipho: People feel like they are alone, or they will die. | tell them they are not

alone, and if they take their treatment, they will live.
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Extract 8

Nandipha: | was shocked, but I told myself there was nothing I could do. | had to
accept that I am HIV positive; | am not dying. | went home to tell my mother; she was
so shocked as well. She told me that even my younger sister is HIV positive, and she

was afraid that we would both die. | told her | would not die; | would continue to live.

The fear of dying from HIV for Sandile is because her child has already lost one parent to
HIV. It is possible that the other people that Nosipho encountered who feared dying from
HIV, or even with Nandipha's mother's fear that she will lose both her daughters to HIV, that
the fear arises from witnessing other people around them succumb to the illness. The
availability of ARVs has reduced this fear. That is why Nosipho can encourage those people
she knows who fear that an HIV-positive diagnosis is synonymous with a death sentence that
if they take their ARVs, they will live longer. Her trust in ARVs enables Nandipha to affirm
that she is not dying and assure her mother assurance that she will not die.

Reacting to a diagnosis of HIV can occur in several stages, among which are: the stage of
diagnosis, where the person is normally in shock, and the stage of acceptance (Arias-
Colmenero, 2020). Acceptance of an HIV-positive diagnosis can be immediate, but not

without mixed feelings, as Ayanda and Nobuntu illustrate:
Extract 9

Ayanda: | accepted it because (.) | was thinking of my mother and my child. | had one
child during this time. After, they gave me a card for pills- what is the name of the
pills [thinking out loud], | forgot the name of the pills. I was still working, and I left

work crying.
Extract 10

Nobuntu: You know, from the beginning, | accepted the situation but what hurt me
was finding out he (boyfriend) knew all along. | felt betrayed because he could have
given me a choice and told me the truth from the beginning of the relationship allow
me to make a choice if | wanted to stay or leave the relationship. He infected me
knowingly; he did it purposefully. Before I met him, | tested. I showed him my
results, and I told him, 'If my results changed, it would be you who infected me
because there is no one else |1 am sleeping with, and you are the only person | am

involved with .'He said, ‘'he was healthy.'
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At first, she cried at the news of her HIV-positive diagnosis, but Ayanda had to accept it
because of her mother and child. Nobuntu eventually grew to accept her HIV-positive
diagnosis, although it was not easy initially. What hurts her feelings was finding out her
boyfriend knew about his status and chose not to disclose his status to her. She feels as if he
intentionally infected her. With both Ayanda and Nobuntu, there were underlying feelings of
hurt and sadness. Hlongwane and Madiba (2020) have found that it is not uncommon for
PLWHIV to report during research interviews that they accepted their diagnosis, but also
show an underlying tone of passive acceptance as later they would express difficulties in
disclosing and finding closure with their status. Ayanda and Nobuntu demonstrate that
acceptance does not always preclude experiencing emotional difficulties with disclosing or
finding closure with your HIV-positive diagnosis. A diagnosis of HIV is a journey from a
combination of fear, anxiety, shock, terror, distress, numbness, regret, anger, and shame to
loss, grief, isolation, and self-acceptance (Albright & Fair, 2018; Walker, 2019).

An HIV-positive diagnosis can lead to mental health problems, and some of these mental
health problems are side effects of ARVs (Remien et al., 2019). Two participants below had a
suspicion that they might not be well emotionally and mentally, while one participant was
placed on antidepressants because of the association between depression and antiretroviral

therapy:
Extract 11

Ayanda: | am not certain if it [treatment] causes mood swings as well because
sometimes, | feel angry and irritated for no reason. Sometimes | want to be alone; I do

not know if it's stress or not sure.
Extract 12

Lerato: No, the problem | had was that- | started being cheeky, harsh, and had anger

towards people even if they did not do anything wrong.
Extract 13

Lungile: When | was growing up, | was suicidal starting from the age of 7, and the
Doctor said, 'since | was suicidal, and | am taking HIV treatment, and it has efavirenz
it can cause depression. He will write me a letter to the Clinic to take antidepressants

for a year. But | have been on antidepressants since 2011 till today.
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Both Ayanda and Lerato reported difficulties with their moods, with Lerato recalling that
when she started on ARVSs, she would be easily irritated and angered sometimes. Lerato was
not sure if her mood swings were related to her taking ARVSs. Lungile, who was placed on
antidepressants, had been informed by her Doctor that HIV treatment might cause depression.
Depression is a persistent mood disorder characterized by feelings of sadness, loss, anger, and
frustration that interfere with daily living (Tao et al., 2018). The anger and irritability that
colored and transformed the three women's being-in-the-world into a mood disorder
(Svenaeus, 2013) might be a side effect of ARVS.

Difficult bodily sensations

Bodily sensations refer to feelings and sensory experiences associated with one's body, such
as aches, tickles, pain, sadness, love, and fatigue (Martin, 1998). The common bodily
sensations reported by the women interviewed in this study included pain, itchiness, and

dizziness:
Extract 14
Ayanda: (.) | cannot say that much, but | had painful feet, but | told them [healthcare
professionals] at the Clinic.
Extract 15
Nobuntu: They are painful; can you see [pointing at her feet] even now | bind them.

When | am sleeping, and | must get out of bed, I use things to support me. I cannot

walk

straight.

Extract 16

Nomzamo: After, | started having painful feet again. I had painful feet. | was losing
my body shape as well, specifically my legs [pointing at her legs].

These are sensations the participants grappled with they started on ARVs, although the
participants were uncertain if they could be attributed to the effects of ARVSs. For instance,
when Ayanda was asked if her painful feet were the side effects of the ARVSs she is taking,
she could not "say that much,"” but she "told them," referring to her healthcare professionals at

the Clinic where she gets her medication.
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The painful feet are described by the participants as almost unbearable and debilitating,
especially from the perspective of carrying on with day-to-day activities. Nobuntu, for
example, finds getting out of bed a difficult undertaking when her feet are painful. In order to
bear the pain much better, she often has to bind her feet, but as she described the effort of
getting out, "I use things to support me. | cannot walk straight." Another participant who has
painful feet is Nomzamo. The pain comes and goes for her. Unlike Ayanda or Nobuntu, she
attaches a sense of loss to the pain that comes with the body disfigurement she perceives it is
causing: "After I started having painful feet again...I was losing my body shape as well
specifically my legs". Pain is one of the most reported symptoms of living with HIV, whether
someone is on ARVs or not (Parker et al., 2017). Nobuntu, Ayanda, and Nomzamo also
demonstrate that the experience of pain can take over one's life, which Bullington (2009) had
observed in a study with HIV-positive patients. Pain can occur across the clinical stages of
HIV disease, but it is also believed to increase in severity and intensity as HIV disease

progresses (Azagew et al., 2017).

The next bodily sensation reported by some of the women interviewed in this study was
dizziness in the early days when they first started on ARVs. They indicated that the dizziness

is experienced immediately after they take their medication:
Extract 17
Lungile: After taking the treatment, you would feel so dizzy; it is safe when you take
it
close to your bed because you would just fall on top of the bed. You will feel like
your feet are walking on air.
Extract 18
Lihle: I vomited all the time after taking treatment; I felt dizzy and blank. I was so

weak. | could not walk; I was right before taking the treatment, but now | am sick;
this

is not on. My eyes started being closed, and | do not like pills generally.

Extract 19
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Nosipho: They were treating me well, but when | started, | felt dizzy, and 1 told

myself
that my body will get used to them, and as time went by, my body did.

The dizzy sensation is described by Lungile as almost "like your feet are walking on air."”
Lihle would vomit before she felt dizzy, weak, and unable to walk. The dizziness made Lihle
feel as if ARVs make her sicker because why would she ask, "I was right before taking the
treatment, but now I am sick..." Getting used to the dizziness involves the body adjusting to
it and the kind of self-talk described by Nosipho: "I told myself that my body will get used to
them and as time goes my body did."” Nosipho illustrates that experience of the body before
receiving a diagnosis of HIV and initiating treatment not only changes but there is also a need
to become familiar with the "new" body and modify your actions. The body living on ARVs
feels different than before the disease, and its possibilities have also been altered (Renju et
al., 2017; Van der Meide et al., 2018).

Itchiness is another bodily sensation reported by the participants:
Extract 20

Karabo: When | started, | was right, but my body would be itchy at night after
drinking them; my legs were itchy, it shows that they were working.

Extract 21

Lihle: When | was out, the heat would make the rash itchy, and my skin was sensitive.
| stayed at home for itchiness; when it stopped itching, I would ask myself why | was

not going out.

Drug rashes usually develop on the tenth day after starting therapy, and in hypersensitivity
reactions, the symptoms appear after each tablet is taken (Khan et al., 2014). In extract 18,
Karabo reported that her legs started being itchy after initiating ARVS. In Extract 19, Lihle
said that after initiating treatment, she had a rash that made her skin itchy and sensitive to
heat. Itchiness and a rash can be a symptom of HIV infection as well as a side effect of
antiretroviral therapy (Svenaeus, 2011). The sensation of itchiness or rash can make the body

feel unhomely, as it seems to have done for Karabo and Lihle.
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The material dimension of embodiment

The material dimension of embodiment refers to the experience of one’s body as a material
object which is characterized by the experience of alienation between the self and the body
(Grinfelde, 2018). The subthemes identified under this theme include the participants'
experience of their body as uncontrollable and not normal, as well as their challenge of
relating to a strange or unfamiliar body and the extent some of them are prepared to go to
conceal any signs of ARV side effects in their body.

‘This is not my normal body’

Body changes experienced by people living with HIV have been linked with perceptions of
loss of control over the body (Abel & Thompson, 2017). The women in the study shared their
discomfort with the way their bodies are transforming in uncontrollable ways. Their
discomfort relates to how they feel like they are not in control of their bodies, what they can
do and what can happen to them. They struggle, furthermore, with the body shape changes
linked to taking ARVs. Ayanda and Nobuntu spoke very distressingly about their perception

that they no longer feel in control of their bodies:
Extract 1:

Ayanda: “It is not nice; it is not nice at all. When my body changed like this, I asked

myself if 'l am going to die,” what is going to happen next? Will | be disabled,

crippled, or what? You never know."

Ayanda is made uneasy by not knowing if the changes her body goes through could
eventually lead to either her demise or long-term physical incapacitation. In the next extract,
Nobuntu conveys a similar feeling with regard to her own body. She has a constant need to
urinate every five to ten minutes. Nobuntu is unable to hold her urine for a long time until she

can get to the loo. It is a recent development:
Extract 2

Nobuntu: ... | was telling my Doctor last week that | am experiencing a constant need
to urinate every five to ten minutes. I must go to the loo, and I must go now when |
have it. If | do not go now, I lose control of it. When I try to hold it when | get to the
toilet, it's already out; it is something that has started recently. He [the Doctor] asked
if 1 tested for diabetes, and | said yes, and | do not have it. He [the Doctor] took my
urination to get tested, and | must go back for results on the 3rd of this month.
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It seems like the main concern of the two women is that the changes they see already with
their bodies are a signal to more changes they can anticipate in the long run. They have to
live with the constant fear of losing control of what their bodies can and cannot do. For the
women interviewed in this study, the feeling of loss of control of the body makes them feel
like their bodies are not normal anymore. It is as if they now live in a different body than they
had before.

In the next three extracts, Ayanda, Lungile, and Nobuntu point out the paradox of taking
medication that simultaneously sustains your life and diminishes your sense of who you are

in terms of your body image:
Extract 3

Ayanda: | wished they stayed on the pink ones [description of ARVs] because the
pills seem to be right and treat everyone well. Several people complain about the
white ones [Stavudine]; it makes them lose their body shape. Even with me, | am like
this-1 complain, but 1 do not complain much. This is not my normal body, but now (.)
the body here [pointing to upper body] my body is big but here [pointing to lower
body] is small. But | must accept because | want to stay alive.

Extract 4

Lungile: I did not have big breasts before, but now | have big breasts now [laughing].
| had big legs; I could not wear long boots before because | was unable to zip them.
But now | have lost fat in my legs, and | can wear long boots. Yes, | did not have big
buttocks before, but now I do not have buttocks at all. | had a nice body shape, | did
not have big breasts, and | was full-figured, but I started losing the lower body. Now |
have a big tummy, yes, I like being full-figured, but I did not like a big tummy. What
disturbed me the most was my cheeks; | started having cheekbones. The doctors
would say, 'you have nice cheekbones'; my response would be, 'l do not love myself
because now my cheeks are gone. They would say you are beautiful; you have a horse
face etc., trying to encourage you and comfort you, but | was not happy with changes
in my body. The other side effects did not last long. The changes in my body shape-
when they decreased the 40 milligrams to 30 milligrams of Stavudine [one of the
pills], and then they changed it totally to another pill. After I noticed that my legs and

cheeks were slowly going back to normal, there was a change.
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Extract 5

Nomzamo: My legs were becoming hard and coming out lumps. | went back to the
Doctor, and | said to him, 'look how | am, look at me. He looked at me, and he said,
'what are we going to do .'l said, 'make a plan, change the treatment ."He said, ‘we do
not have other pills and go to... [name of the hospital]'. When I got to... [name of the
hospital], they wanted to counsel me, and | said, 'do not counsel me, just change my
treatment because | already received counseling twice about drinking pills and 1 drink
my pills every day; hence | am like this [pointing to lumps in her legs] ."The Doctor
said, 'okay," and they changed my pills. I drank them until they told me there was one
pill now. | have been taking one pill for three years now. | had lumps here and here
[pointing to her back and legs], | told the Doctor, and he changed my treatment; hence
| am looking better now. | did not have any issues with side effects because when |
changed the treatment, the lumps started fading, although my shape did not get back
to normal completely. It is better compared to how I was before | changed treatment.

The medical term of the condition the participants are describing is lipodystrophy syndrome
(LDS), an abnormal redistribution of adipose tissue in the body (Gagnon & Holmes,
2011). LDS can manifest in two modalities: first, sunken cheeks, thin arms, and legs,
clinically defined by the term lipoatrophy; and second, fat accumulations or lipohypertrophy
in the abdomen, in the jaw, breasts, and in the back of the neck (Mancini & Secchiaroli,
2015). Fat loss and accumulation can occur simultaneously in different regions of the body in
the same individual (Tsuda et al., 2012). LDS is a complication of antiretroviral therapy,
specifically the use of Stavudine (d4T) (Tsuda et al., 2012). Nomzamo also singled out
Stavudine. Svenaeus (2010) would say that for Ayanda, Lungile, and Nomzamo, the body has
become an alien being (being me, yet not me), and this reorientates their entire being-in-the-

world in an unhomelike way from the perspective of their bodies.

When healthcare providers can assist with managing LDS, they are not only dealing with a
side effect of a medication. They also bring back to home-likeness, or at least in proximity to
it, the body of the patient they are assisting (Svenaeus, 2010). The physical changes of LDS
are not completely reversible, although, with the new treatment, they can be managed better.
Nomzamo's lumps began to fade away when she was put on a new treatment of ARVSs.
Lungile also saw an improvement after she changed her treatment. When it comes to feeling
like their bodies are not normal, the improvement in their LDS did not alleviate this feeling
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for Ayanda, Lungile, and Nomzamo, as they still insisted that they do not see their bodies as

normal.

The strange and unfamiliar body
According to Persson (2005), body changes tend to compound feelings of "difference,” of

having a body already "set apart" by medical management. The participants in this study
likewise expressed a sense of feeling like their bodies were different, strange, and
permanently damaged. It is the ARVs and not HIV that bring on this feeling for the
participants. The next three extracts unpack this estrangement from one's body the

participants had had to grapple with when they started with ARVs:
Extract 6

Ayanda: Yes, my body shape has changed, | was right, and | was not fat nor slim. |
can see that | am different; | did not look like before | started with HIV treatment. |
have lost confidence, but | have accepted the body changes, and there is nothing I can
do to change it. | can never change it. | am still taking the pills because | want my life
to be right. I can never change the body shape | have. They [health professionals]

gave me different pills, and I do not know which drugs they combine.
Extract 7

Nobuntu: When | started, I did not experience any symptoms, but now, there are so
many things that are changing, such as | have constant headaches, my feet being
painful, I cannot walk properly, so | do not know what is happening. | have back
pains as well; there are so many things I have that I did not have when I was not on
treatment. They have tested me for diabetes, and | do not have diabetes or high blood
pressure. The pills make my weight go up. I am trying to lose by walking, but it does

not go down.
Extract 8

Nomzamo: | was considering stopping taking the treatment and dying if I die. | was
encouraged by a professional nurse at... [name of the hospital] because I told her 'if
there is no treatment that will help me, | cannot live like this. she said, 'No, the new

treatment will help you in getting your body shape back.'

The three participants experience a split between themselves and their bodies; they feel

different as if their bodies are no longer theirs (Bullington, 2009). Through Ayanda, we also
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see that the split engenders a feeling of helplessness as she feels like there is nothing she can
do to reverse the body changes. She is left with no other option but to accept the body that
she now lives in. Her surviving HIV depends on it. Nobuntu suffers from constant headaches,
painful feet, back pain, and her weight has picked up. These side effects have not stopped her
from taking ARVs. Like Ayanda, Nobuntu pins her prospects of living longer on the pills. As
Gagnon and Holmes (2016, pg. 6) put it, bearing with the side effects of ARVs is "a price to
pay for being alive." Nomzamo is different from Ayanda and Nobuntu. She considered
stopping the ARVS, even at the risk that it could cut short her life. Not all people living with
HIV are willing to pay the price. Her healthcare professional intervened by promising that
new treatment would reverse the body changes and managed to convince her and keep her
going. The intervention of her healthcare professionals helped her to shake off the growing
strangeness and unfamiliarity of her body and work towards restoring unity between herself
and her body (Bullington, 2009).

The silver lining for Ayanda is that as 'not nice' the changes in her body shape have been or
are for her, she still looks better compared to other people she knows with LDS:

Extract 9

Ayanda: ...But as much as my body shape has changed, it is not that bad; with others,
it is worse. You can tell from a distance by the look of the body that this person is
HIV-positive because the pills [treatment] have changed their body shape, the upper
body is big, and the lower body is small. Some have- what do you call it [thinking out
loud] big lumps behind the ear and wounds on the face. This makes one want to ask
the person which pills she/he is taking, but at the same time, you do not want to
provoke a person. It is painful when you see it to other people, but there is nothing we
can do; we follow and take the Doctor's order at Clinic.

Ayanda's body is less recognizable for someone with HIV. LDS can make HIV recognizable
to others, or as Persson (2005) realized with her participants, invite unwanted attention and
questions on oneself and your HIV status. We can assume that Ayanda's relief is that the
changes in her body shape are not so bad to make her HIV status visible to everyone else.
Ayanda is grateful she looks better than others, but she empathizes with them as well. The
reason she can and does empathize with them is that in wishing to ask them what treatment
regimen they are taking, they are maybe a reminder of her own situation and the uncertain

trajectory of her condition. Persson (2005) has also shown with her research participants that
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the anxiety implicit in Ayanda's curiosity about people's treatment regimens is not only not
uncommon but also understandable. The side effects of ARVs are unpredictable; there is no
way to tell which ones anyone living with HIV will experience. It is also impossible to know
if, when, and how they will manifest. There is a level of uncertainty and anxiety for people

living with HIV with every treatment regimen they are put on (Gagnon & Holmes, 2016).

Concealing the HIV body
Most women in this study used beauty products to remove and conceal the visibility of the

side effects of antiretroviral therapy:
Extract 10

Karabo: | used aqueous cream. | asked the Clinic to give me things to apply, but they
were not helping. Sometimes at the Clinic, they do not give you aqueous cream or
calamine lotion. When you asked, | had to go to the pharmacy to buy calamine lotion

at times.
Extract 11

Lerato: Side effects on my skin- | used to wash my face with face wash, but now | use
green bar soap. | used to wash my face with facewash, but my skin started to have
pimples. | changed facewash to bar soap, and my skin is better now. It was only my
face that was affected. Before using the bar soap, | tried Garnier, ponds, and Avon

products to moisturize, but they did not help.

The visibility of side effects of ARVs makes concealing HIV a challenge. It becomes difficult
to keep an HIV status private; the body turns personal experience into a public spectacle
(Persson, 2005). When they were asked how they deal with visible side effects of ARV,
some of the women interviewed in this study mentioned that they use beauty products, like
Karabo using aqueous cream and calamine lotion to cover wounds and dark spots in her
body. These products do not always help, as we see with Lerato. She has tried several
products - Garnier, Ponds, and Avon - to moisturize her body with not much success.
Someone like Lerato may eventually have to concede that this is an effect she will have to
live with for as long as she depends on ARVs to prolong her life. This possibility is borne out
by Gagnon and Holmes (2011) in their research with women living with HIV on ARVs, who,
after numerous attempts at using different beauty products to conceal the side effects, they

had to accept and integrate them into their body image.
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The women in the study who managed to improve their appearance or decided to stop
concealing the side effects reported they gained much better control over what happens to

their bodies:
Extract 12

Title: It was the side effects; | had a rash, but I can control it now. | changed products;
| use children's products. | do not use the products | used before because they were

too strong for my skin.
Extract 13

Karabo: Yes, | would go out and spend time with my friends. Even when you try to
hide the wounds and spots by wearing long sleeves t-shirts they would still show
because they were all over my body. | did not want to wear long sleeves; | would

wear short sleeves t-shirts, and that made me not be afraid of anything and to be free.

Lihle manages the rash in her face by changing her facial products and by using products
designed for children. They are working for her. Karabo has tried to hide her wounds and the
spots in her skin by wearing long sleeve shirts. The strategy Karabo has adopted is not
uncommon. Nyamaruze and Govender (2020), for example, asked women living with HIV in
KZN how they feel about visible spots on their skins and also how they deal with them. Many
of them were uncomfortable showing off their skin, and they covered those parts of their
body that bore spots by wearing long jeans or leggings. Karabo's strategy has not worked for
her. She thinks that being free and letting go of her insecurity has enabled her to gain better
control of her body. For the women in this study, there are two approaches to gaining control
of the visible side effects of ARVs. When they work, some of the beauty products are
effective at removing markers of HIV and ARVs. If they have tried using beauty products
like Karabo has done before, and they have not worked for them, they decide to live with the

visible side effects and work towards integrating them into their self-concept and body image.

The social dimension of embodiment

The social dimension refers to adopting the perspective that others have on one’s body, how
others see and what they think of one’s body (Grinfelde, 2018). The subthemes that were
identified within this dimension include how participants spoke of how others relate to their
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bodies as frightening, diseased, and underserving, as well as contagious and promiscuous.
Furthermore, they accounted for how their bodies are evaluated in different social situations,
their experiences with anticipated and lived stigma, and some of the complexities they are
confronted with related to using or not using condoms.

The frightening, diseased, and undeserving body

The participants questioned if they are really frightening, diseased, and undeserving because
of struggles to form and maintain romantic relationships. The common experience between

them is of potential partners who disappear after they disclose their HIV-positive status:
Extract 1

Nobuntu: You know it is difficult to find someone when you are HIV positive,
especially with me because | am living openly with my status. If a man starts
proposing, | tell him that, look, this is my situation. It is up to him if he decides to stay
or not. People nowadays are not serious and playful. After | share my status, maybe
he will stay for 2 to 3 weeks. Suddenly, he changes, and | do not see him anymore. It
is difficult to find a stable relationship when you are HIV positive. | do not feel nice
because | ask myself that 'because | am HIV positive, | do not deserve to be happy. |

do not feel right at all.
Extract 2

Gladness: | always wonder if | disclosed my status, will he run away or support me?
Two men out of 3 | met before ran away. They just left, and when | called, they would
not pick up my calls. It was painful. | asked myself, will 1 not have a boyfriend

because of this disease? (.)
Extract 3

Lungile: He [husband] passed away in 2001; with the support of the support group
and seeing others living a normal life, I got involved in a relationship in 2003. But |
had problems in the relationship- I had the first person after HIV diagnosis, and I tried
disclosing my status, and he vanished, and it was like | am a monster. | spoke about it
in the support group; | was hurting and felt like 1 was no longer a person; | was a

monster. They said, no, you must not disclose, just protect yourself, use a condom.

Nobuntu talked about how hard it is for her to form and maintain romantic relationships when

you are living openly with HIV. She often experiences rejection when she discloses her HIV-
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positive status to potential partners. The rejection makes her question if she is deserving of
happiness. Gladness similarly wonders if potential partners will always flee if she is open
about her HIV-positive status. It has happened to her with 2 out of 3 men she met after her
HIV diagnosis. She thinks having HIV is an obstacle to finding a boyfriend. Lungile
described her experience with a potential partner who vanished after she disclosed her status
to him. She felt dehumanized by the rejection; it made her feel like a scary monster who
frightens potential suitors. Previous research (see Lawless et al., 1996; Sathiparsad & Taylor,
2006) has highlighted how social representations of women living with HIV as the source of
infection or as diseased and undeserving may result in the self-doubt expressed by Nobuntu,
Gladness, and Lungile in terms of their chances of meeting and forming a relationship with
someone. Their bad experiences with relationships have, if anything else, confirmed their
self-doubt. Once a negative representation of HIV is internalized, it can lead to a deep-seated
sense that to be HIV-positive is to be frightening, diseased, and underserving (Chapman,
2000).

A contagious body

People with HIV are perceived to be responsible for their illness and blamed for spreading it
(Yuh et al., 2014). Some women in this study have opted to remain single to avoid infecting
others or even re-infecting themselves with HIVV. We can see in the next three extracts by
Nomzamo, Sandile, and Nosipho that they have chosen the single life because they do not

want to be blamed for infecting others:
Extract 4

Nomzamo: | never got involved with anyone since 2006 until now. When | discovered

that I was HIV, | decided to stay single because | did not want to infect others.
Extract 5

Sandile: I wanted to raise my child. | knew if | had a boyfriend, | would be tempted to
sleep with him, and he might not know his HIV status. | thought | would die if I slept
with someone who is also HIV positive. | prefer to stay with mine [HIV positive
status] alone. There was also a stigma, and having a boyfriend meant | had to disclose
my status to everyone | met. Women are not like men; when a man hears that you are
HIV positive, he thinks it is the end of him.

Extract 6
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Nosipho: I do not want to be involved with anyone. | want to stay with my HIV, and |
do not want to abuse myself. Some people do not want it [HIV]; they do not want it.
The person | used to live with died, but it was not because of HIV; it was asthma. He
did not listen to my laws, and he did not drink his pills. He reminded me to drink my
pills; when there is no condom, there is no sex. He died, he used to work with paint,
and he had asthma. | met someone else, and he did not want to use a condom. After
having sex with him last year, | got sick and sick. | decided to leave him and stay

single.

In the early history of the HIV/AIDS epidemic, the HIV-positive body was considered
infectious, dangerous, and abominable (Persson, 2013). The three women in the extracts
above are clearly conscious of their responsibility to protect others and themselves from
infection or re-infection with HIV, but it is also a burden on their shoulders to avoid being
blamed for spreading HIV. All three women in the extracts above believe they are infectious.
It seems like this thinking, and their avoidance behavior emerges from not only fear of
passing the virus to others but also the potential of being rejected when it comes to trying to
find a romantic partner (Audet et al., 2013). The three women have themselves internalized
the association of the HIV-positive body as a fearsome vehicle or weapon for the
transmission of the virus needing containment (Kaplan, 2014). The stigma directed at
PLWHIV is a significant influence on their decision to avoid being entangled in any romantic
relationship that requires them to disclose their status. Their fear of re-infecting themselves
coupled with the risk of infecting others or being forced to disclose to potential partners who
may flee anyway, because when men hear HIV-positive, they run, as Sandile puts it, has

made them decide that romantic relationships are not for them.

The other women in the study were equally fearful at first of the consequences of disclosing
to their potential partners. However, their approach and outlook on relationships are different.
They do not compromise on disclosing their status, and they are willing to leave it up to
potential partners to choose for themselves if they want to be with them. These women,
furthermore, were no less conscious of their responsibility to themselves and others in

preventing HIV re-infection or infection. The following extracts are illustrative:
Extract 7

Gladness: After two years, it was difficult during that time because I did not know if a

person was positive or negative, so it was difficult for me because I did not know if |
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should tell my partner that I am HIV positive or not, but | decided to disclose my
status at the beginning of the relationship although when you tell people there is a
chance that they would run away, now it is okay. In my current relationship, my
boyfriend knows my status, and we are okay even though he is HIV negative.

Extract 8

Lihle: okay- before my current relationship, | feared being rejected or what men
would say when I disclosed my status; maybe they would say, 'you want to infect me
with your HIV' | was so afraid. | told myself that whoever wants to be with me must
know that I am HIV positive, an activist, and living openly with HIV. If someone has
a problem with that, bye-bye but if someone wants to come and support me, good. |
was lucky, the guy | stayed with, we have been together for a year. He supports me
and calls me all the time to check if | took my medication and my plans for the day.
He is very supportive.

There is an implicit recognition by the women in the above extracts that they were 'lucky’ to
meet partners who have stayed with them even though they are HIV-positive. The partners
are not always HIV-positive themselves. We see also that for someone like Lihle, her
determination to live openly with HIV is due to her activist background. It is important to
these women that despite the fear of being rejected that they give their partners the
opportunity to make an informed choice if they are willing to expose themselves to the risk of
being infected. Concealing a stigmatized illness, after all, curtails opportunities for social
support while burdening the physical and mental well-being of the individual (Brener et al.,
2013). Non-disclosure of a stigmatized status allows for the short-term protection of an
individual's identity but continuing to hide the condition may be stressful and mentally taxing
(Cama et al., 2020).

Anticipated and lived stigma

The previous theme shows us that societal meanings attached to HIV retain a profound effect
on the way these women see themselves and how they consider others to evaluate them
(Alexias et al., 2016). Beyond the concern expressed with forming or maintaining romantic
relationships, there is general anxiety by some of the women they will be ill-treated should
they disclose their HIV-positive status to others:

Extract 9
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Ayanda: People are too judgemental and when you tell them they can run away and
say you will infect them by eating together or sharing a bed, have sex with you, yet
there are condoms, and my boss can find out, and | will lose my piece job. It would
cost me so much because that little R200 | get enables me to buy diapers from the

street and food for my child.
Extract 10

Lihle: I thought at home, they would reject me or tell me that they have told me so
about men or | am forward, etc. | did not get that reaction; instead, they supported me
and told me that 'l am not alone, and they will be with me every step of the way no
matter what happens. On my first check-up at the Clinic, I went with my mother and

brother, which is very rare.

Ayanda's and Lihle's anxiety is referred to as anticipated stigma: the expectation of aversive
repercussions in the future. These are beliefs by PLWHIV that others will treat them
negatively due to their HIV status (Turan et al., 2017). Ayanda anticipates people will judge
or reject her. Imagining that her colleagues and employers would fear being infected by her,
she thinks she might lose her job if they found out that she is HIV-positive. Likewise, Lihle
anticipated rejection from her family when she disclosed to them that she is HIV-positive,
and instead, they assured her that she had their support. We see with Lihle that disclosure had
positive psychological benefits because her family's response was supportive, caring, and
affirming. PLWHIV must take the risk of being met with stigmatizing reactions to gain the

support necessary to cope with living with HIV (Stutterheim et al., 2011).

For other participants, their anticipation that they will be stigmatized is not unfounded based

on actual past experiences of discrimination, devaluation, and prejudice from others:
Extract 11

Ayanda: | did not have any problems, but when | found someone who is HIV positive,

| thought things would be different, but it is worse. He devalued and undermined me.
Extract 12

Sandile: Yes, people are like that. | thought people were informed about stigma
towards people living on HIV treatment. But it seems like people do not have much
knowledge about HIV. People are scared to be around me, and | thought they would
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change as time goes, but they are still the same. They stayed away from me and could
never sit with me like we were seated. They still have no knowledge of how HIV is

transmitted.

Brener et al. (2013) argue that higher levels of stigma are associated with lower social
support and poor mental health. Stigma for women in this study is also related to lower social
support, although some of the more egregious effects of stigma for them are mediated by the

support of family members and friends:
Extract 13

Gladness: Yes, my family supported me. They did not isolate me. Remember, during
those times, people thought that if you were HIV positive and you used a cup, then no
one else should use it. So, you must have your own things, and they should only be
used by you. They did not do that. We would just eat and do everything with
anything.

Extract 14

Lungile: ...but close friends and family were supportive. They would come to see me
with fruits and vegetables or take me for a walk because | like walking. Fruits,
vegetables, and boiled eggs were easy to eat; as | said, | did not have much appetite,
and | would force myself to eat healthily, and eating healthily made me lose more

weight.
Extract 15

Nobuntu: Some they do cut you out if you tell them your status. Some are supportive,
some they are funny when they see you, and you can see a change in their reactions or
interactions with you in family gatherings. However, my family is supportive; | do not

want to lie.

PLWH often carry these internalized representations into their daily interpersonal interactions
by self-isolating or avoidance of social situations that invite stares from other people (Turan
et al., 2017). Participants also spoke about decreasing their social participation to avoid
disclosing their HIV-positive status and the gaze of others. This was perhaps an attempt to
contain their social world to avoid shame and humiliation from those who were already aware

of their diagnosis and to prevent their diagnosis from being exposed (Ho & Goh, 2017) by
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isolating themselves and avoiding social interaction when they paradoxically need support
from others (Kaplan, 2014).

Body evaluations in social situations

The side effects of ARVs are extensive and debilitating and include not only lipodystrophy
but also weight gain and weight loss as part of a broad spectrum of body alterations (Gibson,
2012). While it is increasingly becoming rare for PLWHIV to experience visible symptoms
reflecting an advanced HIV condition, visible symptoms related to the side effects of
antiretroviral treatment, especially those related to lipodystrophy, weight loss, or gain, are
common (Brener et al., 2013). Lipodystrophy causes fat loss in the buttocks or fat gain in the
stomach (Kelly, Langdon & Serpell, 2009). These are areas of the body usually more valued
than others, as Nyamaruze and Govender (2020) concluded from their research with HIV-
positive women on ARVs in Durban. For their study participants, the 'ideal’ body type is
shapely and curvy, and thus a lack of a big "bum,"” for example, was a concern for them. A
similar perception based on this beauty standard was picked up in this study as well. Ayanda
feels she is being judged even if it is said in jest when people comment on how big her
tummy or how flat her bum is. The challenge for her is to explain her body changes without

disclosing that she is HIV-positive:
Extract 16

Ayanda: Yes, some they judge me and say, 'hey, your tummy is big blah blah blah,
and your bum is flat .'l would respond by saying, 'this is how | am, and my tummy is
big because of C-section,' but it does not bother me because they make the comments

while laughing nothing serious.

For Ayanda, disclosure may become involuntary and no longer a personal choice, although
she does try to explain the visible symptoms without disclosing her HIV status. Gagnon and
Holmes (2012) have found that women on ARVs with lipoaccumulation must deal with the
perception that they look pregnant when they are not and handle this reaction without
revealing their HIV status. Prior research also indicates that experiencing lipodystrophy and
other side effects of HIVV medication can affect people's self-esteem, sense of control, social
and sexual relations, and can contribute to demoralization, forced disclosure, and the decision

to stop treatment (Kaplan, 2014).

The women in this study were not only concerned about their body shape but also with

gaining weight:
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Extract 17

Gladness: Sometimes, when | am out partying, and | bumped into someone | have not
seen, for sometimes he/she will say, 'you look so fat, sometimes | do not feel good,

and | feel like I must lose weight. But | am okay.
Extract 18

Nobuntu: Yes, I feel like something changed. People will tell me that I have gained
weight. They will tell me 'yho your weight is worse now .'lt hurts because | do not
like the situation | am in. People will say I look bigger; it is not nice being told that
(). You found out at the Clinic, when they [healthcare professionals] weigh your
weight, they would say 'yho you are more than 140 kg' and they say that in front of
other people in the waiting area. They will shout, 'this person has exceeded the weight
scale ."You feel like this person- if she knew what she is saying is hurting me because
| do not like the way | am. They are not sensitive, and people are watching you. It is a

joke now (.)

Sax et al. (2020) found an increasing prevalence of overweight and obesity in people living
with the human immunodeficiency virus (PLWHIV) on antiretroviral therapy. In Extract 17,
for Gladness, when people say she looks so fat in social interactions, she feels like she must
lose weight. In extract 18, Nobuntu is hurt when people comment on her weight getting
worse. She does not like her weight gain. Healthcare professionals do not help to boost her
confidence either. They are oblivious to her weight. She recounted how she felt embarrassed
by them once during a consultation when they loudly shouted that she exceeded the weight

scale for everyone to hear, including the other patients at the Clinic. It hurt her feelings.

When for Nobuntu, weight gain is a problem for her; weight loss has been a common
complaint among HIV patients (Badowski & Perez, 2016). Sandile, Nosipho, and Lungile,

for example, dislike the social attention created by their weight loss:
Extract 19

Sandile: It happened this Sunday; a woman from my church said, ' yoh, you are losing
so much weight,' you see. It turned out to be a conflict because I told my mother and
my mother called her out. Some people would say 'no, this is not sliming; you are thin

When | answer them, | come across as rude because they know | was sick. I tell them
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I was sick; how am | supposed to gain weight while sick? | lost appetite, and | easily

got irritated.
Extract 20

Nosipho: | have friends, and they support me, but there was a friend of mine who was
judgemental. She said, 'the way | have lost weight; I should eat power maize meal [eat
maize meal to gain weight] .'l stayed away from her after she was also diagnosed with
HIV. | spoke with my children and nurses from the Clinic, they all supported me. In
my community, they do not judge me even if there is umgidi [is a joyous family
celebration, welcoming a boy returning as a man from the sacred custom of ulwaluko

— initiation] we all go.

HIV/AIDS is often associated with either being thin or losing weight and as a result, tpeople
living with HIV (PLWHIV) have a desire to gain weight to fight stigma (Bosire et al.,2020).
In this context, we can understand why Sandile, Nosipho, and Lungile do not want to be thin.
They feel judged, as they suspect that in the comments on their weight loss, other people are
pretending to care about them. Moreover, they feel the specter of stigma is behind these
comments. Sandile’'s mother had to intervene on her behalf when a woman from her church
remarked on her weight loss. The woman knows Sandile's HIV status, yet it was almost as if
Sandile had to explain to her why she had lost weight. Nosipho was offended by the
unsolicited advice from her friend that she should eat a power maize meal to gain weight.
They are no longer friends. Both Sandile and Nosipho find these comments or advice to be
very patronizing. The HIV/AIDS-related stigma attached to thinness obscures risk
perceptions on being overweight result into attempts to gain weight to avoid stigma from
others (Bosire et al.,2020).

HIV/AIDS stigma is associated with negative emotions like shame, guilt, fear, anxiety, and
self-blame (Yuh et al., 2014). These emotions can prevent an individual from disclosing their
HIV status and make the task of living with HIV a more negative experience than it should or
needs to be (Hutchinson & Dhairyawan, 2017). Karabo's struggle with the questions
generated by the dark spots on her body is exemplary. In her case, we see that stigma is

concealed through apparently 'innocent' questions about her health condition:

Extract 21
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Karabo: | was right. Maybe | was right because sometimes shame is eliminated by
using alcohol. I was drinking too much; that is why I did not have shame. | remember
| was at the Tavern wearing short sleeves shirt, and the dark spots were showing, and
one of the men said, 'why you have so many dark spots? Are you sick?'l said, yes, |

am HIV positive, and |1 am on treatment; |1 am better now. | was worse than this.

The irony is that the participants who did not have the bodily marker of HIV like weight loss
or dark spots on the skin not only lived openly with HIV but felt less stigmatized even when
they were questioned about their HIV-positive status. Disclosure of infection to family and
friends, including the wider community, often takes a considerable amount of courage
(Seeley et al., 2012). Self-acceptance plays a significant role in buffering their response to
how others react to the disclosure of their HIV status. The next two extracts by Lihle and

Nobuntu are illustrative:
Extract 22

Lihle: No, people asked my mother if | am HIV-positive, my mother said yes. They
asked, 'why | am not distressed, why | have not lost weight, etc..' | am HIV positive; |
am the boss, and | defy it. It is mine, and it is not for us. People treat me well and say

| am brave.
Extract 23

Nobuntu: I am an open person; even in my family, there are members of my family
that still hide their status. Recently, a cousin of mine died, and after the funeral, we
were sitting as a family, and | told them about my status. My aunt was like, but you
look well, you do not look like you are HIVV-positive, and | asked her if it needed to be
written on my forehead that I am HIV positive. | have accepted it, and it is up to you

if you cut me out of your life or not; | do not care.
Extract 24

Lungile: When it comes to the stigma, it was a problem; | remember when | had TB
and lost weight, the people who gossiped in my area saw me. They also gossiped
about my husband when he passed away, and they said 'HIV is killing me faster than
my husband' to me. When | come across people who speak badly about people with
HIV- | have the... [name of the organization] t-shirt that is written with capital letters
‘I am HIV positive- | would take my t-shirt, wear it and walk up and down the street.
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To show them that | know myself and I do not care. That is how | would deal with the

stigma.

The three cases above also illustrate that visible symptoms of HIV may increase HIV-related
stigma (Stutterheim et al., 2011; Brener et al., 2013). The sense of confusion that the two
women’s disclosure generates stems from the absence of visible symptoms of HIV in their
appearance. HIV status can be hidden in the absence of noticeable changes in appearance, but
when such alterations in appearance are experienced, they are seen as a mark of HIV status
and illness and provoke negative treatment by others and a great deal of emotional distress
for WLWHIV (Kaplan, 2014).

The promiscuous HIV body

Armstrong et al. (2014) has argued that women living with HIV tend to be slut shamed,
discriminated against, and stigmatized because HIV is linked with promiscuity, a deviation
from the sexual standard society prescribes for women. The link between HIV/AIDS and
promiscuity is most problematic when it comes to negotiating condom use. Some of the
women reported that they had partners who accused them of cheating when they suggested

condom use:
Extract 25

Ayanda: | was HIV, and I told him we must go and get tested, but he is one of those
men who do not want to get tested. It is less likely for men to want to get tested. | told
him lets go and get tested, and he said he was alright. | was taking my pills and using
a condom, so | did not care much about what will happen. I knew | would not infect
him. That was before | found his appointment card. He was sleeping out with other
women, so | was like, he will bring me sickness while pregnant. He said, 'l was
insisting on using a condom because | was cheating,' and | asked, 'how can | cheat

while staying with you in the same house.
Extract 26

Lihle: When we started dating, we used a condom, but as time goes, he started saying
that 'l want to use a condom because I am not loyal to him... | decided to be
submissive to the man because he was my partner. | live with him, he is my person,

and soon we will stay together in our house and have kids. I did not have a choice.
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Insisting on condom use, as the two accounts by Ayanda and Lihle demonstrate, can lead to
accusations of infidelity. In their study, Dube et al. (2017) have found that condom use is
associated with infidelity and lack of trust among married and cohabiting couples. It is
interesting to note that Lihle agreed to have sex without a condom with her partner because
she felt like she had no choice but to be submissive to her man. At other times resistance to
practicing safer sex is through inconsistent use by men, underlining the difficulty for women
with HIV to negotiate safer sex practices (Cicconi et al., 2013). Here are a few examples

from the women interviewed in this study:
Extract 27

Karabo: Sometimes, he does not use it, to be honest. He is the one causing problems

for himself because I told him how I am [her HIV status]. It is not my problem.
Extract 28

Sandile: We discussed that we must use a condom, but he is a Zulu man. Zulu men do

not want to know a condom, but he understands because he uses it sometimes.

In a systematic review of recent South African literature, Fladseth et al. (2015) have
demonstrated that women’s relative disempowerment in relationships with men reduced their
ability to refuse sexual advances and negotiate safer sexual practices, including condom use.
Unequal power relations also play out through men’s unwillingness to practice safer sex, with
women portrayed as untrustworthy or unfaithful when they insist on practicing safer sex
(Osuafor & Ayiga, 2016).

Sex with a condom as unenjoyable

There is also a personal dislike of condom usage by some of the women that were
interviewed in this study. For them, condoms interrupt sex and lessen their enjoyment of sex.

However, they still use them for their own and their partners' safety:
Extract 29

Gladness: When I use a condom, | do not feel good, but there is nothing I can do. It is
like eating a sweet while it is still wrapped [laughing], but it is for my safety. | do not
have a choice; that is all there is to it. I am used to it because before, I was just doing

my own thing and not using a condom. My partner is also used to it; he has no stress.

Extract 30
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Nobuntu: You must adjust because you cannot do the things you used to do before.
When you are HIV positive, when you met a man and you were used to muffing
[colloquial term for oral sex], he will fear muffing you [giving you oral sex]. You see,
many things have changed, and you must be more careful now. You do not enjoy it
because you must limit yourself, you are scared, and you need to be careful now. It is
not like before where you used to be free and do whatever you wanted to do. Now, it

deprives you of other things you used to do.

Gladness says that she does not feel good when having sex with a condom; however, she has
no choice because it is for her safety. Before she was diagnosed as HIV-positive, Gladness
used to have sex without a condom. In the interview, she described using a condom as like
eating a sweet while it is wrapped. She had to adjust to it. Sex with a condom is also not the
same for Nobuntu. As someone living with HIV, she feels extremely limited as she can no
longer perform oral sex or feel free during sex. Nobuntu has to be more careful and adjust to
limited sex. There is a perception of being contagious in Nobuntu's remarks, which limits her
enjoyment of sex and makes her feel constrained to choose freely how to perform sexual
activities (Carlsson-Lalloo et al., 2018). Sex for Nobuntu is no longer as enjoyable as before
she has diagnosed HIV-positive. It is interesting that Gladness and Nobuntu spoke about their
dislike of condoms. In the literature, this is infrequently reported. HIV-positive women are
not afforded equal recognition in terms of their capacity to enjoy sex as much as HIV-

positive men (Williamson et al., 2009).

An undetectable virus and not using condoms
Some of the women in this study do not use condoms frequently, not only because they

dislike them. One woman decided with her HIV-negative partner to discontinue using a
condom because she is undetectable. Another one reported that she does not use condoms
consistently because she is undetectable, although she is aware that it is risky:

Extract 31

Lihle: To be honest, | do not enjoy sex with a condom. | know | am suppressed. | sat
down with my boyfriend, and | showed him my results. He understands that | am
suppressed, and we are both negative, so we do not use a condom, and every day he
makes sure that I drink my pills.

Extract 32
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Sandile: (.) using a condom is right, but I used not to enjoy sex when using a condom.
But guess what, the person | am with, we do not use a condom, but every time he goes
for HIV testing, his results come HIV negative. Obviously, when you are on HIV
treatment, you are undetectable. It is not easy to infect someone, but it is a risk.

The effectiveness of ART has reduced the risk of transmission to a sexual partner (Carlsson-
Lalloo et al., 2018). Lihle does not enjoy sex with a condom. She sat down with her
boyfriend and showed him that her viral load was suppressed, and therefore she could not
transmit the virus to him if they had sex without a condom. Sandile also does not enjoy sex
with a condom, and her partner does not use condoms consistently. Her partner's test results
always come back HIV-negative. She attributes his negative test results each time he tests for
HIV to the ARVs she is taking and low risk of transmission when you are on them. Persson
(2013) and Carlsson-Lalloo et al. (2018) have shown through their research with HIV patients
on ARVs that a deeper understanding of their individual infectivity based on knowledge of
their viral load seems to reduce their feelings of being contagious. Lihle and Sandile are both
aware of the link between an undetectable viral load and reduced infectivity, and they have

incorporated this knowledge into their sexual strategies.

Nevertheless, there is always uncertainty. Sandile still struggles to reconcile the idea that a
person with an infectious disease could somehow become non-infectious, a concern that
Persson (2013) also reported with her HIV-positive participants who are on ARVs. With a
growing consensus that the risk of sexual HIV transmission to sexual partners is zero when
the viral load is undetectable, engaging in sexual activity when you are using ARVs with an
undetectable viral load is increasingly being recognized to constitute a highly effective form

of safer sex within HIV serodiscordant partnerships (Patterson et al., 2017).

Conclusion

In this chapter, the phenomenological functional, affective, material, and social dimensions of
embodiment were used to organize the themes. Under the functional dimension of
embodiment, the following subthemes were described and discussed: sleep disturbance,
nutrition, and the HIV-body and consciousness of the living body. The affective dimension
themes included difficult emotions and difficult bodily sensations. The material dimension of
the embodiment discussed the participants' experience of their body as uncontrollable and not
normal, as well as their challenge of relating to a strange or unfamiliar body and the extent

some of them were prepared to go to conceal any signs of ARV side effects in their body.
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Lastly, the social dimension of embodiment focused on how participants spoke of how others
relate to their bodies as frightening, diseased, and underserving, as well as contagious and
promiscuous. The participants also accounted for how their bodies are evaluated in different
social situations, their experiences with anticipated and lived stigma, and some of the

complexities they are confronted with related to using or not using condoms.
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CONCLUSION

Chrisler and Johnston-Robledo (2018) argue that women's bodies are often perceived as sex
objects and as objects of beauty. Women's bodies are subject to continuous evaluation and
judgment, making it more difficult for women living with HIV to attain a comfortable
embodiment (Chrisler & Johnston-Robledo, 2018). It is crucial to explore women's
experiences of their HIVV-positive lived-body from their first-person perspective to understand
how they experience living with HIV and the side effects of its treatment in their day-to-day
life (Chen et al., 2013). Women experience more body changes due to ARVs side effects than
men (Quatremere et al., 2017). Nevertheless, there is a gap in research on the embodied
experiences of side effects among WLWHIV in Sub-Saharan Africa (Chen et al., 2013).
Unlike other aspects of living with HIV, such as quality of life and treatment adherence, side
effects have not benefited from the same degree of empirical and theoretical engagement
(Gagnon & Holmes, 2016).

This research project aimed to explore how HIV-positive women experience their bodies,
emphasizing the impact of side effects of being on antiretroviral therapy. The study's research
question was how HIV-positive women on antiretroviral therapy (ARVS) experience their
bodies. Within this question, this research explored the sub-questions of how they experience
their bodies as a disruption or empowerment to engage in day-to-day activities, how they
appraise and feel about their physical body, and in what ways they experience their bodies
differently, strange, or familiar as well as how are they experience their bodies in social
interactions. The research used the phenomenological framework to center their live-body
experience, focusing on the women's first-person accounts of what it is like to be HIV-
positive and live on ARVs. Phenomenological semi-structured interviews were conducted
with eleven HIV-positive women who have been on ARVs for two years or more. Interviews
were analyzed using the IPA. The findings showed that the disruptions evoked by the side
effects of ARVs call for adjustments as the participants had to come to terms with their
altered bodies, the deterioration of the bodies' capabilities, disruption of their embodied
positioning to the world, including their capacity to engage in everyday activities. The
following section summarizes the findings, discusses the limitations of the research project,

and makes suggestions for future research.
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Summary of the findings

This research showed that living with HIV affected the body's ability to freely be in the world
and realize one's projects (Grinfelde, 2018). Living on ARVs interrupts the ability to sleep
peacefully without having nightmares, insomnia, and dozing off after taking ARVs.
However, not all the women interviewed reported disturbances in their sleeping patterns. The
speculation by one of the participants is that sleep disturbance might be connected to which
company manufactures the ARVs someone is taking. It is unclear if sleep disturbance is

related to the infection itself or to a particular type of antiretroviral drug (Lee et al., 2012).

Another disruption the women in this study highlighted is that they can no longer eat like
they used to; eating is no longer effortless. It requires taking vitamins to boost the appetite
and prevent unwanted weight loss. However, not all participants reported unpleasant
reactions to food or must observe their dietary intake. The advice from health professionals
most of the participants have received on meals that will guarantee optimal health include a
diet high in vegetables, fruits, whole grains, and legumes, lean and low-fat sources of protein,
limited foods with added sugar (Enwereji et al., 2019). However, most of the participants
were unemployed or lacked a personal income at the time of the interviews to afford or
maintain the healthy diet recommended by their health professionals.

The women that were interviewed reported that they could no longer cope in the work
environment; their bodies were unable to cope with their work conditions, and they were
concerned that remaining at work might increase their illness and death. It seems like living
with HIV limits the work women can do, the body becomes an obstacle, and their attention
centers on the body, making them conscious of how the work environment can deteriorate
their physical well-being (Lape et al., 2019). However, a few of the women continued to
work despite the limitations of their bodies.

Another physical challenge the women reported is waking up feeling tired, unable to do daily
activities, and sometimes they force the body to perform everyday tasks. Gebreyesus et al.
(2020) have found that fatigue is common among WLWHIV, and it affects their day-to-day
activities, can result in poor quality of life, and can impose a burden on family and

community by affecting patients' job desire and productivity level. The women in the study
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experienced a breakdown of the bodily certainty or the confidence to engage with the

activities they used to perform before taking HIV treatment.

Most of the women not only experience their body as limited in terms of the possibility of
action in the world but also experience disturbance in their feelings, mood, and bodily
sensations (Grinfelde, 2018). They shared that receiving a diagnosis of HIV was a journey
consisting of a combination of fear of dying, shock, sadness, irritability, hurt, anger, and
shame; however, these feelings have faded as they learned to accept their HIVV-positive status.
Others reported these persistent feelings that their mood and made them suspect that they
might not be well emotionally and mentally, with one of the women reporting she has been
placed on an anti-depressant. In a surveillance study by Damtie et al. (2021), their estimate is
that 3.63 million PLWHIV have major depressive symptoms in Sub-Saharan Africa. HIV and
its treatment, therefore, may cause a depressed mood which may transform the being-in-the-
world of WLWHIV into a mood disorder (Svenaeus, 2013). In addition, the women in the
study reported experiencing body sensations such as pain, itchiness, and dizziness. These
findings suggest attention is needed on unhomelike emotional reactions, mood, and bodily
sensations of WLWHIV. The home likeness of the health of WLWHIV dwells in the

background and is rarely paid attention to until illness strikes them (Svenaeus, 2011).

WLWHIV reported experiencing continuous body changes, and as a result, they live in fear
of what will happen next as they do not have control over what happens to their bodies. The
changes the women spoke about is a medical condition named lipodystrophy syndrome
(LDS) caused by an abnormal redistribution of adipose tissue in the body (Gagnon &
Holmes, 2011). The women said the changes in their bodies were abnormal and
acknowledged that ARVs are sometimes harmful to their bodies. They continue to take the
treatment because it is a matter of life and death for them (Gagnon & Holmes, 2012). Those
women in the study who have not experienced body changes felt more normal, almost as if
they are HIV negative. As Renju et al. (2016) have previously observed, when PLWHIV are
able to resume their daily activities, they tend to feel 'normal’ again, and some even report

feeling like they are 'cured.’

Crucially, the women in the study feel like themselves when their bodies are healthy, but
when their bodies undergo a transformation due to either HIV or the side effects of ARVs,

they experience a split between themselves and their bodies. They end up feeling different as
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if their bodies are no longer theirs. They feel helpless that there is nothing or very little they
can do to reverse the body changes. A study conducted by Gagnon and Holmes (2016) also
showed that the side effects of ARVs could heighten the feeling of being different as they
redefine one's sense of normality. The possibility of being put on a new treatment of ARVs
that effect less or nobody changes encouraged one of the women interviewed in this study to

reconsider her decision to stop taking ARVSs.

Some of the women in the study compared themselves to others living with HIV and
wondered if their condition would also get worse. The comparison reveals their anxiety and
uncertainty about the side effects of ARVs; they are unpredictable, and it is difficult to tell
which one's people will experience. It is impossible to know if, when, and how they will
manifest. As such, there is always a certain unknown and anxiety with every treatment

regimen (Gagnon & Holmes, 2016).

Other women in the study tried to take control over their visible body changes by using
beauty products, exercising, and making dietary and clothing changes to conceal the visibility
of HIV or ARV side effects. This finding corresponds with the findings from the study by
Gagnon and Holmes (2011) that some women manage the side effects of ARVs through
making improvements in their physical appearance. Gagnon and Holmes (2011) also show
that when these efforts do not yield the desired results, they could lead to despondency. In the
current study, some women found beauty products that worked for them, and others were
compelled to accept that they would have to live with the visible markers of HIV and its

treatment.

Before the advent of ARVs, women living with HIV were perceived as a source of HIV
infection (Lawless et al., 1996). The women in this study have faced rejection after disclosing
their HIV-positive status, and that is why in their perspective, it is a challenge for them to
form and maintain a romantic relationship. Some of them even questioned if they were
deserving of happiness. Others seem to have internalized the very inaccurate perception that
women living with HIV are more infectious than men living with HIV and need to remain

single to control the spread of the infectious and deadly disease.

It is not easy for most women in the study to share their HIV-positive status with a potential

partner. However, some have decided that regardless of the possibility that an existing partner
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or a partner-to-be might run away, they will disclose their status anyway. These women
considered themselves to be lucky when potential partners stayed and supported them after
HIV disclosure. This finding shows that sometimes the consequences of disclosure are less
severe than anticipated, even though fears of the disclosure are valid (Visser et al., 2008). Not
all the women in the study have disclosed their status to their partners or would-be partners.
They fear the possibility that they might be rejected. These women mentioned that the HIV
body still conjures up suspicion promiscuity, and it is rejected and hated by men. As
Armstrong et al. (2014) have pointed out, WLWHIV is still likely to be slut shamed,
discriminated against, and stigmatized as they are seen to be deviating from the sexual
standard society prescribes for women. The link between HIV/AIDS and promiscuity is
contributing to the elevated level of stigma and discrimination against women (Paudel &
Baral, 2015).

With regard to how they feel about their bodies, some of the women in the study described
feeling judged for some of the visible side effects of ARVs. They also described how these
visible effects make them feel like they need to explain their body changes without disclosing
their HIV-positive status. Previous studies (see Gagnon & Holmes, 2012; Persson, 2013;
Alexias et al., 2016) have shown that this feeling is not uncommon with PLWHIV, who
experience visible side effects of ARVs. Participants in this study expressed concerns with
visible side effects like dark spots on the skin and whether they are gaining or losing weight.
From their perspective, such body changes expose them to the gaze of others' intrusive
questions and may also increase the chances of body stigmatization. It is worth noting that the
women in the study with fewer bodily markers of HIV or ARV side effects were more likely
to live openly with HIV and reported that they felt less stigmatized.

The women in the study spoke of both actual and imagined experiences of being stigmatized
associated with the decision to disclose or not their HIV status. Some of them have had bad
experiences after they disclosed their HIV status, and others have received support from
family members and friends. Although disclosing a stigmatized illness can result in increased
social support, which cannot occur with non-disclosure (Cama et al., 2020), there can also be

drawbacks to disclosing an HIV-positive status (Brener et al.,2013).

Some of the women in the study reported that when they suggested condom use, their

partners accused them of cheating. Their experience is that condom use in romantic
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relationships is interpreted as a sign of cheating or lack of trust. Other women in the study
said that they agreed with their partners to use a condom; however, their partners were
inconsistent with condom use despite knowing their HIV-positive status. This finding
underlines the difficulty for women with HIV to negotiate safer sex practices (Cicconi et al.,
2013). Some women in the study consequently had to let go of partners who refused to use

condoms.

The participants' own feelings about condoms were discussed. They do not enjoy having sex
with a condom, although they do acknowledge they have no choice for their safety. It seems
like a strong commitment, and sometimes obligation, to always use a condom or other safe
sex techniques constrains sexuality (Carlsson-Lalloo, 2016). Some of the women do not find
having sex different with a condom than without it. For most of the women in the study, their
perception of being contagious is experienced as being sexually limiting. They describe it
through feeling like their opportunities to choose freely how to perform sexual activities are
no longer as enjoyable as they used to be before they were diagnosed with HIV. However, an
awareness of the link between an undetectable viral load and reduced infectivity can be

incorporated into sexual strategies (Persson, 2013). One of the participants pointed this out.

Strengths and limitations of the study: Recommendations for future
research

This study has contributed to exploring the embodied experiences of WLWHIV on ARVS;
however, there is no research without its limitations. The sample of the study was small and
purposively selected. This means that the findings cannot be generalized to the wider
population (Willig, 2008). However, as Smith et al. (2009) has observed before, a small
sample allows for a richer depth of analysis that might be inhibited with a larger sample.
Purposively sampling also enables detailed data collection and analysis on specific groups of
people with similar experiences (Roberts, 2013). By using phenomenology to give more
weight to patients' lived experiences and overcome the constraints of a one-sidedly biological
understanding of the illness (Klausen, 2021). This research design has flaws that require
augmentation, if not correction. For example, phenomenology studies the experience of
illness by focusing on first-hand accounts of what it's like to be suffering from a specific
condition (Carel, 2015), but it is difficult to make any general assertions about these

experiences beyond subjectivity into the realm of statistics and norms (Sholl, 2015). To
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address these limitations, medicine should pay attention to patients' experiences by
recognizing and responding to subjective manifestations of illness and their impact on the
patients' experience of being in the world, while also investigating the number of people
affected and biomedical causes of illness, which are typically not accessible to the patient's
own experience but are accessible in the realm of statistics (Klausen, 2021). However, this
was useful as there is very little qualitative research exploring the embodied experiences of
women living with HIV on ARVs in South Africa and elsewhere in the sub-Saharan African
region. Purposively sampling can give insights into the lives of people whose voices might
not have been heard otherwise or whose experiences might have been overlooked or framed
in a different way (Charlick et al., 2016). Future research would benefit from studying the
embodied experiences of PLWHIV, including men as well, with larger samples so that
findings can be generalized. In the context of expanding ARVs programs in the sub-Saharan

African region, more of this research is needed.

78| Page



REFERENCES

Alexias, G., Savvakis, M., & Stratopoulou, I. (2016). Embodiment and biographical
disruption in people living with HIV/AIDS (PLWHA). AIDS care, 28(5), 585-590.
https://doi.org/10.1080/09540121.2015.1119782

Asbring, P. (2001). Chronic illness—a disruption in life: identity-transformation among
women with chronic fatigue syndrome and fibromyalgia. Journal of advanced
nursing, 34(3), 312-319.https://doi.org/10.1046/].1365-2648.2001.01767.x

Azagew, A. W., Woreta, H. K., Tilahun, A. D., & Anlay, D. Z. (2017). High prevalence of
pain among adult HIV-infected patients at University of Gondar Hospital, Northwest
Ethiopia. Journal of pain research, 10, 2461-2469.
https://doi.org/10.2147/JPR.S141189

Albright, J., & Fair, C. D. (2018). “Now I Know I Love Me”: The Trajectory to Self-

Acceptance  Among HIV Positive Adults in a Southeastern US Community
Center. SAGE Open, 8(3). https://doi.org/10.1177%2F2158244018804963

Audet, C. M., McGowan, C. C., Wallston, K. A., & Kipp, A. M. (2013). Relationship
between HIV stigma and self-isolation among people living with HIV in
Tennessee. PloS one, 8(8). https://doi.org/10.1371/journal.pone.0069564

Abel, G., & Thompson, L. (2017). “I don’t want to look like an AIDS victim”: A New

Zealand case study of facial lipoatrophy. Health Social Care in Community. 26, 41—
47. https://doi.org/10.1111/hsc.12459.
Armstrong, E. A., Hamilton, L. T., Armstrong, E. M., & Seeley, J. L. (2014). “Good Girls”

gender, social class, and slut discourse on campus. Social Psychology
Quarterly, 77(2), 100-122. https://doi.org/10.1177%2F0190272514521220
Aho, J., & Aho, K. (2008). Body matters: A phenomenology of sickness, disease, and illness.

Lexington Books: United Kingdom.

Arias-Colmenero, T., Pérez-Morente, M., Ramos-Morcillo, A. J., Capilla-Diaz, C., Ruzafa-
Martinez, M., & Hueso-Montoro, C. (2020). Experiences and Attitudes of People with
HIV/AIDS: A Systematic Review of Qualitative Studies. International journal of
environmental research and public health, 17(2),
639. https://doi.org/10.3390/ijerph17020639

Agu, K. A., Oparah, A. C., & Ochei, U. M. (2012). Assessment of side effects coping

practices of HIV-infected patients receiving antiretroviral

79| Page


https://doi.org/10.1080/09540121.2015.1119782
https://doi.org/10.1046/j.1365-2648.2001.01767.x
https://doi.org/10.2147/JPR.S141189
https://doi.org/10.1177%2F2158244018804963
https://doi.org/10.1371/journal.pone.0069564
https://doi.org/10.1111/hsc.12459
https://doi.org/10.1177%2F0190272514521220
https://doi.org/10.3390/ijerph17020639

therapy. pharmacoepidemiology and drug safety, 21(12), 1302-1310.
https://doi.org/10.1002/pds.3352

Barrett, A., Kajamaa, A., & Johnston, J. (2020). How to... be reflexive when conducting
qualitative research. The clinical teacher, 17(1), 9-12.

Brittain, K., Mellins, C. A., Phillips, T., Zerbe, A., Abrams, E. J., Myer, L., & Remien, R. H.
(2017). Social support, stigma and antenatal depression among HIV-infected pregnant
women in South Africa. AIDS and Behavior, 21(1), 274-282.
https://doi.org/10.1007/s10461-016-1389-7

Brener, N. D., Kann, L., Shanklin, S., Kinchen, S., Eaton, D. K., Hawkins, J., & Flint, K. H.
(2013). Methodology of the youth risk behavior surveillance system—

2013. Morbidity and Mortality Weekly Report: Recommendations and Reports, 62(1),
1-20.

Baye, M., Fisseha, B., Bayisa, M., Abebe, S. M., & Janakiraman, B. (2020). Experience of
fatigue and associated factors among adult people living with HIV attending ART
clinic: a hospital-based cross-sectional study in Ethiopia. BMJ open, 10(10), e042029.
http://doi.org/10.1136/bmjopen-2020-042029

Bailin, S. S., Gabriel, C. L., Wanjalla, C. N., & Koethe, J. R. (2020). Obesity and weight gain
in persons with HIV. Current HIV/AIDS Reports, 17(2), 138-150.

Bukusuba, J., Kikafunda, J. K., & Whitehead, R. G. (2010). Nutritional knowledge, attitudes,
and practices of women living with HIV in eastern Uganda. Journal of health,

population, and nutrition, 28(2), 182.

Barrow JM, Brannan GD, Khandhar PB. Research Ethics. [Updated 2020 Sep 25]. In:
StatPearls [Internet]. Treasure Island (FL): StatPearls Publishing; 2021 Jan-
. Available from: https://www.ncbi.nlm.nih.gov/books/NBK459281/

Barkey, V., Watanabe, E., Solomon, P., & Wilkins, S. (2009). Barriers and facilitators to

participation in work among Canadian women living with HIV/AIDS. Canadian
Journal of Occupational Therapy, 76(4), 269-275.
https://doi.org/10.1177%2F000841740907600405

Baumgartner, L. M., & Niemi, E. (2013). The Perceived Effect of HIV/AIDS on Other
Identities. Qualitative Report, 18(15),1-23. https://doi.org/10.46743/2160-
3715/2013.1553

Baumgartner, L. M. (2007). The incorporation of the HIV/AIDS identity into the self over
time. Qualitative health research, 17(7), 919-931.
https://doi.org/10.1177%2F1049732307305881

80|Page


https://doi.org/10.1002/pds.3352
https://doi.org/10.1007/s10461-016-1389-7
http://doi.org/10.1136/bmjopen-2020-042029
https://www.ncbi.nlm.nih.gov/books/NBK459281/
https://doi.org/10.1177%2F000841740907600405
https://doi.org/10.46743/2160-3715/2013.1553
https://doi.org/10.46743/2160-3715/2013.1553
https://doi.org/10.1177%2F1049732307305881

Bailey, J. (2008). First steps in qualitative data analysis: transcribing. Family practice, 25(2),
127-131. https://doi.org/10.1093/fampra/cmn003

Badowski, M. E., & Perez, S. E. (2016). Clinical utility of dronabinol in the treatment of
weight loss associated with HIV and AIDS. HIV/AIDS (Auckland, N.Z.), 8, 37-45.
https://doi.org/10.2147/HIV.S581420

Bevan, M. T. (2014). A method of phenomenological interviewing. Qualitative health
research, 24(1), 136-144.

Bryman, A., & Bell, E. (2015). Business research methods. Oxford: Oxford University

Press.

Byrne, M. M. (2001). Understanding life experiences through a phenomenological approach
to research. AORN journal, 73(4), 830-832.

Browne, S. H., Barford, K., Ramela, T., & Dowse, R. (2019). The impact of illustrated side
effect information on understanding and sustained retention of antiretroviral side
effect knowledge. Research in Social and Administrative Pharmacy, 15(4), 469-473.
https://doi.org/10.1016/j.sapharm.2018.05.012.

Bor J, Tanser F, Newell ML, Barnighausen T. In a study of a population cohort in South

Africa, HIV patients on antiretrovirals had nearly full recovery of employment.
Health Aff (Millwood). 2012;31(7):1459-1469. doi:10.1377/hlthaff.2012.0407

Bosire, E. N., Cohen, E., Erzse, A., Goldstein, S. J., Hofman, K. J., & Norris, S. A. (2020).
‘I’'d say I'm fat, I’'m not obese’: obesity normalisation in urban-poor South
Africa. Public health nutrition, 23(9), 1515-1526. doi:10.1017/S1368980019004440

Bennett, D. S., Traub, K., Mace, L., Juarascio, A., & O'Hayer, C. V. (2016). Shame among
people living with HIV: a literature review.AIDS care, 28(1), 87-
91. https://doi.org/10.1080/09540121.2015.1066749

Barrett, D., & Twycross, A. (2018). Data collection in qualitative research. Evidence-Based
Nursing, 21(3), 63-64. http://dx.doi.org/10.1136/eb-2018-102939

Bolderston, A. (2012). Conducting a research interview. Journal of Medical Imaging and
Radiation Sciences, 43(1), 66-76. https://doi.org/10.1016/].jmir.2011.12.002

Barusch, A., Gringeri, C., & George, M. (2011). Rigor in qualitative social work research: A

review of strategies used in published articles. Social work research, 35(1), 11-19.
https://doi.org/10.1093/swr/35.1.11

Berger, R. (2015). Now I see it, now I don’t: Researcher’s position and reflexivity in

qualitative research. Qualitative research, 15(2), 219-234.

8l|Page


https://doi.org/10.1093/fampra/cmn003
https://doi.org/10.2147/HIV.S81420
https://doi.org/10.1016/j.sapharm.2018.05.012
https://doi.org/10.1080/09540121.2015.1066749
http://dx.doi.org/10.1136/eb-2018-102939
https://doi.org/10.1016/j.jmir.2011.12.002
https://doi.org/10.1093/swr/35.1.11

Bullington, J. (2009). Embodiment and chronic pain: Implications for rehabilitation practice.
Health care analysis, 17(2), 100-109. https://doi.org/10.1007/s10728-008-0109-5

Bhatti, A. B., Usman, M., & Kandi, V. (2016). Current Scenario of HIV/AIDS, Treatment
Options, and Major Challenges with  Compliance to  Antiretroviral
Therapy. Cureus, 8(3), 515. https://doi.org/10.7759/cureus.515

Barkish, F., Jalali, R., & Jalali, A. (2019). Experiences of patients with primary HIV

diagnosis in Kermanshah-lran regarding the nature of HIV/AIDS: A qualitative
study. Heliyon, 5(8), e02278. https://doi.org/10.1016/j.heliyon.2019.e02278
Carter, A., Greene, S., Money, D., Sanchez, M., Webster, K., Nicholson, V., ... & Kaida, A.

(2017). The problematization of sexuality among women living with HIV and a new

feminist approach for understanding and enhancing women’s sexual lives. Sex Roles,
77(11), 779-800. https://doi.org/10.1007/s11199-017-0826-z

Carter, A., Greene, S., Money, D., Sanchez, M., Webster, K., Nicholson, V., ... & Kaida, A.
(2018). Supporting the sexual rights of women living with HIV: A critical analysis of

sexual satisfaction and pleasure across five relationship types. The Journal of Sex
Research, 55(9), 1134-1154.

Carter, A., Patterson, S., Kestler, M., de Pokomandy, A., Hankins, C., Gormley, B., ... &
Kaida, A. (2020). Sexual anxiety among women living with HIV in the era of
antiretroviral treatment suppressing HIV transmission. Sexuality Research and Social
Policy, 17(4), 765-779. https://doi.org/10.1007/s13178-020-00432-2

Carter, A., Anam, F., Sanchez, M., Roche, J., Wynne, S. T., Stash, J., ... & Kaida, A. (2021).
Radical pleasure: Feminist digital storytelling by, with, and for women living with
HIV. Archives of Sexual Behavior, 50(1), 83-103.

Clay, D. L. (2015). The phenomenology of anorexia nervosa: The intertwining meaning of

gender and embodiment. The European Proceedings of Social & Behavioural
Sciences elSSN, 2357, 1330.

Carr, A., & Cooper, D. A. (2000). Adverse effects of antiretroviral therapy. The
Lancet, 356(9239), 1423-1430.

Cacciattolo, M. (2015). Ethical considerations in research. In The Praxis of English Language
Teaching and Learning (PELT, X(X),) 55-73.

Chen, W. T., Shiu, C. S, Yang, J. P., Simoni, J. M., Fredriksen-Goldsen, K. I., Lee, T. S., &
Zhao, H. (2013). Antiretroviral Therapy (ART) Side Effect Impacted on Quality of
Life, and Depressive Symptomatology: A Mixed-Method Study. Journal of AIDS &
clinical research, 4, 218. https://doi.org/10.4172/2155-6113.1000218.

82|Page


https://doi.org/10.1007/s10728-008-0109-5
https://doi.org/10.7759/cureus.515
https://doi.org/10.1016/j.heliyon.2019.e02278
https://doi.org/10.1007/s11199-017-0826-z
https://doi.org/10.1007/s13178-020-00432-2
https://doi.org/10.4172/2155-6113.1000218

Chiu, 1. (2018, December 02). HIV-targeting antibodies offer an alternative approach to
current HIV treatment, which has toxic side effects. Berkeley Scientific.

https://bsj.berkeley.edu/hiv-targeting-antibodies-offer-an-alternative-approach-to-

current-hiv-treatment-which-has-toxic-side-effects/

Chrisler, J. C., & Johnston-Robledo, 1. (2018). Psychology of women book series: Woman's
embodied self: Feminist perspectives on identity and image. American Psychological
Association: Washington.

Chapman, E. (2000). Conceptualisation of the body for people living with HIV: Issues of
touch and contamination. Sociology of Health & Illness, 22(6), 840-857.
https://doi.org/10.1111/1467-9566.00233

Carlsson-Lalloo, E., Rusner, M., Mellgren, A., & Berg, M. (2016). Sexuality and
reproduction in HIV-positive women: A meta-synthesis. AIDS patient care and
STDs, 30(2), 56-69.https://doi.org/10.1089/apc.2015.0260

Catona, D., Greene, K., Magsamen-Conrad, K., & Carpenter, A. (2016). Perceived and

experienced stigma among people living with HIV: Examining the role of prior
stigmatization on reasons for and against future disclosures. Journal of Applied
Communication Research, 44(2), 136-155.

Cypress, B. S. (2017). Rigor or reliability and validity in qualitative research: Perspectives,
strategies, reconceptualization, and recommendations. Dimensions of critical care
nursing, 36(4), 253-263. doi: 10.1097/DCC.0000000000000253

Carel, H. (2016). Phenomenology of illness. Oxford University Press: United States of
America.

Carel, H. (2015) in Meacham, D. (Ed.). Medicine and society, new perspectives in continental
philosophy (Vol. 120). Springer.

Carel, H. (2010). Phenomenology and its application in medicine. Theoretical medicine and
bioethics, 32(1), 33-46. https://doi.org/10.1007/s11017-010-9161-x

Cama, E., Brener, L., Slavin, S., & de Wit, J. (2020). The relationship between negative

responses to HIV status disclosure and psychosocial outcomes among people living
with HIV. Journal of health psychology, 25(4), 538-
544, https://doi.org/10.1177%2F1359105317722404

Cicconi, P., Monforte, A. D. A., Castagna, A., Quirino, T., Alessandrini, A., Gargiulo, M., ...

& Didi Study Group. (2013). Inconsistent condom use among HIV-positive women in
the “Treatment as Prevention Era”: data from the Italian DIDI study. Journal of the
International AIDS Society, 16(1), 18591.

83|Page


https://bsj.berkeley.edu/hiv-targeting-antibodies-offer-an-alternative-approach-to-current-hiv-treatment-which-has-toxic-side-effects/
https://bsj.berkeley.edu/hiv-targeting-antibodies-offer-an-alternative-approach-to-current-hiv-treatment-which-has-toxic-side-effects/
https://doi.org/10.1111/1467-9566.00233
https://doi.org/10.1089/apc.2015.0260
https://doi.org/10.1007/s11017-010-9161-x
https://doi.org/10.1177%2F1359105317722404

Charlick, S., Pincombe, J., McKellar, L., & Fielder, A. (2016). Making sense of participant
experiences: Interpretative ~ phenomenological ~ analysis in  midwifery
research. International Journal of Doctoral Studies, 11(11), 205-
216. https://doi.org/10.28945/3486

Chidrawi, H. C., Greeff, M., Temane, Q. M., & Doak, C. M. (2016). HIV stigma experiences
and stigmatisation before and after an intervention. health sa gesondheid, 21, 196-
205.

Dickson-Swift, V., James, E. L., Kippen, S., & Liamputtong, P. (2007). Doing sensitive

research: what challenges do qualitative researchers face?. Qualitative research, 7(3),
327-353.

Dorward, J., Khubone, T., Gate, K., Ngobese, H., Sookrajh, Y., Mkhize, S., ... & Garrett, N.
(2021). The impact of the COVID-19 lockdown on HIV care in 65 South African
primary care clinics: an interrupted time series analysis. The Lancet HIV, 8(3), e158-
e165. https://doi.org/10.1016/S2352-3018(20)30359-3.

Damtie, Y., Kefale, B., Yalew, M., Arefaynie, M., Adane, B., Edmealem, A., & Andualem,
A. (2021). Depressive symptoms and associated factors among HIV positive patients

attending public health facilities of Dessie town: A cross-sectional study. PloS
one, 16(8), e0255824.

Duncan, L. G., Moskowitz, J. T., Neilands, T. B., Dilworth, S. E., Hecht, F. M., & Johnson,
M. O. (2012). Mindfulness-based stress reduction for HIV treatment side effects: a
randomized, wait-list controlled trial. Journal of pain and symptom management,
43(2), 161-171.

Dilshad, R. M., & Latif, M. I. (2013). Focus Group Interview as a Tool for Qualitative
Research: An Analysis. Pakistan Journal of Social Sciences (PJSS), 33(1).

Dean, B. A. (2018). The interpretivist and the learner. International Journal of Doctoral
Studies, 13, 001-008.

Denzin, Norman K., and Yvonna S. Lincoln. 2005. Introduction. The discipline and practice
of qualitative research. InThe Sage handbook of qualitative research, ed. Norman K.
Denzin and Yvonna S. Lincoln, 1-32. Thousand Oaks: SAGE Publications.

Dos Santos, M. M., Kruger, P., Mellors, S. E., Wolvaardt, G., & Van Der Ryst, E. (2014). An
exploratory survey measuring stigma and discrimination experienced by people living
with HIV/AIDS in South Africa: the People Living with HIV Stigma Index. BMC
public health, 14(1), 80. https://doi.org/10.1186/1471-2458-14-80

84|Page


https://doi.org/10.28945/3486
https://doi.org/10.1016/S2352-3018(20)30359-3

Davtyan, M., Farmer, S., Brown, B., Sami, M., & Frederick, T. (2016). Women of color
reflect on HIV-related stigma through PhotoVoice. Journal of the Association of
Nurses in AIDS Care, 27(4), 404-418.https://doi.org/10.1016/].jana.2016.03.003

Dube, N., Nkomo, T. S., & Khosa, P. (2017). Condom usage negotiation among customarily
married women in Katlehong, Johannesburg. Sage Open, 7(1), 2158244016687345.

de Wet, K., & Wouters, E. (2016). Identity and the body: Narrative accounts of two HIV-

positive women with lipodystrophy in post-apartheid South Africa. Social Theory &
Health, 14(3), 351-371. https://doi.org/10.1057/sth.2016.2.

Doyal, L. (2013). Living with HIV and Dying with AIDS: Diversity, Inequality, and Human
Rights in the Global Pandemic. Ashgate Publishing, Ltd.

Doody, O., & Noonan, M. (2013). Preparing and conducting interviews to collect data. Nurse
researcher, 20(5). doi: 10.7748/nr2013.05.20.5.28.e327

Dodgson, J. E. (2019). Reflexivity in qualitative research. Journal of Human Lactation, 35(2),
220-222.

Draucker, C. B., Martsolf, D. S., & Poole, C. (2009). Developing distress protocols for
research on sensitive topics. Archives of psychiatric nursing, 23(5), 343-350.

Enwereji, E. E., Ezeama, M. C., & Onyemachi, P. E. (2019). Basic Principles of Nutrition,
HIV and AIDS: Making Improvements in Diet to Enhance Health. In Nutrition and
HIV/AIDS-Implication for Treatment, Prevention and Cure. IntechOpen. London,
United Kingdown.

Engman, A. (2019). Embodiment and the foundation of biographical disruption. Social
Science & Medicine, 225, 120-127. https://doi.org/10.1016/].socscimed.2019.02.019.

Earnshaw, V. A., Lang, S. M., Lippitt, M., Jin, H., & Chaudoir, S. R. (2015). HIV stigma and
physical health symptoms: Do social support, adaptive coping, and/or identity

centrality act as resilience resources?. AIDS and Behavior,19(1), 41-49.
https://doi.org/10.1007/s10461-014-0758-3
Finkelstein, J. L., Gala, P., Rochford, R., Glesby, M. J., & Mehta, S. (2015). HIV/AIDS and

lipodystrophy: implications for clinical management in resource-limited settings.
Journal of the International AIDS Society, 18(1), 19033.
https://doi.org/10.7448/1AS.18.1.19033.

Flowers, P., Davis, M., Hart, G., Rosengarten, M., Frankis, J., & Imrie, J. (2006). Diagnosis

and stigma and identity amongst HIV positive Black Africans living in the
UK. Psychology and Health, 21(1), 109-122.

85| Page


https://doi.org/10.1016/j.jana.2016.03.003
https://doi.org/10.1057/sth.2016.2
https://doi.org/10.1016/j.socscimed.2019.02.019
https://doi.org/10.1007/s10461-014-0758-3
https://doi.org/10.7448/IAS.18.1.19033

Fair, C. D., Rupp, S., Mitchell, J., & Gatto, A. (2018). “I’m Not Fragile. I’'m Not Limited”:
Career Aspirations of Youth With Perinatally Acquired HIV. Rehabilitation
Counseling Bulletin, 61(3), 164-174. https://doi.org/10.1177%2F0034355217711852

Freeman, E. (2017). Neither ‘foolish’nor ‘finished’: identity control among older adults with
HIV in rural Malawi. Sociology of health & illness, 39(5), 711-725.

Fernandez, A. V. (2020). Embodiment and objectification in illness and health care: Taking

Phenomenology from Theory to Practice. Journal of Clinical Nursing, 29(21-22),
4403-4412.https://doi.org/10.1111/jocn.15431

Fladseth, K., Gafos, M., Newell, M. L., & McGrath, N. (2015). The impact of gender norms
on condom use among HIV-positive adults in KwaZulu-Natal, South Africa. PL0S
One, 10(4), e0122671.

Forero, R., Nahidi, S., De Costa, J., Mohsin, M., Fitzgerald, G., Gibson, N., ... & Aboagye-

Sarfo, P. (2018). Application of four-dimension criteria to assess rigour of qualitative

research in emergency medicine. BMC health services research, 18(1), 1-
11. https://doi.org/10.1186/s12913-018-2915-2

Ferguson, T. (2012). I am not myself: understanding illness as unhomelike being-in-the-
world. AMA Journal of Ethics, 14(4), 314-317.

Gagnon, M. (2018). “There is a chain of connections”: using syndemics theory to understand
HIV treatment side effects. AIDS care, 30(7), 910-913.
https://doi.org/10.1080/09540121.2018.1450478

Gagnon, M., & Holmes, D. (2016). “So far it’s been choosing which side effects I want or I

can deal with”: A grounded theory of HIV treatment side effects among people living
with HIV. Aporia, 8(1), 19.

Gagnon, M., & Holmes, D. (2012). Women living with HIV/AIDS and the bodily
transformation process known as the lipodystrophy syndrome: a grounded theory
study. Journal of Research in Nursing, 17(3), 215-228.
https://doi.org/10.1177%2F1744987110389407

Gagnon, M., & Holmes, D. (2016). Body—drug assemblages: theorizing the experience of
side effects in the context of HIV treatment. Nursing Philosophy, 17(4), 250-261.
https://doi.org/10.1111/nup.12136

Gagnon, M., & Holmes, D. (2011). Bodies in mutation: Understanding lipodystrophy among

women living with HIV/AIDS. Research and theory for nursing practice, 25(1), 23-
38. DOI: 10.1891/0889-7182.25.1.23

86| Page


https://doi.org/10.1177%2F0034355217711852
https://doi.org/10.1111/jocn.15431
https://doi.org/10.1186/s12913-018-2915-2
https://doi.org/10.1080/09540121.2018.1450478
https://doi.org/10.1177%2F1744987110389407
https://doi.org/10.1111/nup.12136

Gibson, M. V. (2012). ‘Climbing a Mountain’: Stories of Women Living with HIV on Body
Imaging. Body Image & HIV + Women, X(X) 26-41.

Grinfelde, M. (2018). The Four Dimensions of Embodiment and the Experience of Illness.
Avant, IX (2), 107-127. DOI: 10.26913/avant.2018.02.07

Greaney, A. M., Sheehy, A., Heffernan, C., Murphy, J., Mhaolranaigh, S. N., Heffernan, E.,
& Brown, G. (2012). Research ethics application: A guide for the novice
researcher. British Journal of Nursing, 21(1), 38-43.

Grinfelde, M. (2019). Illness as the saturated phenomenon: the contribution of Jean-Luc
Marion. Medicine, Health Care and Philosophy, 22(1), 71-83.
https://doi.org/10.1007/s11019-018-9843-0

Groenewald, T. (2004). A phenomenological research design illustrated. International

journal of qualitative methods, 3(1), 42-55.

Gutreuter, S., Igumbor, E., Wabiri, N., Desai, M., & Durand, L. (2019). Improving estimates
of district HIV prevalence and burden in South Africa using small area estimation
techniques. PloS one, 14(2), e0212445. https://doi.org/10.1371/journal.pone.021244

Gebreyesus, T., Belay, A., Berhe, G., & Haile, G. (2020). Burden of fatigue among adults
living with HIV/AIDS attending antiretroviral therapy in Ethiopia. BMC infectious
diseases, 20, 1-10. https://doi.org/10.1186/s12879-020-05008-4

Gergel, T. L. (2012). Medicine and the individual: is phenomenology the answer?. Journal of
evaluation in clinical practice, 18(5), 1102-1109. https://doi.org/10.1111/].1365-
2753.2012.01926.x

Gill, P., Stewart, K., Treasure, E., & Chadwick, B. (2008). Methods of data collection in
qualitative research: interviews and focus groups. British dental journal, 204(6), 291-
295. https://doi.org/10.1038/bdj.2008.192

Green, G., & Johns, T. (2019). Exploring the relationship (and power dynamic) between

researchers and public partners working together in applied health research
teams. Frontiers in Sociology, 4, 20.

Hawkins, T. (2010). Understanding and managing the adverse effects of antiretroviral
therapy. Antiviral research, 85(2), 201-209.
https://doi.org/10.1016/j.antiviral.2009.10.016

Ho, L. P., & Goh, E. C. (2017). How HIV patients construct liveable identities in a shame

based culture: the case of Singapore. International journal of qualitative studies on
health and well-being, 12(1), 1333899. doi: 10.1080/17482631.2017.1333899

87|Page


https://doi.org/10.1007/s11019-018-9843-0
https://doi.org/10.1371/journal.pone.021244
https://doi.org/10.1186/s12879-020-05008-4
https://doi.org/10.1111/j.1365-2753.2012.01926.x
https://doi.org/10.1111/j.1365-2753.2012.01926.x
https://doi.org/10.1038/bdj.2008.192
https://doi.org/10.1016/j.antiviral.2009.10.016
https://doi.org/10.1080/17482631.2017.1333899

Ho, L. P. P., & Goh, E. C. (2018). Using identity theory to examine the function of normative
identities in living with HIV.Health & social work,43(4), 274-277.
https://doi.org/10.1093/hsw/hly023

Ho, L. P. P., & Goh, E. C. (2019): “I have HIV but I'm not the HIV”” — the experiences of
heterosexual Chinese men living with HIV in Singapore, AIDS Care, doi:
10.1080/09540121.2019.1654077

Herrmann, S., McKinnon, E., Hyland, N. B., Lalanne, C., Mallal, S., Nolan, D., ... &
Duracinsky, M. (2013). HIV-related stigma and physical symptoms have a persistent

influence on health-related quality of life in Australians with HIV infection. Health
and quality of life outcomes, 11(1), 56. https://doi.org/10.1186/1477-7525-11-56
Hutchinson, P., & Dhairyawan, R. (2017). Shame, stigma, HIV: philosophical
reflections. Medical humanities, 43(4), 225-230. http://dx.doi.org/10.1136/medhum-
2016-011179
Hlongwane, N., & Madiba, S. (2020). Navigating life with HIV as an older adult in South

African communities: A phenomenological study. International Journal of
Environmental Research and Public Health, 17(16),
5797. https://doi.org/10.3390/ijerph17165797

Jackson, R. L., Drummond, D. K., & Camara, S. (2007). What is qualitative research?.

Qualitative research reports in communication, 8(1), 21-28.

Johnson, M. (2015). Embodied understanding. Frontiers in psychology, 6, 875.

Jugeo, N., & Moalusi, K. P. (2014). My secret: The social meaning of HIV/AIDS stigma.
SAHARA-J: Journal of Social Aspects of HIV/AIDS, 11(1), 76-83. DOI:
10.1080/17290376.2014.932302

Khan, K., Khan, A. H., Sulaiman, S. A., Soo, C. T., & Ahsan, R. (2014). Adverse Effect of
Highly Active Anti-Retroviral Therapy (HAART) In HIV/AIDS Patients. Indian
Journal of Pharmacy Practice, 7(3), 29. DOI:10.5530/ijopp.7.3.7

Klazinga, L., Artz, L., & Muller, A. (2020). Sexual and gender-based violence and HIV in
South Africa: An HIV facility-based study. South African Medical Journal, 110(5),
377-381. https://hdl.handle.net/10520/EJC-1cd6b0006b

Klausen, S. H. (2021). Phenomenology of Iliness and the Need for a More Comprehensive

Approach: Lessons from a Discussion of Plato's Charmides. The Journal of Medicine
& Philosophy.https://doi.org/10.1093/jmp/jhab019

88|Page


https://doi.org/10.1093/hsw/hly023
https://doi.org/10.1186/1477-7525-11-56
http://dx.doi.org/10.1136/medhum-2016-011179
http://dx.doi.org/10.1136/medhum-2016-011179
https://doi.org/10.3390/ijerph17165797
https://doi.org/10.1080/17290376.2014.932302
https://hdl.handle.net/10520/EJC-1cd6b0006b
https://doi.org/10.1093/jmp/jhab019

Kumar, A. P., Prasad, S. R., Parthasarathi, G., & Krishna, U. (2018). Assessment of adverse
drug reactions to antiretroviral agents among HIV patients. Journal of Applied
Pharmaceutical Science, 8(02), 079-082.

Kivunja, C., & Kuyini, A. B. (2017). Understanding and Applying Research Paradigms in
Educational Contexts. International Journal of higher education, 6(5), 26-
41. https://doi.org/10.5430/ijhe.v6n5p26

Kaplan, L. (2014). People living with HIV in the USA and Germany: A comparative study of

biographical experiences of chronic illness. Springer: United Kingdom.

Kaplan, R. L., Khoury, C. E., Field, E. R., & Mokhbat, J. (2016). Living day by day: the
meaning of living with HIV/AIDS among women in Lebanon. Global qualitative
nursing research, 3, 2333393616650082.

Kelly, J. S., Langdon, D., & Serpell, L. (2009). The phenomenology of body image in men
living with HIV. AIDS care, 21(12), 1560-1567.
https://doi.org/10.1080/09540120902923014

Kelch-Oliver, K., & Ancis, J. R. (2011). Black women's body image: An analysis of culture-
specific influences. Women & Therapy, 34(4), 345-358.

Klaas, N. E., Thupayagale, G., & Makua, T. P. (2018). The role of gender in the spread of
HIV and AIDS among farmworkers in South Africa. African Journal of Primary
Health Care & Family Medicine, 10(1), 1-8.

Kalaldeh, M., Shosha, G. A., Saiah, N., & Salameh, O. (2018). Dimensions of
phenomenology in exploring patient’s suffering in long-life illnesses: Qualitative
evidence synthesis. Journal of patient experience, 5(1), 43-
49.https://doi.org/10.1177/2374373517723314

Karim, S. S. A., Karim, Q. A., & Baxter, C. (2015). Antibodies for HIV prevention in young
women. Current  opinion in HIV  and AIDS, 10(3), 183.
d0i:10.1097/COH.0000000000000147.

Kambarami, M. C., & Sumbulu, A. (2017). The life circumstances of HIV-positive women:
the case of Magunje Township, Zimbabwe. Social Work, 53(3), 329-3309.

Korstjens, 1., & Moser, A. (2018). Series: Practical guidance to qualitative research. Part 4:
Trustworthiness and publishing. European Journal of General Practice, 24(1), 120-
124, https://doi.org/10.1080/13814788.2017.1375092

Kitzmuller, G., Haggstrom, T., & Asplund, K. (2013). Living an unfamiliar body: the

significance of the long-term influence of bodily changes on the perception of self

89| Page


https://doi.org/10.5430/ijhe.v6n5p26
https://doi.org/10.1080/09540120902923014
https://doi.org/10.1177%2F2374373517723314
https://doi.org/10.1080/13814788.2017.1375092

after stroke. Medicine, Health Care and Philosophy, 16(1), 19-29.
https://doi.org/10.1007/s11019-012-9403-y
Lawless, S., Kippax, S., & Crawford, J. (1996). Dirty, diseased and undeserving: The

positioning of HIV positive women. Social science & medicine, 43(9), 1371-
1377 .https://doi.org/10.1016/0277-9536(96)00017-2

Leung L. (2015). Validity, reliability, and generalizability in qualitative research. Journal of
family medicine and primary care, 4(3), 324-327. https://doi.org/10.4103/2249-
4863.161306

Laws, M. B. (2016). Explanatory models and illness experience of people living with
HIV.AIDS and Behavior,20(9), 2119-2129. https://doi.org/10.1007/s10461-016-
1358-1

Langseth, R. (2018). Prevalence and predictors of fatigue among people living with HIV in

Northern and Southern Norway. From the cross-sectional study of mental health and
quality of life among people living with HIV in Northern and Southern Norway, 2014-
2015 (Master's thesis, UiT Norges arktiske universitet).

Lape, E. C., Hudak, P., Davis, A. M., & Katz, J. N. (2019). Body-Self Unity With a New Hip
or Knee: Understanding Total Joint Replacement Within an Embodiment
Framework. ACR open rheumatology, 1(2), 90-96. https://doi.org/10.1002/acr2.1014

Lester, S. (1999). An introduction to phenomenological research. Retrieved from http:

www.sld.demon.co.uk/resmethy . accessed [ 25. April. 2019].
Li, H., Marley, G., Ma, W., Wei, C., Lackey, M., Ma, Q., ... & Tucker, J. D. (2017). The role

of ARV associated adverse drug reactions in influencing adherence among HIV-

infected individuals: a systematic review and qualitative meta-synthesis. AIDS and
Behavior, 21(2), 341-351.

Liu, L., Pang, R., Sun, W., Wu, M., Qu, P., Lu, C., & Wang, L. (2013). Functional social
support, psychological capital, and depressive and anxiety symptoms among people
living with HIV/AIDS employed full-time. BMC psychiatry, 13(1), 324.
https://doi.org/10.1186/1471-244X-13-324

Logie, C. H., James, L., Tharao, W., & Loutfy, M. R. (2012). “We don't exist”: a qualitative

study of marginalization experienced by HIV-positive lesbian, bisexual, queer and
transgender women in Toronto, Canada.Journal of the International AIDS
Society, 15(2), 10-7448.

90| Page


https://doi.org/10.1007/s11019-012-9403-y
https://doi.org/10.1016/0277-9536(96)00017-2
https://doi.org/10.4103/2249-4863.161306
https://doi.org/10.4103/2249-4863.161306
https://doi.org/10.1007/s10461-016-1358-1
https://doi.org/10.1007/s10461-016-1358-1
https://doi.org/10.1002/acr2.1014
http://www.sld.demon.co.uk/resmethy
https://doi.org/10.1186/1471-244X-13-324

Logie, C. H., James, L., Tharao, W., & Loutfy, M. R. (2011). HIV, gender, race, sexual
orientation, and sex work: a qualitative study of intersectional stigma experienced by
HIV-positive women in Ontario, Canada. PL0S medicine, 8(11).

Lee, K. A, Gay, C., Portillo, C. J., Coggins, T., Davis, H., Pullinger, C. R., & Aouizerat, B.
E. (2012). Types of sleep problems in adults living with HIV/AIDS. Journal of
clinical sleep medicine : JCSM : official publication of the American Academy of
Sleep Medicine, 8(1), 67—75. https://doi.org/10.5664/jcsm.1666

Lorenc, A., Ananthavarathan, P., Lorigan, J., Banarsee, R., Jowata, M., & Brook, G. (2014).

The prevalence of comorbidities among people living with HIV in Brent: a diverse
London Borough. London journal of primary care, 6(4), 84-
90. https://doi.org/10.1080/17571472.2014.11493422

Liamputtong, P. (2013). Stigma, discrimination and living with HIV/AIDS: A cross-cultural

perspective. P. Liamputtong (Ed.). Springer: Dordrecht.

Iwelunmor, J., Nwaozuru, U., Sofolahan-Oladeinde, Y., Conserve, D., & Airhihenbuwa, C.
0. (2017). Disclosure narratives of women living with HIV in South Africa. Journal
of Social Issues, 73(2), 273-288. https://doi.org/10.1111/josi.12216

Meintjes, G., Moorhouse, M. A., Carmona, S., Davies, N., Dlamini, S., Van Vuuren, C., ... &

Nel, J. (2017). Adult antiretroviral therapy guidelines 2017. Southern African journal
of HIV medicine, 18(1).

Mulubale, S. (2020). Understanding the Seriousness of ‘Self’Identity and Changing Process
of HIV among Zambian School Teachers Living with Antiretroviral Therapy (ART).
Athens  Journal of Health & Medical Sciences, 7(4),97-216.
https://doi.org/10.30958/ajhms.7-4-2

Masenyetse, L. J., Manda, S. O., & Mwambi, H. G. (2015). An assessment of adverse drug
reactions among HIV positive patients receiving antiretroviral treatment in South
Africa. AIDS research and therapy, 12(1), 6.

Margolis, A. M., Heverling, H., Pham, P. A., & Stolbach, A. (2014). A review of the toxicity
of HIV medications. Journal of Medical Toxicology, 10(1), 26-39.

Muessig, K. E., Panter, A. T., Mouw, M. S., Amola, K., Stein, K. E., Murphy, J. S., ... &
Wohl, D. A. (2015). Medication-taking practices of patients on antiretroviral HIV
therapy: control, power, and intentionality. AIDS patient care and STDs, 29(11), 606-
616. https://doi.org/10.1089/apc.2015.0058

91| Page


https://doi.org/10.5664/jcsm.1666
https://doi.org/10.1080/17571472.2014.11493422
https://doi.org/10.1111/josi.12216
https://doi.org/10.1089/apc.2015.0058

Mackenzie, N., & Knipe, S. (2006). Research dilemmas: Paradigms, methods and
methodology. Issues in educational research, 16(2), 193-
205. http://www.iier.org.au/iierl6/mackenzie.htmi

Mohajan, H. K. (2018). Qualitative research methodology in social sciences and related
subjects. Journal of Economic Development, Environment and People, 7(1), 23-48.

Mancini, T., & Secchiaroli, G. (2015). Threats to identity: Lipodystrophy and identity
changes in people with HIV/AIDS (PWA). Acta Biomedica, 86, 29-39. XXX

Mbonu, N. C., Van den Borne, B., & De Vries, N. K. (2010). Gender-related power
differences, beliefs and reactions towards people living with HIV/AIDS: an urban
study in Nigeria. BMC public health, 10(1), 334.

Moyo, N., Maharaj, P., & Mambondiani, L. (2017). Food challenges facing people living
with HIV/AIDS in Zimbabwe. African Journal of AIDS Research, 16(3), 225-
230. https://doi.org/10.2989/16085906.2017.1362018

Mattes, D. (2014). Caught in transition: The struggle to live a ‘normal’life with HIV in
Tanzania. Medical Anthropology, 33(4), 270-287.
https://doi.org/10.1080/01459740.2013.877899

Moran, D. (2002). Introduction to phenomenology. Routledge: United States of America.

Moran, D. (2008). The phenomenological approach: An introduction. In Lucas Introna,
Fernando Ilharco and Eric Fa (eds.). Phenomenology, Organisation, and
Technology. Universidada Catolica Editora.

Moradmand-Badie, B., Moayedi-Nia, S., Foroughi, M., Dejman, M., Nikzad, R.,
Akhlaghkhah, M., ... & Mwanri, L. (2014). HIV Positive Patients’ Experiences on
Receiving an HIV Positive Test: An Iranian—Qualitative Study. Am J Epidemiol Infect
Dis, 2(1), 47-5. DOI:10.12691/ajeid-2-1-9

Moon, K., Brewer, T. D., Januchowski-Hartley, S. R., Adams, V. M., & Blackman, D. A.
(2016). A guideline to improve qualitative social science publishing in ecology and
conservation journals. Ecology and Society, 21(3).
http://www.jstor.org/stable/26269983

MacLachlan, M. (2004). Embodiment: Clinical, Critical and Cultural Perspectives on Health

and Iliness: Clinical, Critical and Cultural Perspectives on Health and IlIness.
McGraw-Hill Education (UK).

Mazanderani, F., & Paparini, S. (2015). The stories we tell: Qualitative research interviews,
talking technologies and the ‘normalisation’of life with HIV. Social Science &
Medicine, 131, 66-73.

92 |Page


http://www.jstor.org/stable/26269983

Meister, C., & Beilby, J. (Eds.). (2013). The Routledge companion to modern christian
thought. Routledge.

Miller, A. K., Lee, B. L., & Henderson, C. E. (2012). Death anxiety in persons with
HIV/AIDS: A systematic review and meta-analysis. Death studies, 36(7), 640-
663. https://doi.org/10.1080/07481187.2011.604467

McGoldrick, C. (2012). HIV and employment. Occupational medicine, 62(4), 242-253.
https://doi.org/10.1093/occmed/kgs051

Marcum, J. A. (2005). Biomechanical and phenomenological models of the body, the
meaning of illness and quality of care. Medicine, Health Care and Philosophy, 7(3),
311-320.

Maciel, R. A., Klick, H. M., Durand, M., & Sprinz, E. (2018). Comorbidity is more common
and occurs earlier in persons living with HIV than in HIV-uninfected matched
controls, aged 50 years and older: a cross-sectional study. International Journal of
Infectious Diseases, 70, 30-35. https://doi.org/10.1016/].ijid.2018.02.009

Marcel E. Salive, Multimorbidity in Older Adults, Epidemiologic Reviews, Volume 35, Issue
1, 2013, Pages 75-83, https://doi.org/10.1093/epirev/mxs009

Martin, M.(1998). Bodily sensations. In The Routledge Encyclopedia of Philosophy. Taylor
and Francis. Retrieved 9 Mar. 2021, from

https://www.rep.routledge.com/articles/thematic/bodily-sensations/v-1.
d0i:10.4324/9780415249126-V007-1
Moyer, E., & Hardon, A. (2014). A disease unlike any other? Why HIV remains exceptional

in  the age of  treatment. Medical anthropology, 33(4), 263-269.
https://doi.org/10.1080/01459740.2014.890618
Moosa, A., Gengiah, T. N., Lewis, L., & Naidoo, K. (2019). Long-term adherence to

antiretroviral therapy in a South African adult patient cohort: a retrospective
study. BMC infectious diseases, 19(1), 1-12. https://doi.org/10.1186/s12879-019-
4410-8

Mapp, T. (2008). Understanding phenomenology: The lived experience. British Journal of
Midwifery, 16(5), 308-311. https://doi.org/10.12968/bjom.2008.16.5.29192

Mosha, N. R., Aluko, O. S., Todd, J., Machekano, R., & Young, T. (2020). Analytical
methods used in estimating the prevalence of HIV/AIDS from demographic and

cross-sectional surveys with missing data: a systematic review. BMC medical

research methodology, 20(1), 1-10.

93 |Page


https://doi.org/10.1016/j.ijid.2018.02.009
https://doi.org/10.1093/epirev/mxs009
https://www.rep.routledge.com/articles/thematic/bodily-sensations/v-1
https://doi.org/10.1080/01459740.2014.890618
https://doi.org/10.1186/s12879-019-4410-8
https://doi.org/10.1186/s12879-019-4410-8
https://doi.org/10.12968/bjom.2008.16.5.29192

Nansseu, J. R. N., & Bigna, J. J. R. (2017). Antiretroviral therapy related adverse effects: Can
sub-Saharan Africa cope with the new “test and treat” policy of the World Health
Organization?. Infectious diseases of poverty, 6(1), 24,
https://doi.org/10.1186/s40249-017-0240-3

Nack, A. (2009). Damaged goods?: Women living with incurable sexually transmitted

diseases. Temple University Press. Philadelphia

Neuman, W. L. (2013). Social Research Methods: Pearson New International Edition:
Qualitative and Quantitative Approaches. United States of America: Pearson Higher
Ed.

Nascimento, Y. D. A,, Filardi, A. F. R., Abath, A. J., Silva, L. D., & Ramalho-de-Oliveira, D.
(2017). The phenomenology of Merleau-Ponty in investigations about medication use:
constructing a methodological cascade. Revista da Escola de Enfermagem da
USP, 51.

Neubauer, B. E., Witkop, C. T., & Varpio, L. (2019). How phenomenology can help us learn
from the experiences of others. Perspectives on medical education, 8(2), 90-
97. https://doi.org/10.1007/s40037-019-0509-2

Nkosi B., Rosenblatt P.C. (2019) From ‘Death Sentence to Hope’, HIV and AIDS in South

Africa: Transforming Shame in Context. In: Mayer CH., Vanderheiden E. (eds) The
Bright Side of Shame. Springer, Cham. https://doi.org/10.1007/978-3-030-13409-9 6
Nyamaruze, P., & Govender, K. (2020). “I like the way I am, but I feel like I could get a little

bit bigger”: Perceptions of body image among adolescents and youth living with HIV
in Durban, South Africa. Plos one, 15(1), e0227583.
https://doi.org/10.1371/journal.pone.0227583

Orb, A., Eisenhauer, L., & Wynaden, D. (2001). Ethics in qualitative research. Journal of
nursing scholarship, 33(1), 93-96.

Oluwajodu, F., Blaauw, D., Greyling, L., & Kleynhans, E. P. (2015). Graduate
unemployment in South Africa: Perspectives from the banking sector.
https://doi.org/10.4102/sajhrm.v13i1.656

Owino, G. E. O. (2015). Iliness experiences of people living with HIV in Kenya: a case study
of Kisumu County.

Osuafor, G. N., & Ayiga, N. (2016). Risky sexual behaviour among married and cohabiting

women and its implication for sexually transmitted infections in Mahikeng, South

94| Page


https://doi.org/10.1186/s40249-017-0240-3
https://doi.org/10.1007/s40037-019-0509-2
https://doi.org/10.1007/978-3-030-13409-9_6
https://doi.org/10.1371/journal.pone.0227583

Africa. Sexuality & Culture, 20(4), 805-823. https://doi.org/10.1007/s12119-016-
9360-3

Palinkas, L. A., Horwitz, S. M., Green, C. A., Wisdom, J. P., Duan, N., & Hoagwood, K.
(2015). Purposeful sampling for qualitative data collection and analysis in mixed

method implementation research. Administration and Policy in Mental Health and
Mental Health Services Research, 42(5), 533-544.

Parker, R., Jelsma, J., & Stein, D. J. (2017). Pain in amaXhosa women living with
HIV/AIDS: Translation and validation of the Brief Pain Inventory—Xhosa. Journal of
pain and symptom management, 51(1), 126-132.
https://doi.org/10.1016/j.jpainsymman.2015.08.004

Payan, D. D., Derose, K. P., Fulcar, M. A., Farias, H., & Palar, K. (2019). “It Was as Though
My Spirit Left, Like They Killed Me”: The Disruptive Impact of an HIV-Positive

Diagnosis among Women in the Dominican Republic. Journal of the International
Association of Providers of AIDS Care (JIAPAC), 18, 2325958219849042.

Probst, B. (2015). The eye regards itself: Benefits and challenges of reflexivity in qualitative
social work research. Social Work Research, 39(1), 37-48.

Pietkiewicz, I, & Smith, J. A. (2014). A practical guide to using interpretative
phenomenological analysis in qualitative research psychology. Psychological Journal,
20(1), 7-14.

Preston, N. J., Farquhar, M. C., Walshe, C. E., Stevinson, C., Ewing, G., Calman, L. A., ... &
Todd, C. (2016). Strategies designed to help healthcare professionals to recruit
participants to research studies. Cochrane Database of Systematic Reviews, (2).

Profetto-McGrath, J., Polit, D. F., & Beck, C. T. (2010). Canadian essentials of nursing
research. Lippincott Williams & Wilkins: Cananda.

Passos, S. M. K., & Souza, L. D. D. M. (2015). An evaluation of quality of life and its
determinants among people living with HIV/AIDS from Southern Brazil. Cadernos
de saude publica, 31, 800-814.

Pillay, S. R. (2017). Cracking the fortress: can we really decolonize psychology?.

Palmer, A. K., Duncan, K. C., Ayalew, B., Zhang, W., Tzemis, D., Lima, V., ... & Hogg, R.
S. (2011). “The way I see it”: the effect of stigma and depression on self-perceived
body image among HIV-positive individuals on treatment in British Columbia,
Canada. AIDS care, 23(11), 1456-1466.
https://doi.org/10.1080/09540121.2011.565021

95| Page


https://doi.org/10.1007/s12119-016-9360-3
https://doi.org/10.1007/s12119-016-9360-3
https://doi.org/10.1016/j.jpainsymman.2015.08.004
https://doi.org/10.1080/09540121.2011.565021

Persson, A. (2013). Non/infectious corporealities: tensions in the biomedical era of ‘HIV
normalisation’. Sociology of Health & IlIness, 35(7), 1065-
1079. https://doi.org/10.1111/1467-9566.12023

Persson, A. (2005). Facing HIV: Body shape change and the (in) visibility of illness. Medical
Anthropology, 24(3), 237-264. https://doi.org/10.1080/01459740500182683

Paudel, V., & Baral, K. P. (2015). Women living with HIV/AIDS (WLHA), battling stigma,
discrimination and denial and the role of support groups as a coping strategy: a review
of literature. Reproductive health, 12(1), 53. https://doi.org/10.1186/s12978-015-
0032-9

Perazzo, J. D., Webel, A. R., Voss, J. G., & Prince-Paul, M. (2017). Fatigue symptom

management in people living with human immunodeficiency virus. Journal of hospice

and palliative nursing: JHPN: the official journal of the Hospice and Palliative
Nurses Association, 19(2), 122. DOI: 10.1097/NJH.0000000000000329

Pettifor, A., Lippman, S. A., Kimaru, L., Haber, N., Mayakayaka, Z., Selin, A., ... & Kahn, K.
(2020). HIV self-testing among young women in rural South Africa: A randomized
controlled trial comparing clinic-based HIV testing to the choice of either clinic
testing or HIV self-testing with secondary distribution to peers and
partners. EClinicalMedicine, 21(2020),100327. https://doi.org/10.1016/j.eclinm.2020.
100327

Patterson, S., Carter, A., Nicholson, V., Webster, K., Ding, E., Kestler, M., ... & Kaida, A.

(2017). Condomless sex among virally suppressed women with hiv with regular HIV-
serodiscordant sexual partners in the era of treatment as prevention. JAIDS Journal of
Acquired Immune Deficiency Syndromes, 76(4), 372-381. doi:
10.1097/QAI1.0000000000001528

Picton, C., Moxham, L., & Patterson, C. F. (2017). The use of phenomenology in mental
health nursing research.

Preston, N. J., Farquhar, M. C., Walshe, C. E., Stevinson, C., Ewing, G., Calman, L. A,, ... &
Todd, C. (2016). Strategies designed to help healthcare professionals to recruit
participants to research studies. Cochrane Database of Systematic Reviews,
(2). https://doi.org/10.1002/14651858.MR000036.pub2

Quatremére, G., Guiguet, M., Girardi, P., Liaud, M. N., Mey, C., Benkhoucha, C., ... &
Castro, D. R. (2017). How are women living with HIV in France coping with their

perceived side effects of antiretroviral therapy? Results from the EVE study. PloS
one, 12(3), e0173338. https://doi.org/10.1371/journal.pone.0173338

96 |Page


https://doi.org/10.1111/1467-9566.12023
https://doi.org/10.1080/01459740500182683
https://doi.org/10.1186/s12978-015-0032-9
https://doi.org/10.1186/s12978-015-0032-9
https://doi.org/10.1016/j.eclinm.2020.100327
https://doi.org/10.1016/j.eclinm.2020.100327
https://doi.org/10.1002/14651858.MR000036.pub2
https://doi.org/10.1371/journal.pone.0173338

Qutoshi, S. B. (2018). Phenomenology: A philosophy and method of inquiry. Journal of
Education and Educational Development, 5(1), 215-222.

Remien, R. H., Stirratt, M. J., Nguyen, N., Robbins, R. N., Pala, A. N., & Mellins, C. A.
(2019). Mental health and HIV/AIDS: the need for an integrated response. AIDS
(London, England), 33(9), 1411-1420.
https://doi.org/10.1097/QAD.0000000000002227

Ross, K. (2017). Making empowering choices: How methodology matters for empowering
research participants. In Forum Qualitative Sozialforschung/Forum: Qualitative
Social Research (Vol. 18, No. 3).

Richards, H. M., & Schwartz, L. J. (2002). Ethics of qualitative research: are there special
issues for health services research?. Family practice, 19(2), 135-
139. https://doi.org/10.1093/fampra/19.2.135

Rodriguez-Prat, A., & Escribano, X. (2019). A philosophical view on the experience of
dignity and autonomy through the phenomenology of illness. In The Journal of
Medicine and Philosophy: A Forum for Bioethics and Philosophy of Medicine (Vol.
44, No. 3, pp. 279-298). US: Oxford University Press.

Rohleder, P. (2007) HIV and the ‘Other’, Psychodynamic Practice: Individuals, Groups and
Organisations. Routledge, 13(4): 401-412 DOI: 10.1080/14753630701577037
Rossouw, T. M., Botes, M. E., & Conradie, F. (2013). Overview of HIV-related

lipodystrophy. Southern African Journal of HIV Medicine, 4(1), 29-33.
DOI: 10.4102/sajhivmed.v14i1.100
Renju, J., Moshabela, M., McLean, E., Ddaaki, W., Skovdal, M., Odongo, F., ... & Zaba, B.

(2017). ‘Side effects’ are ‘central effects’ that challenge retention in HIV treatment

programmes in six sub-Saharan African countries: a multicountry qualitative study.
Sex Transm Infect, 93(Suppl 3), €052971. http://dx.doi.org/10.1136/sextrans-2016-
052971

Rodger, A. J., Brecker, N., Bhagani, S., Fernandez, T., Johnson, M., Tookman, A., & Bartley,

A. (2010). Attitudes and barriers to employment in  HIV-positive
patients. Occupational Medicine, 60(6), 423-429.
https://doi.org/10.1093/occmed/kgq077

Rosen, S., Larson, B., Brennan, A., Long, L., Fox, M., Mongwenyana, C., ... & Sanne, I.

(2010). Economic outcomes of patients receiving antiretroviral therapy for HIV/AIDS
in South Africa are sustained through three years on treatment. PLoS One, 5(9),
e12731.https://doi.org/10.1371/journal.pone.0012731

97 |Page


https://doi.org/10.4102/sajhivmed.v14i1.100
http://dx.doi.org/10.1136/sextrans-2016-052971
http://dx.doi.org/10.1136/sextrans-2016-052971
https://doi.org/10.1093/occmed/kqq077
https://doi.org/10.1371/journal.pone.0012731

Roberts, T. (2013). Understanding the research methodology of interpretative
phenomenological analysis. British  Journal of Midwifery, 21(3), 215-218.
https://doi.org/10.12968/bjom.2013.21.3.215

Rajasinghe, D. (2020). Interpretative phenomenological analysis (IPA) as a coaching research

methodology. Coaching: An International Journal of Theory, Research and
Practice, 13(2), 176-190. DOI: 10.1080/17521882.2019.1694554

Ramovha, R., Khoza, L. B., Lebese, R. T., & Shilubane, H. N. (2012). The psychological
experience of HIV and AIDS by newly diagnosed infected patients at Hospital A of
Vhembe district, Limpopo province. Journal of AIDS and Clinical Research, (Suppl.
1). doi:10.4172/2155-6113.51-006.

Rodriguez, A., & Smith, J. (2018). Phenomenology as a healthcare research
method. Evidence-Based Nursing, 21(4), 96-98. http://dx.doi.org/10.1136/eb-2018-
102990

Rose, J., & Johnson, C. W. (2020). Contextualizing reliability and validity in qualitative

research: toward more rigorous and trustworthy qualitative social science in leisure
research. Journal of Leisure Research, 51(4), 432-
451, https://doi.org/10.1080/00222216.2020.1722042

Réheim, M., Magnussen, L. H., Sekse, R. J. T., Lunde, A., Jacobsen, T., & Blystad, A.

(2016). Researcher—researched relationship in qualitative research: Shifts in positions

and researcher vulnerability. International journal of qualitative studies on health and
well-being, 11(1), 30996.

Russell, S., & Seeley, J. (2010). The transition to living with HIV as a chronic condition in
rural Uganda: Working to create order and control when on antiretroviral therapy.
Social science & medicine, 70(3), 375-
382.https://doi.org/10.1016/j.socscimed.2009.10.039

Singh, F., & Rudikoff, D. (2003). HIV-associated pruritus. American journal of clinical
dermatology, 4(3), 177-188.

Stapleton, S., & Pattison, N. (2015). The lived experience of men with advanced cancer in

relation to their perceptions of masculinity: a qualitative phenomenological study.
Journal of clinical nursing, 24(7-8), 1069-1078. https://doi.org/10.1111/jocn.12713

Sanjari, M., Bahramnezhad, F., Fomani, F. K., Shoghi, M., & Cheraghi, M. A. (2014).
Ethical challenges of researchers in qualitative studies: the necessity to develop a

specific guideline. Journal of medical ethics and history of medicine, 7, 14.

98| Page


https://doi.org/10.12968/bjom.2013.21.3.215
https://doi.org/10.4172/2155-6113.S1-006
http://dx.doi.org/10.1136/eb-2018-102990
http://dx.doi.org/10.1136/eb-2018-102990
https://doi.org/10.1080/00222216.2020.1722042
https://doi.org/10.1016/j.socscimed.2009.10.039
https://doi.org/10.1111/jocn.12713

Spiers, J., Smith, J. A., Poliquin, E., Anderson, J., & Horne, R. (2016). The experience of
antiretroviral treatment for black West African women who are HIV positive and
living in London: an interpretative phenomenological analysis. AIDS and Behavior,
20(9), 2151-2163.

Svenaeus, F. (2013). Depression and the Self Bodily Resonance and Attuned Being-in-the-
World. Journal of Consciousness Studies, 20(7-8), 15-32.

Svenaeus, F. (2011). Illness as unhomelike being-in-the-world: Heidegger and the
phenomenology of medicine. Medicine, Health Care and Philosophy, 14(3), 333-343.

Seidman, 1. (2006). Interviewing as qualitative research: A guide for researchers in
education and the social sciences. Teachers’ college press.

Smith, J., Flowers, & Larkin. (2009). Interpretative Phenomenological Analysis. Theory,
method and research. Sage: London.

Schuft, L., Duval, E., Thomas, J., & Ferez, S. (2018). To be or not to be sick and tired:
Managing the visibility of HIV and HIV-related fatigue. Health, 22(4), 317-336.
https://doi.org/10.1177%2F1363459317693406

Stutterheim, S. E., Bos, A. E., Pryor, J. B., Brands, R., Liebregts, M., & Schaalma, H. P.

(2011). Psychological and social correlates of HIV status disclosure: The significance
of stigma visibility. AIDS  Education and prevention, 23(4), 382-392.
https://doi.org/10.1521/aeap.2011.23.4.382

Seeley, J., Mbonye, M., Ogunde, N., Kalanzi, I., Wolff, B., & Coutinho, A. (2012). HIV and
identity: the experience of AIDS support group members who unexpectedly tested
HIV negative in Uganda. Sociology of health & illness, 34(3), 330-344.
https://doi.org/10.1111/].1467-9566.2011.01384.x

Sax, P. E., Erlandson, K. M., Lake, J. E., Mccomsey, G. A., Orkin, C., Esser, S., ... & Koethe,

J. R. (2020). Weight gain following initiation of antiretroviral therapy: risk factors in
randomized comparative clinical trials. Clinical Infectious Diseases, 71(6), 1379-
1389. https://doi.org/10.1093/cid/ciz999

Satoh, S., & Boyer, E. (2019). HIV in South Africa. The Lancet, 394(10197), 467.
https://doi.org/10.1016/S0140-6736(19)31634-4

Sathiparsad, R., & Taylor, M. (2006). Diseases come from girls: perspectives of male

learners in rural KwaZulu-Natal on HIV infection and AIDS. Journal of
Education, 38(1), 117-138.https://hdl.handle.net/10520/AJA0259479X 58
Subu, M. A, Esti, A., Fernandes, F., Fatmadona, R., & Sasmita, H. (2017). ‘Between Us And

Them’-Understanding Stigma And Stigmatization Among People With Human

99 |Page


https://doi.org/10.1177%2F1363459317693406
https://doi.org/10.1521/aeap.2011.23.4.382
https://doi.org/10.1111/j.1467-9566.2011.01384.x
https://doi.org/10.1093/cid/ciz999
https://doi.org/10.1016/S0140-6736(19)31634-4
https://hdl.handle.net/10520/AJA0259479X_58

Immunodeficiency Virus (Hiv)/Acquired Immune Deficiency Syndrome (Aids) In
Sumatera Island, Indonesia. ASEAN Journal of Psychiatry, 18(1), 31-43.

Svenaeus, F. (2014). The phenomenology of suffering in medicine and bioethics. Theoretical
medicine and bioethics, 35(6), 407-420. https://doi.org/10.1007/s11017-014-9315-3

Svenaeus, F. (2013). Depression and the Self Bodily Resonance and Attuned Being-in-the-
World. Journal of Consciousness Studies, 20(7-8), 15-32. XXX

Svenaeus, F. (2010). The body as gift, resource or commodity? Heidegger and the ethics of

organ transplantation. Journal of  Bioethical Inquiry, 7(2), 163-172.
https://doi.org/10.1007/s11673-010-9222-x

Sekse, R. J. T., Gjengedal, E., & Réheim, M. (2013). Living in a changed female body after
gynecological cancer. Health care for women international, 34(1), 14-33.

Shaw, R. (2001). Why use interpretative phenomenological analysis in health psychology?
Health Psychology Update, 10, 48-52

Slatman, J. (2014). Multiple dimensions of embodiment in medical practices. Medicine,
Health Care and Philosophy, 17(4), 549-557. https://doi.org/10.1007/s11019-014-
9544-2

Statista, (2021). South Africa: Unemployment rate from 1999 to 2020.
https://www.statista.com/statistics/370516/unemployment-rate-in-south-africa/

Shuper, P. A, Kieng, S. M., Mahlase, G., MacDonald, S., Christie, S., Cornman, D. H., ... &
Fisher, J. D. (2014). HIV transmission risk behavior among HIV-positive patients

receiving antiretroviral therapy in KwaZulu-Natal, South Africa. AIDS and
Behavior, 18(8), 1532-1540.

Sholl, J. (2015). Putting phenomenology in its place: some limits of a phenomenology of
medicine. Theoretical medicine and bioethics, 36(6), 391-410.
https://doi.org/10.1007/s11017-015-9345-5

Singh, J. P., & Ivory, M. (2014). Beneficence/nonmaleficence. The Encyclopedia of Clinical

Psychology, 1-3.

Terblanche, A., Meyer, J. C., Godman, B., & Summers, R. S. (2017). Knowledge, attitudes
and perspective on adverse drug reaction reporting in a public sector hospital in South
Africa: baseline analysis. Hospital practice, 45(5), 238-245.
https://doi.org/10.1080/21548331.2017.1381013

Tsuda, L. C., Silva, M. M. D., Machado, A. A., & Fernandes, A. P. M. (2012). Body changes:

antiretroviral therapy and lipodystrophy syndrome in people living with HIV/aids.

100| Page


https://doi.org/10.1007/s11017-014-9315-3
https://doi.org/10.1007/s11673-010-9222-x
https://www.statista.com/statistics/370516/unemployment-rate-in-south-africa/
https://doi.org/10.1007/s11017-015-9345-5
https://doi.org/10.1080/21548331.2017.1381013

Revista latino-americana de enfermagem, 20(5), 847-853.
https://doi.org/10.1590/S0104-11692012000500005

Tuffour, 1. (2017). A critical overview of interpretative phenomenological analysis: A
contemporary  qualitative  research  approach. Journal ~ of  Healthcare
Communications, 2(4), 52.

Thanh, N. C., & Thanh, T. T. (2015). The interconnection between interpretivist paradigm
and qualitative methods in education. American Journal of Educational Science, 1(2),
24-217.

Turan, B., Budhwani, H., Fazeli, P. L., Browning, W. R., Raper, J. L., Mugavero, M. J., &
Turan, J. M. (2017). How does stigma affect people living with HIV? The mediating
roles of internalized and anticipated HIV stigma in the effects of perceived
community stigma on health and psychosocial outcomes. AIDS and Behavior, 21(1),
283-291. https://doi.org/10.1007/s10461-016-1451-5

Threadcraft , S. (2016). Political Science, Comparative Politics, Political Theory. In L. Disch,
& M. Hawkesworth (Eds.), The Oxford Handbook of Feminist Theory (pp. 1-21).
Oxford University Press: England.

Toombs, S. K. (Ed.). (2001). Handbook of phenomenology and medicine (Vol. 68). Springer

Science & Business Media.

Toombs, S. K. (1988). Illness and the paradigm of lived body. Theoretical medicine, 9(2),
201-226. https://doi.org/10.1007/BF00489413

Toombs, S. K. (1992). The body in multiple sclerosis: A patient’s perspective. In The body in

medical thought and practice (pp. 127-137). Philosophy and Medicine, vol 43.
Springer, Dordrecht. https://doi.org/10.1007/978-94-015-7924-7 8

Taibi, D. M. (2013). Sleep disturbances in persons living with HIV.Journal of the
Association of Nurses in AIDS Care, 24(1), S72-
S85. https://doi.org/10.1016/j.jana.2012.10.006

Townsend, A., Cox, S.M., & Li, L.C. (2010). Qualitative Research Ethics: Enhancing
Evidence Based Practice in Physical Therapy, Physical Therapy, 90(4), 615-628.
https://doi.org/10.2522/pt].20080388

Thomas, S. P., & Johnson, M. (2000). A phenomenologic study of chronic pain. Western

journal of nursing research, 22(6), 683-705.

Varas-Diaz, N., Toro-Alfonso, J., & Serrano-Garcia, 1. (2005). My body, my stigma: Body
interpretations in a sample of people living with HIV/AIDS in Puerto Rico. The
Qualitative Report, 10(1), 122-142. https://doi.org/10.46743/2160-3715/2005.1861

101 |Page


https://doi.org/10.1590/S0104-11692012000500005
https://doi.org/10.1007/s10461-016-1451-5
https://doi.org/10.1007/BF00489413
https://doi.org/10.1007/978-94-015-7924-7_8
https://doi.org/10.1016/j.jana.2012.10.006
https://doi.org/10.2522/ptj.20080388
https://doi.org/10.46743/2160-3715/2005.1861

Visser, M. J., Neufeld, S., De Villiers, A., Makin, J. D., & Forsyth, B. W. (2008). To tell or
not to tell: South African women's disclosure of HIV status during pregnancy. AIDS
care, 20(9), 1138-1145. https://doi.org/10.1080/09540120701842779

Van der Meide, H., Teunissen, T., Collard, P., Visse, M., & Visser, L. H. (2018). The

mindful body: A phenomenology of the body with multiple sclerosis. Qualitative
health research, 28(14), 2239-2249. https://doi.org/10.1177%2F1049732318796831
Van Bulck, L., Luyckx, K., Goossens, E., Oris, L., & Moons, P. (2019). Iliness identity:

Capturing the influence of illness on the person’s sense of self. European Journal of
Cardiovascular Nursing, 18(1), 4-6. https://doi.org/10.1177/1474515118811960
Vingerhoets, A. J., & Bylsma, L. M. (2016). The riddle of human emotional crying: A

challenge for emotion researchers. Emotion Review, 8(3), 207-217.

Valadares, A. L., Pinto-Neto, A. M., Gomes, D., D'Avanzo, W. C., Moura, A. S., Costa-
Paiva, L., & de Sousa, M. H. (2014). Dyspareunia in HIV-positive and HIV-negative
middle-aged women: a cross-sectional study. BMJ open, 4(11), e004974.
https://doi.org/10.1136/bmjopen-2014-004974

Wertz, F., Charmaz, K., McMullen, L. M., Joselson, R., & McSpadden, E. (2011). Five ways

of doing qualitative analysis: Phenomenological psychology, grounded theory,
discourse analysis, narrative research, and intuitive inquiry. New York: Guilford
Press.

Walia, R. (2015). A Saga of Qualitative Research. Social Crimonol, 5(2), 124.

Willig, C. (2008). Introducing qualitative research in psychology (2nd ed.). McGraw Hill
International: United States.

Wyrod, R (2013). Gender and AIDS Stigma in Liamputtong, P. (Ed.). (2013). Stigma,
discrimination and living with HIV/AIDS: A cross-cultural perspective. Springer
Science & Business Media.

Webel, A. R., Perazzo, J., Decker, M., Horvat-Davey, C., Sattar, A., & Voss, J. (2016).
Physical activity is associated with reduced fatigue in adults living with
HIV/AIDS. Journal of advanced nursing, 72(12), 3104-3112.
https://doi.org/10.1111/jan.13084

Wilde, M. H. (2003). Embodied knowledge in chronic illness and injury. Nursing
Inquiry, 10(3), 170-176. https://doi.org/10.1046/].1440-1800.2003.00178.x

Walker, L. (2019). “There’s no pill to help you deal with the guilt and shame’: Contemporary
experiences of HIV in the United Kingdom.Health,23(1), 97-
113. https://doi.org/10.1177%2F1363459317739436

102 | Page


https://doi.org/10.1080/09540120701842779
https://doi.org/10.1177%2F1049732318796831
https://doi.org/10.1177/1474515118811960
https://doi.org/10.1136/bmjopen-2014-004974
https://doi.org/10.1111/jan.13084
https://doi.org/10.1046/j.1440-1800.2003.00178.x

Williamson, L. M., Buston, K., & Sweeting, H. (2009). Young women and limits to the
normalisation of condom use: a qualitative study. Aids Care, 21(5), 561-566.

Yaron, Meershoek, Widdershoven, van den Breke, & Slatman. (2017). Facing a Disruptive
Face: Embodiment in the Everyday Experiences of ‘‘Disfigured’’ Individuals. Hum
Stud, 40, 285-307. DOI 10.1007/s10746-017-9426-8.

Yuh, J. N., Ellwanger, K., Potts, L., & Ssenyonga, J. (2014). Stigma among HIV/AIDS
patients in Africa: a critical review. Procedia-Social and Behavioral Sciences, 140,
581-585. https://doi.org/10.1016/].sbspro.2014.04.474

Zahavi, D. (2019). Phenomenology: the basics. Routledge: London.

Zhang, Y., & Wildemuth, B. M. (2009). Unstructured interviews. Applications of social
research methods to questions in information and library science, 222-231.

Zinn, R. J., Serrurier, C., Takuva, S., Sanne, I., & Menezes, C. N. (2013). HIV-associated
lipodystrophy in South Africa: the impact on the patient and the impact on the plastic
surgeon. Journal of Plastic, Reconstructive & Aesthetic Surgery, 66(6), 839-
844.https://doi.org/10.1016/j.bjps.2013.02.032

103|Page


https://doi.org/10.1016/j.sbspro.2014.04.474
https://doi.org/10.1016/j.bjps.2013.02.032

APPENDICES

Appendix A: Information Sheet

o&“fjjﬂum’%zo Department of Psychology - ;’\,\* N J 4%
& % School of Human & Community Development N 3
s _ Kl ¢ University of the Witwatersrand E g s
Private Bag 3, Wits, 2050 . .
Tel: 011 717 450 Fax: 011 717 4559 Hannesed”
Greetings

My name is Nontozamo Tsetse, a Masters student in community-based counselling
psychology at the Department of Psychology at the University of the Witwatersrand. |1 am
conducting research towards my research report. The study aims to understand how do HIV
positive women experience the side effects of HIV treatment in relation to their bodies. A
description of the experiences of being on HIV treatment as lived by the person will help in
understanding the side effects of the HIV treatment in order to reduce potential negative
effects on therapy such as reduced adherence to the treatment and improve quality of life of
people who are living with HIV. I would like to invite you to take part in a research study.
Before you decide you need to understand what the research is about, why the research is
being done and what it would involve for you. Please take time to read the following
information carefully. Take time to decide whether or not to take part. Thank you for your
interest in the research. Please feel free to ask any questions once you have finished if you

have any.

If you agree to participate in the research, you will be asked to take part in one interview
session that will be recorded and each interview might take up to 90 minutes. You can
withdraw from the interview at any time when you want to stop or feel uncomfortable. The
session will focus on your life history in relation to living with HIV, details of your lived
experiences of being on HIV treatment and reflection on the meaning of your experience. The
interview aims to put your experience in context by asking you to tell the researcher as much
as possible about your experiences of being on HIV treatment. Everything you tell the
researcher will only be seen by the research team which is my supervisor and | (the
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researcher). For wider use identifying information such as specific location, dates, and names
will be changed to ensure that no identifying information is linked back to you. Interviews
will be conducted in English, isiXhosa or isiZulu. We will store the recordings on our
computers that are password protected for five years. When this period has passed, we will

destroy both the recordings and transcripts.

Taking part in this research is voluntary. Your participation or non-participation will in no
way affect your relationship with the NGO. If you do not want to take part, you do not have
to give a reason and no pressure will be put on you to try and change your mind. If you
decide to participate, what you have to say is very important as it will help others better
understand the experiences of being on HIV treatment. If you are comfortable, we will
proceed with the interview. You may contact the researcher at any time during the research.

Contact persons for more information or interest in taking part:

Researcher: Nontozamo Tsetse
(nontozamo.tsetse@gmail.com)
0799742497

Supervisor: Dr Nkululeko Nkomo

nkululeko.Nkomo@wits.ac.za
0117174542

Free Counselling Services Contact Details
Lifeline 0117281348

Life Care Centre 011 788 4784

Emthonjeni Community Psychology Clinic 011 717 4513
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Appendix B: Informed Consent

o WOPHU, Psychology FOIN J T
*\0‘9 \o/ ‘o(o School of Human & Community Development & <,
§ \oorord % University of the Witwatersrand z %
? comiunry e Private Bag 3, Wits, 2050

Tel: 011 717 450 Fax: 011 717 4559

Consent Form (Interview)

I, , consent to being interviewed by Nontozamo
Tsetse, for a study exploring experience of HIV positive women on antiretroviral therapy. |
understand that:

- Participation in this study is voluntary. I:l
- | may refrain from answering any questions. El

- | may withdraw my participation and/or my responses from the study at any time before the research
report is examined. |:|

- 1 may voice to the researcher any concerns | have about my participation in the study, or |:|
consequences | may experience because of my participation, and to have these addressed to my
satisfaction

- All information provided will remain confidential, although 1 may be quoted in the research
report.

- If I am quoted, a pseudonym (Participant A, Respondent B etc.) will be used.

L1 O

- None of my identifiable information will be included in the research report.

- | am aware that the results of the study will be communicated in the form of a research report or
journal articles.

[]

- The research may also be presented at a local/international conference and published in a journal
and/or book chapter.

[]

Signed:

Date:
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Appendix C: Audio Recording Consent
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Consent Form (Recording)

I, give my consent for my interview with
Nontozamo Tsetse to be audio recorded for a study exploring experience of HIV positive women on
antiretroviral therapy. Please tick the relevant boxes. | understand that:

[ ]

- The audio-recordings and transcripts will not be seen or heard by anyone other than the researcher
and/or their research supervisor.

- The audio-recordings and transcripts will be kept in a password protected computer. |:|
- No identifying information will be used in the transcripts or the research report.

- Although direct quotes from my interview may be used in the research report, | will be referred to by
a pseudonym.

Signed:

Date:
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Appendix D: Interview schedule
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IN-DEPTH SEMI-STRUCTURED INTERVIEW SCHEDULE

HISTORICAL CONTEXT

Can you tell me about how you came to initiate HIV treatment?
What are experiences have you had with HIV and the side effects of the treatment?

DETAILS OF EXPERIENCES

e Questions on function embodiment

o Can you tell me about how the treatment interfere or helps with your ability to

engage in certain activities?
Do you feel like you are able to do and not do certain things comparing

before you had HIV and after diagnosis and initiated treatment?

= What can you eat and not eat etc?
o Please tell me about how living with HIV and the side effects of the treatment

affect your reproductive body?
e Questions on affective embodiment?

o How do the side effects of HIV treatment affect your sense of self in relation
to your physical body?
o What are appraisals and feelings about your body in relation to living on HIV

treatment?

e Questions on material embodiment?
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o Can you please tell me a bit more about how are you experiencing your body

differently or familiar?

o Do you feel any different comparing to before diagnosis and living on HIV

treatment?
o Can yous still relate to your body the way you used to before?
o Do you see yourself differently?

e Questions on social dimension?
o How do other’s reactions to your body affect your self-worth or sense of self?

o Are you self-conscious in social interactions?
= What makes you self-conscious about how you appear to others?

o How do you think you would be if your body was not always in view and

subject to the judgments of others?

o Do you feel any pressure to engage in beauty work as the results of the side

effects of HIV treatment?

= Can you tell me more about the self-improvement activities you do as a

response to side effects of the HIV treatment? If any.

REFLECTIONS ON THE MEANING

e How do you make sense of the questions | asked you?
e What meaning do you make of the side effects of HIV treatment in terms of engaging
in certain tasks, feelings about self and interactions with others?
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