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DEDICATION

This monograph is dedicated to all the young people who are infected with, and affected by
HIV and those who have died of AIDS-related illnesses in Swaziland.
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PART ONE: SETTING THE STAGE

This first part provides an introduction and background to the study. It has two chapters:
chapter one introduces the study and presents a general overview of the research, and chapter

two focuses on the methodological approach.



CHAPTER ONE

INTRODUCTION AND BACKGROUND

Introduction

Sicelo was diagnosed with pulmonary tuberculosis (TB) and human immune-deficiency virus
(HIV) in 2009, when he was eleven years old, and was started on anti-TB and antiretroviral
(ARV) treatment the same year. When | met him in 2013, he was fourteen, and living with
his paternal grandmother and other family members. His biological parents (father and
mother) were both alive, but they were not married when Sicelo was conceived and they went
their separate ways a few years after his birth. His father lived in one of the industrial towns
with Sicelo’s stepmother and their two children. Although Sicelo wished to stay with his
father, | was informed that his stepmother was against the idea. Sicelo’s biological mother
spent most of her time in Johannesburg as a cross-border trader selling handicrafts. During
school holidays, Sicelo occasionally visited his maternal family. However, his paternal
grandmother was against the visits, alleging that it resulted in Sicelo ‘defaulting’ on (skipping
or missing) his treatments because of lack of supervision. Yet according to Sicelo, he
intentionally defaulted on his treatment because he wanted to go and stay with his father.
Hence, Sicelo has restarted his ART and TB medication three times. On the day | met Sicelo,
it was to be his fourth re-initiation, and he was to be switched to a second-line regimen of
ARV drugs because, according to the nurse at the clinic, he had developed resistance to the
first-line drugs. At the time of the study Swaziland did not have a third-line ARV regimen, so
nurses and doctors at the clinic were concerned that if Sicelo failed to take his drugs this time
around, he would be out of options for treatment. Sicelo had also developed multidrug-
resistant TB (MDR-TB) and needed to be admitted to a facility for stronger and longer TB
treatment. At the time of the study, the two families had not met to discuss Sicelo’s health
and social situation because, according to his paternal grandmother, ‘they (maternal family)

don’t care’ (interview, 2013).

Sicelo is one of between ten and twelve thousand adolescents living with HIV in Swaziland
(Ministry of Health [MoH], 2014), a country where one-fifth of the 1.2 million people are
infected with the virus (Central Statistics Office [CSO] and Macro International, 2008). His



story provides a glimpse of the larger context of adolescents living with HIV and illness in a
high prevalence, resource-limited setting, as well as how family dynamics and children’s

tactics impact adherence and the overall health of children living with HIV.

A significant proportion of adolescents are growing up without one or both biological
parents, many of whom have died of AIDS-related diseases, in most countries in sub-Saharan
Africa (Heuveline, 2004; Hosegood, 2009; Phillips, 2011; Ritcher and Sherr, 2008; Ritcher et
al., 2009). Others, like Sicelo, are for different reasons also growing up under the care of just
one parent, grandparents, siblings, stepparents, or foster parents (Heuveline, 2004; Phillips,
2011; Ritcher et al., 2009). Studies show the disruption that an HIV-positive diagnosis has on
adults’ lives, and the important role of family support in coming to terms with the HIV illness
and in shaping a more positive identity (Mburu et al., 2014b; Reynolds-Whyte, Mongensen,
and Twebaze, 2014; Russell et al., 2015). However, the subject of adolescents living with
HIV in different family contexts has received very little attention, and especially not from the
adolescents themselves. Without an empirically informed understanding of young people’s
needs, a mismatch in care needed by adolescents and provided by different caregivers is

bound to happen.

The primary objective of this study is to understand how different family configurations
influence the experiences and meaning-making — the act of making sense of an
experience...to make an interpretation of it (Courtenay, Merriam and Reeves,1998:65) — of
adolescents living with HIV in a resource-limited setting that is affected by a high prevalence
of HIV. The primary participants in the research were young people aged between twelve and
nineteen years in rural and urban settings in Swaziland who were both aware of their HIV-
positive diagnosis and on ART. Situating these adolescents’ experiences within their familial
worlds, this study asks: What are adolescents’ motivations for HIV testing? How do they
make sense of, and respond to an HIV-positive diagnosis? And how do they navigate
treatment, stigma, and the disclosure of their HIV status in their everyday lives? Although a
mixed-methods approach was used to collect data, the bulk of the dissertation draws on and
presents the findings of my qualitative work with thirteen adolescents (details in chapter
three) whom | followed over a period of at least a year and up to eighteen months. |
triangulated the data from this qualitative research with that of their parents and health care
providers, at facility and community levels, as well as with data collected from key

informants. | expand on this methodological approach in chapter two.



The next section of this chapter provides a brief background to and rationale for the study.
Following that, I present the conceptual framework and research questions, and conclude

with an overview of the rest of the chapters of the dissertation.

Study background

The study was one of four social science studies that formed part of a two-phase intervention
project, known as MaxART, which sought to maximise the use of ART for treatment and
prevention of HIV. According to the funding proposal posted on the website of one of the
main partners of the MaxART Consortium, Stop AIDS Now!, the primary goal of the project
is to ‘improve the lives of people living with HIV (PLHIV) and prevent new HIV infections
in Swaziland” while demonstrating the ‘feasibility, cost-effectiveness and clinical outcomes
of implementing ART for prevention in a “real life” environment at population level’ (Stop
AIDS Now!, 2011). The first phase of the project, which ran from 2011 to 2014, focused on
addressing the barriers to HIV testing, treatment, and retention in HIV care. The social
science research provided evidence on structural and other barriers, and made
recommendations regarding innovative interventions to improve access and retention. Phase
two was designed and built upon the activities of the first phase, and focused on the universal
treatment for all people diagnosed with HIV (Jennisken, 2015). Swaziland was chosen for the
implementation of the project because of its high HIV incidence and prevalence, as well as its

small population size.

The first phase of the project focused on increasing the number of people who test for HIV,
enrol in treatment, and are retained in HIV care. Strategic interventions included community
mobilisation and ‘fast-track’, that is, accelerating the delivery of high impact and focused
(UNAIDS, 2015a) HIV testing and treatment services targeting hard-to-reach groups such as
men and adolescents. Also instituted at the point of service was a system to assess eligibility
for ART (explained further in chapter five): the point-of-care cluster of differentiation 4
(CD4) count. Social science research and mathematical modelling formed core components
of the project, with the role of social science research being to provide in-depth empirical
evidence on structural barriers to the uptake of services (that is, people’s participation in
HIV testing and ART and their retention in HIV care), particularly among hard-to-reach
groups in Swaziland. In the MaxART project, hard-to-reach groups were identified as men
and adolescents because available programmatic data indicated that fewer people in these two



population groups were testing for HIV or accessing treatment, and that fewer were retained

in HIV care after starting treatment.

At the inception of the study, | had planned to explore how perceptions of gender and
sexuality by adolescents, influenced their access to and utilisation of HIV services in both
urban and rural settings. In addition, | wanted to examine how these perceptions influenced
their experience of living with HIV. Two incidents concerning the disclosure of adolescents’
HIV status (described in detail in chapter seven), which occurred two weeks apart during my
early field work, caught my interest, and prompted me to focus the study on how the family
context in which adolescents living with HIV are growing up shape their experiences and

meaning of living with HIV.

The context

Swaziland is a small (17364 km?) landlocked and sovereign state situated in southeast Africa
between Mozambique and South Africa. The country gained its independence from the
British in 1968. The last population census, which was carried out in 2007, measures the
country’s population at about 1.18 million (CSO, 2008) while the World Population Review
(2016) suggests a slow population growth with an estimation of about 1.29 million people in
2015. The majority of the population is ethnic Swazi (97%), is female (52.7%), lives in the
rural areas (79%), and lives below the poverty line (63%) (CSO, 2011). Like in most
countries in Africa, women are disproportionately poor compared to men (CSO, 2011). Fifty
percent of the population is below the age of 20 and approximately 25% are adolescents

between ten and nineteen years old (CSO, 2008).
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Figure 1: Map of Swaziland, showing the four administrative regions. The study
took place in the Manzini Region (shown by a brown shade in the map). Source:
http://www.ezilon.com/maps/africa/swaziland-maps.html

Swaziland is classified as a lower-middle-income country, with a per capita gross national
income of USD 2,233.00 (World Bank, 2014b). The country has significant income
disparities: in 2012, a high proportion (63%) of the population lived below US$2 per day
(World Bank, 2014a). The inequality has been exacerbated by the negative economic growth
that the country has experienced over the last two and a half decades, from a gross domestic
product of 4.79% in 1980 to -0.10% in 2010 (World Bank, 2014b; see also Mafusire and


http://www.ezilon.com/maps/africa/swaziland-maps.html

Leigh, 2014). Although literacy rates are high (ranging from 87.8% for adults to more than
90% for young people between fifteen and twenty-four years of age) (UNICEF, 2013),
negative economic growth has resulted in high unemployment rates ranging from about 30%
for the general population (Brixiova, Fakudze, and Kangoye, 2012) to over 60% for youth
under the age of 30 years (International Labour Organisation [ILO], 2014; UNICEF, 2015).
Other groups experiencing high unemployment and, therefore, high poverty levels include
adult women, less educated people, and rural populations (Brixiova, Fakudze, and Kangoye,
2012). The high levels of income inequality, poverty, and unemployment have been cited as
indirect causes of the high HIV incidence and prevalence in the country (Mngadi et al.,
2009).

HIV and AIDS remain a major public health and human development challenge in Swaziland
(Daly, 2001; National Emergency Response Council on HIV and AIDS [NERCHA], 2009;
Joint United Nations Programme on HIV and AIDS [UNAIDS], 2012). Since 1986, when the
first HIV-positive diagnosis was made in the country, the epidemic has progressed through
three distinct phases: an exponential increase in HIV prevalence between 1992 and 2008, a
plateauing in 2010, and since then a slow decline. A demographic health survey conducted in
2007 found that one in four people aged two years and older were living with the virus, and
that the infection rate was even higher (26%) in the sexually active population, aged fifteen to
forty-nine years (CSO and Macro International, 2008). The Swaziland HIV Incidence
Measurement Survey (SHIMS) conducted five years after the demographic health survey,
reported a similar prevalence, indicating that the epidemic had stabilised (Ministry of Health,
2012). By the end of 2014, estimates suggested that between 200,000 and 230,000 Swazis
were HIV positive (UNAIDS, 2014), representing between 19.6% and 22.6% respectively, of
the 2007 population. The observed stabilisation in the HIV prevalence is said to have been
an outcome of a number of factors including increased access to ART, decline in HIV-related
deaths, and declining new infections (Bicego, et al., 2013). The proportion of those newly
infected with the virus — HIV incidence — declined from a high of 4.6% of the country’s
sexually active population in 2003, to 2.7% and 2.4% in 2009 and 2011 respectively (MoH,
2012; UNAIDS, 2012). Projections suggested that by the end of 2015, the incidence would
have further decreased to 1.4% (MoH, 2010). Whether there has been a decline is yet to be
proven through the second HIV incidence measurement survey commissioned by the
Ministry of Health in early 2016.



Like in most countries in Sub-Sahara Africa, unprotected heterosexual transmission is the
main mode of HIV transmission in Swaziland, responsible for more than 94% of HIV among
adults (Mngadi et al., 2009). Multiple concurrent sexual partnerships; low, incorrect, and
inconsistent use of condoms; poverty and unemployment; and gender inequality are said to be
the key drivers of the epidemic (Mngadi et al., 2009) as is migration (Crush et al. 2010;
Mngadi et al., 2009).

The epidemic has not only affected the lives of individuals but family structure and socio-
economic dynamics as well. The high rate of HIV infections witnessed in the first two
decades of the epidemic was accompanied by unprecedentedly high AIDS-related deaths,
particularly among the socio-economically productive population of middle-aged adults who
were relatively young parents as well. The deaths of young parents led to an increase in
orphaned children whose care was taken over by grandparents or extended family members
(Whiteside et al., 2003). As a result, by 2012, the number of children who had lost either one
or both parents to AIDS-related illnesses was estimated at 78,000, a figure representing 65%
of the 120,000 orphans in the country (UNICEF, 2012). When family bread winners died,
family resources shrunk, poverty deepened, and kin, particularly grandparents, took on care-
giving for, and guardianship of orphaned children (Makadzange and Dolamo, 2011; Pons et
al., 2012). Some of these children who were left behind by their parents were infected with

HIV and are now in their adolescence.

HIV among adolescents

Swaziland is home to approximately 300,000 (24.3% of the 1.2 million population)
adolescents (10-19 years). Although the number of those living with HIV is not readily
known, UNAIDS estimated that there were 12,000 HIV positive adolescents in 2012,
representing 5.6% of Swaziland’s 210,000 PLHIV (UNAIDS, 2013; see also WHO, 2014). In
2013, the estimate was 11,000 (UNICEF, 2014), showing a decline of a thousand. Though the
reason for the decline has not been explained, it could be attributed to either under-estimation
or it could be an indication of higher AIDS-related deaths in this population alongside a
decrease in new infections. However — and most important — the fluctuation could reflect the
lack of collection, collation, and production of adolescent-specific HIV data; currently the
country uses age ranges that divide the population into children (0-14 years) and adults (15—
49 years). Nonetheless, of the 13,000 new infections reported in the country in 2013, between
1,100 and 1,300 were among adolescents (UNAIDS, 2013). This number increases to about



50% of all new infections if the definition of adolescent expands to include the age group of
20-24 years (Bicego et al., 2013; see also MoH, 2012). Sixty-eight percent of the new
infections in adolescents were among females, raising a red flag regarding the vulnerability of
girls to HIV. The same year, 2012, estimates indicate that about 500 adolescents died of
AIDS-related illnesses (UNAIDS, 2015b).

Early sexual debut, delayed marriage, and short-term sexual relationships have been cited as
the main risk factors for HIV in young people. According to the Central Statistics Office
(2010), in Swaziland the median age of sexual debut is sixteen years, while that of marriage
IS twenty-six years. The ten-year period between first sex and marriage is marked by
premarital sex often with older and more sexually mature people (especially girls with older
men), in short-term serial or concurrent relationships, thus exposing adolescents to risk of
HIV (CSO, 2010). Recent studies from other countries are, however, challenging the
emphasis on sexually acquired HIV among adolescents. A multi-country study carried out in
Namibia, Swaziland, and Zimbabwe reported that up to 60% of adolescents who tested HIV
positive were virgins (Deuchart, 2010; Tennekoon and Roseman, 2014). This may simply be
interpreted to mean that most of adolescents could have been infected through mother-to-

child transmission.

Other risk factors for HIV-infection among young people include peer pressure and
experimentation with illicit drugs, alcohol, and sexual intercourse, as well as structural
factors such as poverty and unemployment (WHO, 2013). Recent estimates, however, report
a reduction in new HIV infections among adolescents in Swaziland, attributed to a decline in
risky sexual behaviour, as adolescents may be delaying sexual debut, reducing the number of
sexual partners, and/or increasingly using condoms consistently during sexual intercourse
(MoH, 2012).

Despite the statistics on HIV incidence and prevalence, and the fact that HIV testing is
required to access HIV prevention, treatment, and care services, less than one-fifth of
adolescents aged eighteen to nineteen years know their HIV status in Swaziland (Bicego et
al., 2013) and this percentage drops even lower when all age groups are considered
(UNICEF, 2010). The reasons why adolescents have such low uptake of HIV testing and
related services have not been studied in the context of Swaziland. Findings from other
countries in sub-Saharan Africa indicate that inadequate access to health services, unfriendly

and un-welcoming health care environments, age of consent, poverty, lack of comprehensive



knowledge about HIV, and the lack of prioritisation of adolescents in national HIV policies
and programs are some of the factors contributing to the negative impact of the epidemic on
adolescents (De Bruyn, 2000; DiClemente et al., 2008; Silverman, 2013; UNAIDS, 2013).
Other studies have pointed to parental reluctance to test their children as the reason for low
up take of HIV testing by young people (cf. Bandason, et al., 2013; Fox, et al., 2013;
Murphy, Rwemisisi, et al.,, 2008). The reluctance is because in perinatally transmitted
infection, a child’s diagnosis reflects back on parents’ sexual lives particularly where HIV is
predominantly transmitted heterosexually. Hence, parents or guardians are often reluctant to
test children for HIV, resulting in delayed diagnosis and treatment, low retention in care
services, and poor adherence to ART (Bakanda et al., 2011; Coovadia and Mantell,
2010;ldele et al., 2014; Gary, 2010; Nachega et al., 2009; WHO, 2014).

Adolescence and living with HIV
Adolescence has been described as a ‘fascinating period in life . . . a journey of discovery and

an age of emerging adulthood’ (Arnett, 2010: xii). Adolescence is characterised by
accelerated physical growth, and emotional and psychological development (UNICEF, 2015).
It is a period in life where preoccupation with the self and the body becomes prominent,
autonomy and social identity are pursued, and new relationships are formed (Arnett, 2010).
Being accepted, loved, and socially connected are central quests for most adolescents (WHO,
2008). In this time of seeking social (and romantic) attention and belonging, any condition
that sets an adolescent apart from others, and that may result in him or her being ridiculed,
socially excluded, or rejected, or tainting his or her sense of self and the body, such as an
HIV-positive diagnosis, is bound to cause distress (Arnett, 1999; American Psychological
Association [APA], 2002; Cluver, Gardner, and Operario, 2008).

Just like adults diagnosed with HIV (see for example Russell et al., 2015), an HIV-positive
diagnosis adds a layer to an identity, which adolescents have to embrace, live with, and
manage for the rest of their lives. As part of the biosocial and therapeutic demands of living
with HIV as a chronic disease, adolescents have to learn and adjust to self-management, a
process that has been described as ‘complex and dynamic . . . involving activation of
resources from health systems and social networks . . . and incorporation of the illness into
their identity and everyday lives’ (Russell et al., 2015: 2; see also Helman, 1995; Prince,
2016). In essence, adolescents have to manage relationships with themselves, that is, how
they feel and relate to their “diseased body” (Helman, 1995; Prince, 2016). They also have to

manage relationships they have with those around them, particularly their parents, guardians,
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and extended family members, upon whom they depend for their care needs. This may create
a conflict with their desire for independence or autonomy on the one hand and the everyday

disciplined life demanded in managing chronic HIV disease on the other.

Furthermore, adolescents have to learn to manage time. Several studies have noted the
salience of time in chronic illness experiences (Corbin, 2003; Charmaz, 1991; Richardson et
al., 2008). People living with a chronic illness have to plan and adjust their daily lives around
illness activities that need to be performed at particular times (Corbin, 2003; Charmaz, 1991).
Adolescents — like all people living with HIV — have to adjust their everyday lives around
taking medication at specific times and keeping clinic appointments, in addition to making
time for social activities like socialising with friends. Time can also be conceived in terms of
the future; adolescence is a period where plans for the future are laid down. For adolescents
living with HIV, these plans incorporate thoughts about the future trajectory of the illness,
including sexual relations, disclosure to partners, starting their own families, and the
prognosis of the disease. As noted by Corbin, time is of particular importance during illness,
particularly one that is fraught with uncertainty, in which ‘one might not be certain how much
biographical time is left and what the time that remains will be like’ (2003:259). Thus, to
realise optimal health benefits from ART, timely diagnosis, enrolment in antiretroviral
treatment and strict adherence to ART every day for the rest of adolescents’ lives is critical.

Therefore, time becomes of the essence (Corbin, 2003; Sikstrom, 2014).

Adolescents also have to embrace the multiple identities of being adolescents, being orphans,
and living with the virus. This may be particularly difficult for adolescents who lack ongoing
psychosocial support, as may be the case in some families like that of Sicelo, or who interact
with health systems that are not adolescent friendly, that is, health systems that are sensitive
and responsive to health needs specific to adolescents, and which are provided in privacy,
where confidentiality is held high, and in an environment where there would be no adult
interference (WHO, 2002; 2012). Studies have shown that adolescents living with HIV who
have little or no psychosocial support may turn to destructive coping strategies such as the
use of drugs and/or alcohol, or, worse, may attempt or commit suicide (Cluver and Gardner,
2007; Cluver, Gardner, and Operario, 2008; Palmier, 2011; Schlebusch, Burrow, and Vawda,
2009).

Most HIV programmes expect families to provide the ongoing support that adolescents need
as they come to terms and adjust to living with HIV. But to care for adolescents, families
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need resources. However, HIV and AIDS depletes resources, leaving families with little or
nothing to use in their care-giving role, particularly in Swaziland where the state provides
little social security support to families and population groups described as vulnerable, such
as PLHIV. In such family environments, adolescents are confronted by and have to deal with
biosocial disruptions, which may affect their emotional, psychological, and physical well-
being and exacerbate their suffering and uncertainty. Despite the realisation that structural
factors influence access to services, HIV illness experiences, and disease management, HIV
interventions continue to be dominated by biomedical technologies (Idele et al., 2014; Mburu
et al. 2014b; Skovdal and Belton, 2014). A focus on social factors is particularly pertinent for
adolescents because, as Skovdal and Belton (2014: 2) point out, the health of adolescents is
largely determined by factors beyond the biomedical or health system domain and includes

those in their micro-, meso-, and macro-environment.

HIV and the family in Swaziland

In their book on African systems of kinship and marriage, Radcliffe-Brown and Forde, state
that ‘almost everywhere in human societies ... the first experience that a person has of
society is in the parental family, the intimate domestic group of father, mother and children’
(2015:70). This statement also applies to care: the family, in its many forms, is the primary
unit of HIV care for adolescents infected with and affected by the epidemic. Hence,
adolescents’ experience of HIV is influenced by the clinical disease as much as, and largely
by, how the illness is perceived and discussed in their social environments, with the primary
and strongest direct influence exerted by the family (Miller and Murray, 1999; Petersen et al.,
2010). Therefore, to understand the adolescents’ experiences, we need to explore and

understand their family situations.

In Swaziland, as in other countries in sub-Saharan Africa, the structure of the family has
undergone significant changes in the last century in response to political, social, and
economic transformations at the global level. Besides the shrinking of the extended family,
which has historically been the linchpin of childcare and socialisation in African settings,
changes in family structure and composition have led to the prominence of alternative
household forms (Penn, 2005:104-110). These include households headed by single parents,
step-parents, and children, as well as households in which leadership skips a generation.

At community-level, community-based centres (such as neighbourhood care points and ka-

Gogo centres), fictive kin or ‘families’ provide nutritional and psychological support to
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orphaned and vulnerable children. This care arrangement is in many ways similar to what
used to be in the olden days of multi-generational homesteads, where a child was said to
belong to a village, and every old person was regarded as a parent to a child. Support groups
have also played a prominent role in the care of children and adolescents infected and
affected by HIV in rural Swaziland (Dlamini, 2007; Regional Evidence Building Agenda
[REBA], 2007; UNICEF, 2006).

A change in the institution of marriage has also contributed to changes in family structure and
composition. Increasingly young adults are having children before marriage. Some of these
young parents end up separating and marrying other spouses, resulting in their first child or
children being raised in stepfamilies. In some cases young adults, especially the educated and
affluent, are choosing to either delay marriage or not to marry at all, and to raise their
children as single parents. Single-parent families have also resulted from increasing rates of
legal separation or divorce, and some parents are separated by work or other economic

related activities, leaving their spouses to raise their children singlehandedly.

HIV and AIDS have affected intergenerational relations and family capital (Ferreira, 2001),
and in particular, have led to high mortality rates among the most economically and socially
productive segment of the population. Children of the deceased are left under the care of the
extended kin and family members, particularly grandparents, and in some cases, on their
own, resulting in child-headed families.

How HIV is perceived, talked about, and experienced in these different family environments
is bound to influence how adolescents experience HIV illness and meaning of living with the
virus. This study aims at exploring the experiences on the adolescents in these family

environments.

Rationale for the study

Adolescents are disproportionately affected by the HIV and AIDS epidemic (Idele et al.,
2014; Bond, 2010; Cowan and Pettifor, 2009), not only in terms of being infected with the
virus or HIV-related illness, but also in terms of experiencing multiple losses in their lives —
such as the loss of a parent or both parents, loss of a healthy childhood, amongst others
(Cowan and Pettifor, 2009; Domek, 2006), and uncertainty about their life (Brashers et al.,
1999; Kerr and Haas, 2014; Mishel, 1988; 1999) and about the future (Bernays et al., 2014).
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In resource-poor settings like Swaziland, adolescents have to deal with both the chronic
biomedical uncertainty of the HIV illness, which is characterised by episodes of acute
opportunistic infections that produce complex care demands, and erratic familial support
(Domek, 2006; Russell and Seeley, 2010). These may pose a psychological burden to

adolescents, which in turn may influence their experience of living with the chronic illness.

In order to enact relevant policies, create programmatic interventions, and provide relevant
supportive care at all levels, it is imperative to understand adolescents’ experiences from their
perspective. While there is a growing body of research focusing on the lived experiences of
adolescents living with HIV in resource-limited settings, the data from studies conducted thus
far are derived from their caregivers, such as parents and guardians. Where adolescents’ own
perspectives have been studied, the heterogeneity of the family environment has not been
taken into consideration. Rather the family has been studied as though it were a homogenous

structure.

This lack of evidence derived from adolescents’ perspectives has resulted in a lack of
effective programming to address their specific needs (Idele et al., 2014; Kapogiannis et al.,
2014; Li et al., 2010; Pettifor et al., 2013).This study is timely as both the country and the
international community have embarked on targeting adolescents through the ‘all-in

campaign’ launched by UNAIDS in 2014, which aims at ending HIVV among young people.

Research questions

The primary question of the study is: What are the experiences of adolescents living with

HIV in different family contexts in Swaziland?
The research was designed to answer the following seven interrelated questions:

1. What does it mean to be an adolescent and living with HIV in Swaziland?

2. How do the family environment and relational dynamics impact the HIV illness
experience and meaning?

3. What are adolescents ‘everyday experiences with ART, care, and support?

4. What are adolescents’ experiences with and motivations for adherence to ART?

5. What types of stigma do adolescents experience; what perpetuates such stigma, and

how do adolescents manage stigma and discrimination?
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6. How do adolescents deal with disclosing their HIV-positive status, and what factors
promote or hinder such disclosure?

7. What tactics do adolescents use to navigate familial and health system environments
to access HIV services?

Conceptual approach

The study wuses three interrelated frameworks: the social-ecological framework
(Bronfenbrenner, 1989), children- and youth-centred studies (e.g. Christensen, 2004, 2010;
Jans, 2004; Kirk, 2007; Powell, 2011), and social navigation theory (Vigh, 2009). According
to Skovdal and Belton, ‘HIV is experienced, lived and managed within interpersonal
relationships, and overlapping and complex social structures. . .” (2014:1), using the three
interrelated frameworks will assist not only in exploring adolescents’ experiences at
individual personal level, but also how the experiences are shaped by the family, community,

and societal environments in which adolescents live.

The social-ecological framework was first developed by Bronfenbrenner to look at child
development. It has been applied in various studies over the years and in the process
modified. The social-ecological framework recognises that direct and indirect interactions
within multiple levels of the social environment influence and continuously shape human
experiences and relations. According to Bronfenbrenner (1989), these levels include one’s
immediate environment (micro-system, such as family, friends, and peers), proximal
environment (meso-system, such as community, school, church), distal environment (exo-
system, such as parents’ workplace), and remote environment (macro-system, such as cultural
norms and beliefs). Applied in this study, the model suggests that adolescents’ perceptions,
meanings, and experiences of HIV are influenced and continuously shaped by interactions
with their social environment (Mugavero, Norton, and Saag, 2011; Mburu et al., 2014; Viner,
2012). While interactions in the immediate and proximal environment may affect
adolescents’ illness experience directly, such as how HIV is spoken about at the family and
community level, those in the remote and distant environments also have influence, such as
HIV policies at the national and international levels. The social-ecological approach has the
potential not only to expand and deepen our understanding of the context-specific issues that
shape and are shaped by adolescents’ experiences, but also to explore what relevant support
and interventions are required to achieve better health outcomes, including their larger life

projects. However, in order to understand adolescents’ experiences and meanings, we need
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to engage them as actors in their own right, requiring researchers to take a child- and youth-

centred approach.

Children and youth-centred studies posit that adolescents are not mere passive recipients of
social norms and practices, but are social actors in their own right (Christensen and James,
2000; Caldwell et al., 1998; James and Prout, 1990; Honwana and deBoeck, 2005; Honwana,
2006). Adolescents are capable of challenging, resisting, and shaping — and being shaped by
— societal norms and events in their lives (Bandura, 2001; 2006), as well as crafting future
dreams and aspirations (horizons) in ways most relevant to them and their social worlds.
According to Honwana and de Boeck, adolescents are not ‘proto-adults but beings-in-the-
present’, (2005:4); Caldwell et al. write that they are ‘instruments of change’ of their own
life-worlds (1998:137).They are also not ‘passive recipients of HIV treatment, care and
support’ (Skovdal and Belton, 2014:5; see also Porter, 1996; Skovdal, et al., 2009; Skovdal
and Daniel, 2012) but participants in shaping the course of their illness trajectory
(Mupambireyi et al., 2014). In this approach adolescents are not simply vulnerable victims
(Cheney, 2011) of structural normative beliefs, policies, and practices, but rather active

agents who are able to adapt in various ways to the biosocial demands made by HIV.

The concept of social navigation as an analytical lens, according to Vigh (2009), brings to our
attention the tactical ways in which adolescents — as active social agents— intentionally and
purposively expand the horizons of possibilities in a world of HIV uncertainty. Building upon
Bourdieu’s theory of practice, Vigh’s concept of social navigation states that a person facing
a difficult situation, such as war or HIV, employs tactics and strategies to negotiate an
undesirable situation. Schafer defines tactical agency as ‘the ability to take to find strategies
to cope with a difficult situation and to carve out opportunities for improvement or survival,
in a context of severely constrained choices and from a position of weakness [or

powerlessness]’ (2007:3).

With a focus on tactics and agency, this study presents adolescents as actors who are able to
carve out strategies and employ tactics to cope and survive in situations of uncertainty. Using
the concept of navigation enables us to appreciate how, in a situation of uncertainty, stigma,
and deprivation, adolescents are able to find opportunities to access and utilise HIV services
and meaningfully manage HIV illness. | show how adolescents and their parents or guardians

manage the challenges of living with HIV in environments characterised by social
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categorisation, stigma, and seemingly diminishing possibilities, as well as lack of

psychological and emotional support structures, and material poverty.

Defining terms

Adolescence

Adolescence has been variously defined by different disciplines in the sciences, such as
biology, public health, psychology, sociology, and anthropology. To this date there is no
universally agreed-upon definition. Anthropologists have defined adolescence as a social
construct based on the notion that the meaning of adolescence is ‘different in different
cultures and at different historical moments’ (Saltmann, 2005:16). However, the notion of
adolescence as a social construct fails to recognise the role of biology in the physiological
changes associated with puberty, which are associated with adolescence as a developmental
stage. Sawyer et al. overcome both biological determinism and cultural constructivism by
recognising that while the biological sequence of puberty is highly consistent, ‘the timing in
pubertal change [and] the nature of social-role changes . . . are affected by economic and
socio-cultural factors, which are themselves not universal’ (2012: 1631). The authors define
adolescence as a period starting with the onset of puberty and ending at the ‘age at which
mature social roles — such as finishing education, getting employment and starting own
family — are achieved’ (Sawyer et al., 2012:1630).With young people increasingly delaying
attainment of some of these social roles, such as starting a family, there is a challenge in
determining when adolescence ends. Some researchers and programmes include among
adolescents those up to twenty-five years old (see Musinguzi, 2014). This further indicates

that age cannot be used as a universally accepted measure of adolescence.

Although in Swaziland there is no age-specific definition of adolescence, there are age-
specific rites and practices that mark ‘transitioning from childhood to maturity’ that are
observed by moving from the children’s house to sleep in a house designated for older girls
(entsangeni) or boys (lilawu) (Booth, 2004: 933-940). During this period girls are put under
the close guidance of mature women (emachikiza) and boys are guided by men (emajaha),
and socialised on how to carry themselves (or behave) as they go through this socially
defined developmental stage. This transition is not only practised in traditionally conservative
households but also in modern Swaziland. Older boys and older girls are provided their own
bedrooms that they do not share with younger children. The defining characteristic for this
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transition is not age, but the physiological changes marking puberty, which may start as early
as ten years of age and as late as eighteen, though among the majority of girls the age is
between twelve and fourteen years and among the majority of boys it occurs two years later
at the age of sixteen (Booth, 2004; Kuper, 1980). Policies and programmes in the country,
however, tend to follow the WHO definition of ten to nineteen years of age as the period of
adolescence. In this study, | focused on young people between the ages of twelve and
nineteen years for three main reasons; firstly, the current legislation on children in the
country, the Child Protection and Welfare Act 2012, has set the minimum age of consent for
HIV services at 12 years. Secondly, adolescents who wanted to participate in the study
without their parents or guardians consent could do so as they could sign their own consent.
However, as | show in the next chapter, all adolescents living with HIV and dependant on
their parents or guardians had to seek parental consent to participate in the study (I explain
this further in chapter two). Thirdly, one of the inclusion criteria for participation in the
MaxART study was knowledge of HIV status, and studies from other countries in the region
indicate that parents disclose their children’s status to them when they are around the ages of
12-14 years (see Vreeman et al., 2013; 2010). Hence, | choose twelve years of age as my

lower limit for adolescent participants.

IlIness and disease

According to Kleinman, illness refers to the lived experience of the person being sick or
suffering as well as ‘how members of the family and wider social network perceive, live
with, and respond to symptoms’(1988: 3). An illness is both a socially constructed subjective
meaning and an explanation of a biomedically defined pathology or disease (Pool and
Geissler, 2005: 53). Throughout the dissertation | use ‘illness’ to refer to the subjective
experience of HIV, which itself is ‘shaped and transformed by innumerable factors, such as
culture, society, politics and geography, and is inextricably intertwined with the self and
others across time’ (McElroy and Jezewski, 2000 cited in Bohle, 2013: 20). ‘Disease’, on the
other hand, refers to the changes in the anatomy and physiological functioning of organs and
body systems (Pool and Geissler, 2005: 53). As used in this dissertation, HIV disease refers
to the bio-pathology of the organs and systems of the physical body as caused by infection

with HIV, and as identified through presenting symptoms.
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A note about the researcher

One of the key characteristics of ethnographic research is reflexivity, that is, self-awareness
in relation to the topic, study participants, and setting, as well as the researcher’s personal
beliefs and contradictions (DeWalt and DeWalt, 2011), although there are still debates in the
social sciences on what exactly should entail reflexivity. Nagar and Geiger define reflexivity
as the ‘situatedness or analyses of how the production of ethnographic knowledge is shaped
by the shifting, contextual, and relational contours of the researcher's social identity and her
social positionality (in terms of gender, race, class, sexuality and other axes of social
difference), with respect to her subjects’, and they argue that scholars should ‘discuss more
explicitly the economic, political and institutional processes and structures that provide the
context for the fieldwork encounter, and shape its effects’ (Nagar and Geiger, 2007: 6-7).
Green and Thorogood (2009; 2014) and Hardon et al. (2001) contend that reflexivity allows
the researcher to recognise and acknowledge her own biases or beliefs that she brings into the
field of study, which may affect the relationships she has with research participants. Such
biases may include gender, age, and cultural upbringing, as well as power, position, and
identity differences. Being aware of her biases enables the researcher to find means of
dealing with them in an effort to produce fair and unbiased accounts about the studied

situation.

While some might think an ethnographer goes to the research field as a blank slate, or shuts
off his or her own cultural beliefs and knowledge during fieldwork, it was not possible for me
to do so during my fieldwork. My identity in this study was three-fold: I carried out the study
in my home country (Swaziland), my home region (Manzini), and in a field in which | had
worked almost half of my twenty years as public health nurse, in the field of HIV. | was
conscious of all these identities and it raised many mixed feelings and concerns: how could |
maintain an outsider view, how my previous work with health care workers going to affect
my current position as a researcher, and, if | talked with the adolescents, how they were going
to relate to me as an adult woman. But mostly | struggled with how | was going to balance
my previous public health training and experience with my current professional focus:
medical anthropology. Studies have shown that there are tensions between the fields of
medical anthropology and public health, mostly from different approaches to illness/diseases

explanations (Kleinman, 1980), aetiologies and management of the illness/disease (see
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Leonard, Greene and Erbelding, 2007), and research methods (see van der Geest and Finkler,
2004).

| am a professional public health nurse who has spent over twenty years, half of which were
in middle to senior management, in the field of HIV, and particularly in prevention of
mother-to-child transmission (PMTCT) of HIV. During my work as a programme manager
for the PMTCT programme, | came across a number of young people including adolescents
who sought HIV services as a result of their pregnancy. | found that in most cases health care
providers had challenges relating to adolescents’ needs. I was called upon to train nurses on

adolescent counselling to equip health care providers with the adolescents’ counselling skills.

As a trained HIV counsellor, a national trainer on adolescent and child counselling, and a
national supervisor within the national PMTCT programme, | trained and worked with health
care workers from all over the country’s publicly managed health facilities and a few of
private ones. | also provided supervision and mentorship to PMTCT workers, as well as

adolescent and children counsellors.

Some of the nurses in my study were my former students who | taught at the university after
leaving nursing. While this relationship helped me to gain easy access to health facilities for
my fieldwork, the challenge, however, was maintaining some distance, staying objective as

much as possible, and avoiding role conflict without upsetting my relationship with them.

Being a native researcher worked advantageously for me in several aspects. Unlike
ethnographers from other countries who have to learn the language of the country or that of
their prospective study participants or respondents, | did not have to because | speak siSwati,
the native language spoken in Swaziland. Second, although my research focused on
adolescents, it was easy for me to understand some of the common cultural practices that
would probably be difficult for a non-native ethnographer to make sense of. However, |
found that fieldwork could also be a learning experience for an ethnographer. As native
ethnographer, | had thought that | knew the culture of people | was studying, adolescents, but
I learnt that there was a lot that I actually didn’t know; | found that adolescents have a
particular style of language that is uniquely spoken by young people when they are together.
Van Dongen (1998, quoted in Dapaah, 2012: 39) points out that ‘being a native
anthropologist at home does not mean that the identities of the anthropologist and the people

in the field are similar, people and cultures are diverse, different and divided from within’.
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Hence | had to be open to learn from the adolescents as well as gather data with and from

them.

In the community | lived with an elderly couple that had spent almost all their life living in
the area, having been born and raised there. The husband, a retired civil servant, was in his
late seventies while his wife, a retired nurse, was in her early seventies. Every evening we
would have informal talks about their day and my day and they would share stories about
how ‘things have changed since our time. We never had these diseases because we respected
ourselves, our bodies. Today there is no respect; young and old people are just the same’
(field notes, September 2012). We would talk at length about how men and women carried
themselves, how diseases were treated, their beliefs about HIV, and much more. Being a
native | was able to engage my hosts in these informal conversations by asking questions and

seek clarifications based on what | knew about Swazi culture and traditions.

Structure of the dissertation

The dissertation is divided into three parts. Part one consists of two chapters: this
introductory chapter (chapter one) and a chapter on methodology (chapter two).

Part two has five chapters: chapter three presents a brief introduction of each of the
adolescents living with HIV with whom | interviewed several times over the course of my
fieldwork, and chapter four focuses on the family. It begins with a historical perspective of
the family in Swaziland. | show how the family structure has changed over the years, and
how these changes have impacted the raising and socialisation of adolescents in general, and
the care and illness experiences of those living with HIV in particular. | then present the
family from the perspectives of my interlocutors, showing how the meaning of family

changed in response to contextual needs overtime.

Chapter five presents adolescents’ motivations to test for HIV and experiences doing so, the
meaning of being diagnosed with the virus, and the experience of being on lifelong treatment
that requires strict adherence to medicines and time. In this chapter | show that contrary to
notion that adolescents are a population that is hard to reach with HIV services, adolescents
are in fact willing to test for HIV, to be initiated on ART if diagnosed with the virus, to be
adherent once they have been informed about their illness, and to remain in care if they are
involved and actively participate in their care planning. Therefore, low testing, low ART

enrolment, and high attrition rates can be attributed to structural factors beyond their
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individual and collective control that limit their involvement and participation in decisions

and choices regarding their lives.

Chapter six presents adolescents’ experiences and management of HIV-related stigma, and
chapter seven focuses on disclosure. These chapters are closely related in that stigma is
managed through either non-disclosure or limited disclosure. A majority of the adolescents
only learned of their HIV status months or even years after they were diagnosed and started
on ART due to fear of stigma. In most cases their parents or guardians eventually told them
of their HIV-positive status because the adolescents were not adhering to their ART regimen
or because the adolescents beg and asking questions about the medications they were taking.
Once informed of their status and the reasons for taking ARV pills, adolescents were highly

adherent and actively managed stigma through the use of various strategies and tactics.

Whereas the chronology of the chapters appears to be following the public health HIV
continuum of care cascade, this was unavoidable as the HIV illness experience is about the
HIV care discourses (prevention, ART, disclosure, and stigma). | present how an HIV-
positive diagnosis and being on ART changes the course of adolescents’ lives. Stigma,
discrimination, and disclosure are the difficult terrains that adolescents have to navigate as
part of the experience of living with HIV. Decisions around whether to disclose, to whom,
when, how, and why are some of the issues they have to manage, as well as the consequences
of disclosing or not disclosing. Here, | focus on how adolescents manage disclosure, their
desire to manage communications related to their status, and the challenges they face while
trying to stay in control of their privacy. | show that adolescents find meaning in their lives

by focusing on their life projects and hopes for the future.

The last part — part three — consists of chapter eight, which provides a general discussion of
key findings and a concluding summary. It also presents the limitations and strengths of the
study, offers policy and programmatic recommendations, and outlines some of the

implications for future research.
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CHAPTER 2

RESEARCH METHODOLOGY

Introduction

One of the critiques levelled against qualitative and ethnographic researchers is the lack of
detail in their description of the methodological process followed in research (Green and
Thorogood, 2004). Ponterotto (2006:539) adds that ‘for a reader of anthropological work to
gauge for herself or himself the credibility of the author’s interpretations, the context under
which these interpretations were made must be richly and thickly described’. It is for this
reason that in this chapter, I present a ‘thick description’ (Geertz, 1973; Denzin, 1989) of the

approach | followed in carrying out this study.

Second, the study focused on a population that is considered vulnerable — adolescents—
(Alderson, 1995; Christensen, 2004, 2010; Christensen and James, 2000, 2010; James and
Prout, 1997; Jans, 2004) and a topic considered to be sensitive — HIV illness (Bekker et al.,
2014).Both the topic and study population present a set of ethical challenges for researchers
(Alderson and Morrow, 2004; Morrow, 1996). These relate to consent/assent, power
relations, and confidentiality (Christensen, 2004; Fox et al., 2013; Kirk, 2007; Strode, Slack,
and Essack, 2010), and thus warrant a detailed description of the ethical procedures and

principles upheld during the study.

Third, ethnography as a research method for HIV and AIDS topics has not been widely used
in Swaziland where this study was carried out,’ therefore providing an in-depth description of
the research process will help in-country readers and researchers relate to and better
understand the study, particularly the findings and conclusions derived from them. The
methodological description has the potential to draw the interest of other researchers in the

country who may want to use it in similar research endeavours with adolescents.

In this chapter, | present an overview of the methodological process, starting with the study
design and why | chose to use both ethnographic and quantitative approaches. This is
followed by a description of the research methods, the participants, and the processes for data

collection, management, and analysis. | then summarise the ethical procedures that | followed
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to obtain clearance and authorisation from the local research review board, leadership of the
communities where the study took place, and the process of obtaining consent and/or assent
from participants. | particularly pay attention to the ethical processes because, as mentioned,
research with and on adolescents poses a set of legal and ethical challenges. So, ‘rather than
approaching ethics as a simple code that can be applied at any [research] situation, or an
absolute set of principles that governs the acceptability of research’, in this dissertation I
approach ethics as ‘a complex process that emerges from within the networks where it is
applied and implicated’(Boulton, 2013: 99).

Study design

The study explored adolescents’ perspectives on their motivations to access and use HIV
services as well as their experiences of living with HIV in Swaziland. | explored the emic
(own) perspectives of adolescents regarding their experiences of living with HIV illness and
the etic (outside) views of community members among whom the adolescents live. The study
asked how these perspectives and views influence how adolescents navigate the sociocultural
environment to access and use HIV services, and how these shape the meaning and
experiences of HIV illness. Furthermore, and in response to a requirement of the MaxART
project, | quantified the extent to which HIV-positive adolescents’ perspectives were shared
by the larger adolescent population in the Manzini region. Therefore, in addition to collecting
data from various sources (triangulating data), | used a mixed-methods design —that is a way
of triangulating the methods, themselves —for the study. This design has the potential to ‘add
rigor, breath, complexity, richness and depth to any inquiry’ (Denzin and Lincoln, 2000 cited
in Silverman 2006: 292; see also Creswell and Clarke, 2007), as well as add value and
enhances credibility and trustworthiness of the research findings (Patton, 2002).

The study setting

The study was primarily carried out in the Manzini region of Swaziland. The qualitative part
was carried out in the rural chiefdom of e-Tsembaletfu and the urban site ofeku-Thuleni, both
of which are located in the Manzini region. The quantitative survey was conducted in thirty-
eight systematically sampled enumeration areas — operational geographic units used by the
Central Statistics Office for collection of census data — from all sixteen Tinkhundla

(constituencies) centres in the region. Although the plan was to conduct the research only in

24



the Manzini region, the reality on the ground took me to other two regions, namely Hhohho
and Lubombo, because some of the adolescents that | recruited from e-Mpilweni Clinic had
their homes in these two regions. | also collected data during the monthly support group
meetings run by the clinic and the Sivivane adherence camps' held during school holidays.
Support group meetings are held throughout the country, while the adherence camp draws

participating adolescents from all over Swaziland to one central place.

The Manzini region

With a total surface area of approximately 4,094km?, the Manzini region is the second largest
of the four regions after Lubombo. The region is bordered by Hhohho in the north, Lubombo
in the east, Shiselweni in the south, and the Mpumalanga province of South Africa on the
west. The political head is the Regional Administrator who is assisted by the Regional
Secretary, who also serves as the administrative authority and correspondent for all state

activities in the region.
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Figure 2: Map of the Manzini Region. . Source: National Census Preliminary report, Central
Statistics Office, Swaziland

The Manzini region is the most populated of the four regions of the country; in 2007, it was
home to 319,530 (31.4%) of the 1.18 million people living in Swaziland (CSO and Macro
International, 2008). Fifty-three percent of the region’s population is female, and
approximately 77% live in rural areas (CSO, 2008). In addition, the region has the highest
proportion of adolescents compared to the other three with 76,690 (31.7%) of the 249,262
adolescents in the country found in the region, and like the national population proportions,

53% of the region’s adolescents are female (CSO and Macro International, 2008). The region
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had a total of 78,105 households (59,015 rural and 13,093 urban) in 2007 (CSO and UNFPA,
2010).

The region has a good network of public, mission-, and private-owned health facilities, with
42.2% of the 287 health facilities in the country found in the region (MoH, 2014). Health
facilities in the region include six hospitals (two national referral facilities [TB Hospital and
National Psychiatric Hospital], two private hospitals, one mission and one public hospital),
two public health units, and 113 clinics (ibid.). Most of these facilities provide HIV services
ranging from only HIV counselling to the comprehensive HIV package." There is also a
good representation of traditional and alternative medicine practitioners and faith healers

(people who use prayer in treating diseases and other health problems) in the region.

The Manzini region has the third-highest adult HIV prevalence (25%), after Hhohho (29%)
and Lubombo (26%) (CSO and Macro-International, 2008). Figures of HIV prevalence and
incidence among adolescents in the region are not readily available, but based on national
estimates of adolescents aged fifteen to seventeen years (1.4% for males and 6.2% for
females), both incidence and prevalence rates are likely to be higher among girls than boys
(UNICEF, 2012).

The administrative centre of the region is the city of Manzini, which is the biggest in the
country and the main city in the region. It is the geographic centre and economic hub of
Swaziland where people from other parts of the country converge in search of employment,
shopping, and trade. About eight kilometres west of the city is Matsapha, an industrial area
that is the site of the highest number of manufacturing factories in Swaziland, drawing
thousands of young men and women who migrate from the rural areas in search of work

opportunities.

Sites for qualitative data collection

The qualitative aspect of the study was carried out in two purposively selected sites, namely
e-Tsembaletfu (rural) and eku-Thuleni (urban), both located in the Manzini region.

E-Tsembaletfu

E-Tsembaletfu is one of eleven chiefdoms under Simile Inkhundla. The chiefdom lies in the
southwest of the Manzini region, about ninety kilometres from Manzini City. The area’s

landscape to the south, north, and east is mostly rolling hills that are barely covered with
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grass and trees. Streams meandering through the valleys below towards the Sompisi River
that cuts through the Inkhundla, towards the Little Usuthu River in the east. Part of the flat
land is covered with wattle plantations and scattered homesteads, and another part is made up
of large fields that are mainly used for maize farming during the summer season. Unlike
some parts of the country that suffer from drought, the most common natural hazard in Simile
is excessive rains that are often accompanied by hailstorms that can destroy the maize. There
is one main dirty road passing through the area. The road is very slippery, particularly during
the rainy season.

E-Tsembaletfu is the biggest of all the Inkhundla chiefdoms in terms of both geographic and
population size. In 2007, there were reportedly 4,000 homesteads, each with an average of six
people per household, (CSO and Macro International, 2008). The same report showed that
there were 18,788 adolescents, of which 10,052 were female and 8,736 male.

The chief’s residence lies almost central in the chiefdom. About ten kilometres west of the
chief’s residence is a business centre that has a handful of shops, a police station, two clinics
(one public and one private), a primary and high school, a market place, and a hammer mill
for grinding dry maize into meal. The business area has a parking bay, locally known as a bus
or taxi rank, for public transport connecting Simile Inkhundla with the city of Manzini, and
with Mbabane in the Hhohho region and Nhlangano in the Shiselweni region. The public
transport also connects people from the area with South Africa through a border control post
that lies about forty-five kilometres southwest of the business centre. It also has several small
shacks that small entrepreneurs use for their trade, such as hair salons and barber shops. The
business area is a most popular spot, one where adolescents frequently meet and just hang

around.

Unlike most chiefdoms in the country, where the chief is male, during the time of the study e-
Tsembaletfu had a female chief, who was acting on behalf of a yet-to-be-appointed male
chief. She had been acting chief since 2001, following the demise of the male incumbent."
Towards the end of the writing of the thesis, the incumbent chief, who was male, was
installed. According to the headman and other residents of the area, the acting chief has been
instrumental in ensuring development in the area, such that under her leadership the area had
recorded enormous progress in terms of community-based initiatives in response to HIV and
poverty. These include construction of neighbourhood care points and kaGogo centres, which
provide nutritional and psychosocial support to orphaned and vulnerable children in the
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communities. There were forty-three neighbourhood care points in 2012 when | was in the
area, providing care and support to over 3000 children (field-notes, August, 2012). Initiatives
also included the establishment of emasimu endlunkhulu (communal fields provided by the
royal household), which are used to produce maize and vegetables for vulnerable population
groups (orphaned children, PLHIV, elderly and disabled people, and child-headed
households). I was informed by the area’s headman that e-Tsembaletfu was among the first
chiefdoms in the region to provide such plots for the production of food for vulnerable
populations, with the support of farm inputs solicited by the chief herself from organisations
such as NERCHA, UNICEF, World Food Programme (WFP), World Vision, and others.

Health services are accessed from the two clinics in the area and from several traditional and
faith healers. The public clinic —e-Kwetsembeni— is the only one that provides HIV services
to the community. The clinic primarily offers maternal and child health services as well as
treatment of uncomplicated sexually transmitted infections and other minor health problems.
HIV services were added as part of a process of decentralisation in the early 2000s, and ART
was introduced in 2009, first only to refill ARVs but then in 2011 as a site for initiating
treatment through the nurse-led ART initiation program. Prior to the training of nurses to
prescribe ARVs to clients in primary health care facilities, doctors were the only ones
allowed to do so. At e-Tsembaletfu the nurse-led ART initiative was introduced to achieve
universal access to ART, and specifically to help those who were not on ART due to a lack of
money for transport to access treatment further away (Humphreys et al., 2010; Mazibuko,
2014; Zuber et al., 2014).

According to the people of the area, a majority of the people in e-Tsembaletfu use a
combination of allopathic, traditional, and faith healing systems for their health needs (field
notes, 2012). This was confirmed by other participants such as out-of-school adolescents,
area leaders, community health workers, clinic staff, and traditional and faith healers. The use
of a combination of healing systems is not unique to e-Tsembaletfu; according to available
studies in the country, a significant proportion of the population in Swaziland uses both
modern and traditional healing systems in times of illness (Green and Makhubu, 1984; Reis,
2002).

Situated about two kilometres east of the chief’s residence are the Inkhundla offices. The two
high schools in the chiefdom were my data collection sites for in-school adolescents and
teachers. Established in 1981, high school A (HS-A) had 254 students in total, 62% of them
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female, and five classes (grades 8 to 12) with the first two grades double streamed.’ At the
time of the study the teacher complement was fifteen with an almost equal proportion
between male and female teachers, including a male principal and a female deputy. In
comparison, high school B (HS-B) is newer (established in 1998), bigger in terms of student
numbers (408) and teachers (22). While HS-A offered only academic subjects, HS-B offered
both academic and technical subjects, and is one of sixteen pre-vocational schools"'in the

country.

Eku-Thuleni: the urban site

Eku-Thuleni is an urban informal settlement stretching from the western to northern
periphery of the city of Manzini. It is the biggest and densely populated peri-urban settlement
under the municipal jurisdiction of the city. According to the last population census held in
2007, eku-Thulenihad a population of 39,529 people, of which 53.4% was female, and 2,452
were adolescents (1,021 male and 1,431 female) (CSO and Macro International, 2008). Most
of the inhabitants of the area are migrants from rural areas who come to the city and the
nearby industrial hub in search of job opportunities. The area consists of un planned and
unserviced one-roomed structures constructed of sticks, mud, and corrugated iron-sheet
roofing, which are rented out to migrants by owners who themselves live in their rural
homesteads (Muzvidziwa and Zamberia, 2006). Like most informal settlements, eku-Thuleni
is notorious for its crime, ranging from minor offenses, such as pick-pocketing, to serious

crimes such as car theft, gender-related physical and sexual violence, and murder.

There are two clinics located within eku-Thuleni, a public health facility that provides mainly
maternal and child health services as well as comprehensive HIV services, and a private
clinic owned by a retired nurse, which provides treatment for minor ailments. However, in
terms of health care needs, people gain from the area’s proximity to Manzini City, which has
multiple health facilities. One of the city’s Christian mission-owned hospitals also serves as
the regional referral centre. Within the premises of the regional referral hospital is a
children’s clinic that is owned and managed by a non-governmental organisation (NGO),
which is dedicated to providing HIV and TB services to children and adolescents. The clinic
is one of four such clinics for children in the country, the other two located in Hhohho and
Shiselweni regions respectively, and an outreach site in the Lubombo region. There are two

high schools ineku-Thuleni: one public and one mission owned by the Methodist church.

29



Recruitment of participants

The study was designed around two broad objectives: to investigate about adolescents’ access
to and utilisation of HIV services, and to gain understanding into the experiences of
adolescents living with HIV in different types of families. For the first objective, the primary
population of the study was adolescents regardless of HIV status, both in and out of school.
For the second objective, only adolescents who were aware that they were living with HIV
and being treated with ART participated. Below | describe the recruitment process for each of

the participating population groups.

All adolescents

To elicit their emic perspectives on access to and utilisation of HIV services, | collected data
from out-of-school and in-school adolescents. To be included, adolescents must have been
between the ages of twelve and nineteen, continuously lived in the study area for at least six
months, and willing to participate in the study. Since HIV status was not a requirement for
participation, their HIV status was not asked. All adolescents living in the study sites were

eligible to participate in this aspect of data collection.

Recruitment of in-school adolescents
In-school adolescents were reached at their respective schools. Proxy consent for all in-

school adolescents was obtained from the Ministry of Education and Training and further
endorsed by the school principal (or his/her representative) in each school, hence parental
consent was not sought. However, all the participating adolescents provided assent after
thorough explanation of the study’s purpose, objectives, procedures, and rights of
participants. | critically reflect on the issue of consent/assent and gatekeepers in the section
on ethical consideration towards the end of the chapter.

The grade nine (form II) class from which adolescents were recruited, was purposively
selected, and students were then randomly assigned to different data collection techniques,
such as essay writing or focus group discussions. The grade nine classes were selected
because it composed almost all the ages (twelve—nineteen) that were the focus of the study. In
addition, the data collection took place towards the end of the year, and | was advised that the
other classes were busy preparing for their examinations. The composition of focus groups
was based on sex and age categories (same-sex groups and mixed-sex groups divided into

ages twelve—fourteen, fifteen—seventeen, and eighteen—nineteen). Adolescents from the same
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grade or class, same sex, and falling within the predetermined age categories formed a focus
group. This arrangement was suitable as the homogeneity of a group is essential for group
members’ comfort, and allows free participation and expression of ideas without being
threatened by the age and sex differences that would be present if the groups were
heterogeneous (Basch, 1987; Folch-Lyon and Trost, 1981). To ensure ease of management of

group dynamics during the discussion, each group had between six and twelve participants.

Recruitment of out-of-school adolescents
I used network sampling to recruit out-of-school adolescents to participate in focus groups.

They were reached through local youth clubs that had meetings at the neighbourhood care
points, Inkhundla offices, or local churches or any other designated area. Inclusion criteria
included being between the ages of twelve and nineteen, being a resident of the study area,
and being willing to participate in the study. These adolescents were grouped according to
friendship, age, and sex. Unlike recruiting adolescents from school, where it was easy to get
participants from all age groups, it was difficult to get younger out-of-school adolescents.
Hence the age groups were only two, twelve—fifteen and sixteen—nineteen, and most fell in

the latter category.

Adolescents living with HIV

Adolescents living with HIV were recruited through the clinic, support groups, and
community based health workers. The recruitment of adolescents took place in two phases.
Prior to the recruitment process, | presented the study to clinic staff, support group team
leaders, and community health workers, reviewing the purpose and objectives of the study,
the recruitment procedure, and the ethical protections regarding confidentiality, and informed
consent and assent. | also explained the inclusion criteria of the population of interest:
adolescents living with HIV, aged between twelve and nineteen years, knowingly living with
HIV, on ART for at least three months, and willing to participate in the study. Further, their
parents or guardians had to consent to their participation in the study.

At each of the two clinics, | was assigned a focal person to work closely with during the
fieldwork. I found this quite helpful in establishing how we were going to work together. It
also helped because it gave the adolescents and their parents/guardians someone in the clinics
to consult with regards to the study. Each of the contact persons were given English and
siSwati hard copies of the information sheet that outlined the study purpose, objectives, and

the entire recruitment process as a reference during the recruitment of adolescents. | also gave
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each of them a prepaid mobile phone that they were to use to contact potential participants or
to have participants contact them for the study. At the support groups and community health
groups, team leaders and a senior community health worker assisted with the recruitment in a

similar way.

The first stage of the recruitment process involved informing adolescents’ parents or
guardians who came to the clinics, support group meetings, or neighbourhood care points
with their adolescent children about the study, its purpose, objectives, and procedures. The
contact persons were asked to share the information sheet with adolescents and their parents
or guardians so that they could go through it with them at their own time and place and make
their decision on participation without any pressure or coercion. In cases where the parent or
guardian was not available the adolescent was informed about the study and given the
information sheet to take home to his or her parent(s) or guardian to read and consider. The
information sheet had contact numbers (both mobile and landline phone) for the focal
persons, the principal investigator and the chairperson of the National Health Research
Review Board. This was to allow parents/guardians and adolescents to call anyone of their
choice amongst the focal persons or principal investigator if they had questions they needed
clarified about the study. Attached to the information sheet was the consent form for
parents/guardians to sign and return to the clinic or to the support group or community health
contacts if they agreed to the adolescent’s participation. The contact persons kept a list of all
potential participants with their contact details. On their scheduled return date to the clinic,
support group meeting, or neighbourhood care point, adolescents (and their
parents/guardians) brought the signed consent form with them and gave it to the contact
person who in turn handed it over to me. Verbal consent for those who preferred to do so was
also accepted. However, those parents or guardians who agreed to be contacted telephonically
were called through their mobile phones"" after a week to get their responses with regards to

their adolescents’ participation in the study.

Of the sixty-seven that were recruited (forty-six in the urban site and twenty-one at the rural
site), forty-eight adolescents were allowed to take part in the study by their parents or
guardians. Seven adolescents were prevented from participating because they were preparing
for external examinations, and five parents did not return the consent forms stating that they
forgot them at home, misplaced them, or lost them. An additional four parents stated that they
did not want their adolescents to participate in the study, two adolescents transferred out of

the clinic, and one did not return to the clinic.
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The second phase was a meeting, which took place at the clinic or any place they chose, with
each of the fifty-eight adolescents whose parents or guardians had given consent for their
participation. Many chose their homes for the meeting, if they opted to meet outside the
clinic. Each of the adolescents was presented with an in-depth explanation of the study,
including the purpose, objectives, and procedures to be followed, as well as their rights as
participants (see ethical consideration below in this chapter). At the clinic, this happened in a
private room on the scheduled clinical visit date when the parents/guardians or adolescent
brought back the signed consent form or verbal consent was given, and took place while
adolescents were either waiting for or after their medical reviews. Some were approached and
recruited at their homes with assistance of community health workers or volunteers from the
neighbourhood care points in their areas. The process lasted on average twenty minutes,
probably because adolescents were already familiar with the contents of the recruitment
procedure after having read and discussed it with their parents or guardians. Although this
phase involved adolescents, some parents insisted on being part of the process and thus were

allowed to do so.

In the second phase, four of the adolescents declined to participate: three stated that they did
not have time because they were enrolled in tertiary institutions or employed, and one was
relocating to the Shiselweni region. All the adolescents who declined were older (eighteen
and nineteen years), female, and from the urban site. The forty-four who agreed to take part
in the study were given an assent form to sign, and the three who preferred verbal consent
were allowed to do so. Among the forty-four adolescents, sixteen agreed to follow up
interviews in which they shared their experiences of living with HIV. These adolescents
included ten male and six female; three of whom were aged sixteen, two were aged twelve,
thirteen, fourteen, fifteen, seventeen, and eighteen years; and one was nineteen years old. |

provide details of the sixteen adolescents in the next chapter.

Although adolescents aged twelve years and above could legally consent without parental
involvement, in this study all adolescents who were living with HIV and participating in in-
depth interviews had to get parental or guardian consent because part of the data collection
involved a visit to their homes for interviews with them and their family members,
particularly those involved in caregiving, and also for observation of interactions between
adolescents and the people they lived with them in a non-clinical, natural, and familiar

setting.
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Secondary participants

Secondary participants included parents, guardians, teachers, health care workers, traditional
health practitioners, and community leaders. In addition, key informants (program managers,
service coordinators, and policy makers at national level) participated through in-depth
interviews. Health care workers included expert clients who were responsible for locating
patients who had not showed up for their monthly health reviews or ARV refills or who had
disappeared altogether from HIV care. Interviewing these expert clients made it possible for

me to reach adolescents who were lost to follow up or were not optimally adherent to ART.

While parents and/or guardians of adolescents living with HIV qualified to participate in the
study by virtues of their relationship with the adolescents, formal and informal methods were
used to recruit other secondary participants through community events such as meetings,
church, traditional weddings, the street, clinics, shops, soccer games, or home visits. To
contact community and health sector leaders, formal requests were made in writing which
were followed up by phone calls to schedule appointments for interviews. Health care
workers in the clinic were recruited directly through conversation in their work places while
the senior nurse at the local clinic assisted in the recruitment of community-based health
workers in collaboration with the lead community worker. Teachers were also recruited
through the assistance of the principal or his/her representative. However, all participants
reserved the right to refuse or terminate participation, or to not respond to questions they
were uncomfortable with. The purpose, objectives, and procedure of the study were explained
to all participants, as well as the practices to ensure their rights and confidentiality. All those

willing to take part in the study signed a consent form.

Characteristics of participants
A total of 467 participants took part in the qualitative phase of the study, as detailed in the

table below. Throughout the study, | use pseudonyms to protect the identity of participants.
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Table 1: Number of participants per qualitative data collection technique

Participants Focus group | Individual in- Key Total
discussions | depth informant | (n=467)
(n=337) interviews(n=109) | interviews
(n=21)
All adolescents (HIV status not 184 18 - 202
asked)
Adolescents living with HIV 61 44 - 105
Parents/guardians - 17 - 17
Teachers 22 4 - 26
Health care workers 17 18 - 35
Rural Health Motivators/Community | 53 - - 53
Health Workers
Policy makers - - 3 3
Programme managers - - 18 18
Culture opinion leaders - 5 - 5
Traditional and faith healers - 3 - 3
Total 337 109 21 467

Qualitative data collection

Data collection for the entire study took place between July 2012 and July 2014. The
qualitative portion of the fieldwork took place between July 2012 and December 2013,
lasting eighteen months. During this period, | hired and trained assistant researchers,
conducted interviews, interpreted and analysed the data, and wrote biannual reports with and
for the MaxART project partners. Preliminary findings were shared at biannual MaxART
meetings, and at several national and international meetings and conferences. Feedback from

these fora was incorporated into the data.

Recruitment and training of assistant researchers
Prior to data collection, I recruited and trained three young assistant researchers from the
areas where the data was to be collected. The reason for engaging young researchers was

twofold: first, it was to bridge the age gap between myself and the adolescents, which may
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have made it difficult for them to freely and honestly express their views to me as an adult
woman. This was particularly important given that young people in Swaziland are expected
to be respectful and obedient to their elders (Kuper, 1980: 117), a norm that could have
affected some of their rights such as refusing to participation. Second, because the assistants
were young, they had better understanding of the youth culture than I did, and therefore
would make better sense of verbal and nonverbal language used by young people in their

respective areas.

While the initial plan was to have two young women and two young men for the
ethnographic phase of the study, | ended up with two male (aged nineteen and twenty-two)
and one female (aged eighteen) assistant researchers. This was because the other female
candidate dropped out due to other personal commitments. Both of the male assistant
researchers had previous experience in HIV research working as volunteer recruiters and
quantitative (questionnaire-based) data collectors for an international NGO that provided
medical male circumcision in the country. My female assistant did not have experience in
research, but had experience working with in-school adolescents on HIV prevention and
health promotion in general. She was one of the founding members and also the chairperson
of a health club that focused on HIV prevention in her former school. After finishing her
studies a year before I met her, she volunteered at the local public clinic that was located at

the rural research site.

The assistant researchers were trained for seven days in both theory and practical application.
The first two and one-half days focused on key concepts, data collection strategies, and
ethical issues, and three days were spent on supervised hands-on practice on data collection.
The final one and one-half days focused on providing feedback on their practical training and
on logistical issues. The training was participatory in that there was more role-playing and

discussions using vignettes than formal presentation of training material.

Qualitative data collection methods

| used a variety of qualitative techniques to collect data including essays and question
writing, participant observation, focus group discussions, in-depth interviews, informal
conversations, and diary entries, which | describe below. Triangulating techniques allowed
me to explore themes emerging from the iterative data collection and analysis, thus allowing
for validation through convergence of information or data from different sources and methods

or techniques (Carter et al., 2014:545). In essence, triangulation is useful in deepening the
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researchers’ understanding of a phenomenon under investigation as well as maximising their
confidence in the findings of qualitative studies (Denzin, 1978; Patton, 1999, 2002;
Thurmond, 2001).

Questions, essay writing, and brainstorming
| decided to involve school adolescents in the development of the research tools by asking

them to participate in one of three activities focused on each of themes of the study:
adolescence, gender, and sexuality; access and utilisation of health services; and the meaning
and experience of living with HIV. For this purpose, | selected grade nine pupils from two
purposively sampled secondary schools (one urban and one rural). As mentioned above,
grade nine was chosen because it encompassed a majority of the students within the age
range (twelve to nineteen years of age) the study was focusing on.

Students were randomly assigned to a question writing, essay writing, or brainstorming
group. After explaining the purpose and objectives of the study to the students and eliciting
their consent, | asked each to choose one of three colours of paper according to their colour
preference; each colour corresponded to a group. | avoided the gendered colours of pink and
blue and used neutral colours of white (for essays), green (for questions) and purple
(brainstorming discussions). | limited the number of the purple pieces to fifteen based on the
maximum number of students | wanted to involve in the discussion. After they had made
their choice, | told them which group each colour stood for. Students had the choice to
change the colour if they felt uncomfortable about it. | applied the whole process in both
schools and classes, and only one student chose to change their choice of colours, as they

preferred writing questions over the brain storming session.

For the questions, each student in that group was instructed to write down a maximum of
three questions under each main theme: adolescence, gender and sexuality; access and
utilisation of health services; and the meaning and experience of living with HIV. For the
essay writers, | prepared hypothetical cases related to each of the themes. Each student in the
essay-writing group was to pick a case of his or her choice and write a one-page essay on it.
For the brainstorming session, | used the pile-sorting technique to stimulate discussion. |
prepared a list of names, biological functions, home/house chores, occupations, and sporting
games. | also had three big charts each labelled according gendered categories (female only,
male only, and mixed). Students were asked to pin each card under each category according

to what they believed was male, female, or shared. An example is shown in the pictures
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below. After completion of the sorting, we discussed the reasons for their choices of where to
pin each card, and what it meant to them as males and females in relation to sexuality and

HIV, and in relation to barriers to accessing and utilising HIV services.
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Figure 3: Pilesorting exercise about gender

The exercise generated a total of 536 questions, 108 essays, and six brain storming audio-
recordings of thirty-five minutes on average. | analysed the contents of all three and grouped
them according to the themes of the study and to themes that emerged from the data. | then
used these themes to develop guides for the individual in-depth interviews, key informant
interviews, and focus group discussions that | eventually carried out. While the question
writing exercise and brainstorming technique were my own innovation, the essay writing
technique has been used with adolescents in researching topics that are considered sensitive
and difficult to talk about (see James, 1995; Morrow, 2008).

Participant observation
Participant observation has been one of the key techniques in ethnographic research dating

back to the early twentieth century when Malinowski used it to study the Trobriand Islanders
in 1922. Reflecting on his time living amongst the islanders and engaging in the daily life of

the community, he notes:

Soon after | had established myself in Omarkana Trobriand Islands, | began to take
part, in a way, in the village life, to look forward to the important or festive events, to
take personal interest in gossip and developments of the village occurrences . . . As |
went on my morning walk through the village, | could see intimate details of family
life. . . I could see the arrangements for the day’s work, people starting on their
errands, or groups of men and women busy at some manufacturing tasks. Quarrels,

jokes, family scenes, events usually trivial, sometimes dramatic but always
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significant, form the atmosphere of my daily life, as well as theirs’, (1961, as quoted
in DeWALT and DeWALT, 2011:3)

In the same vein, | lived within the communities | was studying to gain better insight into
their daily lives. In particular, | was interested in how families, friends, and peers, and others
in their social and community networks, shape adolescents lives, and how adolescents
embodied and performed or challenged scripts related to gender norms, sexual practices, and
HIV and AIDS. Wolcott (1995: 11) states that

...fieldwork is a form of enquiry requires the researcher to be immersed personally in
the ongoing activities of his or her research subjects’ life-worlds for an extended
period of time. In this way the ethnographer not only becomes familiar with the
spatial dimensions of the research setting and its socio-cultural dynamics, but also
how those dynamics may change at certain times of the day, the week or year. . . . [I]t

involves the study of human beings in social interactions.

| spent the first month of my stay in each community familiarising myself with the
interactions and structures with the purpose of establishing rapport and understanding
community members’ way of life. This I did by attending community gatherings or events
such as going to churches, weddings, sporting events, meetings as well as talking with people
in general. Whenever necessary and culturally appropriate, | requested permission to audio-
record and photograph events to allow me to review and get a better understanding of
community narratives, and compared these with field notes | took during the events. | also
visited homesteads in the area to assist them with whatever work they were doing,
accompanied them to draw water from the river, and visited the cattle dip tank — a place
where domestic animals, such as cattle and goats, are taken to and immersed (dipped) in a
mixture of water and chemicals to kill ticks and lice, during dipping days. As families got to
know me, | sometimes just visited for a chat. | also hung around the market stall, watched
soccer and netball games during sporting periods in the schools, or walked with students

home after their school conversing with them.

At the schools, I took part in school assemblies, satin the teachers’ staff room, shared tea or
lunch with them, and participated in their lessons either as a guest teacher or as a passive
observer if the teacher had agreed on me doing so. Similarly at the clinic, | took part in the

daily routine particularly in the mornings when the clinic was busy, and in the afternoons |
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helped with whatever was being done from compiling daily reports to cleaning the floor. This

allowed me to earn the trust of the people who were my sources of data.

In addition, | used participant observation with adolescents living with HIV, when | visited
their homes after permission was granted by their parents or guardians through the local
health clinic staff. During the visits | had in-depth interviews with the family members to get
a better understanding of the family history, the family composition, and their beliefs with
regards to illness in general and HIV in particular. | was particularly interested in how the
family’s social and economic situation as well as health beliefs and practices shaped
adolescents’ day-to-day management of HIV and how it impacted adolescents’ navigation

tactics and strategies.

Besides being a primary data collection technique in my study, participant observation was
useful to triangulate data gained through other means of data collection such as focus group
discussions and interviews. Other researchers have reported experiences where during the
formal interviewing techniques, participants have shared stories or given answers that are not
true, for example, to avoid embarrassment when the topic being discussed is sensitive, or in
an attempt to please the researcher (Lambert, Glacken, and McCarron, 2013). This is
particularly pertinent in the case of HIV-related research in high prevalence settings, where
everyone may have in one way or another been exposed to information about the disease, and
what is considered acceptable and not by the biomedical health system. As noted by Agar
(1980:70) ‘people have different sides to themselves that they display under different sets of
circumstances, making it essential to see group members in different situations, not just
during a brief interview’. By living alongside participants for a long time, participant
observation provided an opportunity to observe the ‘real side’ of the stories shared by

participants that | would otherwise not get from focus group discussions or interviews.

According to Bernard, participant observation is a ‘strategic method’ that ‘puts [the
researcher] where the action is and lets [the researcher] collect any data you want, narratives
or numbers’, (2006: 343). Though referred to as the general approach to fieldwork in
ethnographic research (Spradley, 1980), | used participant observation throughout the study
during both the qualitative and quantitative phases, sometimes passively and at times more
actively. However, | never hid my role as a researcher, as each time | introduced myself |

would mention my purpose for being in the community.
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Focus group discussions
| used focus group discussions to get the embodied sociocultural views of adolescents in

particular and of the communities in general, with regards to sexuality and the practices that
adolescents employ to protect themselves and others from HIV or to manage HIV. Focus
group discussions are an opportunity for the researcher to collect qualitative data from small
interactive groups regarding the perceptions and opinions of research participants (Agar and
MacDonald, 1995; Green and Thorogood, 2004; 2009; 2014). Through them, | was able to
elicit substantive historical information from diverse members of the population in the
community. These discussions allowed exploration of issues and opinions by participants and
in the process, issues that needed further exploration emerged and were followed up either in
other focus group discussions or in individual interviews. With the help of my assistant
researchers, | held focus group discussions with adolescents, community health workers, and
teachers. To ensure that all verbal data was captured, all discussions were audio-recorded
after permission was given by participants. Non-verbal responses were captured as part of
field notes by assistant researchers while | facilitated the discussions. Thirty-eight focus

groups were conducted during the period involving a total of 337 participants.

In-depth interviews
| used in-depth interviews to complement the data | gathered from observations, informal

conversations, and focus group discussions, particularly on issues that were sensitive or too
personal to discuss openly in a group or on issues where | needed more depth. I conducted in-
depth interviews to gather data from key informants as well as adolescents living with HIV
and their parents or guardians and guidance teachers. | conducted multiple interviews with
some of the adolescents and parents or guardians, but interviews with other individuals were
a one-off event. A total of 101 in-depth interviews were conducted with adolescents, teachers,
parents, guardians, traditional and faith healers, nurses, doctors, and expert clients using a
topic guide. In addition, twenty-one key informant interviews were done with health
personnel (programme managers, policy makers), traditional leaders, and experts on

traditional cultural norms and practices relating to socialisation and gender.

Diary entries
Adolescents living with HIV in both research sites were given A5 notebooks to use as diaries.

They were asked to write their day-to-day experiences and stories of living with HIV.
According to Milligan, Bingley, and Gatrell, 2005), ‘diaries not only offer a means of

engaging in participatory research with vulnerable groups but they can provide useful tools
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for gathering those kinds of data that may be seen as too sensitive to approach through other
qualitative approaches’, and are useful in capturing the ‘meaning and weight that respondents
attach to different events and problems in their lives’ (2005:1882-1883). This approach not
only facilitates capturing the daily experiences and changes experienced by the diarists, but it
also allows for some reflection and discussion from the participants during interviews with
the researcher. Using diary entries to stimulate one-on-one discussions, | held formal
conversations with adolescents to gain insights into what it means to be HIV positive and into
their ways of navigating the sociocultural and health system landscape as they manage the
disease. However, | abandoned this method as most of the adolescents were not using the
diaries, and the two who made an effort to make entries were entering the similar or same

information over and over.

Informal conversations
| used informal conversations throughout the study with most of my participants but also with

community members with whom | came into contact through my observations and my
participation in community events. Informal conversations are particularly useful to
overcome the power imbalance between the interviewer and interviewee, especially in
interviews with adolescents. It is well documented that formal interviewing negatively affects
the ability of an interviewee to communicate particularly if she or he is a child or young
adolescent. Hence most authors discourage the use of formal interviews with children and
adolescents (Lambert, Glacken, and McCarron, 2013). The assistant researchers engaged in
informal conversations with their peers to gather their emic perspectives with regards to a
range of issues on HIV. Unlike formal interviews where the moderator has specific questions
to ask the interviewee, in informal conversations the direction of the conversation may
change, and thus flexibility is essential. The power balance shifts from the interviewer to
interviewee in informal conversations as those providing the information take the lead in
sharing what is pertinent and important to them, rather than responding to the interviewer as
in formal interviews. In this sense, informal conversations provide the researcher an
opportunity to come closer to what is at stake for the researched (Fife, 2005; Green and
Thorogood, 2004). So while the focus was on access to and utilisation of HIV services, other
topics were not disregarded, particularly if they were deemed causally linked to the interest of
the study. For example, the drought experienced in the study sites resulted in a meagre
harvest, and because food availability is an essential part of ART adherence, we listened to,

captured, and further probed stories related to the drought in subsequent discussions.
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Through formal interviews with traditional leaders and other key informants, | probed deeper
into some of the issues that were raised in the informal conversations to get a better
understanding of the issue of interest. All of us (that is, myself and the assistant researchers)
had small notebooks that we kept with us at all times. We would write all that transpired after
the end of such conversations, and at the end of each day we went through the stories we
collected to analyse them for content and emerging themes, and to see if there were issues

that needed clarification or to be followed up.

Other sources of information
In addition to the primary data collected through the various methods and sources as

explained above, | also collected information from clinic registers and the national HIV
monitoring and evaluation database. My interest was to assess historical trends in HIV
service uptake by adolescents in the country since ART started 2004. | was interested at
comparatively assessing differences in HIV services uptake and retention by adolescents’ age
(young and old), sex (male and female), residential area (urban and rural), and region
(Hhohho, Lubombo, Manzini, and Shiselweni). This helped me to get a general picture on the
uptake of HIV services by adolescents in the country. In addition, | studied national archival
materials on history, culture, and kinship in Swaziland, as | was interested in getting a deeper
understanding of the origins of the Swazi nation and its history in terms of gender and

socialisation.

Furthermore, | attended meetings on adolescents and HIV, school debates around
adolescents’ sexual and reproductive health and HIV, and support group sessions and
adherence camps for adolescents living with HIV. | was also invited by various organisations
to share my preliminary findings, particularly after a presentation at a national research
conference. | used the discussions from these meetings to enrich my data as well as to

generate new and suggested areas or themes for further research.

| followed and collected print media reports relating to adolescents and their access to and
use of HIV services, and their experiences with ART, adherence, disclosure, and stigma. A
review of grey literature and research from other countries also enriched my understanding of

adolescents’ issues broadly and those relating to my areas of focus in the study.
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Qualitative data management and analysis

Most of the interviews and focus group discussions were conducted in the local language,
siSwati, and, except where not permitted or impossible to record, all formal interviews and
focus group discussions were audio-recorded and field notes taken. These data were saved to
a laptop in readiness for transcription from siSwati to English. Fieldnotes were coded similar
to the interview where they were taken and stored in a folder. This allowed me to compare
and refer to both the field notes and recorded data during transcription and translation

particularly for the nonverbal clues that the recording would not pick up.

| transcribed the interviews and discussions verbatim on weekends but as more data was
collected, | engaged an independent transcriber to do the work for me. | would then read the
transcription while listening to the recorder to check if what was transcribed was indeed what
was recorded. This also helped me to get immersed in the data and identify any issues that |
needed to get more clarity on. The independent transcriber signed a sworn statement
regarding the confidentiality of the material in order to protect participants. During the
transcription, all participants’ names were removed and replaced with pseudonyms. All the
recorded, transcribed, and translated data is kept on my laptop in a password-protected folder,
while the completed hard copies of the survey questionnaires (described in next section) are

kept in a locked metal box in my home office.

| did the analysis iteratively with data collection during the ethnographic phase of the study,
following the constant comparative method using open and axial coding according to Glaser
and Strauss (1967) and Lincoln and Guba (1985). At first, | read through the initial transcript
to get an understanding of the issues being described. I re-read the transcript while colour-
coding similar statements from the text. | then compared and grouped the statements into
categories and then into main themes, which formed the framework for coding subsequent
transcripts. Where new statements in subsequent transcripts or audio-recorded data did not fit
the already generated categories, new ones were created. The new categories were then
compared and regrouped into themes. According to Thomas, the general inductive approach
‘allows research findings to emerge from the frequent, dominant, or significant themes
inherent in raw data collected, without the restraints imposed by structured methodologies’
(2006:238).
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Quantitative data collection

One of the objectives of the MaxART project was to improve the uptake of HIV services by
adolescents. Part of the roadmap to achieving the objective was to understand what either
enabled or prevented access to services from the adolescents’ perspective. To that end, a
survey was conducted between January and July 2014 in the Manzini region to quantitatively
explore the themes that came up from the qualitative phase of the study. | obtained
enumeration areas from the Central Statistics Office for the Manzini region, which | used as
my sampling frame. The Manzini region has 16 Tinkhundla and 634 enumeration areas
(EASs).The number of homesteads in each enumeration area ranged between 20 and 1,000
(CSO and Macro International Inc., 2008).

Recruitment of respondents

The target population for the study were adolescents from twelve to nineteen years of age
who had continuously lived in the Manzini region for at least three months at the time,
regardless of their HIV status. Respondents were recruited and interviewed in their homes if
they agreed to participate in the survey after the purpose and procedures of the study, and

their rights as participants, were explained to them.

Sampling procedure

A multistage systematic random sampling procedure was used to select enumeration areas
and homesteads for the survey. First, | used computer-generated systematic random sampling
to select every twentieth enumeration area, resulting in a sample of thirty-two areas. A 20%
contingency was added to the sample, resulting in a total of thirty-eight areas. | used
probability to determine the size, or the total number of homesteads that should be in the
sample, in each area. Convenient sampling was applied for adolescents in each sampled
homestead, that is, adolescents who met the criteria and who were found in the sampled home
were invited to participate in the study. Where there were more than two adolescents meeting
the criteria per homestead, age and sex stratification was used as an additional sampling
criterion. We wrote the names of adolescents on a piece of paper, folded them tightly, and put
them on two separate dishes representing males and females. Then an independent person
(usually young children) who was not taking part in the study was asked to randomly select
the pieces of paper. The first two that were selected were interviewed. If in a sampled
homestead there were no adolescents, or they refused to be interviewed, the next homestead

was sampled for the study.
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Sample size
The sample size for adolescents was calculated using STATA (StataCorp, College Station,
TX, USA) statistical software version 13.0. The formula below was used to calculate the

sample size:

n=  Z*x(p)x (1-p)

eZ
Where:
Z value is 1.96 for 95% ClI;
p=.5;
e=0.05

Applying the formula and parameters yielded a sample size of 384.16, which was rounded up
to 385 for in-school adolescents and the same number for out-of-school adolescents. To cater
for incomplete questionnaires, refusals, and non-responses, 10 %was added to the sample
size, making a total of 424 in school and the same proportion for out-of-school respondents,
bringing the sample total to 848. The figure was rounded up to the nearest whole, yielding a
final total sample size of 850. However, during data collection, 863 adolescents completed
the survey questionnaire. The age and sex distribution of adolescents within the sample was
based on the region’s population proportions: 38% aged 12-14, 40% aged 15-17, and 23%
aged 18-109.

Tool development and data collection for the survey

An interviewer-administered questionnaire was developed based on the findings of the
qualitative phase of the study as well as a review of the relevant literature. The questionnaire
was designed to collect information on six main domains: 1) sociodemographic
characteristics and family background (fifteen questions), 2) HIV knowledge (nineteen
questions), 3) sexual risk behaviour (fourteen questions), 4) attitudes towards HIV and ART
(eleven questions), 5) access to and utilisation of HIV testing and treatment and disclosure

(twenty-two questions), and 6) attrition from HIV treatment and care (ten questions).

Some questions were adapted from previous, similar studies. HIV knowledge questions were
adapted from a questionnaire used by Carey and Schroder (2002). Questions on sexual risk
behaviour were adapted from the CDC (2007) comprehensive sexual and reproductive health
survey for adolescents and Guiella and Madise (2007). Questions on attitudes towards HIV
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and ART were adapted from the K4Health toolkit for adolescents (Duffy, Bergmann and
Sharer, 2014).

Recruitment and training of survey collectors and supervisors

Prior to data collection, survey data collectors and supervisors were recruited and trained on
the data collection tool, procedures, and ethical conduct. Nine young people aged between
nineteen and twenty-six years and three supervisors who were nurses and experienced in

quantitative data collection and HIV and AIDS took part in the data collection.

Five of the data collectors were female; all had completed high school, one was a university
student, and two were recent graduates from social sciences and nursing respectively. Four
(two men and two women) of them were openly living with HIV and were on ART. The
survey data collectors attended a six-day participatory training session that covered
interpersonal communication, ethical issues, and the questionnaire. Role-playing, discussions,

and formal presentations were used for the training.

To ensure that all the data collectors were fully familiar with survey questionnaire and had a
uniform understanding of the questions in the tool, they translated the questionnaire from
English to siSwati and back to English during the training. Most importantly, because some
of them were already living with HIV and have been on ART for a long time, the survey data
collectors were able to identify questions or wording that were rather sensitive and
unacceptable. This resulted in some questions either being removed because they were too
sensitive, or reworded. The questionnaire (both English and siSwati versions) was then
handed to an experienced translator. After the survey was finalised, the data collectors
participated in testing the questionnaire, which took place among adolescents who presented
in two health clinics (one urban and one rural) selected for the purpose in the Hhohho region.
Minor changes were made in the questionnaire such as sequencing of questions and
improving the clarity of others as suggested by those who completed the survey during this

test phase.

The data collectors were divided into three teams each with a supervisor, and the actual data
collection was scheduled for twenty days. To ensure completeness and consistency, after the
first two days of data collection, the data collectors came together for a day to go through the
already completed questionnaires to check for completeness as well as assess whether

everyone understood the questions the same way; team supervisors then submitted the
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surveys to the principal researcher. At the end of each day, the teams all came together for a

debriefing on their experiences in the field.

Eight hundred and sixty-three respondents completed questionnaires. However, four were
excluded from the analysis because the interviewees were either above or below the age
bracket of the participants of the study: two were aged twenty-one, one was aged twenty, and
another was aged eleven years. The analysis therefore involved questionnaires from 859

participants.

Characteristics of survey participants

Among the 859, an almost equal proportion of female and male adolescents participated
(50.3% female and 49.7% male respectively). Approximately half (n=372; 43.3%) were
orphans: consisting of 57% (n=212) maternal orphans, 26% (95) paternal orphans, and 17%
(n=65) double orphans. Almost all the participants were single and had never been married
(n=856; 99.7%), were Swazi nationals (n=847; 98.6%), were Christians (n=847; 98.6%), and
were still enrolled in school (n=767; 89.4%). Almost half of them were rural residents
(n=419; 48.8%). Forty percent (n=347) of the adolescents reported that they had been tested
for HIV. The table below shows some of the sociodemographic details of the survey

participants.

Table 2: Sociodemographic characteristics of respondents for quantitative survey

Variable N %
Age
12-14 324 37.3
15-17 339 39.5
18-19 196 22.8
859 100.0
Sex
Male 427 49.7
Female 432 50.3
859 100.0
Nationality
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Swazi 847 98.6
Non-Swazi 12 1.4
859 100.0
Education level
Primary school 346 40.3
Secondary school 320 37.3
High school 178 20.7
Other (tertiary, none) 15 1.7
859 100.0
Religion
Christianity 847 98.6
Other (ancestral, Islam, no belief) | 12 1.4
859 100.0
Residence
Urban 194 22.6
Peri-urban 246 28.6
Rural 419 48.8
859 100.0
Length of time living in the area
Since birth 485 56.5
Less than 1 year 89 10.4
1-4 years 122 14.2
Syears or more 163 19.0
859 100.0
Parent’s current situation
Both alive 487 56.7
One or both parents dead 372 43.3
859 100
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Orphanhood status

Mother dead (maternal orphan) 212 56.9

Father dead (paternal orphan) 95 25.5

Both parents dead (double orphan) | 65 17.5
372 100.0

Ever tested for HIV

Yes 347 40.4
No 512 59.6
859 100.0

Quantitative data management and analysis

With the assistance of a qualified and experienced statistician, quantitative data was entered
into a data screen that was developed using Statistical Package for Social Science (SPSS)
version 20. After entry, the data was cleaned before analysis was carried out. Simple
descriptive statistics were used for sociodemographic proportion of participants,
disaggregated by those who reported they had tested for HIV. The Chi-square test (Fisher’s
test for frequencies less than five in a cell) was used to examine how socio demographic
factors and family type influence decision to utilise HIV services. Multiple binary logistic
regression analysis was conducted to determine correlates to utilising HIV testing at p< .05,

confidence interval 95%.

Scientific clearance, ethical approval, and community authorisation

process

The study received scientific clearance and ethical approval from the National Health
Research Review Board (NHRRB) of the Ministry of Health as well as the directorate of the
Ministry of Education and Training. Approval from the National Health Research Review
Board helped speed up authorisation from the Ministry of Education and Training. After
receiving clearance from the two government departments, | sought permission to conduct
the study from the Manzini Regional Administrator’s office and all other relevant community

structures in the study sites.
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After gaining approval from the community leadership, | asked for their assistance to locate
youth groups situated in the area as well as community-based health workers, child-headed
homesteads, and adolescents living with HIV. | explained that my contact with adolescents
would only be possible after they had agreed to converse with me, meaning the community
leader had to explain the purpose of my request to see them. I also did a quick mapping of the
area, including where the kaGogo centres and neighbourhood care points are located and the
availability of community based health workers and informal youth groups."! Through these
| was able to meet out-of-school youth living in the area. | must state, however, that it was
more difficult to locate adolescents living with HIV in the urban area than it was in the rural

setting. | expand on this in chapter six where | discuss stigma.

All participants were individually informed that their participation was fully voluntary and
that they had certain rights: to withdraw from the study, to refuse to answer any questions
asked, and to maintain confidentiality and privacy. They were also individually asked to
consent in either writing or verbally, but only after the study was explained and participants
verbalised that their questions and concerns addressed to their satisfaction. Adolescents
below the age of eighteen had to obtain consent from their parents or guardians prior to
participating in the study, while they gave assent. Those aged eighteen and nineteen years

gave consent without parental or guardian involvement.

Adolescent participants living with HIV were requested to obtain consent from their parents
or guardians regardless of age, while they provided assent to participate. This was
necessitated by the need to visit some participants at their homes as part of data collection.
Parents and guardians of adolescents living with HIV were also asked to participate in the
study for the purpose of data triangulation. Although there were counsellors and a
professional psychologist on standby should the need for their services arise during the study
(see below), the involvement of parents and guardians was to provide ongoing support to
adolescents during and after the study. However, | clearly explained to them (parents and
guardians) that discussions between the adolescents and the researcher would remain
confidential unless otherwise there was a dire need and the adolescent had agreed to share

any part of the discussion.

All data was anonymised by use of fictitious names. All focus group discussions and
interviews were conducted at a place and time that was convenient to participants, although

there were times where this was not possible, particularly for in-school participants.
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However, even in such situation participants were asked prior to the discussions if we could
continue and they all responded to the affirmative. To protect them, teachers were not
involved during the discussions; they only assisted by making a quiet space (a classroom)
available. Assistant researchers signed confidentiality agreement as part of their contracts.

Cognizant of the emotional and psychological impact of HIV on those infected and affected, |
solicited the services of a professional clinical psychologist and nurses trained in adolescent
counselling to help when needed. My training in mental health nursing and adolescent and
child counselling came handy here in terms of assessing distress, halting interview sessions,
and referring adolescents for counselling. Only one family had to be referred to the
psychologist, after permission to do so was granted by the head of the household. In addition,
participants had my mobile number to call at any time they had anything to discuss or share,

or even if they just wanted to talk to me.
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PART TWO

RESEARCH FINDINGS

This section presents the empirical findings of the study. It has four chapters: chapter three
introduces each of the adolescents living with HIV with whom | had multiple interviews over
the 18 month period of qualitative data collection. In chapter four | present a discussion of the
meaning of the family from the perspectives of adolescents, parents, guardians, and
community leadership, and as portrayed in national policy guidelines. Here I show that the
family is central in adolescents’ everyday life, from decisions about HIV testing to ART
enrolment, adherence, and disclosure. However, the meaning of the family as deduced from

adolescents’ narratives constantly changed in relation to the context in which it was used.

Chapter five presents adolescents’ motivations for and experience with HIV testing, being on
lifelong treatment with ARV medicines, as well as treatment adherence and retention in HIV
care. What is significant in this chapter is that almost all the adolescents were only tested for

HIV after repeated episodes of sickness, spanning for months or years.

Chapter six delves into adolescents’ experiences and management of stigma. While most of
the adolescents stated that they did not necessarily experience acts of discrimination, they
lived in the fear of being stigmatised. Others experienced discrimination from family
members, school, and community. Various tactics were used by adolescents and their parents

or guardians to avoid stigma or manage discrimination.

Chapter seven is about experiences of, and with disclosure. The significant finding is that
most of the adolescents, for various reasons, were not immediately informed of their HIV-
positive status. When eventually informed, adolescents’ immediate response was marked
with shock, sadness, confusion, and crying at being diagnosed with a sexually transmitted and
highly moralised and stigmatised infection; indifference due to a lack of understanding of the
meaning of being HIV-positive; or ‘relief and happiness’ at finally knowing the cause of poor
health that characterised childhood.
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CHAPTER THREE

THE STUDY PARTICIPANTS

Introduction

As mentioned in the preceding chapter, data for the study was collected from multiple
sources, including adolescents living with HIV. This chapter introduces the sixteen
participants with whom | had multiple interviews and conversations, whose stories form the

core of the study.

All of the sixteen adolescents knew that they were living with HIV, and all were on ART.
Their HIV status had also been disclosed to selected members of the family and/or their
school communities. Fourteen of the adolescents were infected perinatally, and most of their
childhood was characterised by poor health due to recurrent sicknesses. The remaining two
were infected later on: one through unprotected sexual intercourse while the other was not

sure how he got HIV but thought it was through assisting an injured friend.

Six of the adolescents were born to unwed parents. Six of the adolescents were single orphans
(three maternal and three paternal), two were double orphans while the rest had both parents
alive though most were not living together as couple. Two of the adolescents were living in
stepfamily setting, five were living in skipped-generation families, four were living with
single parents (mothers), two were living with both parents, while the rest were living with
extended family relatives. All but four of the adolescents were living with either a parent or a
relative who was also HIV positive and on ART. Below | share a brief description of each

adolescent in no particular order. | use pseudonyms to protect their identity.

Malangeni

Malangeni was twelve years old when | first met him in 2012, though he looked half his age.
Besides his physical stature he looked like healthy boy. He lives with his mother and siblings,
the fifth born in a family of eight, though two of his siblings passed away due to pneumonia
and prolonged diarrhoea, respectively. He has one brother who is younger than him and four

sisters who are alive, and are all HIV negative. Malangeni was tested for HIV at the age of
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four after he suffered from herpes simplex and was found to be HIV positive. He started
taking ARVs then. His mother believes Malangeni was infected with HIV through mother-to-
child transmission and thus was born with it. His mother is also living with HIV and on ART.
Malangeni’s father stays at his work place in a government-owned cattle ranch where he
herds the cattle. He visits home once a month during month-end. In Malangeni’s family, the
father is the only one gainfully employed and is thus the breadwinner of the family.
Malangeni’s mother supplements her husband’s salary through handicraft, making and selling
grassmats on a small scale. Though the family is reportedly struggling economically, they

have not reached a stage where they go without food, as some other families do.

Dudu

Dudu was twelve years old when | first met her in August 2012. She was diagnosed with HIV
in 2003 after repeated episodes of illness, and started taking ARVs soon after. Dudu lived
with her maternal grandmother. Her mother died when she was two years old, and although
her father is alive, he is said to have ‘disowned’ her after she was tested without his
permission. However, Dudu’s grandmother stated that she tried several times to have him
consent to the test and he repeatedly refused. In view of Dudu’s worsening health, a doctor at
the local hospital agreed to test her for diagnostic purposes in the presence and consent of the
grandmother. She was found HIV positive, and was put on treatment. Upon her discharge
from hospital, her grandmother informed her father that Dudu was HIV positive and had been
started on ART, at which point he cut all contact with Dudu. This has made the family, and
particularly Dudu, to believe that her father hated her because she was HIV positive.

Dudu’s grandmother told us that she had seven children and five of them died of AIDS,
leaving behind their children, including Dudu. There were twelve people living in her
(grandmother’s) homestead, including Dudu’s uncle and his wife and children, and Dudu’s
cousins from mother’s sisters. None of the family members was working; the only uncle had
just lost a job when a non-governmental organisation (NGO) he was working for closed down
due financial challenges. Dudu’s grandmother, who was the sole bread winner, did not
receive the government social security grant for the elderly because she did not have the
national identity card required for registration. Her income came from selling fruits at the
nearest market and selling handicraft in South Africa, a trade that took her away from home

for two weeks every month.
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Although her father was employed by the government, he was not assisting Dudu in anyway.
She was also not eligible for government assistance for orphaned children because her father,
a state police officer, was employed.”™ When | met Dudu she was having financial problems
at school as she had not paid school fees for the whole year. Dudu still hoped to complete
school and become a social worker or a lawyer one day so that she could, as she said, ‘help

other children like me’(interview, September 2012).

Gcinaphi

I met Gcinaphi, a thirteen-year-old girl, in September 2012 in the company of her mother.
They had come to collect their ARV medication from the local clinic because they were both
HIV positive and on ART. Gcinaphi tested for HIV at the age of five years after being sick
with diarrhoea, nausea, and vomiting. Her mother had tested in 2006 after a stroke (an illness
episode that resembled cerebro-vascular accident). Geinaphi’s father died in 2005 of AIDS-
related illness. It was not clear though how and when Gcinaphi might have become infected
with HIV; her mother claimed to have only gotten HIV in 2005 when she was caring for her
husband, which means Gcinaphi’s infection could not have been a case of mother-to-child

transmission. She also had no history of sexual abuse nor had she had a blood transfusion.

Gcinaphi and her mother live with two of Geinaphi’s sisters who are HIV negative; her other
older sibling lives at her marital home. Gcinaphi started ART after testing HIV positive in
2007 but only came to know of her diagnosis in 2010. Her mother said she did not tell
Gcinaphi about her status because she ‘was afraid that Gcinaphi would be angry and resent
me for infecting her with HIV, but at the same time I couldn’t let her die because if she didn’t
take the pills, well, the HIV was going to become resistant and then she would get sick and
die. So | had to choose between losing her to AIDS or deal with her anger at me. So | chose
to tell her. It is not an easy choice for parents’ (interview, December, 2012). Her mother was
particularly concerned that Gcinaphi was the only one of her children who was HIV positive

and that increased her fear that Gcinaphi would blame her for the infection.

The family’s source of income was Gceinaphi’s father’s pension; he had been employed as a
civil servant for a long time. The pension, according to Geinaphi’s mother, is paid monthly to
her and is just enough to cover the family’s basic needs. The family was doing relatively well
compared to others in the area they lived. The homestead was one of the few that had a

modern three-bedroom house with electricity and digital satellite television. The Central
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Statistics Office uses these measures to determine socio-economic level, and such a family is

classified as ‘middle level’.

Gcinaphi looked healthy when | met her, and with the support of her mother and siblings, |
was informed that she has been adhering well to her treatment. Her clinic record also
confirmed optimal adherence. Asked how she felt when she was told she had HIV, Gcinaphi
stated that she did not blame her mother for the infection nor anyone else for that matter; ‘I
have accepted it and am focusing on taking my pills so that I stay healthy’, she said in one of
our conversations. Gcinaphi was very knowledgeable about HIV and ARVs, and said that she
hoped to be a doctor when she finished school so that she can treat people living with HIV.

Lungile

I met Lungile, a sixteen-year-old girl who was in grade five at the local primary school, in
2012. She was tested for HIV in 2007 at the age of nine after repeated chest infections. At the
time she was diagnosed with HIV, Lungile had been living with her maternal grandmother;
her biological mother had died of AIDS-related illness the same year. Her father was also
living with HIV and was on ART. He got tested two years after the death of his wife,
Lungile’s mother, due to his own ill health. At the time of his diagnosis, he had a CD4 count
of seven cells per mm?3, something that scared Lungile because she thought that her father
‘was going to die as well. Fortunately, he agreed to be initiated on ART which was done two
weeks after [the mandatory ART preparation] counselling’ (interview, September, 2012).
During the time of the study, a person diagnosed with HIV was eligible for antiretroviral
treatment if his or her CD4 cell count was < 350 cells/mm? or his or her clinically staged as
[11 or 1V). Up until 2010 when the treatment guidelines were changed, the eligibility criteria
were a CD4 cell count of < 200 cells/mm?. Anyone starting ART at >50 cells/mm?"* defined
as late initiation, and carried the risk of developing severe and sometimes fata reactive side

effects including immune reconstitution inflammatory syndrome (IRIS).

When | met the family in 2012, Lungile was living with her stepmother and three half-sisters
who were all HIV negative. Her father was employed as a bus driver and visited on
weekends. He was the bread winner; his new wife also raised chickens and sold fruits and
vegetables at the local market to supplement the family income. The family had large fields
that they were using for farming maize and vegetables. According to the father, if the rains

are good, they get good yield of maize and sell the surplus to supplement their income. The
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family’s home is better off than others in the community, with a four-roomed brick house
with corrugated iron roofing and an outdoor room used as a kitchen. There was also an

electricity connection and a television set, all of which are not common in the area.

According to Lungile, shortly after testing positive for HIV, she fell sick, coughing a lot and
losing weight, and was diagnosed with and treated for pulmonary tuberculosis (TB). ‘I was
given sixty injections; | also took tablets for three months. After completing the TB
medicines | was put on ART. That was still in 2007°. At the time of the study, Lungile was
doing pretty well, she looked healthy and was well cared for by her stepmother and father.
Her maternal family, particularly her grandmother whom she visits often, still provides her
with emotional and psychological support. Besides her grandmother, stepmother, and father,
no one else knew that Lungile was living with HIV because her father did not want her to tell
anyone else because he was afraid that people would treat her badly. Even her siblings were
not aware of her status. Lungile stated that they hardly talked about HIVV at home; the only
time they do is when she is reminded to take her ARVs. Lungile is doing well at school and
plans to be a nurse so the she can help ‘other children like me, who are living with HIV’. Her
greatest wish was that ‘scientists in the rich countries could get a cure for HIV so that all

people infected with the virus could be cured and live a normal life’ (interview, September

2012).

Mpendulo

I met Mpendulo in 2012, when he was sixteen years old. He was diagnosed with HIV in 2002
at the age of four years. ART was not freely available in the country until 2004, hence he was
only initiated on treatment two years after diagnosis. However, he only came to know that he
was HIV positive in 2010 after being told by his sister (discussed further in chapter7 on

disclosure).

At the time | met him, Mpendulo was living with his uncle (his father’s younger brother) in a
four-roomed dilapidated house. In total there were eleven people living in the homestead
including the uncle’s wife and their three children, the uncle’s younger brother and his wife

and child, and Mpendulo’s younger sister.

Mpendulo has three siblings, and although they share the same father, they have different
mothers. At the time of the study, Mpendulo’s elder brother and sister were employed: the

brother worked in a hardware shop situated about 200km from where Mpendulo lived, while
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the elder sister was a teacher in one of the local primary schools. The elder brother had a wife
who was living about a hundred metres from the uncle’s house, while the sister lived in her
marital home about seven kilometres from where Mpendulo lived. According to family, the
house used by the elder brother and his wife was left behind by Mpendulo’s father. Despite
the close proximity to his elder brother’s home, Mpendulo hardly visited them because his
sister-in-law did not want him there, as she believed that he would infect them with HIV.
Besides Mpendulo, two other people in the household were living with HIV, Mpendulo’s
uncle’s younger brother and his wife, and both are on ARVSs. He stated that life in the uncle’s
household was not easy because no one was employed and there were days when they had no
food.

Mpendulo looked small for his age, underweight and had other visible symptoms of chronic
ill-health, such as swollen lymph nodes and white patches all over his body. He also often
complained of chest pains, coughing, and fatigue. The family did not have money to take him
to hospital, relying instead on the local clinic that managed illness symptomatically. On one
occasion | was called by the family to assist in taking him to hospital because he had been
seriously sick for two weeks, a situation that meant | had to switch my role from that of a

researcher to a provider.

Mpendulo mentioned that his father had been employed in one of the leading financial
institutions, and was owed a pension that could help with his health needs, but his elder
brother, who was the executor of the estate, was not forthcoming, which caused him a lot of
stress. The last time I contacted him, Mpendulo had left his uncle’s place and was living
alone in his father’s house after his elder brother relocated his family to his workplace. At the
end of 2013, Mpendulo obtained a second-class pass in his external primary education
examination, and was planning to be a doctor so that he could ‘treat children living with HIV’
(interview, November, 2013). He had also joined a support group of children living with HIV
where he gets to ‘learn more about the disease, the pills and other things. They also provide
me with money that I use to buy food’ (fieldnotes, November, 2013).

Nomaswazi

Nomaswazi, an eighteen-year-old girl, became aware that she was HIV positive in December
2011. When | met her in September 2012 she had been on ART for just three months. She

believes she was infected through sexual intercourse because both her parents were HIV
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negative. She conceded that besides her boyfriend who lives in South Africa, she had had
sexual relations with two other men and thinks one of them could have infected her with the
virus. She tested after falling sick with a recurrent sexually transmitted infection that was not
getting better after several episodes of treatment. At the time | met her she was living with
her family during school holidays; during the school days she lived with her mother’s
brother, who was a teacher in the high school that Nomaswazi was attending. Nomaswazi
mentioned that she was advised and encouraged by her mother, who is a community health
worker, to do the HIV test. Her mother has remained her pillar of psychological support. She
is the youngest in a family of six boys and two girls and is the only one living with HIV. All
her brothers have wives and have built their homes within the family compound hence the
homestead is very large. Four of her brothers are working in South Africa while one is
finishing a bachelor’s degree in law at the local university. Her father was one of the
bantfwabenkhosi (princes) of the chiefdom and a well-known and respected elder of the
community. Nomaswazi had not disclosed her HIV status to her boyfriend or to other family
members besides her mother, because ‘it is not yet the right time to tell them’. Nomaswazi
feared that if people got to know that she was HIV positive, it would reflect badly on her
family, a position that was shared by her mother; hence they conspired to keep her status a

secret.

| only had face-to-face conversations with Nomaswazi twice during my fieldwork as she
relocated to South Africa in 2013 where she had enrolled in a final year of senior secondary
education (‘matric’) that is offered in South African schools; students who want to enrol in
tertiary education have to pass national matriculation exams. But also pupils whose homes
are situated along or close to South African border with Swaziland may do their matric in
South Africa. Through telephone contact Nomaswazi mentioned that she was doing well and
was taking her ARVs, which she collects from the local clinic every three months, but had
still not disclosed her status to anyone other than her mother.

Menzi

Menzi, who | met in 2012, was a nineteen-year-old young man in form Il (or grade 9) at the
local high school. He was diagnosed with HIV in 2009 at the age of sixteen, and started
taking ARVs that same year. Although his homestead was not very far from school, he lived
with his sister and brother-in-law because he and his mother preferred that he stay with them

as their home was close to his school, only about 500 metres away. Menzi is not sure how he
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got infected with HIV but thinks it was through helping a friend who was injured in a fight.
Menzi is the fourth child in a family of five and none of his family members were living with
HIV. His mother is a community health worker and his father, who was diabetic, passed away
in 1999. All his elder siblings were working and his younger sister was doing form 1V (or
grade 10) in the same school. Though he already had a girlfriend, Menzi was adamant he was
not going to disclose his status to her until ‘the time was right’ (interview, October 2012). All
his family members knew that he was living with HIV and were very supportive. He hoped to
become a police officer so that he could keep law and order.

Lindani

I met Lindani in August 2013. Our first meeting took place at the clinic where he had gone to
get his monthly refill of ARVs and TB treatment, and our follow-up interviews were at his
home or clinic depending on his preference. Lindani was diagnosed with HIV after being
diagnosed with and treated for TB in 2010, and he started taking ARVs in the same year.

Although he stated that he was thirteen years old, he could be mistaken for a ten-year-old.
Lindani looked sickly and frail when I first met him; he had white patches all over his body
and swollen lymph nodes around his neck, which according to him had been there for a long
time, but were getting better since starting ART in 2010. His hearing was poor and the nurse

at his clinic stated that it was a complication from one of the TB treatments.

Lindani lived with his maternal grandmother, Gogo Simelane, and an eighteen-year-old
cousin, the daughter of his mother’s sister, about fifty kilometres outside of Manzini. Gogo
Simelane is their primary caregiver. His cousin is also living with HIV and on ART.
Lindani’s parents died when he was six years old, and although he doesn’t know the cause of
their death, his grandmother told him that they died of HIV-related illnesses; Gogo believes
Lindani got HIV from his parents. According to Gogo Simelane, she had four other children

besides Lindani’s mother who also died of AIDS-related illness.

The family lived in poverty in two houses made of stick and mud with thatched roofing. The
mud from the walls was falling off, leaving holes in the walls. According to Lindani and his
grandmother, when it is raining they have to seek accommodation from neighbours because
the rains flood their house. There was a small vegetable garden that was tended by Gogo
during the week and Lindani during the weekend. The family also had five goats that were

looked after by Lindani. According to Gogo Simelane, two of the goats were given to the
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family by World Vision, an NGO working to alleviate poverty in the community. The two
goats gave birth and multiplied to seven but Gogo Simelane sold one so that she could buy

food for the family, and another one was thought to have been stolen.

No one was employed in the family. The only source of income was the government elderly
social grant of E600X (USD 60) that Gogo Simelane receives once every three months. This
amount, according to Gogo, is barely enough to see them through. For instance, during one of
my visits, I found that Lindani’s cousin had not been taking her ARVs for the past two weeks
because she didn’t have transport money (E20, USD 2) to go and refill her ARVs at the local
hospital, which was about fifteen kilometres away. Lindani also needed to pay hospital fees
of E3,000 (USD 300) for an operation to restore his hearing. But his grandmother could not
afford the amount and almost a year later they were still waiting for World Vision to provide

financial assistance.

Lindani joined a support group that assists him with food parcels and transport money to
collect his ARVs every month. During our conversations he expressed how he misses his

parents and how things could be better if they were still alive:

It hurts very much because there are some things that no one can do for you other than
your parents and unfortunately I do not have them. Apart from that, having no parent
to listen to your challenges is so depressing. Seeing other children with their parents

also hurts. 1 miss them a lot. (interview, August 2013)

Once in a while Lindani visits his paternal family and they also visit him and pay for his
school fees, school uniform, and other needs. His wish is to live with his father’s family. He
stated that he wants to be a police officer when he grows up so that he can earn a lot of

money.

Sabelo

In 2013, when | met Sabelo he was fifteen years old and a healthy-looking young man. He
lived with his mother, stepfather, and two younger half-sisters in one of the government
housing units just outside the city of Manzini. Sabelo tested and was found to be HIV
positive in 2010 after he fell sick with measles. At the time he was tested he was not eligible
for ART because his CD4 count was still above the limit required to initiate ART. He was

given a prophylactic antibiotic, cotrimoxazole, to take and to continue coming to the clinic
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for monitoring, but he stopped taking his prophylaxis and his CD4 count decreased
remarkably, and he was initiated on ARVs in 2011. Sabelo’s mother and maternal
grandmother are also HIV positive and on ART; his stepfather and sisters are HIV negative.
Besides his immediate family Sabelo has not disclosed his status to anyone because his
mother told him not to discuss personal issues with people outside the family. Both his
mother and stepfather have gainful employment. Though his biological father is alive, he has
no relationship with him. At the time | met him Sabelo was in grade eight in one of the best
schools around town and he wanted to continue studying electronic engineering after high
school. Although the family is doing pretty well in almost all spheres of life, Sabelo still
wishes he could have a relationship with his biological father because ‘much as my stepfather
IS very supportive and we have a good relationship, there are things | feel I cannot talk about
with him and need my biological father’ (interview, September 2013).

Simangele

I met Simangele, a healthy-looking fourteen-year-old girl, at the clinic where she had gone to
refill her ARVs in 2013 September. She was tested for and diagnosed with HIV in 2008 after
she fell sick, and her mother, who was also living with HIV, suggested she get tested. She
was also started on ARVs the same year because her CD4 count was low. She was eight years
old at the time. At the time of the study, she had been on ART for five years. Simangele lives
with her mother in a modern house she owns in one of the suburbs in Manzini. Her mother
and father never married and she has no relationship with her father, who is married to
another woman. Simangele has a strong social support system comprised of her mother and
her mother’s sisters, some of whom work in international NGOs that focus on HIV and one
of whom is a lawyer. Her mother is also employed and also rents out some one-roomed
houses that she has built around her home. Simangele is an active member of the support
group at the clinic where she is a team leader. She doesn’t like it, though, because ‘sometimes
it can be overwhelming especially if they make you a teen club leader, because the other
children look up to you for good behaviour and you have to attend to their problems yet you
have your own problems to deal with. Right now I am a teen club leader and I just don’t like
it” (interview, September, 2013). Simangele is doing very well in school and hopes to earn a
degree in commerce one day so that she can support her mother.
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Manqoba

Mangoba was a fourteen-year-old boy when I met him in September 2013, though he looked
like he was only nine. He believes he was born with HIV but only tested in January 2013
after he was sick and admitted to hospital where, in addition to HIV, he was diagnosed with
TB. When I met him he was taking treatment for both conditions. He lives with his mother
and three brothers in a four-roomed brick house with corrugated roofing on the outskirts of
the city of Manzini. His father passed away in 2007, and he is not sure of the cause of death.
His mother and younger brother are also living with HIV and are on treatment while his two
older brothers were HIV negative.

The family has a backyard garden where they grow vegetables such as spinach, tomatoes,
onion, carrots, and beetroot. Mangoba and his brothers tend the garden after school and on
weekends, and he liked it because it provided him, his brothers, and mother with a balanced
diet. Besides his immediate family, his father’s sister is the only other person who knows that
Mangoba is living with HIV, as she was told by his mother.

Mangoba’s mother was not employed at the time of my visits to their home, but earned some
money selling handicrafts at the market in town and sometimes went to sell in South Africa.
In her absence, Manqoba’s auntie looks after him and his brother, which is why she was told
of Manqoba’s HIV status. She also provides them with food and other material support from
time to time or whenever they are in need. Otherwise no one else knows about his HIV status
because his mother told him not to tell anyone about it, not even his teacher at school.

Although small for his age, Manqgoba looks healthy and very lively. He was very
knowledgeable about HIV and ARVs. He was enrolled in grade seven at the time | met him
and planned to be a doctor one day so that he could help protect children from getting HIV
and treat those who already have it. His favourite subjects at school were maths and religious

education.

Sicelo

I met Sicelo in October 2013; he was fifteen years old. He had come for a refill of his
medication in the company of his paternal grandmother and his father’s sister. Sicelo was
tested for HIV in 2009 because of chronic ill health, and was started on ARV treatment the

same year. He was also being treated for TB. Sicelo was living with his paternal grandmother
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and auntie at the time | met him but he would often visit his maternal family for long periods,
which resulted in him defaulting his treatment. He has been restarted on ART and TB
medication three times; on the day | met him he was due to be switched to second-line ARV
regimen. His father lived in the outskirts of Manzini with Sicelo’s stepmother and their two
children. Although Sicelo wished to stay with his father, he stated that his stepmother was
against the idea, and that she did not want him there, an assertion also mentioned by his
grandmother and aunt in separate interviews. His biological mother lives in Johannesburg and
occasionally visits home. During these visits Sicelo gets the chance to visit his mother’s
family but such visits result in him defaulting his treatment. The two families have not met to
discuss Sicelo’s health situation; according to his paternal grandmother, ‘they don’t care’
(interview, October 2013). However, according to Sicelo, he defaulted his treatments because
he wants to go and stay with his father, and hopes that his father would buy him a bicycle as
he had for his siblings. The lack of openness between the families, the stepmother’s attitude,
and the overall social environment within which Sicelo lives could all contribute to his
defaulting. The last time | visited him at home he was still taking his medication, though he
was not strictly compliant. Asked what he wants to be in future he stated that he was not sure,
but he said he likes driving big trucks (interview, October 2013).

Sizwe

I met Sizwe in 2013 at the clinic where he had come to refill his ARVs. At the time, he was
sixteen years old. He stated that he was diagnosed with HIV in 2009 at the age of twelve,
after repeated illness episodes, and was initiated on ART the same year. He tested in the
company of his paternal grandmother, with whom he still lives together with his biological
sister, five half-siblings, and three cousins. His mother died of AIDS-related illness when
Sizwe was seven years old; his father is living with HIV and is on ART, and lives by himself
a few kilometres from where Sizwe stays with his grandmother. His grandmother is a
traditional healer.

Although agreeing to continue participating in the study, Sizwe did not buy to the idea of me
visiting him at his home, stating that people would start asking questions about my visits and
could come to know that he was HIV positive. Out of respect for his request, all our
interviews were held at the clinic premises either in my car or in the office provided by the

clinic.
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Sizwe seemed very angry and cried throughout the first two interviews. He was angry at his
father whom he blamed for infecting his mother, who in turn infected him with the virus. He
was also angry at his grandmother, who, after learning that Sizwe was HIV positive,
according to Sizwe, went about telling people in the community who then started to avoid
him and gossip about him. He stated that he had to change schools due to the emotional and
psychological abuse he was experiencing at his school. What also made him angry was that
he was the only one among his father’s children who was HIV positive and he did not
understand how that could be and why it had to be him who was infected.

Asked if he had joined the support group at the clinic, he stated that he did but that he
attended only two sessions after which he stopped because it was not helping him in anyway.
| felt that he needed support to help him with his anger, but Sizwe turned down my
suggestion that he see a clinical psychologist for counselling. Despite his anger, Sizwe was
adhering optimally to his ARV medication. He aspires to be a ‘successful lawyer one day’

(interview, September 2013).

Nomvuyo

I met Nomvuyo in 2012, when she was eighteen years old. She had been knowingly living
with HIV for seven years after she was tested when she was aged eleven years and in grade
six. She had been very sick and her mother had taken her to several traditional and faith
healers for treatment but Nomvuyo did not get better. She was then taken to the clinic where
she was tested and diagnosed with HIV. She is the only one among the adolescents in this
study who shared that prior to testing she received pre- and post-test counselling in which the

nurse told her to accept the outcome of the test, no matter what it might be.

Nomvuyo doesn’t know her father who passed away when she was still very young, and her
mother died two years after Nomvuyo was diagnosed with HIV. Both her parents are
believed to have died of AIDS-related illnesses. Her paternal grandmother, with whom she
lives, is a principal in one of the local primary schools. The family seems to be doing pretty

well socially and economically.

When | met her, Nomvuyo had just completed her secondary education, was volunteering at
one of the clinics, and was also a team leader for the adolescents support groups. She plans to
be an accountant and was working towards improving her matric grades so that she could be

admitted to the local university for study towards a bachelor’s degree in commerce.
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Sipho

Sipho was diagnosed with HIV in 2011 following a diagnosis with TB. The country’s TB
technical guidelines require that all people diagnosed with TB must be tested for HIV; hence,
Sipho was tested for HIV. He was already on antiretroviral treatment when | first met him in
2013, and was aged 17 years. Asked to share what made him test for the virus he stated that
he was sick and was in the company of his parents when he was tested. His immediate
reaction to the diagnosis was shock and anger towards his parents, whom he blamed for
ruining his life by infecting him with HIV. With time he made peace with everything

because, he said:

I knew | could not avoid talking to them forever. . . . Having my brother who
supported and also made me understand that it was not their intention to infect me
with the virus made it easier to forgive and forget. Right now I see HIV as a

hereditary disease that | can live with rather than a death sentence (November, 2013).

Both his parents and paternal grandmother are also living with HIV and on ART. Although
his parents only disclosed their status to him after he too was diagnosed with the virus, he
stated that he already was suspicious that they were HIV positive because ‘they were taking
the same pills, same time every day. | have heard on radio and television that people on
ARVs have to take them the same time every day, so when | observed my parents doing this,
| suspected that they could be HIV positive’ (interview, November 2013). Sipho is the only
one of his three siblings who was living with HIV.

Although his CD4 count was still high at the time of diagnosis, he was enrolled in ART
immediately upon his request. Asked why he decided to start ART when his CD4 count was
high, he stated: ‘I know a lot about the benefits of ARVs in people with HIV and TB ... so |
asked that the nurses should not delay my treatment’. His parents’ knowledge about and
experience with ART proved to be very helpful to him as he adapted to living with the virus.
His mother is housewife and his father is an engineer in one of the big companies in the sugar
belt. He attends a private school, and being diagnosed with HIV rekindled his dream of being

a doctor when he finishes school, he stated.
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Musawenkhosi

I met Musawenkhosi in June 2013 in one of the clinics where he had come for his last
counselling session and initiation on ART. He was with his mother on the day. Though he
was seventeen years old, he actually looked five years younger. He looked very weak, had
suffered significant wasting, and needed support when walking. He had shortness of breath
and needed to stop talking between sentences to catch his breath. His mother mentioned that
he had been sick for some time but because she was not staying with him, she was not aware
until very late. Musawenkhosi had been tested two weeks before I met him and was found to
be HIV positive and also had TB for which he had already started treatment. His mother was
also living with HIV, and his father passed away in 2010. After his father died, his mother
was chased away from the family and went to live in South Africa, which is why she was not
home when Musawenkhosi fell sick. Musawenkhosi was initiated on ART the day | met him.
| made a follow up visit to his home a week after our initial meeting and found that he was

very sick. Two weeks after my visit | got a call from his mother that he had passed on.

Conclusion

In this chapter | briefly introduced the adolescents living with HIV that | interviewed several
times during the fieldwork to gain in-depth insight into their experiences of living with HIV.

Their stories form the bulk of the data used for the dissertation.

Most of the adolescents in this study were infected with HIV perinatally, were tested after
repeated illness episodes, and were diagnosed with HIV during their childhood or early
adolescence. Except for two, all the adolescents were diagnosed with HIV while in the
company of a parent or guardian, who also gave consent for the tests, and all of them were on

antiretroviral treatment.

Although most were diagnosed in their childhood, and although they knew of their HIV
status, almost all of adolescents experienced a delay in disclosure to them of their status by
their parents or guardians (discussed further in chapter seven). All the adolescents had plans
and dreams about their futures which hinged around finishing school, and following career

paths that focused on helping other children living with HIV.

A majority of the adolescents were from economically disadvantaged family backgrounds,

which did not only affected interpersonal relationships within family members and between
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paternal and maternal families for some, but also how adolescents perceived the care

provided by different family members, which I discuss further in the next chapter on family.
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CHAPTER FOUR

RETHINKING THE MEANING OF FAMILY IN THE CONTEXT OF HIV CARE

Community Leader: We are all affected; no one can say he or she has not been
affected. Everyone has a brother, a sister, a child, a parent, a friend, a relative, a work
colleague, a neighbour — we have all experienced HIV . . . at home at school, in
church, in the community.

FS: When you say ‘we’, who are you referring to? Who is ‘we’?

Community Leader: | am referring to you and me, us, every Swazi. . . . Our roots are
traced back to the same forefathers — we belong together; we are all sick with HIV
directly or indirectly. . . . We are family and we must care for one another.

Introduction

The extract above is taken from an informal conversation | had with the headman of e-
Tsembaletfu in August 2012, during one of the monthly community development meetings.
As part of the agreement that permitted me to conduct research at Tsembaletfu, the leadership
asked that | occasionally provide them with an update on the progress of my study. On this
particular day, | shared my astonishment at the number of child-headed" and skipped-
generation™ households in the area. According to data | obtained from the Inkhundla offices,
which was confirmed by the chairman of the development committee of Tsembaletfu, 240
(6%) and 440 (11%) of the area’s 4,000 households were headed by young people or
grandparents, respectively. The chairman stated that a majority of the parents had died,
presumably of HIV or TB, or both, leaving behind children—some living with HIV — under
the care of siblings or grandparents. Some of the grandparents were themselves frail and poor
(fieldnotes, December 2012). In the few households | had visited, poverty was palpable. It
was readily noticeable that these households could barely meet their basic daily food
requirements. What made their situation worse was that the food parcels they had been
receiving from NGOs had stopped a few months back, they mentioned. Such parcels are
given to vulnerable households, described as those headed by children or grandparents, or

households that have a member who is bedridden, disabled, or HIV positive.

Given their circumstances, | wondered how children growing up in such households survived

on a day-to-day basis. How did they fulfil their basic needs, like procuring food, or manage to
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go to school? How did they deal with sickness? Who and how they were socialised to the

realities of everyday life. The headman shared similar concerns, lamenting that:

HIV has depleted families at a scale never seen before. Parents are dying, leaving
children behind, hence we have these children who are now caring for each other. The
Indlunkhulu [chief’s residence] provides material support such as food, but the
children need parents — people who will talk with them, discipline them, and tell them
stories about growing up. Unfortunately, because the adults are the ones dying, the
children are left behind to fend for themselves. In our days, we never experienced this
[children growing up alone without an adult]; the community was united’. (Informal

conversation, August 2012).

The phrase ‘we are family’ often came up during focus group discussions, support group
meetings, and individual interviews | had with adolescents. The way the phrase was used in
everyday language by the participants captured my attention with its fluidity and layered
meanings. | was intrigued by the changing nature of the meanings ascribed to the family in
adolescents’ biographies and life events, and how the meanings were embedded and
transformed in the contexts of specific moments. The narratives of the adolescents, as | show
in this chapter, suggest that what they perceive as family is not necessarily limited to blood,
descent, or legally sanctioned relationships, but rather a shared biosocial identity (Rose and
Novas, 2005) — of living with HIV and being on ART. Furthermore, | found that a desire for
and a sense of belonging — which adolescents described as being accepted, connected, and

sharing — was central to adolescents’ description of the family.

National HIV policies and guidelines identify families as integral partners in the response to
HIV. For instance, the Swaziland National Multisectoral Strategic Framework (NSF) of
2009-2014alludes to the need to promote family members as carers for people living with
HIV at home (NERCHA 2009:58). Expanding from the NSF, the extended NSF (eNSF) of
20142018 identifies a need for strategies to strengthen families, which will in turn contribute
to the care of orphaned and vulnerable children and people living with HIV in the home
setting (NERCHA, 2014:40-42). Furthermore, the national HIV-prevention policy (MoH,
2012) called for the empowerment of families so that they could be information resources for
adolescents, and contribute to prevention of HIV in this population group. These documents
list different forms of family — female-headed, child-headed, and those headed by the elderly

—as vulnerable to disintegration, hence requiring support. However, what the documents
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refer to as family differs from that which adolescents talked about and what the headman in

the opening caption refers to as family.

It is this ambiguity between who is and is not family, and between what makes a family from
the adolescents’ perspective versus that represented in HIV policies and conventional
descriptions, that creates the need to consider what constitutes the family in the context of
HIV care. In this chapter | explore the multiple, fluid, and ambiguous meanings of the family

as referred to by adolescents in different moments and contexts of their everyday life.

While acknowledging the importance of the family as a primary unit of care for adolescents
living with HIV, one that provides not only material and physical support but psychological
care as well (Richter et al., 2009), in this chapter | challenge the universalised notion of the
family. | argue for an HIV service that is sensitive to the different familial contexts of
adolescents, and the different meanings of family for adolescents. By illustrating the
dynamics that shape the meanings of the family — the contestation between what participants
experience as family and what is generally perceived to be family in Swaziland and as
represented in the HIV guidelines in particular — | argue for a rethinking of the family in

relation to HIV care of adolescents.

In Swaziland, family has long been defined along bloodlines, extended kin networks, and
legal relations such as marriage. Multi-generational extended families living together in one
bounded homestead have been the norm. Children have been socialised primarily by the
family and secondarily by the community and society through shared norms, values, and
standards of behaviour. This, however, has changed over the last three or so decades due to
several factors including industrialisation, increasing migration from rural to urban areas, and
an increasing preference for nuclear family-style living arrangements. Noted though is that
even with economic and demographic shifts, the family still remains the basic unit of care for

people living with illnesses including HIV and AIDS.

The aim is not to dispute the need for family involvement in the HIV care continuum, but
rather to suggest the complexity of what constitutes a family to adolescents, with a view of
providing more ‘appropriate’ care and improving their holistic well-being and quality of life.
To provide a framework for my arguments, it is important that I first define the family. I then
discuss the family from the adolescents’ p