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Summary English 

The main objective of this predominately ethnographic, mixed methods study was twofold: 

first it was explore adolescents’ access to and utilisation of available HIV services including 

testing, and antiretroviral treatment as well as adherence to the treatment and retention in 

HIV care. The second objective was to gain in-depth insight into the experiences of 

adolescents living with HIV in different family contexts in Swaziland, from the perspective 

of adolescents themselves. While the experiences of adolescents living with HIV have been 

researched before, the uniqueness of this study lies in its comparative approach by situating 

the experiences of adolescents in the different types of families in which they lived.  

Therefore, the study aimed at understanding and describing how adolescents, as agentive 

actors, experience and navigate the social and health system environment as they manage 

HIV related illness and disease respectively. The study is one of three social science studies 

carried out as part of a public health intervention implemented by the Ministry of Health, in 

conjunction with local and international NGOs and academic institutions– the MaxART 

Consortium. The Consortium’s objective was to increase the number of people who access 

and utilise HIV services in Swaziland. The dissertation is based on two years of fieldwork 

carried out in two communities in Swaziland: one rural and one urban.  

The study is presented in three parts: the first part provides an introduction and background, 

and the methodological approach. Part two presents the study findings, while the last part 

presents a discussion and conclusion.  

Chapter one provides an introductory background to the magnitude of HIV and AIDS in 

Swaziland as well as the impact the epidemic has had on families and adolescents. The HIV 

epidemic became evident in Swaziland in the mid-1980s when the first person with HIV was 

diagnosed in 1986 while the following year, 1987, another was diagnosed with AIDS. Since 

then the epidemic has spread rapidly within the population, reaching high prevalence rates of 

42% among pregnant women in 2004, before stabilising in 2005 and showing a steady but 

slow decline from 2008. In 2014, about a quarter of the approximately 1.2 million people of 

Swaziland were living with the virus, the highest population proportion of HIV in the world. 

Between the years 1992-2008 the mortality, particularly among middle aged adults who were 

in the prime of their reproductive and economically productive years, reached alarming 

proportions. This was because antiretroviral treatment was not available in the country until 



2004, and even when the drugs became available, people were still not accessing services. 

Access to services was low due partly to stigma and denial, and partly to lack of geographical 

access as the treatment services were only available in the national referral hospital. The high 

mortality among young parents and bread winners had a negative impact on individuals, 

families, communities and society at large. AIDS became the leading cause of morbidity and 

mortality, taking the lives of more than 7000 Swazi people per year. As a consequence, the 

number of orphaned children increased: by 2012, the number of children who had lost either 

one or both parents to AIDS-related illnesses was estimated at 78,000, representing 65% of 

the 120,000 orphans in the country. In addition, families changed in terms of structural 

composition, and poverty and dependency increased as families had no access to material and 

financial resources. Care of children born of the young parents who were succumbing to the 

epidemic was taken over by surviving family members, often grandmothers in what is now 

commonly referred to as skipped-generation families. Others were taken care of by other 

extended family members, while some were left to fend for themselves in what came to be 

known as child-headed households. In some cases, surviving spouses remarried and children 

had to live and grow up in stepfamilies.    

Chapter two discusses the methodological approach used in the study. Data was collected 

using qualitative and quantitative techniques (methodological triangulation) from different 

sources (data source triangulation).  Primary sources of data were adolescents whose data was 

triangulated with that of secondary participants including parents, guardians, teachers, 

community leaders, traditional and faith healers and key informants. A total of 467 

participants provided qualitative data; sixteen of which were adolescents living with HIV that 

I followed over a period of 18 months. Eight hundred and fifty nine respondents took part in a 

quantitative survey. I used the social-ecological framework, actor-centred approach and 

social navigation concept as analytical lenses to understand the experiences of adolescents, as 

well as the tactics they used to navigate their social and health environment.  

Chapter three to chapter seven form part two of the thesis in which I present findings of the 

study. Chapter three gives a brief background about the sixteen adolescents I followed more 

intensely, with whom I had between two and eight interviews each over 18 months. All 

sixteen adolescents were knowingly living with HIV and were on antiretroviral treatment. All 

but two were orphans who were either living with a single parent or other family members, 

mostly grandmothers. Some adolescents had parents or other family members who were also 



living with the virus and were on antiretroviral treatment. This was critical for adolescents as 

these family members formed a support system for each other.  

Chapter four provides insight into the different family contexts in which the adolescents 

lived. Pertinent in this chapter is how the family was variously referred to by the different 

participants. While adults spoke of family in terms of paternal family having met cultural 

obligations of lobola or inhlawulo, central to adolescents’ reference to family was the sense 

of belonging which they described as a feeling of being connected, accepted unconditionally, 

welcomed, and valued.  However, for some of the sixteen  adolescents in the study who were 

living with HIV and on ART, and who were living either with single parents, skipped-

generation families, stepfamilies or blended families, the need for belonging was either not 

met or was partially fulfilled by their families. For others who had family support, such as 

Simangele, there was still a desire to be part of the adolescents with whom they shared a bio-

therapeutic identity. Support groups, though not replacing the family as conceptualised by 

Levine, provided the forum to connect and share with other adolescents who were like them. 

Most of the adolescents often spoke of support groups as ‘like a family’ or ‘one big family’. 

Chapter five presents findings on access to, motivations for and barriers to HIV testing and 

treatment, adherence to ART, and retention to HIV care, from the perspective of the 

adolescents who participated in the quantitative survey and focus group discussions. The 

adolescents included those who were knowingly living with HIV and on ART who were 

purposively selected through facility based support groups, while others were from the study 

communities and were not asked of their HIV status. The study found that a majority of 

adolescents living with a HIV were tested for the virus after they had had several interactions 

with the health system as a result of recurrent sickness. Failure to test adolescents for HIV 

when they present to a health facility offering the service is reflective of a missed opportunity 

to early and appropriate diagnosis and care, and a poor integration of HIV services to the 

overall health care.  Requirement for parental consent, as well as lack of skill in adolescent 

counselling by health care workers were cited as reasons for this missed opportunity. While 

there is evidence that adolescents are a difficult group that is not willing to test for HIV, 

adolescents participating in the survey and focus group discussions who did not know their 

status stated they were willing to test for HIV; however several barriers including perceiving 

the clinic as a space for the sick, fear of HIV positive diagnosis, parental reaction to an HIV 

positive diagnosis, negative attitudes by health care providers and requirement for parental 

consent prevented adolescents from finding out their status. Adolescents proposed that HIV 



services targeting adolescents should be provided in areas frequented by them such as 

schools, their homes or youth centres, with strict maintenance of confidentiality and privacy. 

The study also found out that adolescents who were on ART while not disclosed to about 

their HIV status and not informed about that they were taking ARVs adhered poorly to 

treatment. Poor adherence was reported by both the sixteen adolescents that I followed 

closely for 18 months, those who participated in focus group discussions, and those who were 

part of Sivivane camp with whom I had once off interviews. In fact poor adherence was the 

reason for bringing adolescents together for the camp to empower them on the importance of 

taking ART optimally. For adolescents the poor adherence was not deliberate but rather 

because they didn’t know they were living with the virus, lacked knowledge about ARVs, 

and were tired of taking the pills every day. However, once they were informed of their 

diagnosis they achieved and maintained optimal adherence, meaning disclosure is of essence 

in the HIV treatment and care trajectory for adolescents.  

Despite the uncertainty and trepidation of being HIV positive, adolescents remained 

optimistic about the future, and desired to be “normal”. They stated that being HIV positive 

motivated them to work hard in their studies so that they could obtain good marks that would 

enable them to enrol in tertiary education and become competitive in the job market. They 

shared their dreams and hopes of being doctors, nurses, and social workers so that they could 

help other children in situations like theirs or being policeman so that they could earn a lot of 

money. Starting their own families, and protecting their spouses and children from HIV were 

important aspects of their plans for the future.  

Chapter six turns to stigma. Here I found that while a few adolescents had experienced acts 

of discrimination by family members such as being disowned or socially secluded and 

segregated, most had not experienced enacted stigma but lived in fear of being stigmatised, 

that is perceived stigma. This led to adolescents keeping their status a secret and only 

disclosing to a few family members. In addition to keeping their status secret, managing 

information about their status was achieved by use of several tactics such as adhering to 

treatment so that they appeared physically normal with no overt signs of illness, and also to 

ensure they did not get opportunistic infections that could sell them out. Since adolescents 

living with HIV and on antiretroviral treatment have to visit a health facility on a monthly 

basis for health monitoring and refill of their HIV treatment, some lied to their teachers when 

seeking permission on a school day, stating instead that they were suffering from TB or used 



free school time such as sports period to avoid seeking permission that would require 

explanation.  

Chapter seven dwells on disclosure. Very prominent in this chapter is the difficulty in 

disclosure experienced by the different families. Parents, stepparents or grandparents and 

other family members stated that it was emotionally and psychologically challenging for 

them to disclose to adolescents, describing it as a traumatic process. However, the cause of 

the emotional and psychological trauma differed in that while stepparents’ struggle is about 

who should tell an adolescent about his HIV status, for biological parents the difficulty lies in 

having to explain how the adolescent may have been infected. This is true for adolescents 

who were virgins and got infected through mother to child transmission, and led to a delay in 

informing them of their status, which then influenced adherence as already alluded to earlier. 

Parents who turned to health workers to assist with disclosure to adolescents met resistance; 

health workers who perform the tests and diagnose the adolescents, stated that it was parents’ 

or guardians’ duty to disclose, and their role only was to support the process between 

parents/guardians and their children. Adolescents on the other hand stated that they would 

have appreciated to be informed of their status earlier and preferably by health workers as 

they could ask and be provided with relevant answers. Hence for most adolescents disclosure 

was delayed. In some of the cases where adolescents were informed of their status, it was 

done as a form of crisis management when either the adolescents refuse to take treatment, and 

out of fear about possible resistance and limited choice in antiretroviral treatment. With the 

increased prospect of death, parents or guardians felt compelled to inform adolescents about 

their status and treatment. It must be noted that at the time of data collection, that is 2012-

2013, Swaziland had only two choices of antiretroviral regimens: first line treatment was 

given to every person initiated on ART unless there was reason for not giving him/her such as 

prior exposure to antiretroviral medication. If a person experiences problems with the first 

line regimen, such as resistance against some of the drugs that form part of the regimen, the 

person is switched to second line regimen. The second line regimen has several challenges, 

particularly severe side effects in comparison to the first line treatment. In addition, if a 

person experiences problems with the second line regimen, then there would be no further 

treatment to give to the person. Therefore efforts were to ensure that people including 

children and adolescents remain on the first line regimen as long as possible, through 

disclosure to enhance their understanding of the need for optimal adherence. So there was 

fear among parents or guardians that if their children do not take their treatment as 



prescribed, they run the risk of developing resistance, thus limiting their choice of treatment 

and increasing the chances of death.  

In some cases, adolescents were informed of their HIV status as a response to their 

persistently asking reasons for, or about the treatment they were taking from parents or 

guardians.  

The last chapter, chapter eight, provides a discussion and conclusion of the study, including 

recommendations. The recommendations are divided into three: those relating to policy, 

programmatic issues and issues for further research. 

 


