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ABSTRACT 

HIV/AIDS is one of the major challenging illnesses globally and is increasingly recognised as 

an illness that affects families and not just the individual. While HIV/AIDS has brought many 

challenges to infected individuals and their families, the focus has primarily been on 

individuals with HIV/AIDS in relation to their needs. Families often provide most of the 

emotional and physical care to a family member with HIV/AIDS, placing a huge strain on them 

that could lead to tension between family members. There is a paucity of research exploring 

the phenomenon of being a member of a family affected by HIV/AIDS. Therefore, the aim of 

this study was to explore the lived experiences of family members adjusting to HIV/AIDS 

disclosure within their families. The objectives were to explore how family members adjusted 

to HIV/AIDS disclosure in the family; to explore how family members understand their 

experiences of adjusting to HIV/AIDS disclosure in the family; and to explore the meaning 

family members assign to being a family affected by HIV/AIDS. The research setting was 

the Western Cape, South Africa. A qualitative research approach and an interpretive 

phenomenological analysis research design were utilised. Data collection was done through 

semi-structured interviews with twelve participants. The strategies of reflexivity peer 

examination and member checking ensured the trustworthiness of the study.  Ethics approval 

was obtained from the UWC Research Committee and the ethical standards of the study were 

upheld. Three themes emerged from the findings: Emotional Turmoil, A Sense of Hope, and 

Identifying as a family affected by HIV/AIDS. The study offer valuable insights in order to 

develop relevant family-oriented support programmes and interventions. The findings reflect 

an emotional journey experienced by the families as they adjusted to being identified as a 

family affected by HIV/AIDS. It is of importance that programmes accommodate families to 

help them to deal with emotions that come with the diagnoses of the illness within the family. 
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   LIST OF DEFINITIONS 

 

Acquired Immunodeficiency Syndrome (AIDS)  

It is an illness that is caused by the virus that invades that immune system; the individual will 

be sick from different illnesses, infections and illness (van Dyk, Tlou and  van Dyk, 2017). 

 

Human Immunodeficiency Syndrome  

Is the virus that causes AIDS as it slowly attacks the immune system and makes it weak and 

unable to protect the body from infections (van Dyk, Tlou and  van Dyk, 2017). 

 

Family 

There is no single definition of what a family is. Within an African context it has been depicted 

that a family is often not limited to a nuclear unit but extends to include relatives, close friends 

and people considered extended family members (Mkwanazi, Rochat, Imrie, and  Bland, 2012).  

Disclosure  

It’s a process of making something known or revealing unknown information (Colman, 2009). 

Adjustment  

Is a behavioural adaptation to a particular environment or set of circumstances (Colman, 2009). 

Lived experience.  

Refers to a representation of the experiences and choices of a given person including the 

knowledge that they gain from these experiences and choices (Oxford Dictionary). 

Meaning 

What is meant by a word, text, concept or action (Oxford Dictionary). 
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Interpretative phenomenological analysis 

Interpretative phenomenological analysis (IPA) is a qualitative approach which aims to provide 

detailed examinations of personal lived experience. It produces an account of lived experience 

in its own terms rather than one prescribed by pre-existing theoretical preconceptions and it 

recognises that this is an interpretative endeavour as humans are sense-making organisms 

(Smith and Osborn, 2015). 
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CHAPTER 1  

INTRODUCTION 

 

1.1 BACKGROUND TO THE STUDY 

Globally, HIV/AIDS is one of the major challenging illnesses. According to the Joint United 

Nations Programme on HIV/AIDS (UNIAIDS, 2015), statistics indicate that an estimated 36.9 

million people were living with HIV in 2014 globally, including children. The majority of 

people living with HIV live in low- and middle-income countries. In South Africa, it was 

estimated that 12.2% of the population was HIV positive in 2014 (HRSC, 2014:35). This 

reflects an increase of 1.2 million people, compared to the number of people who were living 

with HIV/AIDS in 2008 (UNIADS, 2015). 

 

HIV/AIDS is increasingly recognised as an illness that affects families and not just the 

individual (Maane, 2009).   Deacon, Stepheney, and Prosalendis (2005:15), assert that the 

HIV/AIDS stigma is an enduring attribute of an individual who lives with HIV and is 

negatively viewed by society thus also disadvantaging HIV affected families.  These emotions 

do not end there but have a ripple effect on the person’s extended family as a family member’s 

disclosure of his/her HIV/AIDS status does not have an impact only on the individual, but the 

family also suffers consequences. This is emphasised by Karim and Karim, (2005:352) by 

stating that the HIV/AIDS pandemic has undermined society’s social fabric, with a relentless 

impact on the lives of individuals and on their family structure. He defines family as a 

fundamental institution of society and a structure that provides its members with care, nurturing 

and socialization, as well as physical, economical, emotional, cultural, spiritual and social 
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security. According to Karim and Karim (2005), it is this structure that is eradicated by the 

presence and progress of the HIV/AIDS illness. 

 

1.2. PROBLEM STATEMENT  

Families often provide most of the emotional and physical care to a family member with 

HIV/AIDS placing a huge strain on them that could lead to tension between family members. 

In the case of persons diagnosed with HIV/AIDS whose immune systems are getting weaker, 

family members often take responsibility for their care (D’Cruz, 2004). This may mean that 

they have to put their own emotions aside and adapt to the situation of having HIV/AIDS in 

their midst without being able to process how they themselves make sense of the situation. 

Most families may not be emotionally prepared for this change, starting from the time of 

disclosure through the course of the illness. This is confirmed by Kathun-Ogaba, Mugenda and 

Kere (2014) who assert that despite the advantages of family care giving, families affected by 

HIV/AIDS may not be adequately prepared to deal with the situation, especially when it comes 

to their thoughts and emotions. It is therefore necessary to generate insight into families’ 

experiences of adjusting to HIV/AIDS disclosure within the family in order to understand how 

they can best be supported and to inform the development of relevant services to respond to 

their psycho-emotional needs. 

 

While HIV/AIDS has brought many challenges to infected individuals and their families the 

focus has been placed primarily on individuals infected with HIV/AIDS in relation to their 

needs. Studies on HIV/AIDS that focus on families have put more emphasis on how HIV/AIDS 

affects families in relation to coping with challenges such as societal stigma, decreased 

household income and taking care of the sick (WHO, 2005:10). There is a paucity of research 

exploring the phenomenon of being a member of a family affected by HIV/AIDS. There is a 
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dearth of studies that explore how families understand and make sense of their experiences of 

adjusting to a member’s disclosure of his/her HIV/AIDS status.  

 

1.3 RESEARCH QUESTION 

The research question addressed in this study was: What are family members’ lived experiences 

of adjusting to HIV/AIDS disclosure by a family member? 

 

1.4 AIM AND OBJECTIVES 

The aim of the study was to explore the lived experiences of family members adjusting to 

HIV/AIDS disclosure within their families.  

The objectives were:  

i. To explore how family members adjust to HIV/AIDS disclosure in the family. 

ii. To explore how family members understand their experiences of adjusting to 

HIV/AIDS disclosure in the family. 

iii. To explore the meaning family members assign to being an HIV/AIDS affected family. 

 

1.5 STUDY PURPOSE AND SIGNIFICANCE 

The purpose of the study was to gain an understanding of families’ lived experiences of 

adjusting to HIV/AIDS disclosure in order to understand the meaning they assign to this 

process. Through family members’ narrated experiences, the study illuminated how they make 

sense of their family life situation following the disclosure that one of their members is 

diagnosed with HIV/AIDS. This offered valuable insight that is important in order to develop 

relevant family-oriented support programmes and interventions for HIV/AIDS affected 

families. 
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 1.6 OUTLINE OF THESIS  

The thesis comprises the following chapters: 

Chapter 1 provides the background, problem statement, research question and aims and 

objectives of the study. This is followed by a brief overview of the study significance and 

methodology utilised.   

Chapter 2 presents the literature review pertaining to the study’s conceptual and theoretical 

framework. 

Chapter 3 describes the study’s methodology. It outlines the research design, research setting, 

sampling, and data collection methods. 

Chapter 4 reports on the findings of the study. It commences with a description of the 

participants of the study.  

Chapter 5 presents a discussion of the findings. During this chapter the research aim and 

objectives are discussed in relation to relevant literature.  

Chapter 6: offers the main conclusions derived from the study, lists the limitations of the study 

and offers recommendations as informed by the key findings. 
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CHAPTER TWO 

LITERATURE REVIEW 

 

2.1 INTRODUCTION 

This chapter explores the literature on HIV/AIDS and how it affects families. In doing, so it 

provides background on how the pandemic has played a role in the lives of families. In 

exploring literature pertaining to the lived experiences of families, the first section of this 

chapter provides South African statistics and empirical literature from different sources that 

reflects how HIV/AIDS has impacted family life. The second section provides the theoretical 

framework that underpins the study, namely Family Systems Theory (Bowen, 1978). 

 

2.2 HIV/AIDS IN SOUTH AFRICA 

According to UNIAD (2020), South Africa has the highest number of people living with 

HIV/AIDS compared to other countries in East and Southern Africa despite the drop in the 

number of infections in the region. South Africa accounts for 7.5 million people infected with 

HIV/AIDS. Furthermore 240,000 new infections were recorded in 2018, and the number of 

people that died from AIDS-related complications was 71,000 in the country. UNIADS (2020) 

states that despite the interventions towards combating the spread of the virus the infection 

rates remain high, with 20.4% among individuals living with HIV/AIDS between the ages 19-

49.  

 

According to Gilbert and Walker (2002), HIV/AIDS is more a social problem than a medical 

problem due to the way it’s contracted and the inability of the medical field to control it. This 

clearly indicates that the issue of HIV/AIDS has social problems embedded in it, which requires 

http://etd.uwc.ac.za/ 
 



6 

 

a holistic approach to address it. For example, UNIADS (2020) states that women and young 

girls in Eastern and Southern Africa have a difficulty of negotiating condom use during sexual 

intercourse. This situation reflects the social conditions where certain groups of individuals are 

vulnerable to HIV/AIDS due to their social positioning in society. Statistics reflect that in South 

Africa out of the 7500 000 people who are living with HIV/AIDS, 4 700 00 are females and 

new infections have doubled among young females between the age of 15-24 which is 69 000 

compared to the 25 000 among men. (UNIAIDS, 2020). The numbers presented reflect the 

impact of HIV/AIDS in society and reflect how different social groups have been impacted by 

the virus. This above-mentioned situation extends to close family and relatives.  

 

According to Smit (2007), HIV/AIDS did not only bring about demographic changes in South 

Africa, but it also has had a negative impact on the socio-economic life of society affecting 

families as well. Thus, Mathambo and Gibbs (2008) as well as Gilbert and Walker (2002) state 

that the effect that HIV/AIDS has on families can be linked to social and economic conditions 

that are independent of the virus. Gilbert and Walker (2002) state that the socio-economic 

conditions of society are reflective of the burden of the illness. According to   Rotheram-Borus, 

Flannery, Rice and Lester (2005) poverty is at the centre of the HIV/AIDS pandemic. Families 

that are affected by HIV are those living in abject poverty and experiencing life difficulties. 

Similarly, Mathambo and Gibbs (2008) state that a high level of poverty and other social 

problems are issues that HIV/AIDS-affected family members face. 

 

2.3 HIV/AIDS AND DISCLOSURE  

Disclosure of one’s HIV/AIDS status plays an important role in one’s ability to deal with 

HIV/AIDS and one’s entire health status. At the same time, it has implications for preventing 

new infections, treatment, care and support for people living with HIV/AIDS (Marman, Van 
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Rooyen and Grooves, 2013:1). However, disclosure can result in contradicting outcomes. It 

can bring about necessary support required for the infected to cope with the status but at the 

same time, it could mean being subjected to social injustice, discrimination, and isolation 

(WHO, 2005). Disclosure nonetheless has benefits such as reducing risks to partners and 

improving adherence to treatment (WHO, 2005). In a study conducted by Marman et al. (2013) 

that explored reasons for disclosure, some of the HIV infected participants stated that they felt 

that family support is important and that they were selective in who to disclose to, for example 

mother, sister or aunt. 

 

Disclosure plays an important role in supporting someone who is living with HIV/AIDS and 

may assist such a person to live positively with his/her status. It could allow the person infected 

to get the necessary support and assistance to accept and be adherent to the medication. 

Disclosure is also one of the requirements to start the ARV programme as partner notification 

and disclosure is encouraged during the counselling session (van Dyk et al., 2017). This process 

allows the person who is living with HIV to have someone to share his or her feelings and the 

difficulties he/she is experiencing while dealing with the diagnosis and thus receiving support 

while taking antiretrovirals. Furthermore, Fine (2007:49) in his biography, states that 

“Disclosing to my sister and my brother lightens my load psychologically. It helps to strengthen 

me for the next big hurdle- deciding whether or not to remain on ARVs”. 

 

Disclosure could also mean being subjected to discrimination and rejection. While disclosure 

may allow family members to provide support to other family members, some families could 

react differently as HIV and AIDS becomes a sensitive issue. Van Dyk et al. (2017) state that 

due to disclosure and confidentiality being delicate issues, African health care workers need to 

be mindful when dealing with these issues in their workplace. This is because many people are 
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concerned about confidentiality as they fear rejection and the stigma associated with the virus. 

Bor et al. (1993:195) further state that “the fear of social stigma of and the loss of relationships 

resulting from disclosure of the HIV status is a powerful force that may lead to secrets and 

deceptions in a relationship”. Therefore, for individuals living with HIV some of them might 

choose not to disclose their status as it is associated with embarrassment and discrimination.  

 

Due to the way society views HIV the issue of secrecy about the illness can be understood. To 

some individuals the issue of disclosure can occur in a different form where they choose to 

disclose to only one family member or a friend that they can trust with their status. Some people 

may choose to disclose to HIV infected strangers instead of disclosing to a friend or family 

member. This is reflected in a study conducted in Venda by MacNiell (2009) that focused on a 

group of women in an ARV support group who were highly selective in choosing who to 

disclose their status to. They felt that their environment was not supportive, and they were 

scared that they would be subjected to discrimination or even be killed.  Furthermore, van Dyk 

(2010) also states that the fear of blame, stigma and being rejected by their communities prevent 

disclosure by those living with HIV.  

 

The other challenge encountered with disclosure of HIV/AIDS relates to the relationship 

between parents and children which is regarded as a complex matter (Bor et al., 1993). Van 

Dyk et al. (2017) state that it is not easy to disclose an HIV positive status to a child. As much 

as the child can play an important role in providing support for the parents in taking medication, 

parents feel they need to protect their children from the pain that their disclosure may cause. 

Maane (2009), in re-counting her own experience of disclosure, confirmed that disclosing her 

HIV status to her son was accompanied by feelings of fear and uncertainty. She was not sure 

whether disclosure was the right thing to do considering the age of her child. Her revelation 
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reflects the trauma that parents could experience as they contemplate disclosure to their 

children. However, van Dyk et al. (2017) state that not disclosing an HIV status to the child 

does not do him or her a favour.  

 

Disclosure, as mentioned earlier, can assist in combating the spread of HIV and provide support 

for those who are living with the virus. According to McNeill (2009), the national guidelines 

on disclosure must be practical and accommodate the cultural context where people live. 

Furthermore van Dyk et al. (2017) also state that as disclosure of HIV is a difficult process for 

individuals, it is important for clients to be acceptable of their HIV status before telling others 

about it.  The counsellor or healthcare worker thus needs to be equipped on how to assist the 

individual with this process. This means that clients should be educated about disclosure 

including the advantages and disadvantages, as this will allow them to make an informed 

decision to whom to disclose to. Van Dyk et al. (2017) state that counsellors can support clients 

in several ways in terms of disclosure, for example, by protecting clients from forced 

disclosure, and ensuring that clients have accepted their HIV status and are ready to disclose 

to loved ones. This also means the individual must be made aware of the repercussion that 

disclosure will have on his/her family; however, the emphasis must be placed on the supportive 

role that the family may be able to offer once disclosure has occurred. This means that the 

person living with HIV/AIDS will not have to deal with the virus on his or her own as family 

members may be there for emotional, medical and physical support (van Dyk et al., 2017). 

However, there is a need of further research in exploring how families are affected by HIV 

when a loved one test positive for the virus. 

 

http://etd.uwc.ac.za/ 
 



10 

 

2.4 FAMILY: DEFINITION  

During the 1950s family was perceived as the earliest social grouping where individuals have 

a sense of belonging. The family provides a nurturing environment for individuals from infancy 

to adolescence to adulthood to develop physically, psychologically and socially (World Health 

Organization, 1954). According to Tam, Findlay and Kohen (2017), different disciplines and 

professions define family differently depending on the context and the indicators that define 

family used such as interaction and family relationships, child rearing, familial relationships 

and the presence of intergenerational families. Thus, Sharma (2013) states that social work, 

sociology, psychiatry, economics and anthropology use family as a unit of study in order to 

understand certain aspects relating to family. In the field of medicine families are studied in 

order to develop an understanding of the illness and its epidemiology, nature and history. 

Accordingly, it is difficult to narrow down one single definition of family. Different authors 

define families depending on the context that the concept is being viewed from. Therefore, 

Sharma (2013) also states that the definition of families varies from country to country. 

 

According to Mkhwanazi et al.(2012),  in extended families, close friends are considered to be 

part of the family, thus family in an African context is not defined only by the nuclear or 

immediate family, as the above-mentioned groups fall under extended family  This definition 

reflects a concept name family boundary ambiguity as mentioned by Tam et al. (2017) that 

refers to a situation where there is inability to consistently report who is part of a family due to 

its static nature. However, Preda, Mareci, Tudoricu, Talos, Bogan, Lequeux-Dinca and Iuliana 

Vijulie (2020) state that traditionally family can be defined in terms of gender roles and clearly 

defined expectations from both genders, something which is changing in current societies.  
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Gunindi, Sahin and Demircioglu (2011) assert that family can be viewed as individuals who 

stay in the same place with different roles, influencing one another to meet the psychological, 

social, cultural and economic needs of each other. Thus, family members are expected to fulfil 

roles assigned to them in order to maintain the stability of the unit. Peterson and Green (2009) 

further give examples of the roles played by individuals in the family such as parents rearing, 

disciplining and providing for the family, while at the same time children are expected to abide 

by the rules of parents and show respect. However, once this environment is disrupted it has a 

ripple effect on the family as a unit. This forces the family to adjust to the new situation and 

undergo the process of role reallocation in order to keep the family stable and healthy.  

 

2.5 EFFECT OF HIV/AIDS ON FAMILIES  

HIV is an illness that one transmits; however, the impact of it is far greater than the infected 

individual.  Therefore, not only the infected will suffer from the plight of the virus; those who 

are closely connected to him or her will have almost the same experience (Karim and Karim 

2005). According to Rotheram-Borus Flannery, Rice and Lester (2005), these individuals are 

connected to their families; therefore, the HIV status has a great impact on families.  Welbourn 

and Hoare (2007) furthermore state that it is evident in many families if the main member of 

the family is infected the family structure changes. Similarly, the WHO (2005) reports that 

caregivers, who are often family members, are more likely to report emotional distress when 

overloaded by the demands of taking care of a sick family member while experiencing high 

levels of alienation and stigmatisation. According to WHO (2005), HIV has adverse 

repercussions on the individual and family, depending on the family member diagnosed. This 

means that if the bread winner develops AIDS, the family may be subjected to poverty. Such 

situations may also lead to child –headed households (Holborn & Eddy, 2011) where children 

may be forced to adopt parental roles and may not be emotionally prepared for those roles. 
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Thus, Helborn and Eddy (2011) state that the HIV pandemic has a profound effect on family 

life in South Africa.  

 

According to WHO (2005), an HIV/AIDS diagnosis has an impact on three levels on a family, 

that is psychological, physical and social. At the same time Iwelunmor et al. (2006) mention 

that HIV has profound and tragic effects on family and in some families, members are victims 

of stigmatization and AIDS related discrimination after an HIV diagnosis (WHO, 2005;  

Iwelunmor et al., 2006). Iwelunmor et al. (2006) continue by stating that in the case of death, 

because of the stigma that the families experience, they end up not disclosing the cause of death 

of HIV positive family members. Others choose to hide the HIV positive family member from 

the community as they are afraid of stigma and rejection.  

 

It is the view of Rotheram-Borus et al. (2005) that the focus of the health sector is mainly on 

treating the infected person without acknowledging the impact he or she has on their families 

and their social networks.  For example, United Nations Children’s Fund (UNICEF) (2006) 

asserts that children and extended family members are the ones also affected by HIV as many 

often have to deal with coming from poor communities. The situation also can have a dire 

impact on children, especially if both parents die as the extended family might be unable to 

accommodate them emotionally and provide security (UNICEF, 2006).  Similar to this, 

Iwelunmor et al. (2006) argue that the situation of Families affected by HIV has become 

complex because many families reside in areas where they are already facing challenges such 

as poverty, poor infrastructure and limited access to basic services. This is reiterated by 

Rotheram-Borus et al. (2005) who believe that HIV has a huge impact on families from 

developed countries that are already facing multiple adversities of life and other social 

problems with fragile support systems. Thus Iwelunmor et al. (2006) as well as Rotheram-
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Borus et al. (2005) argue that as families are affected by HIV, they undergo structural changes 

where the breadwinners will not be able to provide for their families. Therefore, this leads to a 

situation where families may move fast into deeper levels of poverty. 

 

The presence of an HIV/AIDS diagnosis within families has been accompanied by fear and 

anxiety as well as stress and this negatively affects the social and mental dimensions of those 

infected and affected by the virus (Bor et al., 1993). These negative experiences can be fuelled 

by the long-time span before the symptoms of the illness are detected, and the lack of public 

access to health services, especially counselling, for people living with HIV and their relatives 

(Moradi et al., 2014). The following section will focus on the impact of HIV/AIDS on the 

families in respect of change of family structure, development of child-headed families, and 

emotional and financial impact of HIV.  

 

2.5.1 Change in family structure 

HIV/AIDS infection has been commonly identified amongst young and middle-aged 

individuals (Kalomo and Liao, 2018). According to van Dyk and van Dyk (2017), as younger 

people are infected by the virus, they go through different emotions such as anger, guilt and 

even denial.  Some individuals battling with the acceptance of their status may become sick 

with AIDS and in the worst situation succumb to it. This may result in other family members 

having to step in and assume the role of being a caregiver and assuming the parenting role to 

orphaned children. This has been most common amongst parents of those who are infected 

where they must nurse their children or take on the role of parenting their grandchildren. This 

is confirmed by Kalomo and Liao (2018) as they state that most young children who have lost 

their parents to HIV/AIDS are being cared for by the older adults, especially grandmothers. 
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Similarly, Susser (2009) mentions that after her sister passed on her children were left in the 

care of their grandparents. This creates an environment where roles are reversed. Instead of 

parents being taken care of by their children, they are forced into a situation of starting the role 

of rearing children again as their own have died of HIV/AIDS. Moreover, a qualitative study 

conducted by  Van Deventer and Wright (2017) reported that a mother had to sell her household 

goods to provide for her family as her HIV infected daughter who was the sole breadwinner of 

the household, could no longer work and provide for her family.  

 

Asuquo, Ecowa and Akpan (2017) state that the African culture promotes that showing love 

and kindness, especially from the elderly, is through supporting and nursing the sick person 

back to health. This reflects loyalty and love that keeps the family united. They further state 

that the role of caregiving in an HIV/AIDS affected household rests more on women and girls. 

This is associated with mostly women because caring for HIV positive people requires empathy 

which is characteristic of women (Asuquo et al., 2017).  It is therefore not surprising that people 

who are family caregivers are mostly women who are 50 years and older and who generally 

experience abject poverty as well as having psychological and financial strains (Kalomo &  

Liao, 2018).   

 

2.5.2 The impact of HIV/AIDS on children 

The impact of HIV/AIDS has been evident on South Africa’s children. UNAIDs states that the 

estimated number of children living with HIV is 260,000 of which 60% are on anti-retroviral 

treatment. However, children are also affected by HIV, especially when a parent dies due to 

the illness. An UNIAIDS report stated that1.2 million children and adolescents in South Africa 

have been orphaned due to HIV/AIDS. According to Smit (2007), orphaned children are left 
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poor with no one to take care of them. Therefore, the elder siblings are obliged to take care of 

the younger ones without any emotional preparation. At the same time children are expected 

to psychologically adjust to a situation of parents being unwell and having symptoms of HIV. 

These children are mostly concerned about the health and survival of their parents (Sherr, 

Cluver, Betancourt, Kellerman Richter & Desmond, 2014). Consequently, affected children 

often suffer from emotional symptoms such as depression, anxiety and post-traumatic stress 

(Sherr et al., 2014).  

 

HIV/AIDS has a huge impact on children which puts them in vulnerable situations. HIV and 

AIDS has a negative effect on child development and prevents children from enjoying their 

childhood and rights (UNICEF, 2006). When the parent is diagnosed and ill with HIV related 

illnesses, the child may be expected to take on the responsibility of taking care and monitoring 

the health of the ill parent (Sherr et al., 2014; Rotheram-Borus et al., 2005). Furthermore, as 

their parents are ill with AIDS related illness, they need to assume the responsibilities of adult 

household chores and care for the younger siblings (Sherr et al., 2014). The ill parent can result 

in loss of income in the family, which may prevent children from attending school. Equally, 

Smith (2007) states that more children are dropping out of school in order to provide for their 

families by being involved in income generating activities such as street vending and hawking. 

This situation has a dire impact and affects aspects of the child’s life such as schooling, 

nutrition, sexual health and their psychological and emotional well-being (Sherr et al., 2014).  

 

Child-headed households have also emerged because of the severe impact of HIV in families.    

Chidziva and Heeralal (2016) state that child-headed households in South Africa have come 

into existence as about two million children are orphaned mainly due to HIV/AIDS. As a result, 

many child-headed households exist. Furthermore, other studies reflected that, where both 
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parents are infected, there is a high possibility that children will lose both parents to HIV (Roux 

& Kemp, 2013; Bor et al., 1993). According to the study conducted by Maqoko and Dreyer 

(2007), HIV/AIDS orphans as heads of households experience psychological trauma and some 

of them also become victims of physical, emotional and sexual abuse. It was also confirmed 

by Pillay (2015) that such children are also exposed to educational, psychological and social 

challenges which are confronting them every day.  Explaining this further, Chidziva and 

Heeralal (2016) in their findings list some challenges that children face when they find 

themselves in these situations such as psychological trauma, lack of coping strategies, sexual 

abuse, stigmatization and sexual abuse. Maqoko and Dreyer (2007:719) confirm that: 

 “children without parents and affected children face every kind of abuse and risk, including 

becoming infected with HIV themselves. Many are forced into exploitative and dangerous 

work, including exchanging sex for money, food, protection or shelter”. 

 HIV/AIDS illness has proven to have a negative impact on family members and others are left 

with huge responsibilities for which they are not emotionally ready, or their level of maturity 

does not match the tasks involved in fulfilling responsibilities.  

 

2.6 EMOTIONAL IMPACT OF HIV/AIDS ON FAMILIES  

When an individual is diagnosed with HIV/AIDS, he or she experiences unpleasant emotions 

or emotional turmoil. This period for most people living with HIV/AIDS may be stressful to 

the point that some might survive it and others might die in silence. Susser (2009) reckons that 

as sexual intercourse is one of the main transmission routes for HIV, the introduction of HIV 

was scary to society. In African culture, sex is acceptable only if it is done by married couples; 

however, if it is done by unmarried people and they get infected with HIV through the sexual 

act, it becomes a disgrace. Therefore, since HIV and AIDS is also a sexually transmitted 

infection, people living with HIV tend to experience humiliation (Susser 2009). 

http://etd.uwc.ac.za/ 
 



17 

 

 

 

Maane (2009), after being informed of her HIV results that were positive, reflects a state of 

shock which is a common response to HIV positive results. Similarly, Fine (2007) describes a 

state of shock and silence when his HIV positive results were confirmed by his doctor.  At the 

same time, Remien and Rabkin (2009) also stated that individuals who are recently infected, 

may feel guilty about their status and that they have to take the blame as they should have taken 

more precautions. These are initial reactions towards becoming aware of one’s own HIV status 

which tend to be followed by emotional turmoil of trying to understand their situation until 

they have the ability to accept their HIV positive results.  

 

WHO (2008) claims that HIV/AIDS imposes a significant psychological burden. People with 

HIV often suffer from depression and anxiety as they adjust to the impact of the diagnosis and 

face the difficulties of living with a chronic life-threatening illness, for instance shortened life 

expectancy, complicated therapeutic regimens, stigmatization, and loss of social support, 

family or friends. At the same time, some family members also experience almost the same 

emotional burden that is experienced by people living with HIV and AIDS. A qualitative study 

conducted by Van Deventer and Wright (2017) states that caregivers of the people living with 

HIV and AIDS also suffered from significant psychosocial problems such as depression, 

anxiety, anger and stigmatization and other difficulties. They further state that sometimes this 

virus can create tension amongst the household that leads to isolation of family members. This 

is confirmed by Bor et al. (1993) as they state that family members experience the same feelings 

and psychological symptoms as mentioned by Van Deventer and Wright (2017). 
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As HIV and AIDS progresses it comes with challenges and the infected will experience 

infections that are complicated (Kalomo and Liao, 2018). Some of these conditions require 

professional attention, but caregivers are expected to perform these complicated duties.   This 

creates a situation where older women complain of exhaustion as they may have to care for 

multiple family members (Van Deventer & Wright, 2017). Furthermore, caregivers are facing 

many challenges such as burnout, financial strain and increased vulnerability to illness and 

despair which also add to their own chronic health and mental health issues (Kalomo & Liao, 

2018; Kohli et al., 2012). This has created a new environment where it’s no longer younger 

individuals who are nursing the elderly; it is vice versa, and the burden is mostly carried by 

women. As Akpan et al. (2017) state, the African tradition views women as caring and 

nurturing beings. Therefore, in many communities’ women and girls are caregivers as part of 

fulfilling African gender norms. This is despite their biological vulnerability to HIV and 

moreover they might need to take care of themselves as there is a possibility that they will also 

get infected.  The caregiving role in Africa is normally transferred to the extended family and 

ensures the safety of the vulnerable. However, studies conducted reported that the safety nets 

are highly overburdened, hence extended families tend to aid and support the sick individuals 

in their homes (Kalomo & Liao, 2018). 

 

2.7 FINANCIAL IMPACT OF HIV ON FAMILIES  

HIV/AIDS in families tend to have a ripple effect. When an individual is infected with the 

illness, different areas of their lives are affected such as finance. The impact of the virus in this 

area is twofold: the first situation is where the individual is unable to contribute to the finances 

of the household due to his or her health condition. The previous statement is also confirmed 

by Page, Louw and Pakkiri (2006) as they state that sometimes individuals infected with HIV, 

due to illness and fatigue, find it challenging to work or support their families.  This means that 
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the economic condition of the household is affected as one individual is unable to provide his 

or her financial contribution, especially if the person is a bread winner. Bor et al. (1993) also 

state that in some cases, the role of the breadwinner cannot be substituted or replaced by others; 

as they are either too ill themselves to work or they are fully committed to caring for other 

family members who may be unwell.  

 

The second situation is when the families must attend to the medical care of the person living 

with HIV. Paul and Premaj (2013) also state that this situation leads to increased expenses of 

transport and medical care. Adding to that Susser (2009) states that the HIV affected individual, 

would buy anything that is recommended for treating HIV positive individual and also assist 

in taking the medication. This means that the finances of the household are redirected to cater 

for the needs of the person living with HIV. Page et al. (2006) further state that the costs of 

medical treatment for those who are infected is rising at an enormous rate. According to Paul 

and Premaj (2013), this situation often leads to increased levels of poverty, food insecurity and 

malnutrition. Therefore, this means that the society and different government and private 

sectors are also implicated by HIV as there is also a decrease in the labour force due to illnesses 

associated with HIV (Page et al., 2006). 

 

2.8 SPIRITUALITY IN THE CONTEXT OF HIV/AIDS 

2.8.1 Spirituality - definition  

Huguelet and Koenig (2009) state that spirituality is concerned with ultimate questions about 

life’s meaning as it relates to the transcendent, which may or may not arise from formal 

religious traditions. Furthermore, Plante and Thorsten (2007) state that spirituality is when 

individuals or groups find meaning as to what is divine or holy or most meaningful and 
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significant. This suggests that communities are looking for the sacred. At the same time, 

spirituality has been adopted by communities and individuals to obtain a sense of fulfilment 

and understanding of their existence. Spirituality also allows individuals to look for meaningful 

relationships amongst themselves, reality and the universe and provides the ability to respond 

to what is divine and holy (sacred) (Jacobs, 2013; Poston and Turnbull, 2004). The terms 

‘spirituality’ and ‘religion’ have been used interchangeably although they might have different 

meaning. According to Szaflarski (2017), religion is defined as “a system of beliefs and 

practices observed by a community, supported by rituals that acknowledge worship, 

communicate with, or approach the sacred, the divine”. Thus, religion and spirituality are 

distinct terms, but interconnected in purpose finding and meaning making (Utley and 

Wachholtz, 2011).  

 

2.8.2 Spirituality and illnesses 

There is a link between spiritual and religious factors and the health and well-being of people; 

however, establishing this link and understanding how they work is challenging (Plante & 

Thoresen, 2007; Poston & Turnbull, 2004). In relation to this, Huguelet and Koenig (2009) 

mention that spirituality can be of assistance to people suffering from physical illnesses. Poston 

and Turnbull (2004) state that spirituality and religion allow people who are sick to understand 

the meaning of their illness, gives them hope to get better and provide a direction on how to 

deal with illness. Furthermore, they mention research conducted in the field of health, mental 

health and social work which indicated that the significance of spiritual and religious belief is 

that it contributes to the resilience of people who are suffering from any kind of illness (Poston 

and Turnbull, 2004). Thus Plante and Thoresen (2007) state that individuals’ prayer focusing 

on health holds a particular place of significance for believers of many faiths.   
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2.8.3 Spirituality and HIV/AIDS 

HIV/AIDS challenges individuals’ biological, social and psychological life (Page et al., 2006). 

This leaves those who are affected to find alternative ways to find answers and be able to cope 

with the illness. Spirituality in the presence of HIV/AIDS made the situation bearable for the 

families and people living with HIV/AIDS. According to Szaflarski (2017), there are many 

studies that have been conducted to determine the relationship between HIV/AIDS and 

spirituality or religion. They tend to describe the role played by spirituality to people living 

with HIV. Toefy (2010) states that beliefs play an important role in Africa in the sense that 

they have an impact on how people infected and affected perceive themselves in their thinking, 

action and in the presence of HIV/AIDS. Walsh (2012) states that spirituality allows families 

to be able to deal with their misfortune, suffering and illness. Furthermore, it gives families a 

platform for communicating their problem, and finding their own explanations and future 

expectations. Therefore, spirituality is the coping resource for individuals experiencing chronic 

illness and uncertainties associated with it (Dalmida, Holstad, Diiorio & Laderman, 2011). 

 

As described by Utley and Wachholtz (2011), studies reflect that diagnosis of the HIV status 

allows people to reflect on their spirituality as part of their coping strategy. Szaflarski (2017), 

states that spirituality has brought about a turning point in one’s life, where they see HIV results 

as a negative or positive in their lives. This depends precisely on the level of spirituality if it 

has increased or decreased post -HIV diagnosis. In family’s acceptance plays an important role 

in the taking care of a family member with a chronic illness. Consequently, Ali and Aboul-

Hosn (2014) state that spirituality and religion can be used by families in understanding, 

accepting, and making decisions when faced with family member with chronic illness. In 

HIV/AIDs affected family’s spirituality has produced a sense of courage and hope that the 
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infected individual will survive HIV/AIDS. Thus, Pinho et al. (2017) state that families and 

individuals use religion as a strength in coping with HIV/AIDS challenges. 

  

2.9 SUPPORT/PROGRAMMES FOR FAMILIES 

HIV/AIDS has forced health departments to implement strategies that will prevent the spread 

of HIV in the country.  The measures put in place range from educating communities to rolling 

out treatment to combat the spread of HIV/AIDS. According to van Dyk, Tlou and van Dyk 

(2017), measures are providing a holistic approach towards preventing the spread of HIV as 

they focus on how individuals’ behaviour can assist in preventing the spread of HIV. As 

prevention methods were implemented such as Highly Active Antiretroviral Treatment 

(HAART) (WHO, 2005), families were expected to treat HIV/AIDS as a chronic illness; 

however, as this review has shown, families undergo lots of stress due to the illness progression 

as well as discrimination associated with the illness.  Most support programmes or support 

available is however tailored towards assisting individuals, not the individual together with his 

or her family so they would be able to support each other (van Dyk, Tlou & van Dyk, 2017; 

Rotheram-Borus et al., 2005). Rotheram-Borus et al. (2005) state that some services such as 

HIV testing and HIV related legal services were implemented because they affected the 

infected person, as a result the family was side-lined during this period. The context of HIV 

also makes it difficult to have family support programmes as some individuals fear that if their 

HIV status is known family members will be subjected to stigmatization leading to secrecy as 

a means of protecting the family (Miller & Murray, 1999). 

 

Iwelunmor et al. (2006), in their focus group study mentioned the need to develop interventions 

that will protect families of people living with HIV/AIDS against stigma and discrimination. 

At the same time, the United Nations Children’s Fund (2006) states that providing support to 
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Families affected by HIV is vital so they can be united. Furthermore, Thurman, Luckett, Taylor, 

Nice, Carnay and Spyrelis (2017) state that community based and support programmes are 

required as an immediate response to provide support to vulnerable children and affected 

families. Home visits are part of the programmes that provide support to these families and 

vulnerable children. Thurmam et al. (2017) further state that funding from different 

organisations has been allocated to strengthen these programmes. UNICEF (2006) also 

mentions that in supporting HIV affected families, community-based organisations, faith-based 

organisations, and non-governmental organisations can also play a vital role in supporting 

HIVAIDS affected families.   

 

2.10 THEORETICAL FRAMEWORK  

Dickson, Hussein, and Adu-Agyem (2018) state that the theoretical and conceptual framework 

provides a direction which the research study is going to follow based on the theoretical 

assumptions of the researcher. The overall aim of the theoretical framework is to make the 

research findings more meaningful. Therefore, the theoretical framework applied for this study 

is Bowen’s family systems theory (Bowen, 1978), which will be discussed below.  

 

2.10.1 Family systems theory 

Family systems theory defines family members as being interdependent and interconnected to 

each other, with each family member having a role to play (Bowen, 1978).   At the same time 

this theory looks at how people behave amongst each other when they have contact with each 

other as family members. The acceptable and non-acceptable behaviour is then instilled or 

preserved by the way families interact with each other.  Family systems theory places primary 

focus on exchanges of behaviour that take place in a given moment of interaction between 
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members of the family (Johnson & Ray, 2016). Family systems theory acknowledges that 

families consist of individuals who interact and have formed relationships amongst each other, 

which might have a positive or negative impact on their lives.  

 

Kerr (2000), sees family systems theory as a theory of human behaviour that views the family 

as an emotional unit and uses systems thinking to describe the complex interactions in the 

unit. The connectedness and reactivity make the functioning of family members 

interdependent. A change in one person’s functioning is predictably followed by reciprocal 

changes in the functioning of others. Families differ somewhat in the degree of 

interdependence, but it is always present to some degree. Johnson and Ray (2016:782) state 

that: 

 “When human behaviour is conceptualized using a family systems theory perspective, the 

nature of the recurring way members of a family interacts allows the theorist to understand the 

family as a mutual causative system, whose complementary communication reinforces the 

nature of their interaction”.  

Eight interlocking concepts were developed by Bowen (1978) in explaining families as inter-

joined and inter-depended and the behaviour of one person has an impact on others. These 

concepts are differentiation of self, triangles, nuclear family, emotional system, family 

projection process, multigenerational transmission process, emotional cut-off, sibling position 

and societal emotional process (Bowen, 1978). They will be discussed below: 

2.10.1.1 Differentiation of self  

This concept is founded on the basis that the individual is independent but connected to the 

family unit. This means that the person can function autonomously while they make their 

choices and at the same time understand that they are linked to the family unit (Brown, 1999). 
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Furthermore, the level of differentiation in individuals and families has an impact on how 

people think, act and feel and their level of vulnerability. Haefner (2014) states that an 

individual who is well differentiated copes very well with negative forces while understanding 

the importance of the family, whereas the poorly differentiated individual depends on family 

for approval and thinking. Therefore, this reflects the connection between cognitive and 

emotional level. However, Brown (1999) states that individuals are unable to totally 

differentiate themselves as they are linked to the family. Thus, Haefner (2014) states that family 

plays a vital role in developing a sense of self.  

2.10.1.2 Triangles  

According to Bowen’s family systems theory three person groups or triangles are the 

foundation for any emotional system (Kott, 2014). The triangulation concept maintains that a 

third person can stabilize the relationship of two individuals. According to Brown (1999), stress 

or anxiety in a two-person relationship is relieved by interference of the third person, who can 

choose to be objective or take sides. The third person becomes the focal point of the tension as 

the result of stress or anxiety. Brown (1999), states that this tension can have an impact on the 

rest of the family as well as communities. In most cases the person involved in triangulation is 

the child. Thus Haefner (2014), explains that the tension can be subtle leaving the odd person 

in the triangulation process. In calmer situations the process of triangulation does not really 

surface although the tension is still there.  

 

2.10.1.3 Nuclear family emotional process 

According to Rabstejnek (2009), the nuclear family system originated from a single generation 

which is a family consisting of mother and father. Therefore, marriage is the beginning of the 

nuclear family system. Kerr and Bowen (1988) state that in a nuclear relationship conflicts are 
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highly possible. Conflicts in the relationship allow the individual to project anxieties he or she 

has about his or her partner (Kerr and Bowen, 1988).  If individuals in the relationship are well 

differentiated, they can manage the conflict. At the same time, if they do not have emotional 

and intellectual stability (not well differentiated), this could lead to tension, separation or 

divorce (Haefner, 2014)  If there is a child in the relationship, therefore, triangulation will 

occur, and this process could be passed down to other generations (Brown, 1999). 

2.10.1.4 Family projection process 

This process occurs when there is a child who is not fully differentiated from the family; 

therefore, parents will mainly focus on this child to assist him or her (Brown, 1999). Kutt 

(2014), explains this situation as when parents are unable to resolve their problem, they project 

it onto the child. She calls it scapegoating or shifting the blame (Kutt, 2014). Papero, Frost, 

Havstad and Noone (2018), state that this is reflected when the tension between parents is 

projected onto the child. As the anxiety is reflected by the child due to the tension, parents will 

look for help as a means to assist the child. Thus Brown (1999), mentions that, as attention is 

shifted to the child, the tension is eased between the parents. 

2.10.1.5 Multi-generational transmission process 

This concept looks at the impact of the past generation on the future generation. It looks at how 

people relate amongst each other, thus the type of relationship developed is filtered down to 

other generations. Haefner (2014) states that this process of passing family tradition can be 

supportive or detrimental to the family. At the same time Brown (1999) states that this process 

does not have an impact on the past generation, but it can bring about change and adjustment 

for future generations.  
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2.10.1.6 Sibling position 

This concept focuses on the positioning of the children. Bowens’ family systems theory focuses 

on how the eldest and the youngest sibling’s function in the family. Therefore, sibling position 

also influences future relationships such as marriage union or divorce (Haefner, 2014). The 

number of children and their gender influences family functioning (Kott, 2014). Brown (1999) 

states that sibling position assists in understanding the role that is played by an individual in a 

family. The elder child tends to assume the role of leader while the younger child tends to 

follow (Haefner, 2014), while the middle child tends to be flexible and can show dependence 

or independence (Brown, 1999).  

2.10.1.7 Emotional cut-off  

According to Haefner (2014),Bowen’s concept of cut-off is based on family members cutting 

ties with families through relocating or cutting contact with their families, however the way 

the member conducts the relationship is based on previous relationships. This could be due to 

the family conflict or tension that existed in the family. Brown (1999), mentions that emotional 

cut-off can be viewed as an escape from the original family, while Haefner (2014), states that 

the person sees the family as a problem instead of acknowledging his or her problems.   

2.10.1.8 Societal emotional process 

Bowen’s theory states that the way the family functions could be the same as how society 

functions (Haefner, 2014). This is influenced by the fact that groups in the society are often as 

a result of families. Kutt (2014), states that a well differentiated family functions well, just as 

well as a well differentiated leader can lead society. Societies can thus function at an emotional 

level with people who are not differentiated and make decisions that will compromise others 

(Rabstejnek, 2009).  
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2.10.1.9. Family systems theory and chronic illness  

Family systems theory is founded on the notion that families are interconnected and 

interdependent, like any other system. This means that the functioning of the family depends 

on the roles of individuals within the family and how these families interact or communicate 

with each other (Johnson & Ray, 2016). This process brings about equilibrium and stability in 

the family as each individual member understands the dynamics of the family. However, due 

to the presence of social ills and illness the family functioning is threatened as they are expected 

to adjust to the new environment.  According to Golics, Basra, Finlay and Salek (2013), the 

presence of chronic illness in the family can influence life in a negative manner for children   

compared to those with health. This leads to lower self-development restrictions on their well-

being and emotional stability and lower levels of daily functioning for the parents diagnosed 

with chronic illnesses. Furthermore, Bor, Miller and Goldman (1993), also confirm that illness 

and death have a compound effect on all spheres of family. Due to the nature and severity of 

the illness, some family members are forced into role allocation in accommodating the family 

member who has become sick. Redefining family roles becomes a dire process in the family, 

especially if the sickly individual is the breadwinner or one who is leading the process (Bor, 

Miller & Goldman 1993).  

 

It is evident that most chronic illnesses have similar effects on family members, including 

psychological and emotional functioning and disruption of leisure activities, and affect 

interpersonal relationships and financial resources. Therefore, the presence of chronic illness 

like cancer and HIV/AIDS disrupts family functioning and threatens the family relationships: 

the interdependence and connectedness of the family members. To some families the presence 

of chronic or dread illness might strengthen their relationships although this would be 

accompanied by sacrifices needed to accommodate the sick individual. At the same time, due 
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to the stresses accompanied by the illness, family relationships may be compromised as 

members of the family are trying to adapt to the new situation. 

  

2.11 CONCLUSION 

In this chapter relevant literature on HIV/AIDS was discussed and provided background 

information on topics such disclosure, emotional and financial impact of HIV/AIDS and 

disclosure, and salient issues such as spirituality to emphasise its role in the presence of HIV 

in HIV affected families. Programmes for Families affected by HIV were explored in order to 

understand the extent of support provided for families in dealing with the virus. A detailed 

theoretical framework was discussed to provide an understanding of how families are impacted 

by the virus.   
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CHAPTER 3 

METHODOLOGY 

                                     

3.1 INTRODUCTION  

 Research methodology is about finding and utilising the best method to solve a theoretical or 

social problem (Ronald, Jackson, Darlene, Drummond and Camara, 2007). The previous 

chapter focused on discussing existing literature on lived experiences of HIV affected families. 

This chapter provides a detailed explanation of the steps the researcher followed to conduct 

research.  

 

3.2 RESEARCH SETTING 

The research setting for this study was one urban and one rural community in the Western 

Cape, South Africa. The Western Cape is geographically the 4th largest province in South 

Africa, with a population estimated at 5.22 million people and representing approximately 10% 

of the total national population (Statistics South Africa, 2011). The Western Cape is 

characterised by diverse communities in terms of social grouping and status. The predominant 

languages that are spoken are Afrikaans, English and isiXhosa. Four families were interviewed 

for the study, one family from an urban area and three from rural areas. The main language that 

was used by participants was isiXhosa, as the researcher’s intention was for the participants to 

express themselves freely in their home language. 

 

 3.3 RESEARCH APPROACH 

The qualitative research approach was utilised in this study. The qualitative research approach 

allowed the researcher to identify issues from the perspective of the participants and to 
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understand the meanings and interpretations that they assigned to behaviour, events and objects 

(Hennink, Hutter & Bailey, 2011). Ronald et al. (2007) state that the main focus of qualitative 

research is understanding people’s experiences in a humanistic manner and interpreting these 

experiences. Likewise, Hancock, Ockleford and Windridge (2009) mention that qualitative 

research is about understanding social phenomena. It is about explaining and describing the 

social world and understanding why things are the way they are. Furthermore, the tools used 

in qualitative research allow examination of people’s experiences in detail (Hennink et al., 

2011). Qualitative research looks at how the social reality shapes the person’s thinking and the 

manner in which he or she talks about experiences (Kielmann, Cataldo & Seeley, 2002). Thus, 

it is conducted in the natural setting of the phenomenon to elicit rich responses that will allow 

the researcher to understand the world of the phenomenon.  

 

The nature of this study allowed the researcher to apply qualitative research methods as it 

focussed on the participants’ lived experiences of families after HIV disclosure of a family 

member. The qualitative research approach allowed the researcher to elicit data in which the 

families gave a comprehensive description of their lived experiences of how they were affected 

by HIV/AIDS in their own understanding.  At the same time the researcher obtained an 

understanding of how the families have been affected by this virus.  

 

3.4 RESEARCH DESIGN  

A phenomenological research design utilising interpretative phenomenological analysis (IPA) 

was utilised in this study.  Phenomenological research represents an attempt to get as close as 

possible to the personal experience of the research participant (Smith, Flowers and  Larkin, 

2009). Hancock et al. (2009) state that this design has two components a) phenomenological 

as the researcher try and understand how people make sense of their experiences and b) 
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interpretative as the researcher interprets the process.   Researchers using a phenomenological 

research design try to find out how people make sense of their experiences and the meanings 

they attach to them (Hancock et al., 2009). In this study, this meant that participants were given 

a platform to explain their experience of a loved one’s disclosure of their HIV status and how 

they made sense of experiences they went through during disclosure.  Findlay (2011:10) 

explains that this form of research: 

 “offers individuals the opportunity to be a witness in their experience and allows them to give 

voice to what they are going through. It also opens new possibilities for both researcher and 

researched to make sense of the experience in focus”. 

 Hence, a phenomenological research design allowed the participants to explain their 

experiences of being families affected by HIV in their own words and own understanding. 

   

As my primary interest was to understand how the participants in this study made sense of 

adjusting to being a family affected by HIV/AIDS, interpretative phenomenological analysis 

(IPA) as described by Smith, Flowers and Larkin (2009) and Pietkiewcz and Smith (2014) was 

used as a guide for this study . The phenomenological assumptions of Husserl contribute to the 

(IPA) approach in that it is understood that “experience invokes a lived process, an unfurling 

of perspectives and meanings, which are unique to the person’s embodied and situated 

relationship to the world” (Smith et al., 2009:21). Smith et al. (2009) proclaimed that the 

essence of something can only be discovered when it is consciously encountered and reflected 

upon by the individual.  Therefore, hermeneutics or the theory of interpretation underpins IPA 

due to its concern with the context of a text and the context of its interpretation (Smith et al., 

2009). The researcher applied the principals of IPA in an attempt to stand in the shoes of the 

participants (Pietkiewicz  & Smith, 2014). This culminated in a dual interpretation process of, 

firstly, the participants’ interpretation of the meaning they attribute to adjusting to HIV/AIDS 
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disclosure in the family, followed by the researcher’s understanding of the participants’ 

connotation of  their lived experience of adjusting to being an HIV/AIDS affected family 

(Pietkiewicz & Smith, 2014). 

 

3.5 SAMPLING 

 According to Baran and Jones (2016), sampling methods are used for selecting relevant 

portions of the whole population for measurements. Therefore, the sample should be 

adequately representative to allow the researcher to draw generalized conclusions from the 

findings of the research to the population. According to Babbie and Mouton (2011:166) ,“it is 

appropriate to select a sample based on the knowledge of the population of the research aims 

and the purpose of the study”, hence purposive sampling as well as snowball sampling were 

used to select participants for this study. Participants were selected according to the following 

criteria: 

Inclusion criteria: 

- Participants who are male or female and 18 years or older  

- Participants who have a family member who is openly living with HIV/AIDS  

- Participants who have an adult family member who had disclosed their HIV/AIDS 

status for a period of at least six months 

- Participants who can converse in English and Xhosa. 

Exclusion criteria: 

- Participants with mental illness or cognitive impairment as it might be difficult for 

 them to articulate and reflect on their stories 

 

As a trainer at two different HIV/AIDS Training Information and Counselling Centres in the 

Western Cape,  the researcher works with HIV/AIDS counsellors who are openly living with 
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HIV, taking into account that they would already have disclosed their status to their families. 

The organisation was first approached to request permission for the counsellors to be invited 

to participate in the study. Each person who agreed to participate in the study was then 

requested to recruit two people from his or her family who were also willing to participate. 

 

The researcher also attended a community event where she approached one individual who was 

openly living with HIV/AIDS. The researcher explained the aims of the research and provided 

her with the information sheet, and she then granted the opportunity to approach her family. 

She then referred the researcher to other people who were also openly living with HIV/AIDS. 

Appointments were made with them too and the same process was followed, and it was clearly 

explained to the participants that participation in the study would be voluntary. Two 

participants from different families declined the request to participate in the study. 

 

 It is suggested that a small sample size is ideal for IPA studies due to the detailed work that 

the researcher has to conduct (Smith et al., 2009). Initially the researcher aimed at interviewing 

a minimum of three participants who are family members of participants openly living with 

HIV/AIDS from four separate families, totalling twelve participants. The researcher however 

managed to interview ten participants from four different families. Two families had two 

participants each and another two families had three participants each which totalled the ten 

participants.  

 

3.6 DATA COLLECTION METHODS 

Sapsford and Jupp (2006), mention that the process of data collection must provide answers 

that are credible and logical, therefore the researcher utilised semi-structured interviews as a 

method of data collection. 
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3.6.1 Semi-structured interviews 

Semi-structured interviews are the combination of closed-ended and open-ended questions, 

aiming at covering themes under discussion (Kielmann, 2012). The questions explored in IPA 

research are directed toward meaning, i.e. how the individuals who have lived the experience 

make sense of it, rather than explaining its cause and effect (Smith et al., 2009). Accordingly, 

the primary concern of the IPA researcher is to elicit rich, detailed and first-person accounts of 

the experiences and phenomena under investigation (Pietkiewicz & Smith, 2014).  

 

According to Hanckock, Ockleford and Windridge (2009), qualitative researchers usually 

employ semi-structured interviews using open-ended questions based on the topic areas that 

the researcher wants to cover. This study therefore utilised semi-structured interviews with 

open ended questions utilising an interview guide (see Appendix 1) for data collection. The 

semi-structured interviews were chosen because they would allow the researcher to ask 

questions that would require a detailed response from the participants, which would be ideal as 

the nature of the study required that. Since HIV is a very sensitive topic, interviews were 

conducted in a private and quiet place at the counselling centre or a place that was indicated as 

convenient for the participants like their homes. Qualitative research recommends that a study 

must be conducted in the setting of the participants. Therefore, participants generally preferred 

to be interviewed in the comfort of their own homes. This allowed the participants to be in a 

comfortable space to openly share their lived experiences related to adjusting to one of their 

family members’ disclosure of their HIV status.  

 

The main purpose of the interviews was for the researcher to put herself in the participants’ 

shoes (Pietkiewicz & Smith, 2014). Therefore, the researcher conducted the interviews with 

understanding and empathy. In doing so, she built rapport by initially asking questions related 
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to less sensitive topics around HIV, for example family relationships, and then moving towards 

more in-depth topics like learning about the status of the loved one and adapting to the status. 

At the same time the researcher used interviewing skills such as probing, active listening, 

attending, question summarizing, paraphrasing and reflection to elicit responses. This allowed 

the researcher to probe more in areas as highlighted by specific participants and to ask follow-

up questions to seek clarity on vague statements or on salient issues. The interviews represented 

mixed emotions, starting with less sensitive topics which allowed the researcher and the 

participants to become comfortable with each other. However, moving to more in-depth 

questions meant that feelings and emotions were shared by the participants. Showing empathy 

to the participants however appeared to be supportive to the participants as it seemed that they 

realized that as a researcher I attempted to understand their world and what they experienced. 

 

The interviews continued for a period of 60-90 minutes or until saturation occurred, meaning 

there was no new information left uncovered during the interviews (Guest, Bunce & Johnson, 

2006). Interviews were conducted in both English and isiXhosa that tended to be used 

simultaneously by most participants, and transcripts were subsequently translated into English. 

Permission was gained from the participants to audio record the interviews and to transcribe 

them for the purpose of data analysis. 

 

3.7 DATA ANALYSIS 

Data analysis is defined as a process in which the data is coded and analysed after collection 

(Babbie, 2010). Kielmann (2012) and Hancock (2009) , state that data analysis is an on-ongoing 

process that includes summarising the large amount of data collected and delivering findings 

in a manner that provide an answer to the research question. In conducting IPA, analysing and 

interpreting the participants’ lived experiences involved a two-part interpretation process 
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known as double hermeneutics which refers to, firstly, the participants’ attempts to make sense 

of their experiences and, secondly, the researcher trying to interpret how the participants 

interpreted their world (Pietkiewicz & Smith, 2014). In the first interpretation, the researcher 

was able to understand the participants from their own point of view which is empathetic 

understanding. Their responses thus allowed the researcher to gain insight and have a deeper 

understanding of what the participants went through. According to Smith and Osborn (2008), 

the researcher tries to decode the meaning of the spoken words to make sense of the 

participants’ meaning making. In the second interpretation literature was used in order to gain 

deeper insights into understanding the lived experiences of family members adjusting to 

HIV/AIDS disclosure within the family. The family systems theory of Bowen (1978) was used 

as a theory of interpretation to further understand the above-mentioned experiences. 

 

 Although data analysis is intended to be a flexible, fluid process Pietkiewicz and Smith (2014) 

outline a three-stage process to aid the researcher in performing the actual analysis of data in 

IPA: 

 1) Multiple reading and making notes - data analysis started when the researcher listened to 

audio tapes a number of times followed by transcribing the interviews. Furthermore, the 

transcripts were read a number of times to allow the researcher to understand the participants 

in their own world. Through immersing herself in the world of participants, the researcher was 

able to understand the views and experiences of the participants while taking notes of 

significant issues. These prominent issues were then identified and noted in the margins of the 

transcript.  According to Pietkiewicz and Smith (2014:12) “each reading and listening to the 

recording and re-listening may bring new insights”. It allowed the researcher to focus on 

different areas such as content, language, context and interpretative comments. The researcher 
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was able to identify interpretative comments, which explained the intensity of the experience 

that the client encountered during HIV/AIDS disclosure.  

 

 2) Identifying emerging themes - the notes that were created by the researcher were used to 

create themes. Pietkiewicz and Smith (2014) say that one should try to make the themes as 

abstract as possible. At the same-time Kielmann et al. (2012) state that in identifying themes 

the researcher must be aware of the evidence that keeps repeating itself and make a list of 

themes. The experience of emerging themes was more repetitive, and the researcher was moved 

to higher levels of theory connection. Themes such as support, pain and insults were identified 

during this stage, with more themes such as support being more popular than other themes. The 

researcher was aiming at reducing the amount of information while at the same time maintaining 

the quality and density of data through comparing notes between scripts. 

 

3) Seeking relationship and clustering themes - at this stage the researcher engaged herself in 

the process of grouping themes together according to conceptual similarities and providing 

each cluster with a descriptive model. This was done through looking for connections between 

the themes (Pietkiewicz & Smith, 2014).  These themes were given descriptive labels to form 

final themes. For example, themes focusing on feelings towards HIV/AIDS status were 

clustered together to one theme. This was followed by looking at connections between clusters 

and dropping themes that did not fit well with the emerging structure. When stage one to three 

was completed for each transcript, a cross analysis of all the transcripts was conducted to look 

for patterns across all the interviews. In particular in this study, the researcher conducted a 

cross-analysis of transcripts for each family and then between families. 
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3.8 TRUSTWORTHINESS 

Hadi and Closs (2015), state that qualitative data is presented in the form of written language 

such as text, reports and interviews and analysed by individuals. This can create an opportunity 

for subjectivity and biases. Therefore, in qualitative research rigour and trustworthiness need 

to be ensured. Connelly (2016:435), states that trustworthiness or rigor of a study “refers to the 

degree of confidence in data, interpretation, and methods used to ensure the quality of a study”.  

Therefore, it is important for the study to follow certain rules and procedures to be considered 

worthy. To ensure the trustworthiness of this study the researcher adhered to four criteria, 

namely credibility, transferability, dependability and confirmability (Lincoln & Guba, 1985).  

 

Credibility:  

 IPA expects the researcher to first identify what is expected to be discovered and to put aside 

these ideas through a process of bracketing (Pietkiewicz & Smith, 2014). To bracket the ideas 

that emerged from the review of the interviews, the researcher kept a journal in which she wrote 

reflections on thoughts that arose about the interviews or connections that she was making 

between the interviews. De Vos (2001), also encourages peer examination. The researcher thus 

had regular meetings and consultations with her supervisor. Supervision allowed the researcher 

to be aware of her own biases and guided her throughout the research process. Member 

checking (De Vos, 2001) was done by transcribing interviews and returning them to 

participants to ensure accuracy. 

  

Transferability  

Transferability refers to a situation where data findings apply to different contexts or situations 

and there is a match or overlap. Shenton (2004), states that in examining the truthfulness of the 

study it is recommended that the same methods be used for different people in different areas. 
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This was ensured by the researcher presenting sufficient data to allow comparison and further 

use of the findings (De Vos, 2005:350).  In order to ensure transferability, the researcher 

presented the study findings in a manner that represented the participants and their context. At 

the same time a thick description of the research context, findings and integration of the 

findings also confirms transferability.  

 

Dependability  

 De Vos (2001) defines dependability as something that is done by providing detailed processes 

of the research methodology.  Shenton (2004) states that dependability is about the methods of 

the study reported in great detail. Dependability means that the research design can be repeated 

in future (Shenton, 2004). The researcher adhered to the rigorous guidelines of conducting 

hermeneutical phenomenological research and the steps of IPA. The researcher followed the 

steps of three stages of IPA: 1) Multiple reading and making notes, 2) Identifying emerging 

themes and 3) Seeking relationships and clustering themes (Pietkiewicz & Smith, 2014).  A 

detailed description of the IPA and how it was implemented was provided for this study.  

 

Confirmability    

Confirmability is about ensuring the objectivity of the researcher as he /she was conducting the 

study. Confirmability ensures that work presented is that of the participants and not of the 

researcher (Shenton, 2004). The review of the study can be done by the supervisor, participants 

and peers (Ghafouri1 & Ofoghi, 2016). In doing so the researcher had consultation with the 

participants through member checking as well as the supervisor to ensure confirmability. At 

the same time Vos et al. (2005), questions if the research can be conducted following the same 

processes to ensure the same results. For this reason, detailed descriptions of the participants 
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and the methodology was undertaken and an audit trail containing transcriptions, audiotapes, 

journal notes and written recordings of the process of data analysis is being kept.  

 

3.9 REFLEXIVITY  

According to Biggerstaff and Thompson (2008), reflexivity may be defined as both a central 

component of being human and one’s position in research and the ability to identify inter-

subjective dynamics between the researcher and the data. As the researcher conducting the 

study, my interest rested upon exploring the experiences of the families as they were 

automatically part of their process of adjustment without any prior preparations. Biggerstaff 

and Thompson (2008) state that reflexivity is highly recommended by IPA researchers 

throughout the process of IPA. In doing so, the researcher kept a journal where she noted down 

feelings experienced before or during the interviews. As the researcher is also employed in the 

field of HIV and working with individuals infected and affected by HIV, at some point the 

researcher was clouded with emotions that could affect the process. This was evident when the 

interviewer was about to conduct the first interview with a father of an infected child.  The 

researcher went through a series of emotions such as being scared and feeling sorry for the 

parent. Acknowledging those feelings and perceptions allowed the researcher to apply some 

level of objectivity during the interviews.  

 

HIV/AIDS is a very sensitive topic which evokes different emotions from those involved. At 

the same time the researcher is also employed conducting training in the field of HIV/AIDS. 

The researcher realized the importance of not imposing her background onto the participants 

and tried her best to maintain objectivity during the course of interviews.  Thus, keeping a 

reflective journal allowed the researcher to acknowledge her own perceptions, attitudes, values 

or anything else that could influence the investigation about the phenomenon under study. As 
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the researcher was conducting interviews and having to journal her own ideas about the 

observations, this allowed her to compare and analyse where similarities and differences were 

identified in order to understand the phenomenon and formulate discussions. The researcher 

put herself in the shoes of the family member, so she felt anxious and that assisted her to 

understand the world of the participants as illustrated in the following quote from the reflective 

journal: 

“As an interviewer I observed the pain that the mother went through not only with 

HIV/AIDS but the fact that her children are not united. During the interview I observed 

that HIV/AIDS was difficult for the mother as she was the one attending medical needs 

of the daughter. It was an emotional roller coaster which made the mother understand 

the diagnoses”.  

  

3.10 ETHICS  

A research proposal submitted to the University of the Western Cape Humanities and Social 

Sciences Research Ethics Committee was approved (Appendix 2). Verbal and written consent 

(Appendix 3) was obtained after informing participants of the purpose of this study and 

stipulating the procedures involved during data collection in an information sheet (Appendix 

4).  The participants were informed of the right to withdraw their participation at any time 

without being penalised. To ensure anonymity all participants as well as extended family 

members mentioned in the study were assigned pseudonyms and no names of their place of 

residence or any other information that might have made participants identifiable in any way 

was used in this report to ensure confidentiality. Data will be stored on a password protected 

computer file accessible to the researcher for a period of 5 years where after it will be destroyed 

to further ensure confidentiality. All human interaction poses some risk when sensitive issues 

are addressed.  Participants were informed if they experience discomfort as a result of 
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participating in the study and choose not to continue, the researcher will promptly conclude the 

interview. In addition, if they wanted to speak with a professional about any discomfort 

experienced during their participation in the study, they would be referred to a suitable 

professional in their local area for assistance. None of the participants experienced discomfort 

or requested any counselling services during or after the interviews  

 

3.11 CONCLUSION 

This chapter has provided a detailed explanation of the method the researcher has embarked on 

to conduct the research. Therefore the research setting was explained. The approached used in 

this study is a qualitative research approach. Since the study focused on the lived experiences 

of the participants, a phenomenological research design was followed. The participants were 

selected according to the criteria that suited the needs of the study. Semi-structured interviews 

were used as a means of data collection. Analysis of data for the study was done following the 

steps of IPA, at the same time ensuring rigour and trustworthiness which were adhered to by 

applying credibility, transferability, dependability and confirmability. Lastly the process of 

ethics was explained.  
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CHAPTER 4 

FINDINGS 

 

4.1 INTRODUCTION  

The findings of the study which emerged through analysis of the data collected from the 

participants, will be presented in this chapter. Data was derived from conducting individual 

semi-structured interviews with family members of HIV positive persons. As the interview 

questions were directed towards meaning, i.e. how the individuals who have lived the 

experience made sense of it, the findings represent first person accounts of the participants’ 

experiences of adjusting to HIV/AIDS disclosure within the family, how they made sense of 

these experiences and the meaning that they assigned to being identified as an HIV positive 

family. 

 

4.2 DESCRIPTION OF PARTICIPANTS  

This section will provide detailed information about the research participants. The study was 

conducted in the Western Cape where the researcher interviewed participants from urban as 

well as rural areas of the Western Cape Province. Table I below presents the participant 

demographics in terms of pseudonyms, gender, race, age, period since disclosure and source 

of income. Following, will be a brief description of each family. 
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4.2.1 Table 1: Description of participants   

 

Participant  

 

Family  

 

Pseudonyms 

 

Gender  

 

Race  

 

Age  

 

Relationship 

to the 

person 

living HIV   

 

Place of 

residence 

 

Period 

since 

disclosure  

 

Source of 

income  

1. 1 Vuyisile  Male  Black  65  

Father  

Family home  

 

 

7years 

Pensioner  

2. 1 Portia  Female  Black  61 Mother  Family home  7years Counsellor  

3. 2 Linda  Female Black  29 Sister  Family home  

 

 

5yeats 

Seasonal 

worker  

4.   2 Mary  Female  Black  69 Mother  Family home  

 

 

6 years 

Pensioner 

5.  2  Zama  Male  Black  45 Brother  Lives 

independently  

 

6 years 

Councilor  

6. 3 Nwabisa  Female Black  42 Sister  Family home   

3years 

Seasonal 

worker  

7. 3 Namhla  Female  Black  18 Daughter  Family home  3years Learner  

8. 3 Jane  Female Black  59 Aunt  Lives 

independently  

 2years 6 

months  

Unemployed  

9. 4 Nomthetho Female  Black  66 Mother  Family home  10 years  Pensioner  

10 4 Lihle  Female Black  18 Daughter  Family home  8 years  Learner  

 

4.2.2 Description of families  

4.2.2.1 Family 1  

Portia and Vuyisile are the parents of a person living with HIV. It is a family of six: both 

parents, two boys and two girls, Thandeka, Sipho, Luvuyo and Lulama.  Thandeka, Sipho and 
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Lulama are living with HIV. Thandeka is married and stays with her husband. Sipho is staying 

on his own. Portia and Vuyisile are staying with Luvuyo and Lulama.  They are very supportive 

towards each other and the parents seem to be the foundation of the family. They can be 

classified as a middle-class family, as they stay in a brick built house and there is an income 

from different members of the family. Portia currently is working as an HIV counsellor at the 

clinic, Vuyisile used to work for the City of Cape Town but now is a pensioner and Luvuyo, 

one of the sons, is also working. Thandeka the last born is still at school.  

 

4.2.2.2 Family 2  

 Mary is the mother to this family. Zama and Linda are her children. It is a family of six: two 

brothers and four sisters, and the father has passed on. Other children are Nomvuzo, Xolile 

Nothabo and Zukiswa. Linda and Nomvuzo are staying in their home with their mother and the 

rest are staying on their own. However, Zama as the eldest son still oversees things at home. 

They can be identified as a middle-class family. Their mother is a pensioner. Zama is married 

and working as a ward councillor, Xolile is permanently employed and regularly visits home 

as they are staying in the same rural town.  Nomvuzo is living with HIV. Nomvuzo at the time 

of the interviews was not working as she was sick, and Linda works as a contract worker in the 

factories. The above-mentioned siblings are supportive of each other. The other two sisters are 

not really on good terms with these siblings, although they tolerate each other. Their mother is 

not happy about the situation as she mentioned that she would like her children to be united. 

Mary and the two daughters stay at home and regularly attend church.  
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4.2.2.3 Family 3   

 Nwabisa and Lilian are sisters and Jane is the aunt to them. Lilian is the one living with HIV 

and Namhla is her daughter meaning that she is a niece to Nwabisa. Jane, the aunt, is staying 

in her own house. As she is no longer working, the aunt is supported by her children. She also 

attends the church.  Nwabisa and Lilian are residing in their home. They are sisters. The one is 

a seasonal worker, the other one is ill and cannot work.  Namhla is at a local school. As much 

as they are staying in their home, one can categorize them as a poor family as there is no one 

with a stable income and they depend on the social grants and other family members for their 

needs as the other sisters are not staying in the same town, but they support each other in time 

of need. In the rural town where they reside, there is an extended family, for example cousins, 

aunts and uncles who provide support.  

 

4.2.2.4 Family 4  

Nomthetho is a mother to four children, Lukho, Luyolo, Nosicelo and Andile from a rural town. 

She has two daughters and two sons. Lukho and Nosicelo are working in Cape Town. Luyolo 

is a seasonal worker in the area. Andile is the one living with HIV and does not have a stable 

job.  Nomthetho is staying with her grandchildren in rural town of the Western Cape including 

the four of Andile’s children. Lihle is then a second born child to Andile. After the father passed 

on things really changed for this family as he was the one providing support. One could say 

they are struggling financially as a family as the source of income is the children’s grant, the 

pension of the mother and Andile with her part-time jobs and others assist where they can. This 

family has a strong Christian background as they identify as staunch members of one of the 

charismatic churches around the area.  As much as the father has passed on, it is clear that while 

he was alive, he played a vital role in supporting his child through the diagnosis.  
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4.3 THEMES AND SUB-THEMES 

While exploring family relationship with the participants, four themes and related sub-themes 

emerged from the study. The themes and sub-themes reflect the process of adjustment to the 

disclosure of HIV in the family and their lived experiences of this process. These are presented 

in table 2 below. 

4.3.1 Table 2: Themes and sub-themes 

Themes Sub-themes 

1. Emotional turmoil 

 

 Feelings of pain, hurt and shock 

 Losing hope  

 Anger reflected in fights and insults  

2.  A sense of hope   A closer relationship with God 

 Family support  

3. Identifying as a family affected by 

HIV.   

 

 Acceptance of HIV/AIDS status 

 Bringing hope to others 

 

 4.3.2 Theme 1:  Emotional turmoil 

During the interviews the participants expressed a series of emotions as they articulated their 

experiences when they realized that they are affected by HIV/AIDS. These emotions were 

experienced from the period that their loved one disclosed their status to them through to when 

the infected person was experiencing illness due to the infection, until they accepted their status 

as family affected by HIV/AIDS. The interviews reflected that families went through emotional 

turmoil where unpleasant feelings were experienced such as pain, hurt and loss of hope. 
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Coupled with that, they also experienced discrimination where they were insulted for being 

HIV positive which had a ripple effect on other family members on their doorstep which 

required them to be normal while they were in an emotional turmoil with the adaptations that 

needed to happen with them.  Two sub-themes were identified for the above-mentioned theme 

1) Feelings of pain, hurt and shock and 2) Losing hope.  

 

4.3.2.1 Feelings of pain, hurt and shock  

During the interviews one could sense it was a painful thing to learn that a family member was 

confirmed HIV positive. This is because, as much as some of the family members could 

identify signs and suspected that their loved one might be infected, they hoped that the results 

would be HIV negative. The interviews clearly reflected that most of the participants 

experienced pain in a different way. Not only immediate family members went through these 

emotions but also extended family shared similar emotions as they were disclosed to. 

Nomthetho from family four articulated emotions of shock when she explained how she felt as 

she discovered Andile her daughter was living with HIV:  

Researcher: Your feelings during this period, how did you feel?  

Nomthetho: I was really shocked but what made me not to be worried I saw her and to also 

listen people in this situation talking then I realized it is this thing. 

Portia from family one expressed the type of family they are, relying on fun and jokes to explain 

the situation that was not so good. She articulated the pain she felt when she first learned that 

her daughter was HIV positive. Despite her being informed about HIV based on her prior 

experience with her husband, the pain was not diminished when she learned about her child’s 

status. 
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Researcher: Now with all that you said to me that your family has jokes and liked to have fun. 

When you first heard the news that your child is HIV positive, how was the situation? 

Portia: Kwekhuu it was not good; it was not good at all. It was paining and I cannot use the 

fact that this HIV came in while we were informed about it and my husband was the first person 

to be involved with HIV/AIDS. It was painful at the same time I had the knowledge that if you 

take your treatment you will be fine. 

Mary from family two articulated feelings of shock after the disclosure of her daughter’s HIV 

status especially as she was not alert to the illness. 

Researcher: I would like to know when you first heard that your daughter is HIV positive, how 

did you feel? 

 Mary: I was shocked because I was not aware of it and it was soon after her illness, she 

became sick and shortly transferred to this hospital. 

Vuyisile from family one after disclosing to his extended family about his daughter’s status, 

also expressed that the family experienced a sense of shock and did not respond well to the 

news.    

Researcher:  How would you describe your family’s reaction to the disclosure? 

Vuyisile: They did not take the news very well, they were shocked a lot. 

Jane from family three - aunt to Vivian - narrated her sense of pain in an effort to express the 

hurt she felt was after learning about her HIV status.  

Researcher: When you heard about this, as she was explaining how did you feel? 

Jane: Yhu, yhu, yhu!!!! I was very hurt when I heard about this. 
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4.3.2.2. Losing hope  

In addition to the shock and hurt felt by the participants they expressed a simultaneous sense 

of hopelessness when they started to witness the reality of the situation through the signs of 

illness that their loved ones started to portray. The interviews reflected that participants were 

losing hope based on observations on what loved ones were enduring. For example, some 

related how family members would be so weak that they could not walk or experienced 

difficulty breathing. Lihle the daughter to Andile from family four explained how she was 

losing hope for her mother when she was sick as she observed certain things that her mother 

was unable to do.   

 Lihle: Yes there were times like that, and she will be very sick and we will lose hope that she 

will survive or she won’t even last a year alive and that in time she will pass on. You see she 

becomes weak and it becomes difficult for her to eat or walk, everything becomes difficult with 

her. There will be those very difficult times. 

Portia from family one reflected the loss of hope that she felt when her daughter, Thandeka, 

was sick and she would check up on her at night just to see if she was still breathing.  

Portia: I felt the pain, I was losing hope that she will survive. For example, I will wake up at 

night and go and see if she is still alive. I will feel the heartbeat her pulse just to check if she is 

still breathing.  

Nomthetho from family four and mother to Andile went through the same experience as Portia 

as she would also wake up in the middle of the night to check on Andile. In Nomthetho’s 

situation coughing or sneezing was a sign that her daughter was still alive which gave her hope.   

Researcher: You said you would wake up in middle of the night to check on her? 

Nomthetho: To go and check on her if she is breathing.  

Researcher: What was happening with you that time?  
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Nomthetho: The minute she becomes silent, sometimes she will cough, now when I don’t hear 

the cough or sneeze or nothing, I will say no let me go and check on her, it gave me hope that 

she is still alive. 

 

4.3.2.3 Anger reflected in fights and insults  

During the interviews it was reflected that some of the family members expressed anger 

through insulting each other as they dealt with disclosure. The insults that were passed as 

reflected by the interviews, caused pain to other family members to the point that they wanted 

to escape the situation. Linda explained the situation of other people being rude and swearing 

which would cause her to want to leave her family. 

Linda: There were those who were rude like swearing and shouting at her. You will sometimes 

find her saying she wants to take her clothes and leave. Like me I will keep quiet and cry all 

the time, I could not stop them from mistreating her. Even them now they have this thing (HIV). 

Vuyisile from family one painted a picture where Thandeka’s friends distanced themselves 

after learning about her status. 

 Researcher: How are the various relationships within the family impacted by the disclosure? 

Vuyisile:  Outside it was affected as some of her friends started to distance them and were 

speaking about it to other people. 

Portia from family one narrated how her sister-in-law’s attitude changed after learning about 

the status and leaving their home  

Portia: Yes, there was something funny like that from my sister-in-law; she was staying with 

us at that time and she left when my daughter became positive. 
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4.3.3 Theme 2: A sense of hope  

During the interviews, questions were asked around the participants own understanding of 

being HIV affected families. These questions were asked in order to elicit their thinking and 

the meaning they attached to those experiences.  This allowed the researcher to understand 

participants’ experiences from their own point of view and how the families described these 

experiences. The responses given reflect issues of faith in God, and the role the family members 

and extended families played in supporting each other. Furthermore, some participants viewed 

themselves as people who became able to assist others in dealing with HIV.  

 

 4.3.3.1 A closer relationship with God 

As the participants were responding to the questions relating to how they adjusted focusing on 

their own situation, their responses reflected that spirituality, and their awareness of God played 

an important role in the process. Their responses reflected how they made sense of what they 

were experienced as they reflected on the presence of God in their situation.  Interestingly, their 

responses reflected contrasting views about God. Firstly, they questioned why God allowed 

them to experience this situation and why God was giving them such heavy loads to carry. 

Secondly, the responses illuminated the trust and faith they have in God and how they relied 

on God’s presence in every situation that they found themselves in and continue to do so. They 

related how their experience of dealing with adjusting to being a family affected by HIV 

brought them closer to God. Some of the participants’ responses reflects this experience. For 

example, Mary the mother from family two acknowledged that she trusted God in everything 

and that is how she arrived at the place where she found herself.   

Researcher: Don’t you sometimes ask yourself I am here now, how did I get here? 
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Mary: I know how I got here. It’s because I trusted God, when you trust God, He is everywhere. 

You need to know that God is here and is in everything. 

Nomthetho the mother from family three reflected how she would pray to God with her sisters, 

even using cell phones as a means of praying together. Even the extended family believed in 

God during this time.  

Nomthetho:  She supported me a lot and my sister in East London we would pray throughout 

the night using the cell phone and my other sister from Hanover. We will set time where we 

will all pray and ask God for help. 

Linda sister to Nomvuzo related how she shared her frustration with the illnesss in her prayers 

and questioned God for allowing such an illness that people are unable to control.  

Linda: I asked God why are you bringing such illness and people who are unable to withstand 

it? 

Vuyisile father to Thandeka reflected on how God provides him with information so that he 

can assist his family as they are dealing with the virus.    

Vuyisile: God provided me with knowledge and then after that my children were having the 

problem of this illness and l understood and had all the information like a doctor. 

 

4.3.3.2 Family support  

Family relationships appeared to be the core for the families as they determined their family 

strength to deal with good or unpleasant situations that they faced. The interviews reflected 

family dynamics, where there will be stability in the family and they would be having fun with 

each other, while at the same time, they would also experience conflict amongst each other 

which sometimes upset the stability of the family.  Three sub-themes emerged on family 

relationships 1) Laughing together, 2) United in love and 3) Family support.  
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One element of the family that emerged during the interviews was the ability of each family to 

be able to have fun and be in a relaxed mode. When participants were asked questions related 

to family support, the reflections on their faces, the smiles and giggles, reflected positive 

moments they experienced as families. Even the researcher found herself laughing with 

participants when they were narrating their stories.  

Portia and her two daughters from family one said that when they think about their family they 

think about laughing together. Portia gave a clear picture of what she likes about her family 

including fun, jokes and laughing amongst themselves.  

Researcher. Just share with me how do you as a family support each other? 

Portia: I like my husband’s jokes and the manner he speaks. Sometimes I and the kids will 

gossip about him. He will enter the house drunk and go straight to the bedroom. My children 

will look at each other and laugh. I will ask them why they are laughing; they will say dad 

ubharuzile (he is drunk).  

Namhla a daughter to Lilian articulated what she likes about her family when it comes to being 

supportive, such as sharing stories from the past and sharing jokes together.  

Namhla Jokes that we share when we are together and things that happen when we are 

together. I like that. 

Researcher: Things that happen like what? 

Namhla: When we are together, they talk about things that happened in the olden days how it 

was. They share a lot about the past and talk a lot about the past.  

Lihle, daughter to Andile, reflects how the family jokes and laugh when they are together with 

limited fights. 

Lihle: Yes, we do share jokes a lot when we are sitting together, most of the time we laugh 

together. It’s rare that we fight with each other. 
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From the parents’ perspectives what also inspired them most about their families was their 

ability to share love amongst each other as a family.  Love was reflected as an important aspect 

of the family and allowed the family to be there for each other. At the same time what transpired 

during the interviews was the families being united as a family even when parents had passed 

on.     Furthermore, love in the families was used as a tool that nurtures growth.  As children 

grow, they are reprimanded for doing wrong, they expressed that this was done with love by 

the elderly family members.  

Lihle from family four, daughter to Andile, explained that love was used as means of guiding, 

motivating and reprimanding them.  

Researcher: So, what do you love about your family, when you just think about your family 

and remembering them? 

Lihle: It’s their love.  

Researcher: Can you give examples, where you explain love in your family?  

Lihle: When you do something wrong, they reprimand you in a motivating way. They don’t 

criticize or anything. They show you the way and tell you this is not supposed to be done. 

Nomthetho from family four, the mother to Andile, articulated how in being Christians, united 

her family was and how loving they are towards each other.  

Nomthetho: What I like about my family is they are united. My family they love each other and 

what I like about them they live a Christian life. My wish is as Andile is growing and her 

children they must live like my family, work well together and love each other. They don’t fight 

but working together. 

Mary from family four narrated the importance of unity among her family members and her 

desire for them to be happy all the time.  

Mary: They must be united and not allow any bad influences amongst them and divide them. I 

want that to happen until I die see them living happy with each other. 
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When participants responded to the questions posed around making sense of the situation, the 

responses obtained clearly revealed the importance of family support. It meant families coming 

together and assisting each other in time of need beyond HIV/AIDS. This concept was reflected 

in different contexts where it was needed. It was reflected as emotional or financial support 

and sharing the element amongst one another depending on the needs of the family.  It was 

clear that their families are sources of support, also including extended families like aunts, 

uncles, and the in-laws.  Participants during the interviews made it clear that assisting each 

other financially in times of need is important. This was done through making a contribution 

towards a certain event or purchasing items required by the person. Therefore, when there is a 

family gathering or funeral, family members will provide financial support to assist with the 

arrangements of the event making sure it is successful.  

Nwabisa from family three, sister to Lilian, explained how families assist each other in time of 

need like contributing towards the funeral arrangements. 

Researcher: When someone is in trouble how do you do deal with that? 

Nwabisa: Like if a family member passes on, we contribute 500 towards the burial 

Researcher: So, you are supporting each other? 

Nwabisa: Yes, we are. 

Furthermore, financial support was also reflected when extended families purchase necessities 

required by the infected individual in support of the affected family. Participants indicated that 

the extended family will buy food to assist so that the infected will have a healthy diet to 

improve their immune system.  

Nomthetho from family four articulated how other family members assisted by providing 

necessities such as food, vegetables and meat to take better care of Andile. 

Nomthetho: They saw me and her father that we are patient and persevering, and they decided 

instead of putting us down they must encourage us to be strong. They will send us food and 
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vegetables and meat. They will tell us it’s for Andile. Everything they are doing for her so that 

her body could recover and be like before. 

Financial support also seemed vital as one participant Linda sister to Nomvuzo from family 

two, expressed frustration when she was unable to provide or purchase things that her sister 

needed at that time.   

Linda: Like you see when the person is sick and ask for Disprin or Lucozade and you do not 

have money to buy and I wish I was not there. My heart pains for her. Like not to see her, see 

her when she has recovered something like that. 

Emotional support as mentioned earlier played a huge role to assist the infected person to deal 

with the status and also to take care of them. This was shown in different ways such as 

encouraging the person and making them to see their life in a positive manner and to assist 

them in taking their treatment correctly. Emotional support was also provided through prayer 

where the extended family will pray with the family to be able to deal with the situation.  

Zama from family two expressed how he loved the support shown by his family after learning 

about the HIV status of Nomvuzo.  

Zama: I loved how they have shown support, I loved it a lot, I don’t want to lie. 

Nwabisa expressed how she provided support to her sister making sure that she takes the 

medication as prescribed.  

Nwabisa. Then I thought I must take her in with me and watch her. Even now when it’s time to 

fetch her medication I go and fetch it. In the morning I make it a point she drinks her pills even 

now lunch time she just drank her medication after food, now she will drink them at night.” 

 Portia from family one narrated how she encouraged her daughter Thandeka to understand that 

HIV is not the end of life and to view life positively.  
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Portia:  I said to my daughter Thandeka my child it’s not the end of your life at least you can 

take few steps and walk using the bed as support.  I would like you to stand up and assist other 

people in your ward, they do not like to be, and you also do not like to be here.  

 

4.3.4 Theme 3: Identifying as a family affected by HIV.   

In order to understand how the meaning families assigned to being a family affected by HIV, 

they were questioned around any change they wish for their lives having gone through the 

process of adjustment. Their response was clear that nothing could be changed as they were in 

that situation and they needed to make things work. They articulated that they were now 

comfortable with the status of their loved one. Consequently, acceptance of HIV/AIDS status 

was identified as a sub-theme.  

 

4.3.4.1 Acceptance of HIV/AIDS status 

As people were responding to the question relating to the above-mentioned theme, the 

participants reflected some level of acceptance of the HIV and realization that HIV is going to 

be part of their family for the rest of the life of the loved one. Interviews reflected that the 

participants are obligated to accept the situation as they cannot change it.  

Portia, Thandeka’s mother, reflected on changes which also reflected some level of acceptance. 

Portia: There is nothing, I want to change, Nomha you can’t change HIV positive. 

Zama’s reaction on being identified as an HIV positive family reflected that HIV is already on 

their doorstep, they just need to accept it. Zama is a brother to Nomvuzo and from family two.   

Zama: Since it’s already within the family, there is nothing I can do. 
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Nomthetho, mother to Andile, expressed her thoughts on how she feels now that her family is 

known as having someone infected with HIV in their home and explained that she got used to 

the idea to the point she forgot that they have HIV in their midst.  

Researcher: Now for you, the fact that you as a family is now known as HIV positive, as a 

parent how do you feel about it now? 

Nomthetho: I survive it to the point, the fact that she is HIV positive, it has been erased in my 

mind. 

Namhla from family four reflected on the level of acceptance that she had towards Lilian, her 

mother being HIV positive, explaining that she even collects the medication for her mother at 

the health centre.  

Researcher:  As her child for example to be known in your area that you are a child of an HIV 

positive mother. How does that make you feel now? 

Namhla: I do not feel sad, I also go to the clinic and fetch the medication I bring it to her. I do 

not feel sad because she is not the first one to have this illness.  

 

4.3.4.2 Bringing hope to others  

Questions asked during the interviews allowed the families to provide their own explanations 

of how they would describe the situation in which they found themselves. Some families 

explained that the experiences that they went through made them stronger and able to withstand 

HIV/AIDS and its challenges. Furthermore, they understood that they needed to be an example 

of how to deal with HIV/AIDS when consoling other family members who were going through 

the same experience.  

Mary, mother to Nomvuzo from family two, explained how she became stronger during this 

process of dealing with HIV/AIDS, and trusting God in dealing with the situation. 
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Mary:  You need to be strong my child and be firm and strong no matter what you are going 

through or someone passed on or parent you need to be strong to the point they will ask 

themselves what is making you strong, its just trusting God because He was there when he was 

passing on. God will make a point that you are strong again as if you have never lost a loved 

one and you become stronger. 

Portia the mother to Thandeka articulated how God used him in order to assist others with the 

same situation. She explained that dealing with HIV/AIDS in her household assisted her to 

better help others and bring hope to them.  

Portia:  God was testing me that if HIV is in my house how will I handle it, because outside 

lots of children succeeded with HIV through my assistance. God is trying to examine me to see 

if it’s in the house what will I do. I am thinking along those lines.  

Researcher: How do you feel about it now? 

Portia: I want to say I was fine with it and the fact that is at home so that when other women 

in my community are crying, I will tell them it’s not the end of the world they must look at me. 

Nwabisa from family three explained how Lilian became of assistance to other people in their 

neighbourhood who were going through the same situation by encouraging and educating them 

on the importance of taking medication to treat the virus.   

Nwabisa: There is one lady from the street, I won’t name her. She was not taking her 

medication well, my sister (Lilian) was able to encourage her and said to her girl you must 

drink your medication there is no other way, and you will see you are going to be fine. The 

lady drank the medication and she also said you must take your treatment at the clinic no one 

is going to beat you and really, she took her medication. Now she thanked her and said she 

really assisted her a lot. 

Nomthetho form family four explained how Andile her daughter was of assistance when 

needed by others.  
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Nomthetho:  Even my in-laws if they are stuck with something, they come to her (Andile) for 

assistance. 

 

4.4 CONCLUSION 

This chapter presented the findings of the study from the participants’ perspective following 

the IPA guidelines. In doing so, first the demographics and background of the families were 

presented to provide a clear understanding of them. Data collected from the study was used to 

develop themes as presented by the participants. The findings comprised of three themes:  

1) Emotional turmoil, 2) Experiencing a sense of hope and 3) Identifying as a family affected 

by HIV. Within these themes identified sub-themes presented showed  how participants 

journeyed through an adjustment process that commenced with emotional turmoil and a sense 

of hopelessness, to experiencing family support and closeness to God and finally moving 

towards acceptance and assisting other families in their communities. 
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CHAPTER FIVE 

DISCUSSION 

                          

5.1 INTRODUCTION  

According to Pietkiewicz and Smith (2014), IPA consists of double interpretation. First, it 

allows the researcher to present his or her understanding of the participants’ meaning, i.e. the 

researcher tries to explain the world of the participants from the participants’ perspective.   

Second, the researcher documents her own interpretation about the participants’ interpretation 

as portrayed in the findings. In this chapter, the findings are considered in the light of the 

objectives and discussed in relation to existing literature. In doing so, emphasis is placed firstly 

on the adjustment of families after discovering the HIV status of the loved one; secondly, this 

chapter will look at the understanding that the families had on being identified as HIV affected 

families, and thirdly it will explore the meaning participants as family members attached to 

their situation as they identified as an HIV/AIDS affected family.  

 

5.2 FAMILIES’ ADJUSTMENT TO HIV/AIDS DISCLOSURE IN THE FAMILY  

5.2.1 Emotional turmoil expressed by families during adjustment.  

Participants struggled with the adjustment process as they progressed through a phase of 

emotional turmoil after their loved one’s HIV/AIDS status was disclosed to them.  As the 

participants were interviewed, their responses reflected unpleasant emotions experienced 

during the time of disclosure. Hall (2014) states that individuals who experience emotional 

turmoil undergo a series of painful emotions during this process.  Likewise, Bor, Miller and 

Goldman (1993) confirm the ripple effect that HIV has on families and that it could threaten 
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the ability of the family to adjust to the new HIV situation. The findings of this study revealed 

that, while adjusting as an HIV/AIDS affected family, the participants experienced a series of 

emotions such as pain, shock and hurt because of the way in which society perceived 

HIV/AIDS. This was also evident in the manner in which the participants hoped that their 

family members would test negative for HIV even though they suspected an HIV positive 

result. Nomthetho from family four - had hope while she was awaiting the HIV results of her 

daughter although she was suspecting that she was HIV positive.   

 

It is clear that an HIV status does not affect the person diagnosed with HIV only, as Susser 

(2009) states that people who are infected with HIV experience emotional pain as they start to 

think about the future, coupled with the fact that there is no cure for HIV/AIDS. These feelings 

were also experienced by the participant family members or those close to the person living 

with HIV. Susser (2009:108) further states that “it is painful to hear that your loved one is 

infected with the virus which will later progress to a deadly illness that is incurable”. The 

findings of the study highlighted that these feelings were severe not only for the participants as 

immediate family members, but also for anyone that was close to the HIV positive person.  

Vuyisile from family one explained that when he disclosed the status of his daughter to the 

extended family, it was not easy for them. Jane also mentioned how hurt she was when she 

heard that Vivian tested positive for HIV/AIDS.  Other participants also reflected feelings of 

shock as probably they did not expect the news. These feelings were expressed by the family 

members and extended family. Fine (2007) confirms that emotions of shock are to be expected 

after the HIV diagnosis. Mary explained her shock after she was made aware of her daughter’s 

status. These are the intense feelings expressed by the participants of this study after learning 

about the HIV positive status of their loved one. The research findings clearly indicate that the 

diagnoses of the HIV status do not only affect the infected, but that it has a ripple effect. 
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Families and those close to the person living with HIV undergo a series of unpleasant emotions 

after disclosure. These emotions ranged from shock to a loss of hope and feelings of anger as 

highlighted by the findings of this study.  

 

5.2.2 A loss of hope and feelings of anger during adjustment  

The process of adjustments to the disclosure of HIV within their families was accompanied by 

feelings of losing hope. This was as a result of the struggle and deterioration in health that the 

participants observed in some of their family members diagnosed with HIV/AIDS.  Others 

were already suffering from AIDS related illnesses such as tuberculosis, wasting illness such 

as diarrhoea, vomiting, loss of appetite, pneumonia, cancers and other illnesses as other 

participants mentioned that their loved one suffered from some of these illnesses. For example, 

Lihle also highlighted that her mother’s weakness, inability to walk and eat and difficulties she 

experienced meant she lost hope that her mother would survive that year. The loss of hope 

expressed by the participants was spurred on by them witnessing the suffering that their family 

members experienced, leading them to feel unsure that the family members would survive. 

According to Bor et al. (1993), anticipation of loss through witnessing physical illness in the 

family can disturb the functioning of each family member who may be immobilized by the fear 

of dread of facing the loss. As reflected in the findings of this study, this resulted in the 

participant families feeling hopeless and helpless. Bor et al. (1993) also state that HIV/AIDS 

affected families will experience feelings of fear and helplessness as the HIV positive family 

member progresses through the different stages of the virus. The journey back to health is a 

most difficult journey especially for the parents and it is coupled with emotions of pain, as, 

depending on the state of the sick person, family members tend to lose hope that the person 

will get better and be healthy again (Bor et al., 1993). This means they will even do the smallest 
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thing to hang on, especially when they notice they are on the verge of losing the person. This 

was reflected by Portia and Nomthetho who related waking up in the middle of the night to 

check if their loved ones were still alive. Portia checked on her daughter’s heartbeat, whereas 

for Nomthetho coughing and sneezing of her daughter was a sign of hope. Bor et al. (1993) 

also state that anticipation of loss through physical illness in the family can disturb the current 

functioning of each family member who may be immobilized by the fear of facing the loss.  

This meant that families were forced to deal with two different situations at the same time, that 

is, the disclosure and the illness that the individuals experienced. The findings show that the 

intense emotions experienced by the participants as a result of dealing with the disclosure as 

well as their loved one’s illness, resulting in a loss of hope, contributed to making the 

adjustment process a challenging journey for them.  

 

The findings further show that, for the participants, adjustment meant that families needed to 

learn to cope with the new situation that they found themselves in. Susser (2009) mentioned 

that the manner in which HIV/AIDS was initially introduced to people projected it as a shame 

as it is mainly transmitted through sexual intercourse. The findings show that some participants 

acted out their frustrations differently from others, as they expressed anger which was reflected 

in fights and insults.  The findings revealed that these participants, as they came to terms with 

the presence of the virus in their family, experienced emotions of fighting with and swearing 

at each other. The anger exhibited could, however, also have been a means of showing grief in 

response to their family situation by the participants. According to Kubler-Ross (1969), anger 

becomes part of the grief process and has no limits. She also confirms behaviours that 

accompany anger as fighting and swearing at each other as was exhibited in some of the 

participant families, as in the case of family two where Linda  mentioned   some people will be 

rude and swear at her and there was nothing, she could do to avoid the mistreatment   (Kubler-
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Ross, 1969). This reflects that the process of adjustment to a dreadful illness like HIV/AIDS 

was a difficult one for the participants of this study. These feelings probably resulted from the 

fear of social stigma, as there is a high possibility of being discriminated against once identified 

HIV positive as illustrated in the findings from Nomvuzo from family two who was subjected 

to fights and discrimination from her siblings when it was revealed that she was HIV positive. 

Furthermore, these feelings did not surface only in a verbal manner. In some instances family 

one experienced withdrawal as Portia mentioned that after she disclosed the status of her child 

to her sister-in-law, she observed that the sister-in-law distanced herself from Portia’s family. 

This concurs with the view of Bor et al. (1993) who state that family members will tend to 

distance themselves from the person living with HIV with the view that they will infect them 

or for not wanting to be associated with an infected person. The findings highlighted that the 

participants experienced that extended family members and friends distanced themselves after 

discovering that one of their family members was living with HIV/AIDS. Thus, it could be 

concluded that the isolation they were subjected to was because of a lack of knowledge or 

stigmatisation. 

 

5.3 FAMILIES FINDING MEANING IN HIV/AIDS DISCLOSURE 

5.3.1 Families finding meaning within religion and spirituality. 

It emerged from the findings that for the participants the adjustment process to disclosure 

created a realization that a higher power, as informed by either their religion or sense of 

spirituality, guided them as an important force on their journey of adjusting to disclosure. The 

participants related how they depended on their religion and/or sense of spirituality while they 

were coming to terms and tried to cope with the HIV status of their loved ones. Accordingly, 

Walsh (2012) asserts that spirituality can be of assistance to families in dealing with 
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misfortunes and physical illness and provide explanations and understanding of the situation 

that the family is facing due to illness. Related to this, Vuyisile from family one indicated that 

God provided him with the necessary HIV knowledge as he learnt that his children were 

infected with HIV. As the participants were trusting God in the situations that they found 

themselves in, this clearly indicates that in dealing with the HIV/AIDS disclosure the strength 

of their sense of spirituality was a contributing factor. It would seem that their spirituality was 

consequently strengthened due to the nature of their experience of adjusting to the disclosure.  

 

HIV can be viewed as a disaster that disrupts family equilibrium by placing dark and 

frightening clouds over their future (Paul & Premaraj, 2013). Yet, participants in this study, 

although initially finding themselves in a position where they were unable to define what was 

happening in their lives, were later able to support their loved ones while relying on their trust 

and dependence on God to carry them along their journey. This process allowed them to find 

meaning in their situation. These findings concur with Dalmida, et al’s (2011) affirmation that 

spirituality could be a positive strategy to assist families to deal with illness and adjust to 

uncertainties associated with chronic illness. The findings reflected that the participant family 

members consoled themselves by believing that there is a higher power beholding them while 

they deal with HIV/AIDS in their midst. This is also confirmed by the qualitative study 

conducted by Van Deventer and Wright (2017) where the researchers found that faith in God 

increased due to the presence of illness in families. This was an important feature of the journey 

to adjustment to disclosure experienced by the participant families in this current study, where, 

in the midst of what they were experiencing, participants were also in the process of making 

sense of their situation. What transpired was that, in doing so, they found a sense of meaning 

in their situation. Consequently, for example, as Mary mentioned, she managed to deal with 

HIV/AIDS because she trusted God and he is everywhere and in everything. Spencer (2012) 
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defines spirituality as the recognition of a feeling or sense or belief that there is something 

greater than oneself, something more to being human than sensory experience, and that the 

greater whole of which we are part is cosmic or divine in nature. The spirituality of the 

participants allowed them to adjust to and accept that they were HIV affected families, 

concurring with Safranski’s (2017) view that an increased sense of spirituality can lead to 

people beginning to view life more positively.  

 

5.3.2 Families assigning importance to family support.  

As the participant families were trying to adjust to the disclosure of the HIV status of one of 

their family members and all the challenges along with that like caring for a brother, sister, son 

or daughter, the participants found that extended family members were also there to provide 

emotional and financial support to ease their burden. Through this they began to understand 

what it meant to be a family.  According to Paul and Premaraj (2013) the problems associated 

with people living with HIV and AIDS such as stigma, discrimination, social and economic 

problems puts pressure on families. Paul and  Premaraj (2013) further state that HIV/AIDS has 

a negative impact on people’s lives as they will lose their forms of employment and have a 

burden of health and transport expenses to take care of. This was reflected in the findings, but 

extended family members were providing the participants with financial support in an attempt 

to assist them in taking care of those living with HIV. Nomthetho from family four mentioned 

that her in-laws send food to assist in taking care of her sick daughter. The importance of family 

support was also reflected when extended family members provided emotional support to the 

person living with HIV/AIDS and encouraged the individual or collected medication and 

assisted with administering the medication. As the family becomes aware that one of them was 

diagnosed with HIV/AIDS, they unite in providing support to the infected individual until she 
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or he becomes better (Susser, 2009). This was related by Nwabisa from family three who 

indicated that she would take on the responsibility of fetching and administering medication as 

a way of providing support to her sister. This indicates how family support provided by 

extended family members to the family affected by HIV members strengthened family bonds. 

Furthermore, Bor et al. (1993) state that as much as social support is a buffer against stress for 

people living with HIV, caregivers may themselves require support to carry out their task. It 

thus emerged from the findings that the journey that the participant families were on allowed 

them to understand and appreciate important aspects of life such as family support and its 

meaning when they experience difficulties in life. 

 

5.4 THE MEANING OF BEING IDENTIFIED AS A FAMILY AFFECTED BY HIV  

 5.4.1 Families accepting their HIV/AIDS status  

The findings highlighted that the participants reached a phase of acceptance after they dealt 

with the emotions that accompanied the disclosure and after reaching a level of understanding 

of what the presence of the HIV/AIDS meant in their lives. This meant that families got to a 

realization that HIV/AIDS is part of their lives, and that they needed to embrace it. Hall (2014) 

states that being HIV/AIDS affected meant a new beginning of their lives as families based on 

something which was never there before and redefining their relationships.  As Portia from 

family one mentioned, you cannot change HIV and Zama from family two said that HIV is 

already in his family and there was nothing he could do to change it. It appears that the 

participants felt coerced into the situation as they felt there was nothing they could do about it. 

As part of acceptance it was reflected that as family members, they ended up making a joke 

out of HIV to cope with it. Nomthetho reflected her acceptance of the HIV status as she 

mentioned that she even forgets that Andile is HIV positive. This statement reflects a journey 
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where the participant families came to a point of accepting that HIV will be part of their lives 

and that they needed to find a means to accommodate HIV in their families. This process of 

meaning making is also confirmed by Susser (2009) and Maane (2009) who describe coming 

to terms with HIV as an intimate process of naming it as a sign of attachment to it and a way 

of moving forward with her life and they need to treat each other right. Maane further explains 

that even with her own brother it took time to accept the HIV status, and later on the brother 

was able to inform their parents.  

 

The acceptance stage as mentioned above reflects a point where the participant families 

discovered another means of coping with their status of being a family affected by HIV . As 

mentioned by Hall (2014), families have no choice but to build new relationships with HIV as 

it is something they have no control over. For Kubler-Ross (1969) finding acceptance also 

means accepting the new situation and the permanent reality of being assigned as a family 

affected by HIV . It transpired in the interviews that acceptance moved the participants to live 

like there is no HIV in their families.  In other words, acceptance fostered a situation where the 

participant families lived as normal as possible even though they were assigned the status of 

being a HIV positive family. 

 

5.4.2 Families affected by HIV/AIDS educating and supporting others.  

As participant families identified as HIV/AIDS affected, some of them were inspired to educate 

and support others who found themselves in a similar situation. For the participants, it meant 

that they did not want other people to experience what they did without support. This was 

motivated by the participants’ experiences when dealing with disclosure as they felt that they 
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were now equipped to encourage others to better deal with HIV disclosure in their respective 

families.  

 

The United Nations Children’s Fund (2006) states that providing support to families affected 

by HIV is vital so they can be united. Portia from family one and Nwabisa from family six 

reflected that they did not only avail themselves to provide education, but they also opened 

their homes where they allowed individuals with questions around HIV to come to their homes 

to attend to their questions.  As much as the families were providing support to community 

members, programmes developed to deal with HIV/AIDs are more focused on the infected 

person. Thus, UNICEF (2006) mentions that current programmes need to accommodate 

supporting HIV/AIDS families as it is evident from the findings that they can play an important 

role in supporting others. Therefore, Thurmam et al. (2017) state that conducting home visits 

can be part of providing support needed by families.  At the same time the infected individuals 

from the family also played a role in educating others and providing support. Thus, Nomthetho 

mother to Andile from family one and Mary mother to Nomvuzo from family two also 

explained how Andile was of assistance to the rest of the family when they had questions about 

the virus. To the families this process was also part of healing as they were able to provide 

support to those who were suffering from the same situation and also highlighted that they are 

able to bring change to others. Maane (2009:85) further states that, being infected herself, 

providing support to the newly infected person “allowed her to see the anguish that comes with 

being newly diagnosed with HIV and lying ill”. She then became comfortable talking about 

HIV and encouraging newly diagnosed people to accept themselves.  
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5.5 THE LIVED EXPERIENCE OF FAMILY MEMBERS ADJUSTING TO 

HIV/AIDS DISCLOSURE  

5.5.1 The journey of adjustment from HIV/AIDS negative family to finding meaning in 

being a Family affected by HIV/AIDS.  

Figure 1: Families adjusting to HIV positive status.  

 

 

This study has shown that HIV/AIDS has a major impact on the participants whose lives have 

been affected by it. A study conducted by Van Deventer and Wright (2017) showed that 

caregivers of people living with HIV and AIDS suffered from significant psychosocial 

problems such as depression, anxiety, anger and stigmatization and other difficulties. It is thus 

not surprising that the findings of this current study highlighted that families experience a 

similar emotional burden that is experienced by people living with HIV and AIDS. As the 

participants were narrating their stories, they reflected on challenges they encountered in 

dealing with HIV disclosure within their families and acknowledged that adjusting to this status 

as a family could be overwhelming. Portia of family one shared that she felt like she was losing 
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her mind as she was taking care of her daughter and dealing with issues that accompanied her 

disclosure, such as taking care of her grandchildren. Thus, Smith (2007) asserts that each family 

responds differently to challenges brought by disclosure of HIV. However, it is clear that most 

families experience huge strain from the impact of HIV/AIDS. However, most programmes 

implemented to provide HIV/AIDS support are tailored for people living with HIV/AIDS (Bor 

et al., 1993). Thus Susser (2009) states that programmes such as counselling services are not 

provided for the affected families in equipping them on how to better handle the situation after 

disclosure and how to cope when the loved one is diagnosed with HIV/AIDS. This gap in 

services available for affected families is particularly significant as the study findings reflected 

that the participants of this study had to deal with overwhelming emotions after HIV was 

disclosed in their families and in some instances needed to suppress those emotions in order to 

care for their HIV infected loved ones.  

 

 Disclosure of the HIV/AIDS status meant that families had to go through these experiences 

and emotions so that they could support the person living with HIV. What transpired during 

the interviews was, although the family members were experiencing the emotional turmoil, 

they were not giving up on their loved ones. Instead, they found meaning in their experiences 

in that it created a sense of hope that was given momentum through their belief system which 

created a platform for them to be stronger to pull through the situation until the adaptation 

phase. Utley and Wachholtz (2011) state that being diagnosed with HIV status allows people 

to reflect on their spirituality as part of their coping strategy, indicating the importance of 

families having opportunities to practice their spirituality as they participate in various 

supportive interventions that may be available to them. Of further significance is that the 

families’ experiences allowed them to support other families who were going through the same 
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situation or to journey alongside those families who were struggling to come to terms with their 

status post disclosure.  

5.5.2 Family systems theory and adjustment to HIV status  

Figure 2: Understanding adjustment process using Bowen’s interlocking concepts  

 

As families were on the journey to adjustment the process reflected the interdependence and 

interconnection of family and the ripple effect that occurs within the family (Bowen, 1978). 

Therefore, in this section Bowen’s (1978) interlocking concepts will be applied in 

understanding family systems theory and HIV/AIDS adjustment (see figure 2 above). 

 

During emotional turmoil in the family the process of differentiation took place. This became 

evident as some families in the study reflected anger and were fighting and insulting each other. 

Thus, level of differentiation determines how family think, act and feel and their level of 

vulnerability (Brown, 1999). Thus, a well differentiated family is able to withstand any 

negative stressors (Haefner, 2014). As families, such as families two and three, learned about 

the status of the loved one, the study reflected low level of differentiation as they experienced 

some conflict during this time. Families reflected the process of triangles. This meant that as 
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they were experiencing emotions of hurt, pain and shock their attention was more on the family 

member infected with the virus. This meant that stressors that were experienced by families 

were stabilized by attending and taking care of the ill family member. Brown (1999) states that 

in triangulation any form of stress between two people can be stabilized by a third person. 

 

 The multi-generational transmission process looks at how people relate to each other and it is 

passed down to other generations. This study echoed the same understanding as explained by 

this concept. Family composition of the participants had people playing different roles in the 

unit and different relationships such as grandparents, parents, children and grandchildren. As 

parents were taking care of their children, their grandchildren were part of the process, meaning 

that the information and knowledge of taking care of the HIV/AIDS infected person was 

filtered down to the next generation. Haefner (2014) states that this process can be either 

detrimental or supportive to the next generation. As Brown (1999) mentions, information 

passed down has more impact on the future generation than the past generation. At the same 

time, the grandchildren in these families are also the elder children to their parents who are 

infected with HIV/AIDS. This speaks to the concept of sibling position as Kott (2014) states 

that number of children and their gender determine their role in family functioning. 

Furthermore, Haefner (2014) stated that elder children tend to assume more serious roles and 

younger ones will follow. Therefore, the study reflected older children of the infected person 

assuming supportive roles by fetching and administering medication for their parents.  

 

As a family reached a phase where they accept being identified as an  family affected by HIV 

, it means that the family has reached some level of differentiation. This means that families 

are at the phase where their emotional and cognitive level is stable to understand their HIV 

status. Haefner (2014) emphasises that well differentiated families are able to deal with 
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stressors without overlooking the importance of the family. This can be extended to the society, 

as the concept of societal emotional process, the manner in which family functions, society can 

do the same (Kutt 2014). Families involved in the study reflected some level of influence on 

the society as they aided external families that were dealing with HIV/issues.   

 

5.5.3   Effect of HIV disclosure on the family system  

The findings reflected a clear understanding of the effect of HIV disclosure on the life of the 

participant families in this study and the economic conditions of the household. Bowen’s 

(1978) family systems theory explains that family members are connected, and each family 

member has a role to play.  Therefore, this creates interdependence amongst family members. 

Family systems theory defines family members as being interdependent and interconnected to 

each other, with each family member having a role to play (Bavelas & Segal, 1982). At the 

same time this theory looks at how people behave when they have contact with each other as 

family members. Family systems theory places primary focus on exchanges of behaviour that 

take place in a given moment of interaction between members of the family (Johnson & Ray, 

2016). Once the structure is affected it has a ripple effect on the whole family. The presence of 

HIV in the participant families had an effect on the survival of the families and their 

functioning. It emerged from the findings of this study that this is clear in three areas that will 

be further discussed, namely 1) role adjustment, 2) loss of income and 3) survival of the family 

(Sealy, Kajura, Backengana, Okongo, Wagner & Muller, 1993).   

 

Role adjustment  

The presence of HIV/AIDS disclosure in this study reflected that participants had to adjust their 

roles within their families in order to accommodate the HIV infected family members. Role 
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adjustment in this study was reflected in two ways. Firstly, parents, for example, were taking 

care of their daughters and sons who were HIV positive. Vuyisile, Portia, Mary and Nomthetho 

are the parents who had to take care of their sick children.  Kalomo and Liao (2018) state that 

caregivers are normally those who are 50 years of age and older. The participants in this study 

who adopted a caregiving role to those infected were, however, above the age mentioned by 

Kalomo and Liao (2018). For example, Vuyisile and Portia from family one, Mary from family 

two and Nomthetho from family four reflected the age where they were supposed to be taken 

care of by their children; however, the situation was different for them.  

 

 Secondly, the study also reflected that the children also took care of their parents instead of 

their parents looking after them as they were of school going age. Therefore, these children 

could be subjected to stress as they are witnessing their parents’ conditions.  As Pillay (2015) 

mentions, the conditions that the children are in due to HIV means that they can experience 

social, psychological and educational challenges. Namhla from family three and Lihle from 

family four were both in their teenage years and assisting family members in taking care of 

their mothers. Coupled with that they also assisted in taking care of their younger siblings as 

their mothers could not fulfil the role due to HIV/AIDS. This reflects new roles that HIV/AIDS 

has brought about in the family. As Bor, Miller and Goldman (1993) state, given the nature and 

the intensity of the illness, families are obliged to relocate family roles amongst themselves. 

  

Family systems theory explains the family as a unit that is connected and members are 

dependent on each other (Bowen, 1978). Therefore, family roles in the family regulate how 

family members function with each other. As a result, it will influence the rest of the family.  

Gunindi, Sahin and Demircioglu (2012) state that family is the unit that is bound together with 

different roles that fulfil psychological, social and economic needs. Therefore, if the role of 
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one person is disrupted, it means the whole system is disrupted. The need to evolve is required 

in order for the family to survive and to bring about the state of equilibrium. To maintain the 

stability of the family it means roles must be redefined in the family to accommodate the needs 

of the family. This reflects the interconnectedness of the family and the ripple effects of any 

changes that happen in the family. The study has shown that members of the family such as the 

elderly and adolescent are now expected to take care of the middle-age who were supposed to 

take care of them. This concurs with Smith’s (2007) assertion that South African families have 

been perceived as adaptive systems.  

 

Economic adjustment  

 The study also reflected the negative economic impact of HIV, where individuals who are 

living with HIV had to stop their economic contribution to the family as they could no longer 

work due to the illness. According to Page, Louw and Packer (2006) the nature of HIV takes 

its toll on people as it is hard for an infected person to work as due to the illness, coupled with 

that the fact that the family has to the bear the economic cost of taking care of the loved one. 

The participants of the study reflected that all the infected loved ones were active in making 

financial contributions to the household.  Jane from family three mentioned that Lilian had to 

stop working due to the illnesses she was experiencing and was no longer coping at work. 

Smith (2007) states that HIV/AIDS has a dire impact on household economic status as it 

reduces the household income and the expenses increase due to the needs of the HIV infected 

person as illustrated in the findings of this study. This confirms a situation where the household 

funds are redirected towards taking care of the infected person.  Bor et al. (1993) asserts that if 

the bread winner of the family becomes sick other family members are expected to fulfil his or 

her role in providing for the family. This can lead to the family being subjected to poverty as 
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most funds are focused on taking care of the loved one, especially if the sick person was the 

only one who qualified in the labour sector. 

 

Family systems theory asserts that each member of the family has different roles that they need 

to fill to ensure the functioning of the family (Bowen, 1978). Therefore, economic contribution 

is one of those clearly defined roles as it contributes to the maintenance and the stability of the 

household. Thus, in the family there are individuals who are breadwinners solely for the smooth 

running of the household. Once a member of the family is infected with HIV/AIDS, it means 

the family is faced with the challenge of meeting the needs of the individual and also household 

economic needs. Smith (2007) states that the presence of HIV has come with some challenges 

in the family. Firstly, the person who is infected might be too sick to work and, secondly, the 

remaining income of the household might be redirected to the needs of the HIV infected person. 

This can leave the family as a unit under enormous stress financially which can be difficult to 

resolve. In some families, depending on how differentiated they are, they could overcome these 

challenges but it will depend on the emotional and intellectual maturity of the family (Brown, 

1999). Furthermore, the manner in which they handle the negative impact of HIV/AIDs in the 

family economy can be passed into future generations. This can create a cycle of poverty. 

Bachman and Boysens (2003) in their study into the economic and social conditions of Families 

affected by HIV in South Africa discovered that most HIV/AIDS affected families are poor 

households. The multi-generational transmission process of poverty can be evident in these 

families (Haefner, 2014). 
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Survival of the family and family relationships   

Oktem (2015) states that HIV is perceived as a major obstacle in fulfilling family related 

expectations which were seen as normal and desirable social functions, such as getting married, 

having children and earning money to maintain the family. Living with HIV challenges the 

expected way of living among the society where each individual is fulfilling his or her role in 

the family or society. According to Bor et al. (1993) HIV/AIDS is common amongst the 

individuals of childbearing age which challenges the survival of families. This means that 

should the loved one succumb to HIV the grandparents are too old to bear children and the 

children are still very young to bear children which threatens the survival of the family. 

Vuyisile and Portia from family one are both parents and they reflected the fear of the family 

surviving as three of their children were infected with HIV/AIDS. However, with the presence 

of ARVs they had hope that the situation will be better. 

 

The study revealed that at some point some family relationships were shaken and some were 

strengthened after disclosure. According to Van Deventer and Wright (2017) sometimes this 

virus can create tension amongst the household that leads to isolation of family members. The 

findings highlighted a situation where Linda and Mary’s family members would fight and 

swear amongst each other during the period of disclosure and Portia explained that her sister-

in-law distanced herself after she disclosed the status of her daughter to her. As much as some 

family members experience some tensions, for others this period allowed for strengthened 

family bonds. Bor et al. (1993) state that as much as support strengthens people with HIV, it is 

also required for those taking care of the sick. Therefore, support provided by the family 

members during this period strengthened family relationships. For example, Nomthetho from 

family four mentioned how she could depend on her family members for support. 
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5.6 CONCLUSION 

Following IPA this chapter provided interpretation of the participants from the researcher’s 

perspective. Therefore, it has explained and described in detail the process of adjustment after 

the disclosure of an HIV/AIDS positive status of the family based on the themes that were 

generated. Bowen (1978) was used as a theoretical framework providing a grounded 

explanation of the impact of HIV/AIDS on families, reflecting the ripple effect that it brings to 

families and how families manage to cope with being affected with HIV.  
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CHAPTER SIX 

CONCLUSIONS AND RECOMMENDATIONS 

                                  

6.1 INTRODUCTION  

In this chapter, a summary of the study with regard to its objectives and main conclusions is 

presented. The limitations of the study are discussed and recommendations that emerged from 

the findings are presented. 

 

6.2 CONCLUSIONS 

HIV/AIDS has brought about many challenges to families affected by HIV/AIDS, but most 

attention has been placed on individuals living with HIV/AIDS. Therefore, the rationale for the 

study was to generate insight into how families adjusted to disclosure and their experiences. 

Furthermore, it aimed to understand how families can be supported in dealing with their 

psycho-emotional needs through proposing relevant services that will meet their needs. Thus, 

the aim of the study was to explore the lived experiences of family members adjusting to 

HIV/AIDS disclosure within their families. The objectives were: 1) To explore how family 

members adjust to HIV/AIDS disclosure in the family; 2) To explore how family members 

understand their experiences of adjusting to HIV/AIDS disclosure in the family and 3) To 

explore the meaning family members assign to being an HIV/AIDS affected family. 

Interpretative phenomenological analysis was utilised as research design, as it was suitable for 

the needs of the study.   

 

This research study generated three themes and below is a summary of the main conclusions 

that arose from each theme: 
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Theme one: Emotional turmoil  

The emotions of the family participants after the family member had disclosed to the family 

about his or her HIV/AIDS status ranged from pain to hurt and shock At the same time as 

family members were dealing with an infected family member, they also experienced feelings 

of losing hope due to the nature of the illness. During this process some members displayed 

feelings of anger as adjustment process was a challenge for them. This was an emotional 

process for the family members as they were experiencing different negative emotions 

associated with any bad news.  

 

Theme two: A sense of hope   

Family participants gained some hope as they processed their own meaning and understanding 

of being a family affected by HIV. In doing so, families were able to discover aspects that 

brought the meaning and understanding why they were experiencing what they were going 

through as a family being HIV affected. Meaning was derived through support from family and 

extended family that assisted the families to deal with the virus. The support was in the form 

of financial, emotional and physical support from the family members. The experience with 

HIV/AIDS allowed them to have an understanding that in dealing with such a difficult situation 

there is a need for people whom you are able to depend on. Spiritualty also played a central 

role in providing families with a sense of understanding why they were experiencing 

HIV/AIDS in their families. It provided a sense of hope to them as they used it to explain what 

seemed to be a mystery or unexplainable to them. 

 

Theme three: Identifying as a family affected by HIV   

Family members eventually accepted that they are an HIV/AIDS affected family and became 

comfortable with being identified as an HIV/AIDS affected family. The nature of the illness as 
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it is not curable allowed them to understand that HIV/AIDS would be with them for the rest of 

their lives. Some participants now understood that there was nothing they could do to change 

the status so they might as well accept it. Furthermore, other participants mentioned that they 

even forget that they have a family member infected with HIV. These experiences motivated 

them to educate other families who were experiencing the same situation about HIV/AIDS and 

provide support to them on how to deal with it and the importance of taking treatment. They 

mentioned that the source of their motivation was that they did not wish for other families to 

undergo the same experience they had when they discovered that the family member was HIV 

positive. 

  

As family systems theory was used as an underpinning theoretical framework of the study, it 

was evident, through role allocation, that the elderly and the younger members of the family 

were now obliged to take care of the young adults while the situation was supposed to be vice 

versa. Economic adjustment also occurred as the infected family members had to stop working 

and some of the funds of the household had to be redirected towards fulfilling the medical 

needs of the HIV/AIDS infected person.  

 

6.3 RECOMENDATIONS  

The following recommendations to government and non-government sectors involved in 

HIV/AIDS programming are made in respect of:  

 

6.3.1 HIV/AIDS counselling programmes  

It is recommended that families be granted the opportunity to attend counselling programmes 

after learning about the HIV positive status of a loved one. This will allow families to process 
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the emotions and provide support to channel them constructively.  This can be implemented 

through providing individual counselling programmes for family members which could then 

extend to integrated family counselling sessions. Individual counselling sessions will allow 

each family member to deal with his/her emotions after being disclosed to as people react 

differently to situations. An integrated family counselling programme will offer counselling to 

the family as a unit equip families on how to adapt to being an HIV/AIDS affected family. 

Furthermore, it could be a platform to learn how to manage family conflict and to further deal 

with any emotional trauma that they experience as they are adjusting to the HIV/AIDS status.   

  

6.3.2 Structured HIV/AIDS educational support programmes  

The implementation of a structured educational support programme is further recommended. 

This programme can assist families’ understanding of the illness itself and they could be 

provided with skills and knowledge of taking care of ill individuals. The educational support 

programme should also equip families on managing stress associated with taking care of ill 

family members.  

 

6.3.3 Programmes fostering spirituality 

Spirituality was reflected as one of the coping mechanisms in the study that brought about a 

sense of hope to families. Therefore, it is recommended that spiritual programmes that will aid 

families in coping with their HIV status be implemented. This could be promoted at a personal 

and group level as people’s spiritual needs differ. 

 

6.3.4 Asset based community development 

It is recommended that community involvement in supporting families that are dealing with 

HIV/AIDS be strengthened in all HIV/AIDS programmes implemented. Families affected by 
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HIV are clearly an asset in communities and could be utilised within an asset-based community 

development approach to build community and family resilience in coping with the challenges 

presented by HIV/AIDS. 

 

6.3.5 Future research  

This study has illuminated areas that needs further exploration through research. Accordingly, 

it is recommended that the role that can be played by families in preventing the spread of 

HIV/AIDS and coping with psychosocial and emotional challenges in taking care of HIV/AIDS 

affected individuals be explored through research. 

 

As spirituality emerged as a key dimension of families’ process of positive adjustment to 

HIV/AIDS disclosure, an exploration of how spirituality could be integrated into mainstream 

HIV/AIDS programmes would also be worthy of future research. 

 

 6.4 LIMITATIONS OF THE STUDY  

In this research study the following limitations were identified:  

The participants of the study were Xhosa and English speaking people from rural and urban 

areas in the Western Cape. However, the researcher cannot generalize the findings of the study 

to the Western Cape in its totality. Initially, the researcher reported on the sample size of twelve 

from four families, three participants in each family. However, the study ended up with ten 

participants with two participants from two families and three participants from two families. 

These families did however provide dependable information for the study.  
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APPENDIX 1: INTERVIEW GUIDE 

 

 

Interview Guide  

 
 

1. Tell me about yourself  

Prompt: How would you describe yourself?  

Prompt: How would you describe your family? 

Prompt: What do you enjoy most about your family? 

 

2. What was it like for you when the family first heard about one of its members HIV/AIDS 

positive status? 

Prompt: What was your own reaction? 

Prompt: What sense do you make of how you reacted to the situation? 

 

3.   How would you describe your family’s reaction to the disclosure? 

Prompt: What were the different reactions from different family members? 

Prompt: What sense do you make of how your family experienced the disclosure? 

 

4. How has the family adjustment process evolved over time? 

Prompt: What are the influences that affect how the family processed the disclosure? 

Prompt:  How are the various relationships within the family impacted by the disclosure? 

Prompt: How do you understand this? 

 

5. What does it mean for you and for your family to be identified as HIV affected?  

Prompt: Why do you say that?  

Prompt: How does that make you feel? 

 

6. If you could change any aspect of what happened in your family during this adjustment 

process, what would it be? What would you keep the same? 

Prompt: Why do you regard this as important?   
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7.  If you could offer any information or advice to other families adjusting to being affected 

family what would it be? 

Prompt: Why do you say that? 
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APPENDIX 2: ETHICS LETTER  
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APPENDIX 3: CONSENT FORM 

 

UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 021 7635320  Fax: 27 21- 021 797 3356 

E-mail: ncedisatshoto@gmail.com 

 

CONSENT FORM 

 

Title of Research Project:  

 

Lived experiences of family members’ adjusting to HIV/AIDS disclosure 

within the family  

  

The study has been described to me in language that I understand. My questions 

about the study have been answered. I understand what my participation will involve 

and I agree to participate of my own choice and free will.  I understand that my identity 

will not be disclosed to anyone. I understand that I may withdraw from the study at any 

time without giving a reason and without fear of negative consequences or loss of 

benefits.    

 

Participant’s name……………………….. 

Participant’s signature……………………………….            

Date……………………… 
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UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 021 7635320  Fax: 27 21- 021 797 3356 

E-mail: ncedisatshoto@gmail.com 
 
 

CONSENT FORM 

Isihloko sophando:  

Amava osapho nokutshintsha kwesimo emva kokuba ilungu losapho lunikeze 

inkcazelo ngokufuniswa sinentsholongwane kaGawulayo  

  

Uphando lucacisiwe kum ngolwimi endiluvayo nendiluthethayo. Imibuzo ebendinayo 

ngoluphando iphendulekile. Ndiyaqonda ukuba ndizakuthatha inxaxheba 

ngokukhululekileyo nesigqibo sokuthatha inxaxheba ibisesam. Ndiyaqonda ukuba 

ubumna okanye igama lam lizokugcinwa liyimfihlo. Ndiyayazi uba ndinalo ilungelo 

lokuyeka ubayinxalenye yoliphando ngaphandle kokoyikiswa ngeziphumo ezibi 

okanye ukuphoswa ngamaqithi-qithi.    

 

Participant’s name……………………….. 

Participant’s signature……………………………….            

Date……………………… 

 

 

 

http://etd.uwc.ac.za/ 
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APPENDIX 4  

INFORMATION SHEET  

 
 

UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 021 7635320  Fax: 27 21- 021 797 3356 

E-mail: ncedisatshoto@gmail.com 

 

INFORMATION SHEET 

Project Title:  

Lived experiences of family members’ adjusting to HIV/AIDS disclosure 

within the family.  

 

What is this study about?  

This is a research project being conducted by Ncedisa Tshoto at the University of the 

Western Cape.  We are inviting you to participate in this research project because of 

your experience as a family member affected by HIV/AIDS. The purpose of this 

research project is to understand how you as a family member experienced adjusting 

to having a member of the family who is HIV positive. This research study might bring 

insight on how families can be supported. 

What will I be asked to do if I agree to participate? 

You will be asked to answer questions relating to your and your family’s reactions 

when you first heard the news and how you coped with it until now. 

Would my participation in this study be kept confidential? 

The researcher will keep your name and personal information confidential.   To ensure 

your anonymity, you will be allocated a false name. To ensure your confidentiality, a 

file with a password will be created for electronic data and hard copies of data will be 

stored in a locked cabinet .If we write a report or article about this research project, 

your identity will be protected. All data and information will be destroyed after a period 

of 2 years.   

 

http://etd.uwc.ac.za/ 
 

mailto:ncedisatshoto@gmail.com


108 

 

What are the risks of this research? 

All human interactions and talking about self or others carry some amount of risks. We 

will nevertheless minimise such risks and act promptly to assist you if you experience 

any discomfort, psychological or otherwise during the process of your participation in 

this study. Where necessary, an appropriate referral will be made to a suitable 

professional for further assistance or intervention.   

 

 

What are the benefits of this research? 

This research is not designed to help you personally, but the results may help the 

researcher learn more about lived experiences of families affected with HIV/AIDS. We 

hope that, in the future, other people might benefit from this study through improved 

understanding of how HIV/AIDS has affected families and how they can be supported. 

Do I have to be in this research and may I stop participating at any time?   

Your participation in this research is completely voluntary.  You may choose not to 

take part at all.  If you decide to participate in this research, you may stop participating 

at any time.  If you decide not to participate in this study or if you stop participating at 

any time, you will not be penalized.  

What if I have questions? 

This research is being conducted by Ncedisa Tshoto at the University of the Western 

Cape.  If you have any questions about the research study itself, please contact 

Ncedisa Tshoto at 072 2150 968 or ncedisatshoto@gmail.com. 

Should you have any questions regarding this study and your rights as a research 

participant or if you wish to report any problems you have experienced related to the 

study, please contact:  

Professor Nicky Roman   
Head of Department: Child and Family studies  
University of the Western Cape 
Private Bag X17 
Bellville 7535  
nroman@uwc.ac.za 
     

OR 

Prof José Frantz  
Dean of the Faculty of Community and Health Sciences  
University of the Western Cape 
Private Bag X17 
Bellville 7535  
chs-deansoffice@uwc.ac.za     
 
This research has been approved by the University of the Western Cape’s Biomedical 

Research Ethics Committee REFERENCE NUMBER: 

http://etd.uwc.ac.za/ 
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UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 021 7635320  Fax: 27 21- 021 797 3356 

E-mail: ncedisatshoto@gmail.com 

 
INFORMATION SHEET  

Isihloko se Projekthi:  

Amava osapho nokutshintsha kwesimo emva kokuba ilungu  losapho lunikeze 

inkcazelo ngokufunyaniswa sinentsholongwane kaGawulayo 

Singantoni esi sifundo? 

Le yiprojekthi yophando olwenziwe ngu Ncedisa Tshoto, kwi Dyunivesithi ye Ntshona 

Koloni. Niyamenywa  ukuba nithathe inxaxheba kule projekthi yophando. Sicinga 

ukuba amava enu okuhlala nomntu ochaphazeleke yintsholongwanwe kaGawulayo. 

Isizathu sale projekthi yoluphando kukuqonda nzulu ngamava ngosapho olunomtu 

ophila nentsholongwane kaGawulayo ukuba isimo sakhe sibachaphazele njani 

njengosapho. Oluphando lunganceda ukuthi xa kuthobozwa intsholongwanne 

kujongwe nendima enokudlalwa ngamalungu osapho, okwesibini ivula amanye 

amathuba ophando kwesisihloko 

Kuza kubuzwa ntoni xa ndithatha inxaxheba? 

Uzakucelwa uphendule imibuzo malunga namava wakho okuba yinxalenye yosapho 

oluchaphazeleke ngu Gawulayo eyakuthabatha imizuzu engamashumi amane 

anesihlanu ukuya kwiyure .  

Ngaba ukuzibandakanya kolu phando luyakuba yimfihlo na? 
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Umphandi uzokwenza konke okusemandleni ukugcina ulwazi ngawe luyimfihlo. 

Akuzukusetyenziswa magama wakho okwenyani ukukhusela ubuwena. Ukuqinisekisa 

ngemfihlelo uphando luzakugcinwa kwikhompuyitha okwazi ukuzivula ngndlela 

eyodwa ekhuselekileyo. Ezibhaliweyo zona zizikugcinwa kwikhabhathi enesitixo apho 

wonke ubani engenakufikelela khona.  

Bobuphi ubungozi koluphando? 

Lonke unxulumano lwabantu luchaphazela ukuthetha ngabo nabanye oko kunabo 

ubungozi bokuba ubani athethe ngezinto zophando. Siyazama ukukhusela obu 

bungozi ngoba singenelele zisuka sikuncede ngoncedo lwengcaphephe zengqondo 

(psychological) okanye naluphina uncedo umthathi nxaxheba aludingayo ngethuba 

ethatha inxaxheba. 

Yintoni inzuzo kolu phando? 

Oluphando aludalelwangwa ukuba luncede uqobo lwakho kodwa iziphumo zalo 

zinganceda umphandi afunde lukhulu ngamava abantu abanamalungu osapho 

achaphazeleke sisifo sikaGawulayo  nokuthi amalungu osapho angathatha eyiphi 

inxaxheba ekuthomalaliseni isifo sikaGawulayo 

Ingaba kufuneka ndithathe inxaxheba koluphando /ndingayeka na xa ndifuna ? 

Uba  yinxalenye yoluphando ngokukhululekileyo. Kukuwe ukuba uyafuna ukuthatha 

inxaxheba okanye awufuni. Uba kuthi sekhuphakathi ufune ukuyeka,ungayeka  nanini 

na awuzukohlwaywa. Ukuba uthe waziva udinga uncedo emva kemibuzo , 

uzokuthunyelwa apho unoncedakala khona 

Xa unemibuzo  

Oluphando luqhutywa ngu Ncedisa Tshoto kwiDyunivesithi yaseNtshona Koloni. 

Ukuba uthe wanemibuzo qhagqmshelana no Ncedisa Tshoto kulenombolo yomnxeba 

072 2150 968 okanye umbhalele kwiemail ncedisatshoto@gmail.com 

http://etd.uwc.ac.za/ 
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Ukuba uthe wanengxaki ngophando okanye amalungelo akho njengomthathi 

nxaxheba qhagamshelana naba babhalwe ezantsi 

 

Professor Nicky Roman   
Head of Department: Child and Family studies  
University of the Western Cape 
Private Bag X17 
Bellville 7535  
nroman@uwc.ac.za    
 

OR 

Prof José Frantz  
Dean of the Faculty of Community and Health Sciences  
University of the Western Cape 
Private Bag X17 
Bellville 7535  
chs-deansoffice@uwc.ac.za     
    
Oluphando  luphunyezwe yi University of the Western Cape  Humanities and Social 

Science Research Committee.  
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