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Executive Summary 

 

In acknowledgement of the fact that mainstream research has focused primarily on the biomedical and 

epidemiological aspects of the epidemic, the Development Action Group (DAG) set out to deepen insights 

and understanding of the impact of HIV on other aspects of livelihood.  DAG was particularly interested in 

understanding how HIV-positive individuals, their families and communities sustain their livelihoods in the 

face of the HIV/AIDS virus, and what activities they engaged in to mitigate the impact of HIV.  The objective 

of this research was therefore just limited to understanding the impact of the disease on people’s livelihood, 

but also looked at what people did to sustain their livelihoods in the face of the HIV/AIDS pandemic. The 

livelihood research approach assumes that people have skills, assets and resources and know how to apply 

them to support their livelihood.  

 

Using this as a point of departure, the research utilized the Department of International Development’s 

(DFID) sustainable livelihoods framework (SLF) of analysis in acknowledgement of the multi-dimensional 

complexities of human livelihoods. The DFID SLF identifies five core assets of capital, namely: human 

capital, social capital, natural capital, physical capital and financial capital. Through fieldwork conducted in 

Khayelitsha, a township located 30 km from the centre of Cape Town, DAG set out to elucidate the livelihood 

strategies adopted by those living with HIV/AIDS and those around them. Khayelitsha was selected as the 

case study site due to its dual status as the township with the highest prevalence of HIV and of poverty in 

the Western Cape Province.  

The primary methodology used for this study was qualitative and interviews were conducted with semi-

structured questionnaires, and one focus group was held. Nineteen individuals living with HIV/AIDS and 5 

individuals affected by HIV/AIDS were interviewed. The infected informants were all part of the Wola Nani 

Support Group.  The organisation supports people living with HIV/AIDS in Khayelitsha. DAG approached the 

support group because of the stigma and secrecy associated with the disease, which makes it difficult to 

access infected and affected individuals in communities. 

 

The research findings support and also differ significantly from those of similar studies. Participants did not 

engage in any desperate survival measures such as selling furniture, their homes, removing their children 

from school or giving up their jobs to take care of ill family members, as reported in other studies. Rather, 

participants seemed to enjoy a measure of financial sustainability for the first time in their lives.  

 

We attribute the findings of the study to the free health care, free schooling and particularly social 

assistance in the form of social security grants provided to the poor by the State. Most respondents qualify 

for the Disability Grant (R640) because of their inability to work due to AIDS-related illnesses.  
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 Urban residents are often able to access government services and resources since they live and work within 

relatively short distances from social service offices, health care facilities and schools, eliminating the need 

for expensive traveling arrangements. They also benefit from free municipal services such as water, sewage 

removal and electricity which their rural counterparts are not privy to, even if these policies cover all 

geographical spaces, because of the slow pace of delivery or implementation of services.  Most urban 

dwellers can access several community structures or non-governmental organizations to have their rights 

enforced, in the absence of State delivery. The participants of this study were all members of the Wola Nani 

support group which has assisted them in dealing with HIV/AIDS. 

 

Khayelitsha, the site of this study, is one of the eight townships identified by the President in his 2001 State 

of the Nation Address to Parliament for the National Government’s urban renewal programme.  This has 

meant quite substantial amounts of outside funds flowing into the area to improve infrastructure, delivery of 

social services and poverty relief assistance. In addition, it is also one of the pilot sites for the government’s 

mother-to-child transmission programme which provides antiretroviral treatment for infected pregnant 

women and their children. The experiences of people living in this community could therefore not be 

compared to those living in other areas with similar poverty levels.   

 

The following paragraphs will briefly outline some of the key findings as identified by those affected and 

infected by the disease.  

 

Because of their inability to work due to the advanced stage of the infection, respondents and their children 

qualify for State assistance in the form of a Disability Grant (R640) in the case of adults and the Care 

Dependency Grant (R640) or Child Support Grant (R140) or both for their children. For many of the 

respondents of this study it is the first time that they have access to a stable monthly income. These grants 

allow infected individuals and their children to make substantial financial contributions to the household.  A 

few respondents supplemented the income from the grants by selling crafts to Wola Nani or being home-

based caregivers to terminally ill people with AIDS-related diseases. Accessing grants seems to be a major 

survivalist strategy adopted by the respondents to ensure and maintain their livelihoods.  

 

‘Make do with less’ is the strategy most often applied by informants. They often had to cut back on basic 

foods such as red meat to once a week in order to meet all their needs, given the limited value of their 

income. Respondents made extensive use of their social networks to access food and other resources.  

However, access to resources such as credit from friends and family is promised on the basis that this will be 

refunded or replaced once their grant monies are paid.  

 

Participants say that if they manage to be on the social security system, they have access to credit in the 

form of clothing and furniture store accounts, since the grants are viewed as a stable monthly income by 

shop owners. These accounts are used to obtain necessities such as clothes, a fridge or a stove. However, 

once the furniture and clothes are purchased, payments are stopped. The stores seem quite amenable to 

this arrangement as most of them have insurance covering them against defaulters.  One woman explained 
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how she hasn’t made payments in more than a year without the company collecting the fridge she bought 

on hire purchase from them. Other participants had similar experiences. The general trend appears to be 

that people pay or do not pay for services and goods depending on the severity of the punishment or 

sanctions involved. Spending money on items which have severe sanctions is prioritised. 

 

Disclosure or non-disclosure plays an important role in sustaining respondents’ livelihoods, especially in the 

case of intimate partners. Partners are often important sources of access to income and social networks. In 

many cases respondents have been abandoned by partners who have infected them, leaving them to fend 

for themselves and their children. Some therefore never tell their partners because they fear reprisal and 

rejection.  

 

A key finding to emerge from this research, echoing the findings of similar research, is the disproportionate 

burden that the consequences of HIV/AIDS places on the aged, and especially on older women. Mothers and 

sisters are often the first ones to be informed about HIV status. It is often correctly assumed that they will 

take care of them and their children in times of illness. Caring for infected relatives was found to heighten 

psychological stress. One informant developed hypertension or high blood pressure, which she attributes to 

the stress she experiences from having two HIV-positive daughters. 

 

Surprisingly, the affected respondents, all mothers, did not mention the cost implication of caring for their 

grandchildren. However, the affected grandfathers as head of their households expressed resentment at 

having to take on the burden of caring for their grandchildren as they consider it the responsibility of the 

child’s father. One would often say:  “These things (grandchildren) should be killed and die because they 

were never paid”. 

   

The medical costs of the illness on their respective households are not reported since all participants benefit 

from free public health care within their immediate vicinity. Most respondents felt that the care they received 

from the health care system was adequate. The affected respondents identified the cost associated with 

transporting ill family members (ambulance) to public health facilities such as tertiary care institutions 

(hospitals) as significant.    

 

The affected participants identified the death of a person as imposing a greater financial burden on 

households than caring for or living with an HIV/AIDS infected person. For these respondents the funeral 

follows a prescribed rite of passage, with substantial cost implications for the family.  It usually entails large 

amounts of food, paying for the cost of relatives staying over and/or having the deceased transported back 

to be buried at his/her place of birth, often in another province like the Eastern Cape which is 800 km away 

from Cape Town. All respondents in our sample mentioned that they belong to burial societies to offset the 

funeral costs. Often families still need to supplement this.  

 

The sustainability of the strategies adopted by participants is questionable. Social welfare grants are their 

main and sometimes only form of income, with which they have to meet all their needs. By participants’ own 
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account the income is inadequate to meet all the basic needs of members of the household. Often 

participants enter formal legal agreements and obligations as a way of meeting their basic needs, which they 

have no intention of obliging. They are well aware that very few sanctions exist for doing so. It is imperative 

that the developmental approach to service delivery by the South African government be supported. It will 

allow individuals to support and become involved in productive activities to ensure and safe guard their 

livelihoods. 

 

Following on from the findings of the study, we propose that the following recommendations be 

implemented: 

 

Replacing temporary disability grants with permanent financial support  

In the Presidents’ State of the Nation Address to Parliament on 14 February 2003 he said that:  

“The government must act to ensure that we reduce the number of people dependent on social 

welfare, increasing the numbers that rely for their livelihood on normal participation in the 

economy.  This is also especially relevant to the accomplishment of the goal of enhancing the dignity 

of every South African. “ 

 However, given the physically disabling impact of HIV/AIDS on individuals, which effectively makes it 

impossible to turn physical and capital assets into financial capital essential for sustainable urban livelihoods, 

infected people will always need a great deal of social assistance and in the last stage of HIV/AIDS they are 

likely to be totally dependent on State support in the absence of having made private arrangements or 

savings.    

 

The threat of being removed as a disability beneficiary due to improvements in CD4 count is 

counterproductive given the fact that it is government policy to provide HIV-positive pregnant women with 

antiretroviral treatment.  Since, for the majority of respondents, the Disability Grant is their sole means of 

income, it could force them into a moral dilemma of stopping treatment in order to remain eligible for the 

grant. We therefore recommend that the temporary status of the Disability Grant be converted into a 

permanent grant, to be renewed every 5 years like other grants.  

 

Providing HIV-positive people with a secure, steady monthly income would also help in preventing the 

spread of the disease. Respondents fear reprisal and rejection from intimate partners should they inform 

them about their HIV-positive status. In some instances partners are the respondents’ only means of 

income.  

 

Extending the welfare or social security system to those taking care of the 

infected and affected  

This study has also demonstrated the huge burden that older women, especially maternal grandmothers, 

carry in taking care of their children and grandchildren. These women did not have to give up a job to care 

for children. They were unemployed and dependent on someone else in the household. Unfortunately, only 
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1 of the 5 mothers interviewed is of pensionable age, allowing her to receive support from the State in the 

form of an old-age pension. We therefore recommend that the age for women should be reduced from 60 

years to 50 as compensation for the unpaid ‘reproductive labour’ they have to perform. In the absence of 

them taking care of their children and grandchildren, the State would have had to provide care as outlined in 

the Constitution. This would have meant building additional hospices and orphanages. For those infected 

and affected by HIV/AIDS, being taken care of by family members within a known community is important 

for social cohesion and a sense of belonging.  

Extension of the child support grant to children up to the age of 18 is also important to assist families taking 

care of children whose parents are too ill to do so. This must be supported by the primary school nutrition 

programme in poor communities and extended to include high school children as well. 

The much touted Basic Income Grant (BIG) could also make a huge impact in these communities, leading to 

greater social cohesion. 

Improving the private maintenance system 

The economic dependence of women on men has again shown itself in this study and shows a direct link 

with the spread of the disease. Male partners, if informed about their partner’s HIV-positive status, are likely 

to reject their partners even if they are responsible for infecting them. In all cases the maternal 

grandparents have had to resume responsibility for their children and grandchildren.    

 

A successful and less obstructive maintenance system could dramatically reduce the dependence and cost to 

the State’s welfare system and to affected family members.   

 

Protected workshops for women who are infected and affected 

The respondents in this study illustrate the same characteristics and needs of other poor groups/people 

(access to housing, support for children). However, they would not be able to benefit from pro-poor policies 

aimed at increasing the productivity or skills base or income of the poor that would allow them to enter the 

labour market or establish their own enterprises. The respondents are physically unfit to participate in 

labour-intensive programmes such as the Community Based Public Work Programmes aimed at people who 

don’t have sufficient skills or training to enter the formal labour market.   

The provision of protective workshops, such as the State provides for other disabled individuals will make a 

significant contribution to the respondents’ and their respective families’ monthly income. 

 
Provision of antiretroviral treatment to all HIV-positive people 

Medical treatment to prolong the life of people living with HIV/AIDS is a non-negotiable. This study confirms 

that people living with HIV/AIDS who are on antiretroviral treatment feel better health-wise and are 

therefore in a better position to engage with their environment.  
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This study has also shown that previously economically productive individuals have had to give up their full 

time employment due to physical incapacity as a result of AIDS-related diseases, which antiretroviral 

treatment could have stalled from developing, allowing the participants longer productive lives.  

 

Housing and infrastructure for people with special needs such as HIV/AIDS infected individuals 

Internationally housing has proved to be a very important source of income and productivity asset for poor 

urban households. Through letting rooms or using rooms from which they manufacture things (dressmaking, 

carpentry, etc.), or sales from cooking or baking, they augment household income. The current physical 

infrastructure of those participants who live in informal settlements do not allow them to protect their assets 

or run businesses from them.  

 
Free basic municipal services   

From the findings of this study it has become clear that the provision of free basic services is important and 

complementary to the social security system. It is important that the quality and quantity of these services 

be improved. An example of this is the provision of free communal taps. Unlike other developing countries 

such as India where the poor have to spend a disproportionate amount of money on drinking water, South 

Africa’s water is rated as among the safest in the world.  

 
Good access to clean water, sanitation and electricity will help infected and affected people to start small 

businesses which they can use to support their livelihoods.  

 
Social support groups for people infected with HIV/AIDS 

It is important that more be done to decrease the stigma associated with HIV/AIDS. This research has 

shown that participants not only have to fear reprisal from friends and their communities but also from their 

most immediate support agents such as their fathers, partners and sisters. Silence impacts on attempts to 

reverse the onslaught of the disease.  

 

Belonging to a support network such as Wola Nani has had great benefits for the participants of this study. 

Besides providing them with information such as how to access social security and health services and 

providing them with food parcels, it plays an important role in teaching assertiveness and helping informants 

to disclose their status to family and community members, thereby helping others to disclose their status 

and to seek appropriate medical care.  

 
State-subsidised funeral scheme for poor people 

Respondents have identified the cost of funerals as the most expensive implication of living with an HIV-

infected individual. Some families have had to borrow money from their places of work to cover the cost of a 

funeral. It is also the second biggest expenditure on the budget of those infected after provision is made for 

food. The government’s attempt to support communities start up small coffin manufacturing businesses are 

welcomed, but in the case of our respondents, the majority were born in the Eastern Cape and must be 

buried there according to custom. Providing subsidised transport for families would assist many and help 
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preserve some of government’s investments, as many people have had to sell State-subsidised homes to 

cover these expenses.  

 
 
 

1.  BACKGROUND AND INTRODUCTION 

 

By the end of 2001, approximately 40 million people were living with Human Immunodeficiency Virus (HIV) 

globally, and more than 28 million people worldwide had lost their lives to Acquired Immune Deficiency 

Syndrome (AIDS) (UNAIDS, 2002). The epidemic is most severe in sub-Saharan Africa, and by the end of 

2001 it was estimated that 75% of all people living with HIV/AIDS in the world live in sub-Saharan Africa 

(Seeley and Pringle, 2001). 

  

South Africa has the highest number of people living with HIV/AIDS compared to any other country in the 

world, and has the fastest growing rate of HIV transmission in the region (UNAIDS, 2001a).   It was 

estimated that there were 6,5 million people in South Africa living with HIV/AIDS on 1 July 2002 (Dorrington 

et al., 2002). Of these, 95.1% were in the age group of 18-64 years.  In addition, half of those living with 

HIV/AIDS (49.5% or 3,2 million) were women of childbearing age (15-49 years).   

 

So far, the main responses to the HIV/AIDS epidemic have emerged from the biomedical sector, while less 

attention has been given to the social dimension (encompassing economic, social networks, gender, cultural, 

human rights and political) in which the epidemic occurs. 

  

DAG commissioned this study to contribute to closing this gap. The study focuses on the livelihoods 

strategies of households in Khayelitsha (Cape Town, Western Cape) in response to the HIV/AIDS epidemic. 

It focused on both people infected  by HIV and people affected by HIV/AIDS. 

 

In order to provide context Section 2 of this report presents important statistics on HIV/AIDS in South Africa, 

with particular emphasis on the Western Cape and the Cape Metropolitan Area. Section 3 deals with the 

linkages between HIV/AIDS and poverty and gender. This is followed by a discussion of the usefulness of 

the livelihoods framework for analysing the nature and impact of HIV/AIDS in Section 4. Section 5 starts by 

explaining how the research was conducted, after which the research findings are reflected in Section 6. The 

final section summarises the main conclusions. 
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2.  HIV/AIDS IN SOUTH AFRICA 

 

2.1 The statistics 

The latest study on HIV/AIDS estimates the prevalence of HIV in the South African population to be 11,4% 

and among the age group 15-49 at 15,6% (Nelson Mandela/HSRC, 2002). It is estimated that 50% of all 

new infections in Southern Africa occurred in South Africa, and that at least a third of all pregnant women 

will pass their infection on to their babies (UNAIDS, 2001a) unless they are treated with antiretroviral drugs . 

South African mortality statistics show that the proportion of adult deaths related to AIDS has increased 

steadily from less than 10% in 1995-1996 to 40% in 2000-2001 (Dorrington et al., 2002). Life expectancy in 

2000-2005 is projected to be 18 years less than it would have been in the absence of AIDS. It is further 

estimated that 660 600 children have been orphaned since the epidemic has taken root in the country. This 

figure could rise to 1.5 million in 2010 (Bradshaw, 2002).  

 

 

2.2 Provincial spread of HIV/AIDS 

 

2.2.1 Prevalence rates1 

The main sources of information about the epidemic are the annual antenatal clinic surveys of women 

conducted by the Department of Health. The most recent sero-prevalence rates indicate that 24.8% of 

women are infected (see Table 1).   

 

Table 1: Provincial HIV prevalence estimates (%):  
Antenatal clinic attendees 
 

Province 1999 2000 2001 

KwaZulu-Natal 32.5 36.2 33.5 

Mpumalanga 27.3 29.7 29.2 

Gauteng 23.9 29.4 29.9 

Free State 27.9 27.9 30.1 

North West 23.0 22.9 25.2 

Eastern Cape 18.0 20.2 21.7 

Limpopo 11.4 13.2 14.5 

Northern Cape 10.1 11.2 15.9 

Western Cape 7.1 8.7 8.6 

National 22.4 24.5 24.8 

Source: Department of Health, 2001 

                                                 
1 The prevalence rate is the percentage of a group who are infected at a particular point in time. 
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Table 2: Prevalence estimates (%) by latest HIV/AIDS study by HSRC 
 

Province 2002 

KwaZulu-Natal 11.7 

Mpumalanga 14.1 

Gauteng 14.7 

Free State 14.9 

North West 10.3 

Eastern Cape 6.6 

Limpopo 9.8 

Northern Cape 8.4 

Western Cape 10.7 

National 11.4 

  

Between 1999 and 2001 HIV prevalence rates were the highest in KwaZulu-Natal, the Eastern Cape and 

Gauteng (see Table 1). The Western Cape has the lowest prevalence rate, much lower than the national 

average. In a recent study using a different research group than antenatal clinic attendees, prevalence was 

estimated to be highest in the Free State and Gauteng. The Western Cape prevalence rate is 10.7%, which 

is 2.1% higher then the antenatal prevalence rate of 8.6% (see Table 2).    

 

The Nelson Mandela/HSCR study (2002) estimates that the highest prevalence rate is among the 25-29 age 

group (28%), followed by the 30-34 age group (24%)  

 

2.2.2 Incidence Rate2 

Although the Western Cape has the lowest proportion of people living with HIV/AIDS, it shows the fastest 

rate of increase. The incidence rate in the province was 37% between 1998-1999, which was the absolute 

highest in the country. Between 1998 and 2001 it was as high as 65% (see Table 3) (van Donk, 2001).  

                                                 
2 The incidence rate is the percentage of people who are uninfected at the beginning of the period who will 
become infected over the next 12 months.  
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Table 3: HIV incidence rate 

Province HIV rate of increase  

1998-2001 

Eastern Cape 36% 

Free State 32% 

Gauteng 32% 

KwaZulu-Natal 18,4% 

Limpopo 26% 

Mpumalanga 3% 

North West 18% 

Northern Cape 61% 

Western Cape 65% 

National 9% 

Source: van Donk, 2001  

 

Considering prevalence figures only indicates that the Western Cape is a low-priority province for 

intervention, but the rate of increase (incidence), is of great concern. This provides both an opportunity and 

a necessity to curtail the impact of the epidemic on the livelihoods of people in the Western Cape.  

 

2.3 HIV/AIDS in Cape Metropole  

As Table 3 shows, the HIV prevalence rate in some areas in Cape Town is much higher than the provincial 

average of 8.6%. Khayelitsha has the highest infection rate for women attending antenatal clinics (22%), 

followed by Helderberg (19%) and Gugulethu/Nyanga (16.1%). The rate for Khayelitsha is slightly less than 

that of South Africa as a whole, but higher than that of the Eastern Cape. Blaauwberg and Mitchell’s Plain, 

on the other hand, have the lowest infection rates, 0.6% and 0.7% respectively. 
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Table 4:  HIV prevalence (%): Antenatal clinic  
attendees in the Cape Metropolitan Area 
 

Health District 2001 

Blaauwberg 0.6 

Cape Town (central) 3.7 

Greater Athlone 6,8 

Helderberg 19 

Khayelitsha 22 

Mitchell’s Plain 0.7 

Gugulethu/Nyanga 16.1 

Oostenberg 5.7 

South Peninsula 5.9 

Tygerberg (eastern) 6.1 

Tygerberg (western) 7.9 

Source:  WC NACOSA Newsletter, 2002 

 

 

3. THE LINKAGES BETWEEN HIV/AIDS AND POVERTY, AND GENDER AND HIV/AIDS 

              IN  SOUTH AFRICA 

 

3.1 Poverty and HIV/AIDS 

Available estimates of the prevalence of poverty in South Africa are between 20 and 28 million South 

Africans affected (45–55% of the population) (Taylor, 2002). The official unemployment rate is between 

23.3% and 36.2%. (SAIRR, 2001a).  Many studies point to the complex link between poverty and the HIV 

epidemic, and factors that allow one to feed into the other (Whiteside, 2001; Cohen, 1998). Although HIV is 

not confined to poor communities, evidence exists that point to a clear socio-economic gradient to HIV 

infection, in which those who are poor account for most of the people living with HIV.  This could be 

ascribed to many factors, including lack of information regarding the HIV epidemic, low literacy, 

undiagnosed and untreated sexually transmitted disease, migration lifestyle, lack of antiretroviral treatment 

to prevent mother-to-child transmission, and so on  (Cohen, 1998).   Consequently, one is not surprised to 

find that the HIV epidemic flourishes in poor communities.   

3.2 Gender and HIV/AIDS  

The HIV epidemic is also situated within the broader context of gender inequality in South Africa. Estimates 

indicate that women comprise 56% of the HIV-positive people in South Africa, with young women between 

the ages of 15 and 35 making up the largest group (Department of Health, 2001).  Besides the fact that 

women’s physiological make-up increases the probability of HIV infection, education level, economic status, 

social standing, and cultural and traditional practices are some of the other factors that can account for why 
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women are more at risk of contracting the virus. These factors are directly related to the nature of power 

relations between men and women in South African society.   

 

The incidence of violence against women, such as incest and rape, is very high in South Africa. This also 

places women and girls at higher risk of contracting HIV. Moreover, rape survivors are not routinely given 

antiretroviral treatment. Women may also find themselves in sexual relations in which they cannot protect 

themselves against HIV because of the negative implications to them of requesting protected sex, i.e. 

violence both physical and verbal, and/or they are economically dependent on the partner (UNIFEM, 2002).  

However, the biggest risk for women in contracting HIV is their male partner (Smith and Cohen, 2000).  It is 

women that are in heterosexual and monogamous relationships, which through the risky sexual behaviour of 

their intimate partners are being infected with the HIV virus. In most cases society condones this behaviour, 

and because of socio-economic factors women are unable to negotiate around safe sex practices with their 

steady intimate partners.  

 

In addition, women’s gendered position in the household places a bigger share of the burden on women.  

Given the roles of African women as mothers and carers, they carry the biggest burden of responsibility for 

the impact of HIV/AIDS.  They are the ones that are principally in charge to ensure household food security, 

they carry the burden to care for the HIV-positive and terminally ill family members, and they are also the 

ones that are looking after children orphaned as a result of parents dying from AIDS. Women also bear the 

burden of the anxiety about the survival of children and families being infected and affected. Over and 

above this, they are also forming the backbone of the infrastructure of nursing care for those with AIDS.  

 

Women are also more stigmatised if HIV-positive and it is not uncommon for a family/community to 

ostracise and reject women who have declared their HIV status (example of such incidents recorded in the 

Cape Times, 28 October 2002). This selective amnesia in communities often places a tremendous burden on 

women to not only cope with being HIV-positive, and also forces women to hide their status.  Unless 

programmes and policies are geared towards women’s empowerment and are gender-sensitive, AIDS will 

relentlessly kill millions of young women.  
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4.  THE SUSTAINABLE LIVELIHOOD FRAMEWORK (SLF) AND HIV/AIDS  

 

The Sustainable Livelihood3 Framework4 (SLF) (Figure 1) is a framework developed by the UK Department 

for International Development (DFID) to understand and analyse the livelihood strategies of the poor (DFID, 

1999). The SLF is a useful framework to utilise since it draws attention to the various processes and multiple 

interactions between factors that affect livelihoods.  According to DFID livelihood is sustainable when they 

are: resilient in the face of external shocks and stresses, are not dependent upon external support (or if they 

are, this support itself should be economically and institutionally sustainable, maintain the long-term 

productivity of natural resources, and not undermine the livelihoods of, or compromise the livelihood options 

open to others).  

 

Seeley (2002) promoted the use of the DFID’s SLF  and said that in utilising this framework it allows one to 

uncover the impact of the HIV in distorting lives and livelihoods, while at the same time taking into account 

that HIV/AIDS is merely one aspect of the lives of people infected and affected by HIV.  Hence we must 

move our focus beyond the health impact and explore the multiple impacts of HIV/AIDS on livelihoods 

outcomes. Furthermore, it allows one to identify the strategies people devise to mitigate the impacts of 

HIV/AIDS on their livelihood.   

 

4.1  Dealing with HIV beyond the biomedical sector 

So far, most research activities, policies and responses have emerged from the biomedical sector, which 

focuses on health with very little attention to the social context and social-economic impact of HIV/AIDS. 

The Treatment Action Campaign (TAC) in South Africa has made enormous strides in raising the issue of 

access to drugs and antiretroviral treatment for people living with HIV/AIDS. Although an important aspect 

of the response to HIV/AIDS, the needs of people living with HIV/AIDS are beyond only receiving medical 

interventions, particularly when the antiretroviral medication may extend the life of the person but does not 

offer a cure for the infection.  Many HIV/AIDS organisations and advocates are lobbying for an approach 

that moves us away from the perception that HIV is a death sentence which takes immediate effect, to an 

understanding that people living with HIV can have a long and productive life given the right interventions. 

Therefore also the very clear change in terminology from ‘HIV patient’ or HIV-infected person to a ‘person or 

people living with HIV/AIDS’.  

 

Accepting the fact that people infected and affected by HIV/AIDS have other pressing concerns than just 

issues related to the HIV status, it is important to ascertain the impact that HIV/AIDS has on people and the 

strategies they employ to sustain their livelihoods. This will enable us to plan for interventions, over and 

                                                 
3  A Broad definition of Sustainable Livelihood: ‘a livelihood comprises the capabilities, assets (including both material 
and social resources) and activities required for a means of living. A livelihood is sustainable when it can cope with and 
recover from stresses and shocks and maintain or enhance its capabilities and assets both now and in the future, while 
not undermining the natural resource bases’ (DFID, 1999). 
4 The Livelihood Framework is a framework that allows you to understand how households derive their livelihoods by 
drawing on capabilities and assets to develop livelihood strategies composed of a range of activities. 
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above medical interventions, that can mitigate the impact of the epidemic on the lives of people infected and 

affected by HIV/AIDS. 

 

 

Figure 1: Sustainable Livelihood Framework 

 

Source: DFID (1999) 

4.2 Applying the Sustainable Livelihood Framework to HIV/AIDS 
 

In applying the SLF to HIV/AIDS, the following observations can be made about some of the ways that the 

HIV/AIDS epidemic is altering the shape of peoples’ lives. A brief explanation of the impact of the disease 

using the SLF approach follows approach: 

Vulnerability context (refers to the external environment that impacts on livelihood options)  

HIV/AIDS can be considered as an external shock that threatens the livelihood options and outcomes of a 

household. Some people in society are more vulnerable to the risk of HIV infection than others, for example 

women in poorer households are more vulnerable to HIV infection than women from more affluent 

households (Booysen, 2001). Although HIV/AIDS affects all economic strata it is important to recognise that 

“the inherent fragility of poor people’s livelihoods makes them unable or less able to cope with stress since 

they do have less resources and less of an ability to influence their environment to reduce stress” (DFID, 

1999).  

Livelihood assets (refers to the assets or capital on which livelihood are built)   

DFID’s SLF identifies five core assets or capital. These are human capital (H), social capital (S), natural 

capital (N), physical capital (P) and financial capital (F).  The livelihood strategies people engage in depends 

partly upon their livelihood assets or the capital at their disposal. HIV/AIDS (or the consequences of HIV 

infection, i.e. illness, death and stigma) could erode livelihood capital in the following ways: 

 

o Human capital (this refers to the skills, knowledge, ability to labour and good health): The most 

striking feature of this epidemic in South Africa is the death of young adults, which has a great 

impact on skills development and labour. Ill health and death of mainly young adults in their 

economically and socially productive (and reproductive) ages has a devastating impact on the 

economy. Arndt (2000) ran a computable general equilibrium model for the South Africa productive 
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sector over a period of 1997-2010 and concluded that South Africa’s Gross Domestic Product (GDP) 

will be 17% lower in the AIDS scenario set-up.  It also has implications for nutrition deficiencies of 

non-infected household members due to reduction of household income and diversion of income 

towards treatment and care. In many instances children are often forced to leave school to become 

heads of households or because the little money that is left must be used to spend on purchasing 

food or other basic needs. HIV/AIDS also enhanced the prospect of school drop-out of orphans and 

other children affected by HIV/AIDS, which makes them lose out on education opportunities that 

might have equipped them better to engage in the economy.  

 

o Social capital (refers to the social resources and social networks which people draw on in pursuit of 

their livelihood objectives): HIV/AIDS pushes existing social networks to breaking-point. Often 

disclosure of a person’s HIV/AIDS status could lead to that person being isolated or rejected by 

his/her family or community, thus removing important sources of support or information vital to 

sustaining that person’s livelihood. As a consequence of HIV/AIDS-related illness and death of young 

adults, elderly people, who are generally poorer, not only have to care for their adult children who 

suffer from AIDS, but also their grandchildren who are orphaned when their parents die. The change 

in family structure creates a burden on older people (mainly women) who traditionally would have 

been cared for in their old age by those who died.  In addition, the number of child-headed 

households due to HIV/AIDS has also increased. This has lead to severe erosion of human capital as 

these children are forced to leave school in order to support their siblings and take care of their 

dying parents.   

 

The impact of HIV/AIDS also affects how communities function. Because of the impact of the virus 

on people, those who generally would have been involved in politics and in community work are not 

able to be so (Economic Justice Update, 2002). This changes the social structure of local 

communities and impacts on existing local networks and support.   

o Financial capital (refers to accessibility to cash or equivalent for the pursuit of livelihood strategies): 

Studies in Africa and in Asia have shown that income in AIDS-affected households is less than half 

that of an average household (UNAIDS, 2000b). The loss of breadwinners strips the household of an 

income. This is confirmed by a study done by Morris et al. (2000) on the economic impact of HIV on 

male sugar workers in Kwazulu-Natal; the study concludes that 5% of the workforce could be 

expected to die over an 8-year period, and these would be people predominantly among the 

unskilled and semi-skilled bands; 5.7% of the workforce could be expected to take ill health 

retirement over the same period.  Similar studies done in Africa speak the same language of death, 

ill-health and negative impact on the economy. In households affected by HIV/AIDS the resources 

available are being spent on funerals and the sustaining of a minimum standard of living may slowly 

lead to chronic debt and destitution. The slide to extreme poverty can be rapid in these households. 

The only two employed infected participants of this study have had to give up full-time employment 

due to ill health.  
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o Natural capital (natural resources and services for livelihood): Because the virus impacts 

disproportionately on economically active individuals and those who would under normal 

circumstances be in the prime of their lives, human labour essential for the tilling of soil in rural 

areas is lost. Crops may not be grown because of lack of labour since people are too ill to work the 

lands because of HIV/AIDS-related illness, or women who would usually till the lands now have to 

look after people that are dying of AIDS. 

 

o Physical capital (the infrastructure and producer goods that are required to support livelihoods, e.g. 

shelter, farm equipment, transport):  It is only recently that studies in South Africa have explored 

the complete social impact of the disease. A study in KwaZulu-Natal by the Build Environment 

Support Group (BESG) is one of few that have focused on the impact of AIDS on housing and 

accommodation (Wright, 2001). The study found that those infected and affected by the HIV/AIDS 

epidemic’s need for housing is enormous, and responses to the needs of people have been 

fragmented with no clear, comprehensive strategy. 

 

Policies, institutions and processes (refers to the institutions, organisations, policies, legislation and 

processes that shape livelihoods)  

It is well acknowledged that government, its policies and programmes can play a key role in transforming 

livelihoods. In particular, government policy on HIV/AIDS can profoundly impact on the epidemic. 

Internationally and in Africa, home- and community-based care has formed an essential part of the response 

to the epidemic. Although this support is critical in mitigating the effects of HIV/AIDS, it may have negative 

consequences for women who are burdened by being pushed back into their reproductive roles. Often they 

have to give up their jobs to care for the ill. International and local interventions that have been successful 

in reducing stigma and discrimination, offering training to communities and family members to help dissipate 

misconceptions and reduce isolation.  It is essential that such projects be mainstreamed into community-

development projects. It is important that people living with HIV/AIDS participate in developing appropriate 

responses.  Depending on whether a government goes into denial or moves into action makes a tremendous 

change in the outcome of the epidemic.    

 

Livelihood strategies (combinations of activities and choices to achieve livelihood goals and the results from 

these choices and activities influence the livelihood outcomes) 

The HIV/AIDS epidemic is eroding the asset base of poor households (in the absence of supportive policies 

and institutions); HIV/AIDS seriously undermines their ability to cope with the devastating consequences of 

the epidemic to achieve the ‘ideal’ outcomes as highlighted in the framework (e.g. more income, increased 

well-being, etc.).  

 

Livelihood outcomes (is an indication of how people’s livelihood strategies has influence the outcomes of 

their lives) 

When people living with HIV/AIDS are able to access employment, or are engaged in entrepreneurial 

activities, and receive appropriate health care then they will be able to reach their livelihood outcomes. The 
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individual defines the livelihood outcome but an example of a livelihood outcome that a person living with 

HIV/AIDS would have is to live a productive and long life.  

 

By utilising the SLF this research explores the impact of HIV/AIDS on livelihood strategies of people living 

with HIV/AIDS in Khayelitsha, Western Cape Province, then explores how this influences their livelihood 

outcomes.  

 

5. RESEARCH METHODOLOGY  
 
The research was conducted in Khayelitsha, which is part of the metropolitan area of Cape Town in the  

Western Cape Province. The participants were contacted via Wola Nani, an organisation that provides 

support to HIV-infected and -affected people in Khayelitsha. This support group meets once a week, 

comprising between 20 and 30 individuals living with HIV/AIDS who provide each other with a secure and 

supportive environment to discuss their concerns and issues. 

 

Twenty-four interviews were held with people infected and affected by HIV/AIDS. During the first round of 

interviews in December 2002, 19 people (18 infected and 1 affected) were interviewed. After analysing the 

data, the researcher decided to do a second round due to the unexpected findings. These were conducted in 

February 2003 with a focus group consisting of 5 women infected with HIV to learn more about the 

infected’s livelihood strategies. A structured questionnaire was also filled in after the focus group discussion.  

 

One affected mother was interviewed separately after the focus group to establish the impact of the disease 

on her household. Four other affected mothers were interviewed based on the interview with the first 

affected mother. The affected participants included 3 households where the infected persons were still alive 

and 2 where the daughters had passed away.  Some interviews were held at the homes of informants, while 

others took place at the Wola Nani Centre, according to the preference of the interviewees.   

 

The principal researcher and translator conducted the interviews during the first round of interviews. The 

interviews were conducted in Xhosa and English. Most interviews were tape-recorded after consent was 

obtained, and the data were fully transcribed and translated into English. During the second round of 

interviews the principal researcher, a senior researcher, translator and scriber were present. An employee of 

DAG was also present as an observer.    

 

5.1 Limitations of the study  

Research with people living with HIV/AIDS requires much ethical consideration. The sensitivities associated 

with disclosure in particular makes it difficult to access informants. Wola Nani, an organisation working for 

and with people living with HIV/AIDS, was approached and was willing to assist to help recruit participants 

for the study.  
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This selection of the informants brings a bias into the study. The bias is that all the infected informants have 

been part of a Wola Nani peer support group. At the peer support group information is exchanged about 

issues of treatment, how to access social service support, how to deal with disclosure, etc. It is therefore 

presumed that their answers are informed by the fact that they have some support in discussing these 

issues and dealing with the consequences of HIV/AIDS, which many other people do not necessarily have.  

 

The study also set out to interview other members of the household (those affected), preferably all 

household members to ascertain the impact it has on the whole household. However, it became evident in 

speaking to respondents that this would not be possible since there is selected disclosure of their status to 

household members. For example, in the case of one household, the mother was interviewed at Wola Nani 

and not at her home because she indicated that the father was not aware that both his daughters are HIV- 

positive. In another household where the interview was conducted at home at the request of the informant, 

the informant’s grandmother was the only one that knew that she was HIV-positive and the researcher had 

to halt the interview process whenever any other household member walked into the room. 

 

Most of the respondents of this study were grant beneficiaries. To qualify for state assistance individuals 

have to meet strict requirements. Any additional income or material support could lead to a reduction of the 

amount a beneficiary receives calculated by the Department of Social Services and Poverty Relief. This could 

severely hamper the level of honesty with which participants discuss their levels of financial support.   

 

Twenty four of the 25 respondents were women. This brings another dynamic to the study when we tried to 

assess the coping strategies and the impact of the disease on infected and affected people. Generally 

speaking fewer women than men are employed in South Africa and in Cape Town. Caring for the ill and 

infirm is perceived to be the role of women, we assume that these women under reported the burden or 

strain that they are under caring for loved ones because of the way in which they have been socialised. Very 

few reported caring for their orphaned grandchildren as a burden. Rather, the burden of caring for ill 

children and their grandchildren were expressed by males through female participants when they related 

their stories to the researchers. It must be noted however, that most of these children and the cost of caring 

for them, have already been absorbed by the maternal grandparents, since very few of the infected 

participants worked previously or contributed financially to the household.  

 

Another problem was the timing of the study. The researcher was set to collect data over the December 

period.  However, upon entering the field, Wola Nani was shutting down for the festive season. Most of the 

participants of the Wola Nani support group were preparing to go to the Eastern Cape for the December 

break to spend time with their families. The collection of data therefore had to be postponed until January 

2003.  
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6. KEY FINDINGS 

 

6.1     Infected participants 

Nineteen participants who are living with HIV/AIDS were interviewed, 18 women and 1 man (see Table 5). 

Their average age was 30,9 years old, ranging from 21 to 45 years old. Two are currently married, 2 

respondents were divorced and the others (15) were never married. Their education levels ranged between 

Grade 5 to Grade 12, only 1 had not attended secondary school. None had any post-matric training or had 

attended skills development programmes, except for the home-based caregiver course offered by Wola Nani. 

All the participants stay in Khayelitsha, an established township on the Cape Flats. Fifteen of the 19 HIV-

infected informants stay in dwellings in an informal settlement; the others resided in formal structures. Most 

of the respondents stayed with their extended family (father, mother, own children, siblings and siblings’ 

children). The average number of people per household is 7.2. Sixteen of the 19 respondents indicated that 

they have dependent children. One respondent is currently pregnant and another lost her 2 children due to 

AIDS-related illnesses. Sixteen of 18 participants indicated that they have known about their HIV/AIDS 

status for more than 2 years.  

Table 5: Profile of participants living with HIV/AIDS 

Sex            
N = 19                            

Female  
Male 

18 
1 

Age   
N = 19                                                                                

Mean 
Range 

30,9 
21 - 45  
 

Marital status  
N = 19 

Married 
Single 
Divorce 

2 
15 
2 

Children                             
N = 19 
 
Children age 
N = 16  
 

Yes 
 No 
 
< 1 year  
1-5 years 
6-10 years  
>10 years  

16 
3 
 
2 
10 
4 
10 

Level of education 
N = 15 

<Grade 8  
> Grade 8 

1 
14 

Type of home                   
N = 19 
 
Head of household          
N = 19 
 
Number in the household 
N = 18 

Brick and mortar 
Shack 
 
Self 
Others 
 
<5                                
5-10                                    
>10 

4 
15 
 
2 
17 
 
4 
10 
3 

How long known about 
HIV status 
N = 18 

< 2 years 
2-4 years 
>4 years 

2 
12 
4 

  

Most participants were on a treatment regimen of Vit BCo, and multivitamins. Four respondents were 

presently on antiretroviral treatment. Five informants went for HIV testing when they were pregnant. Three 
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of them then received antiretroviral treatment. Two informants whose CD4 count is low were put on a list at 

Medicine Sans Frontiers/Michael Mapongwana clinic and are waiting to receive antiretroviral treatment. Two 

of the informants are also on treatment for tuberculosis and another informant for pneumonia.  

 

6. 2 Livelihood strategies of the infected 

 

6.2.1 Financial capital 

Except for 2 respondents, none of those infected with HIV ever had permanent employment. However, both 

these 2 participants eventually had to resign from their work due to ill-health related to their HIV/AIDS 

status.  At the time of the interviews none of the respondents were working and the work that the other 

respondents engaged in before they knew about their HIV status was on a casual/temporary basis. This 

work ranged from car washing to working in the kitchen of restaurants or doing domestic work.  One 

participant indicated that she has never worked because she could never find work. Some informants 

expressed a willingness to work, but said that due to their HIV/AIDS-related illnesses they would not be able 

to work.  

 

It is clear that that social welfare grants are the most important and sometimes the only source of income in 

most households. The table below shows that 17 of the 19 participants are Disability Grant recipients. 

Further information from Wola Nani staff revealed that people are entitled to a Disability Grant if their CD4 

count is less than 200. Disability Grant beneficiaries’ eligibility for the grant must be assessed every 3 

months. For this purpose a letter from the treatment centre confirming their CD4 count of 200 or less is 

taken to the Social Service and Poverty Relief office and is either renewed or not. Some of the recipients 

have been receiving this grant for more than 5 years. One participant said that her Disability Grant will be 

taken away from her in 4 months because she is in Stage 1, and her CD4 count has improved due to 

treatment and improved nutrition.  

 

Table 6: Sources of income 

Sources of income per 

month  

Number  Value of 

grants 

(2002) 

Disability Grant  17  R640 

Home carer 7  R450 

Child Support Grant  4  R140 

Care-Dependency Grant 2  R640 

Foster Care Grant 3 R460 

Provident Fund 1  R1000 

Old-Age Grant 1 R640 
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Disability Grant recipients’ children qualify for the Child Support Grant, Care Dependency Grant and the 

Foster Care Grant. Of the 16 children, 4 benefit from the Child Support Grant, 3 the Foster Care Grant and 2 

the Care dependency Grant. The children qualify for these grants either because they themselves have AIDS 

as in the case of the Care Dependency Grant or because the combined income of the household in which 

they live is below R900 per month for the Child Support Grant.  During one interview a respondent noted 

that her mother is looking after 3 of her children and she receives Foster Care Grant of R450 per child. This 

application was done at a time when she was very ill and could not take care of her children. A social worker 

assisted them to access the Foster Care Grant.    

 

Grants therefore make a significant component of the respondent’s livelihood strategies. 

  

Seven infected respondents (many of them grant recipients) worked as Wola Nani Home Carers. They are 

employed to do home visits and provide support for people and households infected and affected by 

HIV/AIDS. They receive R50 per visit and the range of income received from R150-R600 per month, 

averaging R450 per month. Another informant makes crafts to sell to Wola Nani and also receives a 

Disability Grant.   

 

Only one informant reported receiving R1 000 per month from a Provident Fund. This will, however, end in 

May 2003, after which she has to return to work; due to ill health she will not be able to do so. She will then 

apply for the Disability Grant. 

 

6.2.2 Making do with less 

As the preceding discussion shows, in most households the social welfare grant is the most important source 

of income. Entire households survive on these grants. Table 7 shows that participants in the follow-up focus 

group prioritised food, then burial society payments, and then furniture expenses.  

The expenses of most participants living with HIV/AIDS exceed their income. In discussing with respondents 

about what strategies they employ when experiencing a financial crisis (i.e. when their expenses are more 

then their income), the women spoke about buying in bulk when their grant monies arrive. They explain that 

they would divide the mealie meal to spread through the month.  The same is done with meat, although all 

reported that they only have meat once a week - at the weekend.  On some occasions they just “buy less 

food”.  
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Table 7: Monthly income and expenditure of participants living with HIV/AIDS 

 Case 1 Case 2 Case 3 Case 4 Case 5 
                                               Participants’ expenditure in Rands 
Municipal payments 
Rent/rates 
Water 
Electricity 

 
00 

- 
- 

 
- 

30 
30 

 
- 

50 
100 

 
- 

50 
100 

 
30 
30 
50 

Energy Wood, paraffin 50   - 35 
Food  300 300 350 450 250 
Health 
Medicine  
Immune Boosting 
supplements 

 
Free 

- 
20 

 
Free 

- 
- 

 
Free 

- 
200 

 
Free 

- 
- 

 
Free 

- 
 

Transport 20 12 60 12 - 
Burial Society payments 150 30 100 60 30 
Accounts 
Furniture 
Clothing 

 
150 

- 

 
261 
200 

 
- 

170 

 
- 
- 

 
- 

100 
Expenditure subtotal 1 080 863 1 030 672 525 
                                        Participants’ sources of income in Rands 
 
Disability Grant 
Wola Nani Home carer 
Selling crafts 
Child Support Grant 

 
640 
500 

- 
- 

 
640 

- 
- 
- 

 
640 

- 
600 

- 

 
640 
250 

- 
140 

 
640 

- 
- 
- 

Income subtotal 1140 640 1240 1030 640 
INCOME – 
EXPENDITURE 

-60 -223 210 358 75 

 
 

6.2.3 Social support networks 

Most of respondents rely on their mothers and sisters for support. They reported seeking help from 

neighbours and family to assist with food. They also borrowed money from family, friends and neighbours, 

which they pay back when their monies arrive.  As one explained, “when I go to borrow money from my 

neighbour and he does not have, there is nowhere else I can get money. We then sleep in the dark and 

sometimes we don’t cook and we don’t eat anything”. On asking what then happens the next day she said 

“we don’t then eat too unless somebody take pity on us and gives R3 to buy paraffin”. This happens about 

once every second month according to one respondent. 

 

On asking what would happen if you get ill, respondents indicated that they would either move back to their 

mother’s house or their mother would come and stay with them. 

 

Belonging to the Wola Nani Support Group also has benefits. The organisation provides all their clients with 

a food parcel once a month. One respondent reported that when she needed food she went to the public 

clinic where she receives her treatment. She asked for food because she needs it while on treatment.  
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None of the respondents were involved in a  ‘gooi-gooi’ or community savings activity or used their networks 

to access employment. This could partly be attributed to the difficulty people suffering from terminal 

illnesses have in making long-term plans and the limited values of the grants they receive from government. 

 

Social networks are primarily used to access food and support during times of illness. However, much of it 

centres on borrowing money to buy food until they are able to repay their debts when they receive their 

grant monies.  

6.2.4 Selective disclosure 

Although this study did not particularly focus on issues of disclosure, the researcher felt that it played an 

important part in the sustainable livelihood approach. Most notable is the presence or absence of support 

from partners including the psychological support he/she might provide in sharing the burden of living with 

HIV/AIDS. In addition, partners are important sources of access to income and social networks. Disclosing 

their status to current or past intimate partners illicited various responses, of which the overwhelming 

response is one of rejection and denial. One informant who was living in the Eastern Cape at the time of 

being diagnosed told her boyfriend about her HIV status. His response was to blame her for infidelity by 

saying “you got it from your other boyfriends in Cape Town”.  Another informant’s partner said that he never 

wanted to see her again, after which he disappeared out of her life. 

 

 The fact that only 3 of the 16 children’s fathers contribute or play any role in the maintenance of their 

children, is evident of these women’s very real fear of being rejected if they do/should disclose.  This fact is 

even more startling given the fact that one infected participant is willingly engaging with a married man (she 

is currently pregnant with his child), putting several people at risk. Others just never tell their partners or 

risk facing significant loss of financial support.  

 

Fathers and brothers are not told, but mothers and sisters are told. Fathers are often the main source of 

income and the person in whose name the dwelling is registered in which participants live. Since none of the 

participants worked, rejection or exclusion by the father from the family could have severe implications for 

their livelihoods. The only male participant told his father, after which his father rejected him.  

 

Participants have learnt that disclosure to the wrong person could influence their freedom to access 

resources that would mitigate or ease the burden of living with HIV/AIDS.  

 

6.2.5 Accessing pro-poor policies to support basic needs 

Pro-poor policies constitute an essential part of the livelihood strategies of infected individuals. However, 

these policies benefit all poor individuals and not just the infected. Some of the policies such as the free 

water and electricity policies are non-targeted and benefit all citizens.  Participants’ livelihood strategies 

seem to be managed by manipulating these different strategies, as discussed below: 
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• Juggling accounts 

Respondents reported accessing credit from mainstream shopping and furniture retailers and receiving credit 

from these retailers by showing them their Disability Grant card/letter. In the focus group the women 

reported buying their children’s school clothes on this clothing credit. Most often they will negotiate with 

clothes and furniture stores for postponement of payments; for example, they will skip a month and would 

continue to pay the next month – each month something else would be skipped. These retailers probably 

give them credit since they know the informant has regular income and they are insured against defaulters. 

It is clear that women strategise to access credit by using their Disability Grant. 

 

• Municipal services 

Low on the priority list is the payment of municipal services such as rates. Two informants who own houses 

reported that they are in arrears with rates but cannot afford to pay them, and indicated that they think they 

are huge amounts. One affected informant said that she is in arrears with her rates and water bills for over 

R5000.   

 

The current policy of free basic municipal services allows people in arrears a limited amount of water and 

electricity even if they are in arrears amounting to huge amounts.  

 

• Accessing physical infrastructure 

Some of the respondents expressed a need for owning their own house and moving from a shack structure 

to a brick house, despite the cost implications. Some of the respondents have also put their name on a 

housing list and are waiting for a house. The main reason for moving was mostly due to overcrowding.  The 

male informant wanted to move to his own house because he felt that the house is too over-crowded and 

when he dies at least his children would have a place to stay.   

 

• Accessing the welfare system 

It would appear that all of the respondents were aware of the support they could access from the social 

welfare system. However not all are ‘captured’ by the welfare system and some individuals appear to be 

falling through the net. For example, a grandmother who is taking care of her deceased daughter’s 8-year-

old child did not know that she could apply for a Foster Care Grant.   

 

Through assistance from the State, the family will be able to support children orphaned by the disease. The 

value of the Foster Care Grant is slightly more than 3 times the value of the Child Support Grant. Combined 

these 2 grants would push the families’ income above the datum poverty line.  

 

• On treatment and care 

None of the informants paid for accessing the public health care services. Most of the respondents go once a 

month to health services.  None of the respondents reported consulting a traditional healer or the use of 

herbal treatments. Seeking help from traditional healers would have involved substantial sums of money.   
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• Preparing for death 
 
Most of the respondents subscribe to a Burial Society and they indicated that this is one expense they 

prioritise. This is not surprising since the process of burial is an important rite of passage for many South 

Africans. The funeral follows prescribed cultural practices which usually entail large amounts of food for 

relatives, neighbours and friends, and paying for the cost of relatives staying over and/or having the 

deceased transported back to be buried at his/her place of birth. This would usually mean to another 

province like the Eastern Cape. This covering of burial costs is an obvious strategy to decrease the burden 

on the family. One of the participants said that she is very concerned that if her Disability Grant ceases what 

will happen to her burial fund.  

 
 

6.3 Profile of affected research participants 

 

As indicated earlier, it would have been preferable to interview households and not a single person in the 

household, however this was not possible. The 5 respondents affected by HIV/AIDS were all mothers whose 

daughters are/were infected with HIV. The 2 case studies discussed below were selected because they are 

representative of the affected 5 households interviewed (see Appendix 1).  

 

One mother was caring for her 14-year-old daughter who was raped when she was 10. The daughter 

contracted HIV through this incident. A second mother had 2 daughters living with HIV. The one lives with 

her while the other comes and stays when she is too ill. She will then care for her and her children during 

these periods. The third mother had an unmarried daughter who died of AIDS-related illnesses at the age of 

23 in December 2002 and is taking over caring for the deceased daughter’s 8-year-old child.  The daughter 

was working and had her own house but when she became ill she came to live with her parents.  Another 

respondent with rheumatoid arthritis lost her daughter who was the breadwinner of the family. She now 

cares for her 2 grandchildren.   

 

Of the respondents affected by HIV/AIDS, two are unemployed housewives, another two are pensioners and 

one worked as a domestic worker and had a live-in position. However, since she told her employers about 

her added responsibilities at home, they have allowed her to go home at night. She indicates that the 

employer is very sympathetic; therefore this arrangement had been made. 

 

6.3.1 Case studies of two affected households 

 

Case study 1 and Case study 2 below illustrate the stories of two families affected by HIV/AIDS. In Case 

Study 1 the infected are still alive, while in Case study 2, the infected died 2 months ago. 

  

Case study 1 

Two daughters and an HIV-infected nephew are part of the household. None of them work. Both daughters 

make contributions (R150) to the household from their monthly grants. Some months the daughters do not 
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contribute to the household, but in others they contribute more than just the R150 by buying food or by 

providing for other household requirements.  Their father is the only person employed and earns R1000 per 

month. The cousin used to get temporary casual jobs in the area and would then contribute to the 

household’s income. Another set of the husband’s cousins live in a shack in the back of their yard. They are 

employed and contribute towards the rates and taxes of the house. They make small financial contributions 

when things get very though.  

 

The respondent in Case Study 1 related the profound psychological and physiological impact her daughters’ 

health status has on her. She is not feel free to tell her husband, her other children or friends and 

neighbours about their status due to fear of stigmatisation. It has also put severe strain on her marriage, 

she fears her husbands rejection of their 2 daughters should he discover their true health status. She also 

has had to reprioritise the diet of her household to include more nutritious food such as cheese and milk to 

strengthen her daughters’ immune system. This meant that she has had to spend less money on meat. This 

has caused a lot of friction with her husband who feels that she is being wasteful. This has led her to 

developed stress-related symptoms and she now needs constant medical care and medication. She also laid 

a complaint at the local police against her neighbours when they spread rumours that her daughter had 

AIDS, isolating an important source of support.  

 

 The respondent could not account for any other impact of the disease besides the transportation costs 

when she has to visit her daughter in hospital and the ambulance cost of transporting her there. Although 

the cost of illness in terms of monetary value appears to be low on the household, there are other expenses 

incurred linked to having an ill person in the household.  For example, the time that the carer spent looking 

after the individual and having to make trade-offs in terms of tasks or if the individual is admitted in hospital, 

the cost of the family travelling to hospitals to visit the person, which utilises both time and money. She 

indicated that she would like to work so that she can take care of her daughters when they are ill. 
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Case study 1: A household with 3 infected individuals 
 

An interview was held with a mother who has 2 daughters and a nephew infected with HIV. When asked 

how this burden of caring for 3 HIV-infected relatives has affected her, she immediately linked it to her 

current state of ill health. She has since developed high blood pressure and when she attended a private GP 

she did not disclose her daughters’ status when he asked “what was stressing me so much”. She now 

attends the local clinic once a month. Despite her ill health she is looking for a job. When asked why, she 

said she wanted to save money for the time when her daughters will become ill because she will require 

money to take care of them. 

The older daughter was diagnosed first and because her disease is more advanced she requires more 

support. She explains how she cares for her at home bathing and feeding her when she is ill and when she 

is unable to cope she arranges for her to be taken by ambulance to hospital for a few days. This appears to 

happen often. Transport money for the daughter to return home from the hospital was mentioned as a 

particular problem. She relies on loan sharks (“amali ezalayo”) or Wola Nani to help her with money or 

credit. Her one concern is to get them to eat well and to “make their bodies strong”. This has meant more 

expensive food. 

The second daughter was diagnosed 3 years ago (1999) and the nephew, who lives in a room in their 

backyard, was diagnosed 6 months ago. She and her daughters decided not to tell their father of their 

status. Their main concern is his frequent use of alcohol use – he becomes “losmond” (loose-tongued) when 

drunk and he might tell others about their status under these circumstances. Her concern also includes his 

possible negative reaction and rejection of them.  When he was told of the nephew’s status 2 months ago 

he threatened to throw him out of the house saying “he must go back home to die there”.  She also explains 

that the other children in the family have not told been of their status because she fears they may also tell 

neighbours and family.  She further explains to the father that TB is the reason for their illness, which also 

justifies their access to a Disability Grant.  This he appears to accept. Thus one of the many burdens this 

mother carries is the protection of her daughters from the stigma of being HIV-positive.  
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Case study 2 
 
The infected member made a significant contribution to the household; she had just taken up a permanent 

position when she became ill and later died. Even though she did not give her mother cash or money, she 

bought groceries and furniture. The respondent said that her daughter contributed to the household mostly 

to appease her father who was unhappy that he had to assume responsibility for his grandchildren.   

 

Since her death, the family struggles to make ends meet. They had to switch from eating more refined food 

to more basic foodstuffs and had to reduce their consumption of meat. 

 
 
 

Case study 2: The loss of a breadwinner 
 

A woman suffering from rheumatoid arthritis tells of the lost of her 29-year-old daughter. The daughter was 

just given a ‘permanent’ position when she had to leave after 4 months because of ill health. She died in 

hospital 4 months later.  Her husband has a job but they can only depend on some of his income (R200 per 

month) since he uses the rest for alcohol. Fortunately she receives a Disability Grant for her arthritis. Their 

household had a total of 9 people, 2 of which are the deceased’s children (a 10-year-old and a 1 year and 7 

months old, both daughters). The father of the children has never been a part of their lives.  

 

The mother tells that when her daughter was alive her father often verbally abused her because she was 

never compensated by her partner for being pregnant. The mother accounts how once during her daughter’s 

illness the father became irritated when the baby cried and said “these things should be killed and die 

because they were never paid”. She said her daughter always tried to compensate and bought all the        

“furniture, TV and radio and groceries” in the home. She spoke about how their meals have changed. They 

are not able to buy “good groceries” anymore which the daughter always bought. For example they have 

not had ‘oats’ for cereal and would have ‘pap’; they only have meat once a week while before they had it 

more often. In addition, there are times when there is no pap and she would prioritise for the children to 

have something to eat – this might be “one slice of bread and tea for the whole day”. 

 

While working, the daughter earned R900 per month and later received R640 through the Disability Grant 

when too ill to work. High unemployment rates in poor communities were the reason for job losses in two 

cases.  

 

The impact of the death of a daughter is expressed by the respondents in relation to the change in diet 

available to the family. The family has had to change from eating red meat a few times a week to only once 

a week. They also had to change from eating “cereal” to pap. This is in line with traditional spending 

patterns with regards to households where both men and women are involved in productive activities. The 
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man’s salary is spent on paying for the bond, car, etc., and the woman’s on luxury items such as furniture 

and food.  This gendered spending pattern explains the difficulty that the affected participants have had 

accounting for the impact the disease or the death of some has had on the livelihood of a family or that 

particular individual besides the families’ consumption patterns.  

 The fact that people die in their economical productive age is also impact negatively on the economy.  

 

7. DISCUSSION AND RECOMMENDATIONS 

 

The research aim was to explore how people are affected by HIV/AIDS and what strategies the infected 

employ to sustain their livelihoods and what activities do they engage in to mitigate the impact of the virus 

on their lives.  On the one hand, the results of this study indicate that living with HIV/AIDS puts a severe 

strain on sustaining livelihoods, and on the other hand the results also speak to how people adapt their lives 

to “accommodate” the impact of the virus. The information received from participants is now discussed in 

applying the SLF approach.  

 

Vulnerability context  

The study confirms the view that poor communities are less able to deal with the epidemic since they do not 

have the resources and choices that richer communities have (Cohen, 1998).  One informant of this study 

who knows her status (her intimate partner does not know his status, but both of them engage in 

unprotected sex) makes it clear that to prevent the spread of HIV/AIDS, information programmes on 

HIV/AIDS alone will not be adequate unless they take into account the psychological fears that poor people 

have in terms of their future.  The comment of one of the informants, when he said “do not worry everyone 

has it”, indicates a sense of hopelessness and fatalism that marks many poor communities’ response to 

diseases that ravage them. The results of the study also confirm those of other studies (Smith and Cohen, 

2000) that the gendered position of women increases their risk of contracting HIV from their male partners. 

In addition, the study has shown that women are the sole caregivers of the dying as well as caring for the 

orphans left behind. 

 

Human capital 

This study also confirms that unemployment is a major issue that confronts poor communities. Of the 19 

informants living with HIV/AIDS, only 2 had a permanent work arrangement and stable income, whereas the 

others were not employed at the time of the study and had never had a permanent work arrangement nor a 

stable income.  The 7 informants that engaged in home-based care should be considered as being in 

‘protective employment’ since the employer, in this case Wola Nani, is sympathetic to the limitations of the 

their HIV/AIDS employees. This study confirms the view that sometimes unemployment is a problem to do 

with employment policy and economic environment  and therefore one should be cautious to “blame” 

unemployment rates in poor communities on the HIV/AIDS pandemic (Arndt, 2001; Seeley, 2001). In doing 

so one may miss other factors that cause unemployment such as the macro-economic strategy of South 
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Africa and global economic issues. This does not detract from the fact that the HIV/AIDS pandemic will be a 

concomitant factor in increasing the rate of unemployment, which in turn increases the levels of poverty. It 

is confirmed by the findings of this study that HIV/AIDS was not always the reason for unemployment; 

however, it became a critical factor that hampered gaining employment and a reason for job loss in two 

cases.  

 

Furthermore, the research demonstrates that individuals and households that already find themselves in 

poverty, with no one working in the household, require social welfare assistance to prevent these 

households from falling into the abyss of despair.  Many of these informants would have had been in much 

more desperate situations to achieve their livelihood objectives if they were not given their social welfare 

grants. It is also ironic that these individuals for their first-ever time had access to a stable income through 

contacting the disease. The current welfare system caters only for poor people younger than 7 years of age 

and women and men older than 60 and 65 years of age respectively.  The challenge of providing social 

grants to people living with HIV/AIDS who are too ill to engage in economic activity is going to place an 

unprecedented burden on the social welfare system.   

 

A developmental challenge that is facing our country is how do we ensure that we create opportunities for 

people living with HIV/AIDS who can sustain themselves with assistance without becoming dependent on 

the State?  While the Disability Grant has its benefits and it is often decisive in impacting on the quality of 

life of an HIV-positive person and its household, one must be mindful of its potential negative impact on the 

dignity and autonomy of the recipient, the tendency towards patterns of dependence and, in some cases, 

the danger of the manifestation of perverse incentives. However, it must be remembered that many of these 

individuals are already dependent on their respective families and put severe emotional and financial strain 

on them. The grant in many instances provides a level of independence and allows individuals to negotiate 

appropriate care and to compensate their families for taking care of them. It also aids the home-based care 

model supported by government as part of its HIV/AIDS strategy.   

 

Medical treatment to prolong the life of people living with HIV/AIDS is a non-negotiable. This study confirms 

that people living with HIV/AIDS who are on antiretroviral treatment feel better health-wise and are 

therefore in a better position to engage with their environment. All the participants in this study had access 

to free medical care. 

 

Financial capital  

The results of the study confirm those of other studies (Barnett, 2002; Arndt, 2001) that people infected 

with HIV/AIDS are more likely to become unemployed, losing their source of income, due to the fact that 

they cannot work because of HIV/AIDS-related illnesses. This should be a cause of concern for government 

and major stakeholders given that South Africa already has a high unemployment rate.  The fact that people 

die in the economically productive age range is also impacting negatively on the economy.  
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Physical capital and natural capital 

The existing norms are that people living with HIV/AIDS generally lack formal housing and basic sanitation 

services. Informal housing applies equally whether one has HIV or not. Housing needs in general must be 

addressed in South Africa; however, housing needs of people living with HIV/AIDS require an in-depth 

analysis of what will work for a family/household that has infected individual/s. This study’s findings indicate 

that most participants expressed a need for their own home. However, they have not considered the 

implications of living on their own and the strategies they will employ to ensure that there is someone that 

can take care of them in time. None of the participants engaged in any agricultural activities.   

 

Social capital   

The study confirms that the impact of HIV/AIDS places a disproportionate burden on the aged, in particular 

older women, who now have to continue their role of carer to their adult children who suffer from HIV/AIDS-

related illnesses and furthermore to extend the caring responsibility to looking after their grandchildren, 

whose parents are too ill to look after them or have died.  It is estimated that 1.85 million children will be 

orphaned as a result of parents dying from AIDS (Bradshaw, 2002). This study also bears out the fact that 

children are going to be orphaned, and our response to this orphanhood of children has a direct bearing on 

development goals. These children would not necessarily have identity information and socialisation, since 

the parents often provide this kind socialisation.  Studies indicate that these orphaned children show low 

self-esteem, aggression and anxiety and depression significantly more then non-HIV/AIDS-affected children 

(Bradshaw, 2002). These children are going to be the future generation of South Africa, and if an adequate 

strategy is not developed to accommodate them and ensure that they integrated in a community, we are 

turning back any hopes of development.   

 

Some of the challenges that we are faced with are what kind of social welfare programmes and policies need 

to be put in place in a community to lessen this burden on women and in particular on the aged women, and 

to make orphans an integral part of a community.  

 

A tremendous burden is also placed on individuals if they are forced to keep their status a secret for fear of 

discrimination and social exclusion. One of the key outcomes of this study is captured in the passion with 

which HIV-positive informants spoke about being part of a support group that allows them to utter their 

pain, doubts and fears. Being part of this group allowed them to speak out and to declare their status, and 

in that way to tackle misperceptions of the spread of the disease. More important is the fact that being open 

about HIV status allows other community members to confront the presence of the disease in their 

community, and prevents a sense of false security.   

 

Policies and institution and processes 

The study confirms existing evidence that when people infected with HIV receive treatment to boost their 

immune system, they are able to extend their living years and the quality of that living.  It is therefore 

crucial that the South African government provides antiretroviral treatment to prevent mother-to-child 

transmission, and provides comprehensive social and health services to mitigate the impact of the epidemic 



 35 

on communities and more especially on poor communities. The Western Cape Government’s Health 

Department is pursuing a goal of eliminating paediatric HIV/AIDS in 2 years through the prevention of 

mother-to-child transmission by supplying pregnant women with ARV treatment (Cape Times, 19 September 

2002).  This is the type of goal that has to be set, otherwise, as this study corroborates, in addition to fact 

that the main caregiver has to devise livelihood strategies to mitigate the impact on her life, she also has the 

additional burden of caring for a child that requires ‘extra’ care. Furthermore, it places an additional burden 

on the health system.  

 

Since there is no cure for the viral infection as yet, government and institutions have an obligation to ensure 

that whatever avenues exist for the spread of the disease, need to be closed down.  

 

8. CONCLUSION 

The outcome of this research points to four critical issues: 

• Unemployment is a critical issue and becoming ill further reduces the chances of gaining 

employment. Loss of employment due to ill health is a major factor in plummeting a household 

into poverty. 

• Those that have social security are better equipped to strategise around food security and 

management of expenditure.  

• There is a huge undetermined emotional burden on those who care for the ill and their orphans.  

• Creating jobs for people living with HIV/AIDS is an essential part in mitigating the impact the 

disease would have on a household.   

 

Are the livelihood strategies people living with HIV/AIDS meeting their livelihood outcomes, and are their 

livelihoods sustainable?  The answer is a resounding no.  HIV/AIDS puts a severe strain on and threat to 

people’s livelihood, and although people are ingenious in their struggle to survive, their livelihood strategies 

are not sustainable and therefore very few people living with HIV/AIDS will meet their livelihood outcomes.  

A recent study funded by the Kaiser Family Foundation was conducted among 771 AIDS-affected households 

in regions with the highest HIV prevalence rates in South Africa (KwaZulu-Natal, Gauteng, Free State and 

Mpumalanga).  The report notes “the impoverishing effects of HIV/AIDS have no parallel with any other 

epidemic in human history because the effects occur disproportionately among young adults, breadwinners, 

parents of young children, and people in the most productive stage of their lives are dying” (Mail & 

Guardian, 27 September 2002).   

This epidemic has been shown to erode successful development strategies, which means that initial socio-

economic progress has been reversed in many African countries (UNAIDS 2002b). As the number of people 

infected with HIV continues to mount, efforts to provide care for those affected are just as critical as 

strategies for prevention, and have become an integral part of the response to control the HIV/AIDS 

pandemic.  It is also a concern that the Western Cape Province is becoming known as the place to come to 

in order to receive effective management of HIV, including biomedical and social security.  It is a possibility 
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that infected people will flock to the province seeking better care, that will place enormous burden on this 

province to respond to the increasing need.  

 
In addressing the needs of people living with HIV it is critical to lobby for a sustainable livelihood approach 

which will move the HIV/AIDS response beyond the medical paradigm and enables us to address issues 

related to basic needs and broader development concerns.  This is critical to support the livelihood strategies 

of households infected and affected by HIV/AIDS. What is clearly needed is an advocacy strategy to 

campaign locally and globally to bring these issues to the attention of policy-makers.  
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Appendix 1: Profile of participants affected by HIV/AIDS 

 
 
Relationship 
to infected 
person   
 

Profile of affected person 
interviewed 

Profile of 
infected 
participants 

Looking 
after 
orphans 
of family 
member 
who died 

Main 
caregiver 
during  
illness 

Did the person 
that died 
contribute an 
income to the 
household 

Mother (1)  
 
 
 

Age: 40 
 
Marital status: 
 Divorced, Living with 
boyfriend,  
 
Formal/informal 
house: 
Live in brick house 
3 in household (1 child) 
 
Household head: 
Informant 
 
People per household: 
Two adults and one child 
 
Employment: 
Informant: Yes 
Boyfriend: No 
 
Own children: 
5 (3 children staying in 
‘Transkei’ with her 
Mother and 1 with sister 
in Cape Town. Only 
daughter is staying with 
her 

14 years old 
daughter 
contracted 
HIV/AIDS 
after being 
raped 

Not 
Applicable 
 

Mother Not applicable 

Mother (2) 
 
 
 

Age:  
60+ 
 
Marital status:  
Husband staying in 
Transkei 
 
Formal/informal 
houses: 
Live in Brick House 
 
Household head: 
Informant 
 
People per household: 
4 adults & 4 children. 
One of the daughters 
living with HIV/AIDS 
becomes part of the 
household when she is ill. 
One or twice per year this 
happens. 
 

Both 
daughters 
living with 
HIV/AIDS 

Not 
Applicable  

Mother Not Applicable 
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Employment: 
Pensioner 
 
Own children:  
4 (2 staying with her) 
  

Mother (3)     
(Case study 
1)              

Age: 
 
Marital status:  
Married 
 
Formal/informal 
house: 
Brick house 
 
Household head: 
Father 
 
People per household: 
11 
 
Employment: 
Husband is the only one 
employed in household 
 
Own children: 
5 (all staying with her) 

Both 
daughters 
and 
nephew 
living with 
HIV/AIDS 

Not 
Applicable  

Mother Not Applicable 

 
Mother (4) 

 
Age: 
 
Marital status: 
Married 
 
Formal/informal 
house:  
Brick  
 
Household head: 
Father 
 
People per household: 
3 adults, 1 child 
 
Employment: 
Home manager – has 
never been employed in 
the formal or informal 
sector 
 
Own children: 
Daughter died of 
HIV/AIDS related 
illnesses, looking after  
grand-daughter 
 
 

 
Daughter 
died of 
HIV/AIDS 
related 
illnesses 

 
Looking 
after 8 
year old 
child of 
daughter 

 
Mother 

No 

Mother (5) 
(Case study 
2) 
 

Age: 
 
Marital Status: Married 
 

Daughter 
died of 
HIV/AIDS- 
related 

Main carer 
of 
daughter’s 
2 children 

Mother Yes 



 42 

 Formal/informal 
house: 
Brick house 
 
People per household: 
9 
 
Employment: 
Husband is only one 
working presently 
 
Own children: 
5 (All staying with her) 

illnesses 
 

who are 1 
yr 7mnths 
and 10 
years old 

 

 

 

 

 

 

 

 
 


