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EXECUTIVE SUMMARY 
 
 
  
The SACBC AIDS Office has been actively fostering the development of local community-

driven initiatives in their response to the HIV/AIDS pandemic. More recently, the SACBC 

AIDS Office has secured funding to co-ordinate the implementation of ART programmes for 

people in its home-based care and hospice programmes. The ART programme sites of the 

SACBC aim at complementing government programmes in areas where government-funded 

antiretroviral treatment is not available, notably in resource-poor communities.  

 

Antiretroviral programme implementation poses almost insurmountable challenges to 

programme managers, health care staff and human and financial resources. ART centres face 

huge patient backlogs and growing demands for antiretroviral treatment. Research into the 

social and organisational dynamics of ART programmes in the initial phase of 

implementation is crucial to identify both positive and negative consequences of current 

processes and systems, with a view to sustaining and improving service delivery.  

 

The qualitative study explores the formal and informal institutions relevant to the 

implementation of SACBC’s ARV programmes. Selected themes and cross-cutting issues 

were studied on an individual, institutional and community level. The study focused on the 

themes relevant to ART programmes: social coherence and stigma tendencies; organisational 

dynamics; capacity; resources and service delivery; and individual responses to ART. Three 

cross-cutting issues were included in the study as these relate to social institutions impacting 

on HIV/AIDS prevention, treatment and care, namely gender, generation and social support 

structures.  

 

The experience of the SACBC ARV treatment programme at the selected research sites yields 

several lessons for ART programme implementation and “scale-up”. The needs and concerns 

raised by programme staff, as well as the narrative reports of patients on receiving ART, 

provide a valuable set of strategic issues that need to be considered by programme managers. 

These issues are critical as treatment programmes are expanded to reach larger numbers of 

people in more areas of South Africa. Programme maturation also brings its own set of 

strategic issues. The treatment and care of children pose particular challenges, and require 

specific attention of programme managers.   
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1.  INTRODUCTION 

 

 

Across the world, 60 million people are HIV positive. More than six million people living 

with HIV and AIDS in the developing world need AIDS-inhibiting drugs to significantly 

extend their lives. Currently, an estimated number of 700 000 people receive such drugs. 

Initiatives are undertaken to raise this figure to three million people in low and middle-

income countries by the end of 2005 (UNAIDS, 2004). 

  

The availability of antiretroviral treatment has been documented to reduce the problem of 

HIV and AIDS to a manageable chronic disease. The availability and proper administration of 

AIDS inhibitors, together with facilities to treat opportunistic infections and conditions to lead 

a healthy lifestyle, have indeed been proved to play a key role in decreasing AIDS-related 

suffering and mortality.  

 

In South Africa, the first signs of the HIV/AIDS pandemic began to be noticed when, in the 

early 1990s, annual antenatal surveys of women attending state clinics showed that close to 

3% of them were HIV positive. At the time, HIV/AIDS was still thought of as primarily a 

homosexual disease, and the then government was slow to respond to these statistics. Early 

responses by this government, whose legitimacy was questioned, had little impact. The AIDS 

plan of the government that came to power in 1994 focused on prevention and declined to 

accept AIDS-inhibiting drugs at reduced prices, and even at no cost, from pharmaceutical 

companies (MacFarlane, 2004:2).  

 

One of the South African government’s arguments for not accepting AIDS drugs has been 

that the health care infrastructure, especially in many communities, could not cope with the 

demand for the provision of treatment. Other arguments against public availability of AIDS 

inhibitors related to the dangerous side effects of AIDS inhibitors. The South African 

government responded to the AIDS epidemic by formulating policies and setting up structures 

and programmes for the implementation of policies without making treatment publicly 

available. These included adopting a National AIDS Programme and STD management 

protocols; free access to male condoms; the training of thousands of secondary school 

teachers in HIV/AIDS to implement life skills programmes targeting the youth; the 

introduction of an annual HIV surveillance system; setting up an AIDS directorate in the 

Department of Health, and the adoption of an HIV/AIDS/STD Strategic Plan for South Africa 

2000 – 2005 (Department of Health, 2000). 
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After several years of resistance and prevarication, the Constitutional Court ruled that the 

South African government had to provide Nevirapine or “equivalent treatments”. Government 

finally announced its support in principle for public sector provision of highly active 

antiretroviral therapy (HAART) in August 2003. Preparations for programme roll-out 

commenced at the beginning of 2004. The initial aim was to establish at least one accredited 

service point in each health district by the end of the first year of implementation. 

Furthermore, the plan stated that by the end of March 2004, 53 000 people would be on ARV 

treatment. That deadline has already been missed, and has been moved to March of 2005. 

MacFarlane (SAIRR, 2004) suggests that this target is also impossible in view of the fact that 

by October 2004 only 19 500 people were on treatment through the government’s ARV 

programme. 

 

It has also been suggested that by far the majority of HIV-infected people will not be able to 

receive the life-prolonging drugs from the South African government. A report published by 

the Centre for Actuarial Research in 2003 estimated that about 1.6 million people are in need 

of ARV treatment or will soon need treatment (SAIRR, 2003/04). According to the report 

approximately 6.5m South Africans were HIV-positive, 75% of whom were in WHO stages 

one and two of the disease’s progression, which meant that they had not yet developed any 

symptoms and possibly did not know their status. It also meant that they might be in need of 

ARV drugs in the near future. 

 

The limitations of government’s ARV programme roll-out have raised immense concern both 

locally and globally. Faith-based organisations in general and the Catholic Church 

specifically have become central role players in a range of activities to combat the pandemic. 

The Southern African Catholic Bishops’ Conference (SACBC) opened its AIDS Office in 

January 2000 in order to co-ordinate the response of the Catholic Church to the HIV/AIDS 

pandemic in five Southern African countries. The SACBC AIDS Office has been actively 

fostering the development of local community-driven initiatives in their response to the 

HIV/AIDS pandemic, including provision of food aid, income generation/skills training, 

HIV/AIDS awareness, home-based palliative care, hospices and orphan support. In addition, 

the SACBC AIDS Office embarked on a process to secure funding and to co-ordinate the 

implementation of ART programmes for people in its home-based care and hospice 

programmes. Plans for the implementation of ART through funding secured by the SACBC 

AIDS Office commenced in 2002, at a time when there was no commitment from the South 

African government to make ARV treatment available.  
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2. BACKGROUND TO THE SACBC’S ANTIRETROVIRAL TREATMENT 

PROGRAMMES 

 

Using the John Snow international tool, 22 sites were selected and funding proposals 

submitted to international donors. These sites have been providing care and support for 

people affected by HIV/AIDS for many years and are committed for the long haul. With 

funding secured, the SACBC AIDS Office set up pilot projects in poor rural areas across 

South Africa where the government has not provided ART. Letters of agreement have been 

obtained from each provincial Department of Health. 

 

After the initial piloting of programmes in six sites in Gauteng and KwaZulu-Natal, and after 

securing additional funding, the SACBC pilot sites expanded their programmes from initial 

facilities that served a relatively small number of people to facilities that serve a significantly 

larger population (so-called “scale-up”). The first blood samples were taken on 16 February 

2004 and the first patients started medication on 5 March 2004. In each location, drugs are to 

be provided to 100 HIV+ patients in the first year, 200 in the second year and 400 in the third 

year of the programme cycle. 

 
The ART programme sites of the SACBC aim at complementing government programmes in 

areas where government-funded antiretroviral treatment is not available, notably in resource-

poor communities. All SACBC sites work with government referral sources and use the 

government’s treatment protocols and treatment regimens. Staff are trained in government-

accredited programmes. It was agreed to also use the government’s patient tracking forms, so 

that patients who move around may be able to continue treatment. In addition, SACBC ART 

programmes also accept patients on long waiting lists at government hospitals and are open to 

both South African and non-South African citizens. Patient numbers are reported to 

government using the government format.  

 

The programme operates along a continuum of prevention, care and treatment, involving all 

aspects of AIDS. ARV treatment is linked to prevention, in that people receive counselling 

about not becoming re-infected, and not infecting other people. Treatment is also linked to 

holistic patient care – regardless of whether this takes place in the context of a hospital, 

hospice or clinic. Home-based care is the backbone of the treatment programmes. 

 

Programme preparation commenced in February 2004 in the various sites, with staff 

recruitment and training as a first step. Each site employed a doctor, a professional nurse and 

a project-co-ordinator. After the nurses and doctors had finished their training, accredited by 
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the Foundation for Professional Development, so-called drug literacy courses were presented 

to home carers, the remaining medical staff and patients.  

 

Each site employs the same procedure designed to speed up the treatment process, avoid 

unnecessary delays in the delivering and administration of the AIDS-inhibiting drugs, 

personalise treatment and maximise adherence:  

 

Home carers identify patients – who in their opinion meet a number of strict criteria – for a 

blood test at the ARV centre. The doctor and nurse draw blood from patients on site, which is 

then sent by courier service to a laboratory in Johannesburg to be tested for CD4, viral load 

and full blood count (where necessary, liver function tests are also performed). The sites are 

informed of the results by e-mail. Adult patients with CD4 counts below 200 are put on 

treatment. Drugs are ordered electronically by the site doctor from a pharmaceutical company 

in Johannesburg. These are pre-packaged individually for each patient and delivered to the 

site, where they are given to the patients. Each patient has to undergo adherence training and 

treatment of opportunistic infections before commencing with treatment (Viljoen, 2004). 

 

Criteria for taking part in the SACBC’s ARV programme correspond with the patient 

selection criteria for ARV of the National Department of Health (South Africa, 2004): 

��Adult patients must have fewer than 200 CD4 cells per 100 ml of blood (the point at 

which HIV develops into AIDS) 

��Patients must live in an area where home carers are working and must agree to be 

supervised by one of these home carers 

��They must have informed the people they live with of their HIV status 

��They may not have taken AIDS inhibitors before and must be prepared to take them for 

the rest of their lives 

��They must keep a lifestyle suited to treatment with AIDS inhibitors (no alcohol addiction, 

safe sex, eating as healthily as possible) 

��They must have followed a drug literacy course and must have a basic understanding of 

HIV/AIDS and AIDS inhibitors. 

 

The first screening visit takes place 2 to 4 weeks before starting antiretroviral therapy.  The 

aim of this visit is to confirm the selection criteria, both clinical and laboratory; to treat any 

opportunistic infection; to complete patient information records; to meet with the 

multidisciplinary team for information sessions; to discuss treatment with the patient; to 

provide a 28-day supply of antibiotics, and to arrange a date of return.  
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The home based care worker/treatment counsellor visits the patient at home to assess home 

circumstances, correctness of contact details and support structures, including disclosure and 

drug storage facilities. The second visit includes clinical assessment, an information and 

education session, pill count and adherence counselling to patient and patient advocate if 

available. 

 

The ARV commencement visit includes (for first-line and second-line treatment in adults) re-

assessment of patient’s readiness, pill count, reinforcing of drug-dosing details and detailed 

discussion of drugs and adherence issues with the patient and his/her advocate. 

 

Thereafter, patients visit the antiretroviral clinic monthly to collect medication and for the 

professional nurse to monitor drug tolerance, adverse events and adherence. Patients should 

be seen by the doctor at 4, 8 and 12 weeks and every 3 months thereafter, if well. If not well, 

patients should see the doctor more frequently. Safety blood tests are taken as per schedule. 

CD4 counts and viral loads are done six-monthly while patients are on the regimen. 

 

 

3. PROBLEM STATEMENT 

 

 

 

Antiretroviral programme implementation poses almost insurmountable challenges to 

programme managers, health care staff and human and financial resources. ARV centres face 

huge patient backlogs and growing demands for antiretroviral treatment. With growing 

numbers of HIV-infected people and people reaching WHO stages 3 and 4 of the disease 

before seeking ART, programme sustainability poses very serious challenges to both 

implementing agencies and patients receiving or awaiting ART.  

 

On an organisational and service delivery level, programme implementation poses serious 

challenges to implementing agencies, especially non-governmental service facilities – their 

resources, systems and focus. ARV programme implementation requires very intensive and 

holistic care and systemic linkages to other parts of the health care system. Can service 

providers secure the necessary resources, systems and focus to sustain quality prevention, 

treatment and care programmes (also in view of government’s limited facilities for ART 

programmes)? Scaling up antiretroviral treatment requires assured long-term political support 

and funding. Any lapse in support could result in collapsed antiretroviral programmes, with 
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resultant interruptions in treatment, giving HIV the opportunity to become drug resistant and 

render entire treatment programmes useless if drug-resistant strains of the virus start 

spreading (UNAIDS, 2004:16).    

 

Health staffing is also crucial to the prospects of extending antiretroviral access. According to 

the UNAIDS 2004 Report on the Global AIDS epidemic, many nurses and doctors seek better 

salaries, working conditions and opportunities in higher-income countries – 70% of doctors 

trained in South Africa currently live abroad. Can service providers secure the necessary 

multidisciplinary treatment teams to provide integrated treatment and patient care? 

 

On an individual patient level, adherence to treatment, the effect thereof on the individual and 

the occurrence of opportunistic infections show great variation from one person to the next. 

How do gender, age and family/community support affect an individual's response to 

treatment and the way in which individuals are stigmatised and ostracised, or integrated into 

their families and communities?  

 

Faith-based organisations play a crucial role in the fight against HIV/AIDS. The involvement 

of faith-based organisations is multifaceted and includes organisational, spiritual, emotional, 

psychological and value-related issues. Faith leadership plays an important role in motivating 

people to become involved in HIV/AIDS-related work. Also, faith can be a source of comfort 

both for those infected and affected by HIV and AIDS. Faith underpins and propels the 

response of the Church as an institution to the HIV/AIDS epidemic. The morality of care and 

compassion obliges individuals and organisations to become involved in the prevention of the 

spread of HIV and to care for the sick or those whose lives are affected by the sickness or 

death of family members. On the other hand, faith and religion can also prevent HIV-infected 

people from accessing treatment, or encourage people to rely on witchcraft or traditional 

medicine which may interfere with antiretroviral drugs. 

 

Walker (2004:10) argues that social scientists have been slow to respond to the HIV/AIDS 

epidemic and that much work remains to be done on the social dynamics of HIV/AIDS. 

Research into the social and organisational dynamics of ART programmes in the initial phase 

of implementation is crucial to identify both positive and negative consequences of current 

processes and systems, with a view to sustaining and improving service delivery, and 

ultimately to save the lives of women and men, adults and children, in rural and in urban 

areas. 
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Despite a burgeoning amount of research in the area of HIV and AIDS over the past number 

of years, many questions remain unanswered. In addition, the bulk of the research up to date 

has been undertaken in a context where ART has not been publicly available. The context of 

HIV and AIDS prevention, treatment and care in South Africa has changed drastically since 

the implementation of government’s antiretroviral treatment programmes in the beginning of 

2004, opening up a host of unanswered questions regarding the impact of ARV on service 

providers and on the recipients of ARV treatment: Does stigma disappear when people have 

the prospect of accessing treatment? Would women who have not been able to negotiate safe 

sex before be able to do this while they are on ARV treatment to prevent re-infection? Would 

families, where disclosure of HIV positive status meant rejection and ostracisation, now 

embrace family members on ARV treatment and support their adherence to ARV medication? 

Would children who have suffered bereavement and traumatisation while family members 

were sick and died of AIDS in their presence be able to pick up the pieces of their lives and 

continue to lead “normal” lives? 

Would children who have been stunted due to AIDS and AIDS-related family resource 

depletion be able to catch up on their development milestones and become re-integrated into 

the family and community? 

 

The study explores some of these questions, in an attempt to document “lessons learned” in 

the initial phases of ARV programme implementation at selected SACBC-funded sites. 

 

 

4. FOCUS, AIMS AND SCOPE OF THE STUDY 

 

 

The study explores the formal and informal institutions relevant to the implementation of 

ARV programmes. Selected themes and cross-cutting issues were studied on three levels, 

namely an individual, institutional and community level. The study focused on the following 

themes relevant to ART programmes: social coherence and stigma tendencies; organisational 

dynamics; capacity; resources and service delivery; and individual responses to ARVs. Three 

cross-cutting issues were included in the study as these relate to social institutions impacting 

on HIV/AIDS prevention, treatment and care: gender, generation and social support 

structures. The table below summarises the focus and scope of the study: 
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Levels Themes Cross-cutting issues 

Community Social coherence and stigma tendencies  Support structures 

Institutional Organisational dynamics, capacity, resources, 

service delivery in relation to ARV 

programming  (incl. HIV prevention, positive 

living, orphaned and vulnerable children and 

voluntary counseling and testing) 

Stigma 

Individual Individual responses to ARV programme  

implementation and patient treatment 

Gender and generation 

 

The aims of this exploratory study are threefold: 

  

1. Documenting experiences, expectations and perceptions regarding ARV treatment of 

health care workers at the various facilities involved in ARV implementation, and of 

patients (women, men, children) who receive ARV treatment. 

 

2. Comparing programme implementation at the various kinds of implementing 

organisations, namely 

(a) home-based care facilities; 

(b) facilities for children; 

(c) hospital facilities, and  

(d) hospice facilities.  

 

3. Developing a set of "lessons learned" from the initial stages of ARV implementation at 

the seven pilot sites to inform programme scale-up and programme implementation in 

other sites, with a specific focus on the following: 

(a) Increasing social coherence in the community and decreasing stigma 

(b) Supporting women as well as men – according to their different roles, needs and 

resources – in testing, treatment and care 

(c) Increasing the effectiveness and efficiency of  ARV implementation, but not at 

the cost of their other services and programmes 

(d) Improving sustainability of ARV implementation and coordination with other 

HIV and AIDS programmes (e.g. prevention) 

(e) Identifying possibilities of and opportunities for institutionalising emotional and 

spiritual support for caregivers, patients and their families and relatives. 
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The following questions were formulated to guide the research: 

 

1. What is the role of ART in individuals' experiences, perceptions and expectations of 

social coherence and stigma? 

 

2. What is the effect of ART on women in general and more specifically with regard to their 

gendered positions and relations in households and public life? What is the effect of 

ART on men? 

 

3. What is the effect of introducing ARVs on the role, resources, capacity and service 

delivery of the implementing organisation? 

 

4. What measures do implementing organisations take to enhance sustainability and 

interconnectivity of their ART programmes to other health care programmes (including 

HIV/AIDS programmes)? 

 

5. What is the role of spirituality and faith in the various aspects of service delivery in 

ARV implementation? 

 

6. How do children experience their HIV+ status and respond to treatment? 

 

7. What are the specific strategies and issues/constraints pertaining to the various 

implementing programmes at hospitals, hospices, home-based care centres and centres 

dealing mainly with children? 

 

 
5. RESEARCH DESIGN 

 

 

In general, the qualitative paradigm stems from an anti-positivistic, interpretive approach. It is 

ideographic and holistic in nature, and aims mainly to understand social life and the meaning 

that people attach to their everyday experiences. It is for this reason that the qualitative 

research paradigm was selected for the study. Qualitative research produces descriptive data 

in the participants' own words. It thus involves identifying the participants' beliefs and values 

that underlie the phenomenon. True to the nature of qualitative research, the researchers 

attempted to gain a first-hand, holistic understanding by means of a flexible strategy of 

problem formulation and data collection (Marshall and Rossman, 1999:46). 
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Selection of sites 

Data for the main research project was collected at the following ART centres funded through 

the SACBC AIDS Office: 

Home-based care centres:  Sizanani (Bronkhorstspruit), Tapologo (Rustenburg) and 

Sinosizo (Stanger, KZN) 

Children's centres:   Nazareth House (Yeoville), St Francis (Boksburg) 

Hospital:    St Mary's Hospital (Marianhill, KZN) 

Hospices:  Holy Cross (Pretoria), St Francis (Boksburg), Nazareth 

House (Yeoville) 

 

Seven interviews were conducted in each of the seven sites (N = 49 interviews in total). 

Respondents for interviews were identified from the following categories of members of the 

ART team in each site:  

 

��ARV project management and administration 

��Medical practitioners  

�� Professional nurses  

��Trainers 

��Volunteer caregivers  

��Adult male patients receiving ARV 

��Adult female patients receiving ARV 

 

Data collection techniques 

 

(a) Observation 

The role of the researchers in the observation process entailed being objective observers to 

form a comprehensive and holistic view of the implementation of each of the programmes in 

each of the seven research sites. Field notes were kept and analysed in terms of the objectives 

of the research.  

 

(b) In-depth interviews  

Two types of interviews were conducted: 

1. Interviews were conducted as informal conversational interviews with patients. This 

type of interview resembled a chat, during which participants sometimes forgot that 

they were being interviewed. Most questions asked flowed from the immediate 

context.  
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2. Standardised open-ended interviews were conducted with professional and project 

staff at the various ART facilities included in the study. A set of open-ended 

questions were set and arranged for the purpose of minimising variation in the 

questions posed to the participants. Main questions were supplemented by probes and 

follow-up questions to acquire sufficient detail and to pursue the implications of 

answers to the main questions. 

 

Interviews were audio-recorded for the purpose of transcription, translation and analysis. 

 

Data analysis 

 

Triangulation was used by seeking out secondary information resources such as annual 

reports and workshop proceedings that could provide insights about the social dynamics of 

ART implementation. Natural meaning units were identified to explore categories and 

patterns in the data, which would ultimately assist in the interpretation of the data and the 

formulation of "lessons learned". 

 

 

6. DESCRIPTION OF ART PROGRAMME SITES 
 
 
 

Each of the seven ART programme sites is described in the next section. 

 

Holy Cross Home 

 
Holy Cross Home is situated to the west of Pretoria. Originally a hospital and maternity home 

serving Pretoria’s former black township of Lady Selborne, Holy Cross became a frail centre 

after the implementation of the previous government’s policy of forced removal of the black 

residents of the area. Five years ago, it also opened a hospice with ten beds. The home trains 

health carers and has an outreach and home-based care service in the nearby informal 

settlement of Plastic View – a reference to its residents living under sheets of plastic. Holy 

Cross Home has a reputation for its excellent quality care. In 2001, it was named in a survey 

by the Pretoria News as the institution providing best quality health care in the Pretoria area 

(Viljoen, 2004).  In March, Holy Cross started putting its patients on ARV treatment. The 

ARV team comprises 1 part-time doctor, 2 registered nurses, 5 auxiliary nurses, 2 lay 

counsellors and 1 voluntary care worker. Initially, 25 patients were selected for treatment. 
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Treating opportunistic infections to get patients well enough to commence in some instances 

required referral of patients to other treatment centres. 

 

Strategic issues and constraints: 

• Securing accurate and timely diagnosis and treatment – and continuation of ART – from 

hospitals to which patients have been referred in cases of opportunistic infections  

• Continuity of treatment in the case of referral to outside hospitals and adherence after 

discharge cannot be assumed; sustaining a system of care with all role players, including 

home-based care and referral hospitals is essential.  

• The need to secure funding, build linkages with other groups and service providers, and 

build own capacity and support mechanisms to sustain integrated, holistic care of the 

patient as an individual. This goes beyond medical care, spiritual and emotional support, 

to tailor-make support based on an understanding of the context into which the patient 

will be discharged. Many patients are discharged to informal settlement areas where basic 

infrastructure is lacking. In many instances this requires support to access disability 

grants and education and spiritual guidance to change lifestyle. 

• Patients who are flourishing after discharge could be powerful role models in the 

community to promote timely VCT and HIV prevention 

 

 
Nazareth House 

 

Nazareth House is situated in Yeoville, serving the inner city of Johannesburg. Over the years 

the social needs of the community changed, so the Sisters of Nazareth House changed their 

focus to meet those needs. This area is renowned for its crime, substance abuse and 

prostitution, as well as its highly transient population (including a very high percentage of 

refugees and economic migrants from all over Africa). Nazareth House is home to mentally 

disabled people, frail old people and destitute, terminally ill people. It is also home to HIV 

positive abandoned and orphaned babies and children (Viljoen, 2004). The Sisters and lay 

staff care for 35 HIV/AIDS orphans, 9 adult terminally ill AIDS patients, 78 frail aged and 18 

mentally challenged women. Most of the residents of Nazareth House can no longer 

adequately care for themselves or be maintained by family or community. 

 

Nazareth House was one of the first sites where SACBC started its ARV roll-out. Initially, the 

orphans residing in the centre were tested. Out of a total of 35, 12 had CD4 counts below 200. 

They were immediately put on treatment. About two months later, treatment was started for 
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adults and outpatients. In addition to the 12 children, there are currently 38 outpatients 

receiving treatment. The outpatient clinic operates every Friday afternoon for adult patients.  

 

The multidisciplinary team of staff consists of two part-time doctors (a general practitioner 

and a paediatrician), four professional nurses, three religious sisters, fifteen health care 

workers and the home-based care team. A social worker is on site 24 hours a day, as well as a 

resident chaplain. The adult patients have formed their own support group and meet on a 

weekly basis to discuss their issues and concerns.  

 

One of the sisters works within the inner city settlement areas on an outreach programme, 

addressing the spiritual, emotional and social needs of infected and affected people in the 

community. She supports and provides specialised home-based care when required. The 

programme also gives food, clothing and support especially to grandparents and single parent 

families who care for orphaned children. 

 

Nazareth House works in partnership with government, business and the community. For 

example, the home-based volunteers are supervised, trained and supported by government 

health workers. Three schools assist the children with their homework. Local businesses 

donate food, including baby food and immune booster supplements. The HIV Clinicians 

Society provides a 24-hour telephone support service.  

 

Nazareth House also works in close collaboration with the Johannesburg General Hospital 

(JGH) and the United Nations High Commission for Refugees (UNHCR). The arrangement 

was made for Nazareth House to accept Johannesburg General Hospital patients (South 

African citizens) on its waiting list for ARV treatment on to its programme until they get 

appointments at the Hospital, after which they would become government patients. In 

addition, Nazareth House accepts the non-South African citizens who applied for treatment at 

Johannesburg General Hospital (but who are not eligible for government-funded treatment) 

on to its ART programme with UNHCR financial support. UNHCR uses the services of 

French and Portuguese-speaking counsellors to facilitate the partnership.  

 

Also, in order to strengthen linkages and build linkage systems, health care workers attend 

lectures at Baragwanath Hospital once a month regarding HIV issues in children’s homes and 

issues relating to coping with grief and loss.  

 



        18

Strategic issues and constraints: 

• Responding to the various problems and needs of children affected by the AIDS epidemic 

is an immense task. As more children begin to thrive after commencing ARV treatment, 

the need to find suitable foster homes and to re-unify HIV-infected children with their 

families is increasing. The kind of care required is also changing, as the needs of children 

who are on treatment and whose health has improved drastically, are very different from 

those of sick children.  

• The notion of confidentiality of a child’s HIV status in all circumstances may in some 

instances, especially in the case of school going children, compromise the health and 

well-being of the child, friends and teachers. The child’s willingness to disclose and skills 

to deal with the social responses to disclosure may vary from one child to another, and 

may change as the child grows older. On the other hand, many children receive ARVs 

without their knowing or understanding why they are sick and why they have to take the 

medication. This raises concerns regarding the availability of counseling services 

specifically developed for children to deal with these and related issues. 

• Medication alone is not sufficient to effectively impact on the AIDS pandemic The 

impact of HIV/AIDS on health, living standards, morale and general well-being of people 

requires a more comprehensive response. Empowering people to take responsibility for 

their own lives is an essential aspect of this approach. Also, working in partnership with 

government enterprises is vital to the success of the programme.  

• Maintaining the spirit of adherence to the ART programme in the future, with a focus on 

prevention strategy, education, development, collaboration, openness and dialogue.  

 

 Sinosizo 

 

Sinosizo was established in 1995 as a programme of the Archdiocese of Durban. It provides 

home-based care, an orphan and vulnerable children (OVC) programme, training and ART 

services. Its standard of training has made it one of the foremost training organisations in 

South Africa, providing training on all aspects of HIV and AIDS. It also has a large network 

of caregivers, providing care to the terminally ill in all parts of Durban. In 2003, 17 226 home 

visits were made to people living with AIDS. It has eight home-based care staff, 11 OVC 

staff, eight training staff, 3 ART staff and 154 volunteers. 

 

Sinosizo prepared to participate in the SACBC’s ART programme in February 2004. It 

identified the rural area of Groutville in Northern KwaZulu-Natal (outside Stanger, known as 

the burial place of King Shaka, and the home of Chief Albert Luthuli – South Africa’s first 
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Nobel Peace Prize winner) as the site where it was to provide ART to its patients (Viljoen, 

2004). 

 

Sinosizo is rather unique as an ART site, in that it is not linked to a clinic, hospice or hospital. 

It refers patients to Stanger Hospital for treatment of opportunistic infections, as well as 

paediatric cases and pregnant women. The Groutville centre is next to an independent VCT 

centre. The Groutville clinic as well as community members act as sources of referral to 

Sinosizo. It employs the services of a part-time clinic doctor, project manager, professional 

nurse, social worker, therapeutic counsellor and clinic counsellor. 

 
It works in close collaboration with the Department of Social Development, which sends an 

official on a weekly basis to assist with social grant applications. The ART programme 

connects to its other programmes in important ways, for example records of children who are 

referred to the paediatric section of Stanger Hospital, are kept and followed up by their OVC 

programme officers. 

 
Strategic issues and constraints: 

• Improving linkages, networks and communication with other ARV centres and health 

facilities via data sharing to ensure patient follow-up and adherence. This would entail 

more effective record keeping, preferably computerised, not only to relieve the 

administrative burden of programme officers, but also to provide a better service to 

patients. 

• Implementing a programme in a rural area poses particular problems with regard 

to setting up of infrastructure to support the services rendered. In particular, in 

view of the remote areas serviced by the programme, transport needs of staff to 

conduct home visits and for patients to pay regular visits to the ART centre, have 

definite financial implications. 

 

St Francis Care Centre 

 

St Francis is not only one of the oldest Catholic hospices in the country, but also the largest. 

Situated in Boksburg, a mining area 30 km east of Johannesburg, it serves an urban area with 

migrant mine and industrial workers. The hospice was started more than ten years ago by Fr 

Stan Brennan, a Franciscan priest. It has a residential facility for AIDS orphans, where more 

than 30 reside. It also provides home-based care in two areas – Vosloorus (the former “black” 

township of Boksburg) and Reiger Park (the former “coloured” township of Boksburg) 
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(Viljoen, 2004). Initially, St Francis started providing ART to its resident orphans, 

functioning as a satellite of Nazareth House. Currently 12 children receive ART. With 

funding from other sources, an ARV clinic was recently opened up. Already before 

completion, St Francis was receiving enquiries from potential patients in the Boksburg-

Vosloorus-Reiger Park area. With the new wing that opened last year, it currently provides 

palliative care to more than 30 patients.  

Staffing includes a paediatrician, a part-time doctor, a professional nurse, counsellors and a 

social worker. At the time of the research interviews, preparations were underway to start 

treating adult patients. Patients had been selected for treatment and had been receiving 

counselling and treatment for opportunistic infections.  

 

Strategic issues and constraints: 

• Well-trained and motivated counsellors form an essential part of the ARV programme. 

One of their important tasks is to support patients to disclose their status and to find a 

person to assist them in adhering to their treatment.  

• Children are particularly vulnerable and staff are often confronted by the harsh impact of 

stimatisation of children living with HIV and AIDS, and discrimination against sick 

children in families and communities. Communicating the message of treatment and 

improved health remains a vital part of the ART programme to counter stigmatisation and 

discrimination against especially children with HIV/AIDS. 

 

St Joseph Care Centre, Sizanani 

 

St Joseph Care Centre, Sizanani, is situated at Bronkhorstspruit in the Metsweding District, 

about 45km east of Pretoria, bordering Mpumalanga. Sizanani Village started in 1989, with 

focused AIDS programmes since 1999. It is a large centre, containing a home for mentally 

handicapped children, a conference centre, a crafts workshop, training centres and a palliative 

care hospice. The hospice was started by Elizabeth Schilling, a former nun and professional 

nurse, in response to the plight of dying people who were dropped at Sizanani’s doorstep by 

relatives from the surrounding rural villages who were unable to care for them.  

 

St Joseph is the basis for an extensive home-based care programme. It provides voluntary 

testing and counselling, as well as palliative care and runs a number of support groups for 

people in the surrounding communities. The centre operates a number of day care centres for 

AIDS orphans, providing them with food, clothing and medical care. The Department of 

Health recognised the excellence of St Joseph as one of the country’s top five models of best 

practice for home-based care and palliative care. 
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In addition, Sizanani provides support to community-based organisations. It houses a 

voluntary counselling and testing centre, as well as an antiretroviral treatment programme.  St 

Joseph has been earmarked to have 200 patients on ARV treatment by the end of February 

2005. Starting with 80 clients presenting themselves for voluntary counselling and testing, 

there are already 92 patients on treatment. With funding from other donors, it has erected a 

new treatment wing with consulting rooms and training facilities, as well as a storage space 

for medicines. Sizanani has so impressed Department of Health officials with the quality of its 

service that it was selected by JSI (the organisation developing the computerised patient 

tracking system for the government) as one of the sites where the proposed patient tracking 

system would be field tested (Viljoen, 2004). 

 

Strategic issues and constraints: 

• As the programme begins to mature and as patient numbers and the demand for its 

services increase, so does the need for self-sufficiency, which include more sophisticated 

equipment, appointment of extra staff and a more efficient electronic record-keeping 

system. 

• As the numbers of patients who are thriving because of the ART increase, they begin to 

form a valuable “pool of resources” for the ART centre, as they often avail themselves as 

volunteers to support the programme in various ways. 

 

 

St Mary’s Hospital    

 

St Mary’s Hospital is situated at Marianhill, on the western outskirts of Durban. It is one of only two 

remaining mission hospitals in South Africa and serves the “Outer West” health district of 

metropolitan Durban – an area with a population of close to 750 000, consisting mostly of 

very poor, mostly unemployed people living in informal settlements. This is one of the areas 

with the highest HIV infection rates in the country. The hospital has been on the forefront of 

providing care to people with AIDS. It has been offering ART for a number of years at its 

iThemba clinic (in association with Harvard University). In addition, it recently offered a 

Prevention-of-Mother-to-Child Treatment (PMTCT) programme at its St Anne’s Clinic. Both 

of these programmes functioned vertically, and were housed in separate buildings outside of 

the hospital.  

 

Despite the extraordinary success of the programmes, the hospital currently faces problems in 

sustaining these services. With the termination of the previous funding, iThemba patients 
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have been transferred to the current SACBC ART programme since the middle of 2004. The 

hospital now faces challenges relating to the integration of the iThemba and St Anne’s 

programmes into its mainstream services.  

 

At the end of August 2004 the hospital had 178 patients on ARVs. The intention is to reach a 

target of 750 by the end of February 2005. This means that an additional 100 patients must be 

enrolled every month. At present, the hospital is on target with regard to enrolment of new 

patients (Viljoen, 2004). 

 

Staff comprises 2 full-time doctors, 1 professional nurse, 1 staff nurse, 1 HIV counsellor, 1 

community outreach director, 11 therapeutic counsellors, and 1 clerk in training. The multi-

disciplinary team has a daily 1-hour pre-clinic conference to discuss their patients and to 

discuss various HIV-related topics. One day per week is set aside for team-building, staff 

education, patient case review, sharing of clinical cases, invitation to guest speakers and 

sharing of patient support, methods and tools. 

 

The therapeutic counsellors (TCs) provide an important link between the patient, the clinic 

and the community. They undertake home visits, provide counselling and support and are able 

to identify side effects and barriers to adherence before non-adherence begins. A patient 

support group meets on a weekly basis. HIV+ basic health and treatment literacy workshops 

and talks are given during selected support group meetings. Also, a range of community-

based activities is co-ordinated and supported by the therapeutic counsellors. 

 

Strategic issues and constraints: 

• Integrating the ARV programme with existing hospital infrastructure and systems has 

both advantages (such as sharing of limited human resources and equipment) and 

disadvantages (such as dealing with stigma). Mainstreaming of ART programmes at 

public health facilities may alleviate many of the current concerns. 

• Recruiting and training of programme staff to deal with increasing numbers of patients, 

strengthening community support groups, maintaining a database for patient tracking and 

reporting that will meet various criteria, takes up a considerable amount of time and 

resources of the small team of programme staff, in addition to dealing with increasing 

patient loads. 
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Tapologo, Rustenburg 

 

Rustenburg, the world’s largest source of platinum, is currently the fastest growing town in 

South Africa due to the sustained high prices of platinum. Home to migrant labourers from 

various African countries, the mineworkers live in single-sex hostels close to the mineshafts. 

Following in their wake, women have set up informal settlements close to the gates of the 

hostels, providing various income-earning services and networks to the mineworkers. Over 

time, retrenched workers have erected shacks in these settlements as well, hoping to find 

employment again on the mines. In this way, shack settlements have grown around the gates 

of the hostels, accommodating poor, desperate and uprooted people. All of these settlements 

are on Bafokeng tribal land. With the Bafokeng not wanting them there, local authorities are 

unable to provide services to the area or to secure tenure (Viljoen, 2004). There is a high 

incidence of HIV infection in the area, due to the extreme poverty of its inhabitants, a lack of 

extended families and a lack of personal and community resources. 

 

The Tapologo programme of the Diocese of Rustenburg serves the mining community 

stretching north-west to north-east of the town through the Freedom Park clinic. Housed in 

converted shipping containers, the clinic provides curative services, home-based care, adult 

education and child day care facilities. Due to overwhelming demand, services have spread to 

all the surrounding squatter settlements. Currently Tapologo has a network of home-based 

caregivers running a programme that is financially supported by the platinum mines and that 

provides services to all these communities. Tapologo is currently constructing an 

administrative centre and a hospice on the grounds of St Joseph’s Mission in Rustenburg 

(Viljoen, 2004). 

 

Tapologo started ARV roll-out in March 2004 as part of the SACBC-funded ART 

programme. As at the end of August, Tapologo had 48 patients on treatment, with a view of 

scaling up to 300 patients by the end of February 2005. The ART programme is strategically 

based in the community and linked to the other Tapologo programmes, including the Freedom 

Park clinic, the in-patient unit, the OVC programme, the psycho-social support programme 

and the outreach programme. For example, services offered through the Tapologo outreach 

programme include counselling and emotional support, HIV/AIDS education and awareness, 

positive living, support groups and ART adherence. The outreach programme staff comprises 

an outreach manager, 8 professional nurses and 96 community caregivers who provide care to 

approximately 2 700 patients. During 2003, the caregivers recorded 28 000 home visits, and 

enrolled 836 new patients. 
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Strategic issues and constraints: 

• The main focus of the ART programme is the provision of anitretroviral treatment. To be 

able to do this effectively, it required project staff to undertake multiple “extra” tasks and 

roles, such as: dealing with stigma, illiteracy, and uninformed and/or misinformed 

communities and patients; addressing issues of poverty and malnutrition of patients, 

traditional values and beliefs, traditional medicine and healers; coordination with 

government programmes and actively promoting good relations and linkages; effective 

reporting and project evaluation. 

• As the ART programme matures and expands, increasing resources for increased patient 

care are needed. Also, staff needs refresher training on medical protocols and procedures. 

 

 

 
7. NARRATED EXPERIENCES OF ANTIRETROVIRAL TREATMENT 
 
 
 

Information collected from staff and patients at the ART centres is presented below in the 

following categories: 

• Information collected from programme staff regarding ART programme implementation 

(based on interviews with programme staff) 

• Issues arising from information about programme implementation collected from 

programme staff 

• Information collected from patients receiving ARVs 

 

The information was also analysed in terms of cross-cutting issues (social institutions), 

namely gender, generation and social support, with a focus on the capabilities or strengths, as 

well as the vulnerabilities of the respondents. 

 

Following the qualitative framework, the presentation of the information in the next section 

includes statements and views taken from the research interviews. The exact words of the 

respondents are included in the text in italics.  

 

Adhering to the principles of quality and holistic health care 

Commitment to personalised quality and holistic care offered at each of the sites is the key 

feature of the ART programmes and by far the most outstanding and most commented upon 

aspect of the ART centres in the study. This commitment is reflected in the one-on-one 

interaction of programme staff with patients, as well as in the way in which the programmes 



        25

are managed to meet the set targets. One of the part-time doctors made the following 

observation: “There are not many places that would take a dying person in and nurse him/her 

back to health… they give you hope” and “we are aiming for 100% adherence of patients to 

the treatment regimens”. Care forms an integral part of the treatment: “People with a CD4 

count lower than 50 have a 20% chance of survival – and our patients are doing so well. It’s 

the TLC, the care!” 

 

Holistic care involves quality clinical care, based on a treatment contract with the patient. 

Developing a treatment partnership with the patient has been a useful way of structuring and 

managing the relationship between treatment team and patient. The treatment partnership 

comprises a written agreement between the patient and the clinical team, which is time bound. 

The patient is made aware of the commitment of the team to provide AIDS treatment plus 

care for a minimum period of time – and what the patient needs to commit to in terms of 

adherence and contact with the treatment team. The underlying principle is succinctly 

described as follows: “Treatment should be defined in the context of care and support. 

Treatment with medicines does not work in isolation.” The notion of a “contract” extends 

beyond the treatment period, to a “commitment to life”:  “ARVs cannot be isolated from a 

programme. You can’t just give them out like this. It’s a life contract.” 

 

Honouring this contract involves many aspects. The clinical team uses registers, time sheets, 

treatment plans and treatment cards to document, monitor and remind patients of their 

commitment to treatment, and to link the patient to community-based resources, support staff 

and support programmes. The commitment of the programme staff to this contract with their 

patients extends beyond clinical care of an individual patient, to reach families and 

communities as well: “They (social workers) must be in the community. You cannot afford to 

miss one patient…try to reach the couples… Go there. Don’t stop here. Always be there, 

know what is happening.” 

 

Not only the treatment regimen, but also the care is individualised: “For four weeks they 

carried her in here. For two weeks I did not put her on medication, I was afraid it might kill 

her. And now, when she comes in, she dances!” 

 

Faith plays an important role in the lives of many of the programme staff. Personal belief 

systems drive and sustain individuals and teams, without dominating the treatment and care 

programme: “They say: Feed him. Clothe him. Heal him. And when he asks why? Then you 

say: Jesus. That’s the difference.” 
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Supporting patient self-management  

Programme staff members recognise the fact that the patient must understand and learn to 

manage her or his own condition due to HIV/AIDS. Although the clinical team and others at 

home and in the community can help (and will be there to provide support), patients needs to 

learn to cope with the infection, to disclose to those they trust in order to get further help, to 

learn to practise prevention and positive living, and to understand and use prophylaxis and 

ART and other treatments. The results are overwhelming: “Bedridden, sore, they don’t want 

to die, and three months later they walk in here!” 

 

This implies, to a large extent, behaviour change through counselling, education and ongoing 

support, which gives patients the skills and motivation to self-manage AIDS, and to sustain 

their adherence to the treatment programme: “It is quite difficult to make sense to a patient. 

What you see is that patients often cannot come to the institution (for check-ups and 

medicine), or they take the medication wrongly, or if they feel better they stop the medication, 

because there are a lot of myths around ARVs. It is very difficult to change human behaviour, 

like to use a condom, abstain… it’s far-fetched. Your brain closes up and it tells you it is not 

for you, it’s for someone else. Fear is not enough to change behaviour”.  

 

The responsibility remains with the patient. The programme team assists and empowers, if 

necessary, to promote self-management: ”When you come to the house, you find people are 

sleeping. They are not sleeping because they are sick, but because they are hungry. There is 

no food. We ask what have you done yourself to overcome your poverty? What have you 

tried? Try to plant seeds. Try to restore your relationship with the extended family.” 

 

Successful self-management can only be possible when a person has been able to take charge 

of every aspect of his/her life and livelihood. The ART team plays a key role in assisting 

patients to regain control over the various aspects of their lives as they nurse them back to 

health. In addition to the clinical care, patients are also assisted and counselled regarding, for 

instance, social and financial matters. This requires the inputs from a multi-disciplinary team 

of professionals and volunteers. 

 

Working as a team 

The multi-disciplinary teams at the different ART centres are all differently composed, 

depending on the facilities, resources and focus of the various centres (for example hospice or 

hospital; adults or children). Teamwork takes place on different levels and in different 

contexts:   
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• Collaboration within the team to provide quality holistic care: “Within our own team: if 

the patient has a complaint, the therapeutic counsellor phones the doctor, the doctor 

advises and the problem is solved, or the patient goes to see the doctor in person”. The 

sense of trust and collaboration between professionals and volunteers is very important in 

this regard: “Before the doctor comes, we weigh them, check blood pressure. We don’t 

have a time to knock off, we have a time to come in… We enjoy it. Voluntary work is a 

very nice job. We are not qualified... We are helping each other with love and care. We 

are not expecting anything in return.“ 

 

• Collaboration with other programmes offered by the ART centre in addition to ART, for 

example HIV prevention, peer programmes and children’s programmes: “We are one. 

Those who are referred, we keep their files. We monitor them; we work together. Once 

you open a file for home-based care, you open a card for the children so that you don’t 

lose them.” 

 

Collaboration with other service providers and stakeholders outside of the ART team forms 

an essential part of the holistic care given to ARV patients. 

  
 
Linking up with external programmes and stakeholders  
 
The ART centres do not operate in a vacuum. In fact, in the current ARV provision 

programmes they form a vital link with government, business and local communities. 

Similarly, they are also dependent on these external service providers. Setting up and 

sustaining linkages takes deliberate effort and commitment. These collaborative agreements 

cannot be assumed and taken for granted; they need to be negotiated and nurtured. Someone 

in the team needs to champion these collaborative agreements: “We had met with local people 

and clinics  - a shared kind of care…with stakeholders. People came to know us. The 

Department of Health’s programme was also picking up steam. We are working hand in 

hand, not against them.” 

 

Partnerships with stakeholders and networking with other programmes as service providers 

form essential interconnections with their own system of care and service (“Good referral 

networks and procedures are required to sustain safe and effective treatment”): 

• With business, for the provision of food parcels, and effective management of ARV 

programmes for employees: “Trying to get funding for food parcels takes ages.” 
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• With the Department of Social Development for social grants: “The way the 

Department of Social Development helps us…they will be here…and process the 

grants. Within three weeks they will have it, because it is urgent.” 

• With local communities and non-governmental organisations: “…for home-based 

care workers and to monitor adherence, to be able to extend services to more 

communities.”  

• With other programmes, especially peer education, positive living, HIV prevention 

and OVC programmes: “We work with peer educators, and with other programmes, 

but we don’t do peer counselling, because it is not our core business. Treatment and 

prevention are interlinked.” 

• Partnerships with other training providers: “Lifeline for training of caregivers; the 

Church provides counselling…” 

• Collaboration with local government: “… to be able to cover a greater area without 

duplication or overlap of services.” 

 
 
Mainstreaming ART in public health facilities 

The lack of mainstreaming of antiretroviral treatment programmes in the public health sector 

poses several challenges to the ART centres. Referral for the treatment of opportunistic 

infections is inevitable, in view of the current limited scope and resources of the ART 

programme sites: “We refer patients to bigger hospitals because we do not have specialist 

facilities to treat some of these opportunistic infections.” Within this context, referral of 

patients for treatment of opportunistic infections has been reported to be particularly 

challenging: “The fact that not every other hospital offers ARVs just says that people 

(receiving ARVs) will be sidelined.” In severe cases, patients have simply been turned away: 

“Non-acceptance of AIDS patients in hospitals due to ignorance, fear”. One doctor 

remarked: “I have to battle to get them accepted at referral centres. Firstly because they tell 

you there are no beds, the beds are full. It is not a secret that most hospitals are overwhelmed 

by patients with HIV-linked diseases and you are looking at over 80% of beds… I have 

experienced resistance because of the stage of late presentation… maybe it’s the 

prognosis…would rather give a non-HIV patient the resources…”. 

 

In some instances, patients take the initiative to knock on the doors of these ART centres after 

being tested of treated at other facilities, for various reasons:  “ARV programmes presented 

elsewhere are often poorly managed and they come to our programme when they have 

problems”. Also, patients seek a “second opinion” after testing positively elsewhere, or after 

receiving contradictory test results: “Tested positive then negative… then came to us.”  
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Dealing with stigma, myths and misconceptions 

The provision of ART in a holistic and caring way involves a focus on the social phenomena 

associated with the infection, in addition to the clinical care. HIV/AIDS has shown itself 

capable of triggering responses of compassion, solidarity and support, bringing out the best in 

people, their families, caregivers and communities. But the disease is also associated with 

stigma, ostracism, repression and discrimination. Ignorance, lack of knowledge, fear and 

denial engender serious and tragic consequences, including undermining of ART.  

 

The ART team needs to counteract felt and enacted stigma on various levels of manifestation 

on a continuous base. This has been a particularly serious challenge in the initial stages of 

programme roll-out. However, over time, the presence of an ART centre in a community, 

together with its services and information campaigns and the fact that patients are disclosing 

their HIV status, has been reported to play a role in reducing stigma: “Before we started, 

stigma was higher. If I can put it on a scale of 1 to 10, I would say stigma was as high as 10 

before we started, but now it is down to 6 or 7. It is coming down because of disclosure.” 

 

In some instances, the opportunity to receive treatment has been reported to overshadow the 

fear of stigmatisation as sick people come to the ART centres to join the queue for treatment. 

On this level and in this context, stigmatisation has clearly diminished: “It has diminished in 

the closed circle of patients.” Also, the availability of food parcels and the opportunity to be 

assisted in application for a social grant also seem to encourage disclosure and dealing with 

possible stigmatisation.  

 

In the private domain of the family, responses to AIDS vary greatly. In some instances, ART 

has been a binding factor in a family: “This is a private family matter. We have decided not to 

tell anyone outside of the family”. Parents on treatment bring their children or other family 

members for testing and treatment. In this way, family members support one another in 

treatment adherence. On the other hand, stigmatisation and discrimination remain very real in 

the lives and homes of many people, even to the extent of locking up people with AIDS and 

preventing them from taking ARVs: “… when the first daughter began to show the signs, the 

mother was in denial…she kept her locked up in her room.” 

 

Experiences of stigmatisation and discrimination are abundant: “I can see he is also sick, he 

is losing weight but now the way he is fighting with me! Whenever I say let’s go for a test, he 

doesn’t want to go… he does not want to eat the food that I cook, because I am going to give 

him the disease; I must sleep outside; he does not want my kids now…” 
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Stigmatisation also applies to the very people working on the ART programme: “Before I 

started the programme I was scared to tell what kind of work I am doing… they were calling 

me names…but I know they will come…I was suffering before, not now.” 

 

Inevitably, patients on treatment have also died. This has given rise to all kinds of myths and 

misconceptions about treatment, in addition to already existing misinformation. The notion 

that “treatment kills” needs to be addressed continuously: “The mother stood up and said 

‘don’t think it’s the drugs that killed my child, she was just too sick’”. 

 

The role of traditional medicine and the use thereof in conjunction with ARV need special 

attention: “We explain to them that it is not as if we are against traditional medicine, but we 

advise them that their cells are very weak now…we have to know which one is helping 

them…when she starts ARV we must make sure that they do not use traditional medicine… 

traditional medicines are too strong, they die.” 

 
The fact that people’s health and wellness visibly improve within a short period of time after 

commencement of ARV treatment undoubtedly contributes not only to destigmatisation of 

HIV-infected people, but also to a willingness to adhere to antiretroviral treatment. 

 

Reaching targets 

Different strategies are followed to reach target groups: numerically, geographically and 

demographically. The very purpose of establishing the SACBC ART centres has been to 

reach people who would otherwise “fall through the system” of national ARV provision: 

“Somebody decided to take the responsibility and said ‘we will do it’, and not ‘why does 

government not do it?’” The notion of “reaching out” is very strong. The home-based care 

system is well suited to reaching the communities: “We go out to the community, not vice 

versa.” People are also referred from the VCT centres to the ARV centres. 

This implies understanding and addressing of the specific needs of specific communities, 

inter alia by means of local members of the community as home-based care (HBC) workers 

and through tailor-made training of HBC workers: “Needs to be tailor-made for a particular 

area to be sensitive to culture, politics, etc., of the area.” 

 

Reaching men is a particular focus of the ART teams, as they have been recorded to face 

various gender-based barriers to access health services and to participate in programmes: 

“Men, they are still in a stage of denial, but they are coming out now”. Despite possible 

initial reluctance to join the ART programme, men have been noted to become active 

programme participants: “Men who have been with our programme for a while open up and 
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talk”. Also, specific categories of men do not necessarily have the incentive or opportunity 

for testing, notably migrant workers and truck drivers: “We have two truck drivers on 

treatment, and they are doing very well.” 

 

There is a perception that it is easier for women to test and apply for treatment: “More women 

come for testing and apply for treatment; it is ’easier’ for women to find another woman 

relative to disclose to”. On the other hand, testing positively and knowing your HIV status 

can also compromise a woman: “Women are tested when they are pregnant. Or when their 

children are ill. Then the burden is upon the woman to tell the man... It is not easy if you are 

boyfriend and girlfriend, because if the woman tells the man she is positive, he will run away. 

How are you going to survive?” 

 

With regard to the different generations, the ART centres have been able to reach every age 

group, from old to young, although children and young people often seem to be “missing” at 

the centres: “We see teenagers to those in their 70s. We don’t see children here. The hospital 

has a paediatric programme. There is a gap all right (with regard to small numbers of young 

school-going people on the programme). It takes time to get sick after infection. As long as 

the symptoms are not showing, they are hiding it…” 

 
The sad part is, however, those who could not be reached in time: “…I lost my sister to this… 

She was unfortunate; she did not get the treatment. So I am happy, those who are lucky are 

getting treatment. And I still have younger brothers and sisters. Maybe sometime they will be 

infected too…” A serious challenge to the programme is the fact that people apply for 

treatment only when AIDS has developed to an advanced stage. Ideally, patients should be 

identified before they reach this stage: “…the earlier one starts, the better…at the time when 

people are still borderline healthy.” 

 

Scale-up and sustainability 

Specific measures are taken to extend services to geographic areas where ART programmes 

are not offered yet. This includes the recruitment and training of home-based care workers in 

these areas. All the ART centres have strategies for scale-up in place, and will be able to 

expand their services to reach the numerical targets set for 2005. Initial challenges regarding 

programme roll-out reportedly amounted mainly to issues of role allocation and the setting up 

of systems. Sustaining and scaling up of programmes will however be challenging, due to 

various factors. Respondents foresee the following problems: 
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“Problem of funding”  

“Problem of resistance to medication is always at the back of my mind – after six months you 

will see a response.” 

“Staffing. We have two rooms now. In future we will need more space.” 

“Get more recruits as home care givers; takes time to train and keep them motivated.” 

“Current patients who have been on the programme for six months will now come in once a 

month. We cannot cut down on monthly visits and HBC visits.” 

 

Experiences of occupational stress  

Programme staff invariably commented on the positive impact that ART had on their job 

satisfaction. Previously, they felt helpless and ineffective while caring for terminally ill 

patients. This has changed drastically since ARV treatment has given them hope, especially 

when they see their patients’ radical improvement in a relatively short space of time. Many 

respondents commented on the emotional closeness that develops between caregiver and 

patient as well as between the members of the programme team. 

 

However, staff also reported becoming seriously ill after admission of a seriously ill patient 

and being stigmatised due to their participation in the ARV programme. Programme staff 

reported numerous sources of stress and frustration. In every research site, they mentioned the 

enormous emotional impact of the unexpected death of their patients: “We all cried”. Also, 

distress was reported due to the neglect of people with AIDS, especially children, in the care 

of relatives, who do not take proper care of the sick and leave them to suffer unnecessarily: “I 

do not blame the family. I just want to get the message out to everyone – that they should not 

wait until it reaches this stage. Treatment is available. Do not let people suffer like this.” 

 

Following instances such as these, professional and volunteer staff reported their need for 

emotional and spiritual support. This is not always readily available and causes a great deal of 

distress among staff. Staff de-briefing opportunities and the comfort and guidance received 

from colleagues have been noted to be very useful. Apart from the support they receive from 

their significant others, other coping mechanisms mentioned were ‘internally’ initiated on the 

part of the health care workers themselves, such as spirituality, or passive relaxation such as 

walking or gardening.  

 

Vulnerability of children 

The issue of children with AIDS evokes highly emotional responses from ART staff: 

“Children are not supposed to die; children are not supposed to have AIDS; children are not 

supposed to be raped or molested.” Compounding to this, is the notion of the vulnerability of 
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children affected and infected by AIDS: ”It happens all the time. As soon as the parents die, 

the children are all by themselves…the children need an adult…some take advantage of the 

situation. The children become their servants.” 

 

The availability of antiretroviral treatment has changed the scenario regarding the care of 

children with AIDS drastically. In the past, children were supported to “live positively and die 

peacefully”. This required a particular form of care and relationship with the children. As 

children receive treatment and get well, all kinds of issues arise, including disclosure (the 

children themselves often do not know that they are HIV+, or do not know what it means), 

adherence to treatment and reintegration into school and family life. Some of the children 

have been out of school for several months, even years, and have fallen behind with regard to 

the reaching of their developmental milestones vs. their chronological age. This poses 

particular challenges to the integration of children living with AIDS into mainstream 

schooling. Attempts are being made to address these issues in different ways: “We have a 

good relationship with the school to take our children”, and “we have students coming in to 

tutor the children”.  

 

Reintegration of children into family life is not easy either. Apart from the fact that many 

children have lost all their relatives to AIDS, some of the families of these children are so 

poor and under-resourced that it is just not possible for them to also care for these children 

with their special needs regarding nutrition and educational support: “When the child comes 

back after a weekend at home, he is sick and we need to begin to build him up right from 

scratch”. 

 

The following section comprises the reflections of the patients who receive ARV as far as 

testing, treatment and care are concerned.  

 

Experiences of diagnosis 

Recurrent themes in patients’ accounts of their illness, testing and diagnosis seem to be 

notions of  

• not suspecting HIV infection; 

• appreciation for support from health care workers during this time; 

• confusion based on contradictory test results; 

• taking other people, including children and partners, for testing; and 

• rationalisation and blaming others for infection. 
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“I started getting sick in 2002. I was pregnant at the time. I got sicker after giving birth and 

was advised to go for tests. I didn’t suspect that I had HIV; however I accepted the results 

and prayed. Health care workers were good and encouraging.” 

 

“I started getting sick in October last year. I couldn’t sleep most of the time and couldn’t 

walk, but I didn’t suspect that I had HIV. I tested in October. I was encouraged to do the test 

by the doctor who was very helpful and good to me. I felt bad about the results, but now I 

have accepted.” 

 

“I got ill in 2000 but I didn’t suspect it was HIV. I thought it would go away, but it didn’t – 

the diarrhoea, discharge and vomiting… I got tested in 2000 because the hospital encouraged 

me and I was sick. The interaction with the health care workers was good, they were nice 

and they counselled me. The test came out positive and negative and then last year I tested 

positive. I didn’t believe it at first, but then I had to test again when I fell pregnant. At three 

months it was positive and negative, and then at four months I tested again and it came out 

positive…the baby was born negative.” 

 

“I started getting ill three months back. I did not suspect that I had HIV. I went for tests in 

July because I was sick and I didn’t know what was wrong. Getting the results was very 

difficult and painful, but I accepted. The clinic staff was OK, they counselled me.” 

 

“The health care workers were very good. I got the best love from the care workers. They 

are very good when it comes to working with people. They gave me support all the way until I 

delivered the babies.” 

“I was so ill I went for the test. I did not know that I may turn out to be HIV positive. When 

the results came out I was shocked. I did not believe what I heard. I went for the second test, 

and I was again positive. I was tested by a special doctor. He counselled me first and told me 

about HIV/AIDS before he took my blood. He treated me right and explained everything from 

start to end.” 

 

“I lost weight and had a headache. Sometimes I felt weak. I tried to use GrandPa, but it did 

not help. That is when I went to the clinic. As I was waiting to test for TB, I heard a nurse 

calling for people who have come to test their blood. Then I decided to go there. …First I did 

not understand what the nurse was talking about. They asked me to bring my ID book in 

order to register for the grant. As a person you do not accept it at first. You think they are 

crazy because you know that you are well-behaved.” 
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“I never thought I was HIV positive. I thought I was bewitched.” 

 

“I told my children. I wanted it to be a family matter. We do not tell anyone about it… I took 

my young child to do the test. She is HIV negative.” 

 

“I used to love my wife even though she was mischievous. That is why I thought I got the 

disease from her… she worked in a restaurant… and she got out of hand.” 

 

“I suffered from TB. I completed the treatment course. Then I began to lose weight. I went 

back again to the clinic for a blood test. That is when I was diagnosed as HIV positive. I 

thought the nurses were crazy because I respected myself and was never promiscuous. I did 

not go back to the clinic. I went to Tapologo…” 

 

“Not suspecting” HIV infection and the tendency to “blame others” for HIV infection are 

linked to the choices made regarding the timing and extent of disclosure. 

 

Experiences of disclosure, stigma, discrimination and support 

Disclosure is very personal, and varies from one context to the next. Decisions made 

regarding disclosure are linked to fears of rejection and stigmatisation on the one hand, and 

the need for support, on the other hand. The following narratives depict some of these 

variations in disclosure patterns: “I felt free. They did not say anything but kept quiet.” 

 

 

“I did not disclose immediately, only after a month…to my husband and my mother, who told 

my father. I disclosed when I got too sick so that they would know what was going on and so 

that my husband can also go for tests. My mother was very supportive, but my husband was 

not supportive and he refused to go for tests… I also disclosed to a distant female cousin who 

is also HIV positive. My cousin was encouraging. My child, my other family members, the 

church, my friends and co-workers do not know that I have HIV. They just know that I am 

sick. Church members come to pray for me... My husband’s parents have not visited me at 

all.” 

 

“I told my partner first on the day I got the results. She didn’t react badly to the news. She 

also went for the tests and tested positive. Neighbours, relatives and the church do not know 

that I have HIV and at work they think it is TB. I am not sure if they know, but they treat me 

well. My supervisor used to remind me to drink my pills and also gave me time off when I got 

sick.” 
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“I did not disclose when I first found out. I only told the father of my child. His daughter 

disclosed my status to the community, who distanced themselves from us and chased us away 

from the place where we fetch water. Now we struggle to get water. It is painful to know that 

the community knows my status. People laugh at me and tell me I will die and won’t survive 

six months… I visited a church one day and disclosed to the Pastor. He said he will pray for 

me and advised me to leave the father of my baby because we are not married. The next 

Sunday he preached about HIV and he said that people who are HIV get it from being sluts. 

That made me feel bad, because I know that I did not sleep around. I never went back to the 

church.” 

 

“I disclosed to my mother because she may try to nurse me, only to find out later that she is 

also infected. She is supposed to take precautions such as wearing gloves when looking after 

me… She gave me love like she did when I was suffering from TB. She has not changed. She 

brings me money every month… They are happy that I am better and beautiful. They love me 

so much.” 

 

“I told my employer first, immediately after getting the results. He was shocked and 

heartbroken, but he accepted. After that I told my brother and then the rest of my family and 

relatives. They have all accepted and life is normal. They are happy that I am getting 

treatment and that I will be getting out of hospital. My colleagues and co-workers do not 

know what is wrong with me.”  

 

These reports of disclosure and responses to disclosure are further analysed in the next 

section. The information collected in the research suggests that decisions regarding testing, 

disclosure, adherence and prevention are interlinked. Also, these decisions are related to the 

extent of the social support needed and received from family and community. An analysis of 

the capacities and vulnerabilities of people receiving ART was applied in this regard. 

 

 
8. CAPACITIES AND VULNERABILTIES OF ADULT PATIENTS RECEIVING 

ART 

 
 
The Capacities and Vulnerabilities Analysis (CVA) framework1 was designed to help plan aid 

in emergencies, in such a way that interventions meet immediate needs and at the same time 

                                                 
1 Adapted from the book by Anderson, M. & Woodrow, P. Rising from the Ashes: Development 
Strategies in Times of Disaster. Westview Press, Boulder and San Francisco, 1989. 
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build on the strengths of people and their efforts to achieve long-term social and economic 

development. The CVA is based on the central idea that people’s existing strengths (or 

capacities) and weaknesses (or vulnerabilities) determine the impact that a crisis has on them, 

as well as the way they respond to the crisis. ART programmes should aim to increase 

people’s capacities and to reduce their vulnerabilities. 

 

Capacities refer to the existing strengths of individuals and social groups. They are related to 

people’s material, physical and social resources, and to their beliefs and attitudes. Capacities 

are built over time and determine people’s ability to cope with a crisis and recover from it. 

 

Vulnerabilities refer to the long-term factors that weaken people’s ability to cope with sudden 

or drawn-out crises. Vulnerabilities existed before the crisis arose, contribute to its severity, 

make the effectiveness of interventions harder and continue after the crisis or disaster. 

Addressing vulnerabilities requires long-term strategic solutions, which are part of 

development work. 

 

The following cases illustrate the diverse life contexts of people receiving ART, and their 

diverse needs and concerns. 

 

Male, aged 48  

Previously:  Breadwinner; lived with three children and their mother, self-employed, lives 

in a shack 

Now:  Disclosed HIV status to his children; no one else knows, except two friends; 

the mother of his children had died of unknown causes; not working now; 

receives social grants for the two younger children 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

Weak income-earning 

ability 

Receive social grants; settled 

in a shack 

Social/Organisational 

(relationships, organisational 

structures) 

Raising young children as 

a lone parent 

Supported by children and 

family 

Motivational/Attitudinal (ability 

to change and cope with change) 

 Preaches as a pastor; able to 

live positively 
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Woman, aged 27  

Previously:  Breadwinner; lived with her child, her mother, sister and sister’s child; 

employed as a domestic worker; lived in a shack; tested positively when 

pregnant (baby has since died) 

Now:  Has been abandoned by her family; has not seen her child; unemployed; 

receives a grant and food parcels 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

Weak income-earning 

ability; homeless 

Receives a social grant 

Social/Organisational 

(relationships, organisational 

structures) 

Raising her child as a 

lone parent; abandoned 

by extended family 

 

Motivational/Attitudinal (ability 

to change and cope with change) 

 Wants to buy an RDP house, 

intends to live positively 

 
 
 
Woman, aged 42  
 
Previously:  Employed, breadwinner, lived in a subsidised house with her four children. 

Now:  Disclosed to her children, mother, sister, pastor, children’s school; no local 

friends – hails from another area; close family relations with sister and 

mother; not working now; receives financial support from her mother and 

sister. 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

Unemployed Receives support from her 

sister who studies nursing 

Social/Organisational 

relationships, organisational 

structures) 

Not integrated into the 

local community because 

of origin 

Closed family circle 

Motivational/Attitudinal (ability 

to change and cope with change) 

 Able to live positively 
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Male, aged 24 

Previously:  Lived with mother and two siblings; employed; lived in a shack 

Now:  Disclosed to mother, siblings, church, neighbours; family enables him to live 

positively; not working now; receives food package, siblings and mother are 

employed 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

Has not gone back to 

work 

Everyone else in his family is 

employed; receives food 

package 

Social/Organisational 

(relationships, organisational 

structures) 

 Has no dependants  

Motivational/Attitudinal (ability 

to change and cope with change) 

 Is able to live positively; 

wishes to study further; 

teaches Sunday School 

 

 

Woman, aged 28 

Previously:  Lived alone; involved in youth club; lived alone after father died and mother 

moved to another area; had a child, child stayed with grandmother; 

unemployed, supported by mother’s social grant; tested positive when 

pregnant 

Now:  Disclosed to husband and family friend; not to mother, relatives, church or 

community; got married, have twins; not working now; counsellor at ARV 

centre; receives grants for children; improved health 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

Financial responsibilities 

towards three children and 

unemployed husband 

Has a home; trained as 

counsellor; receives social 

grants 

Social/Organisational 

(relationships, organisational 

structures) 

Lack of family support: 

father died, mother moved 

to another area 

Married, children 

Motivational/Attitudinal 

(ability to change and cope 

with change) 

HIV status not disclosed to 

mother, church, community 

Counsellor at ARV centre 
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Male, aged 34  

Previously:  Breadwinner; not married; lived with mother of his children and their three 

children; employed; received treatment for TB 

Now:  Not disclosed outside of family and one friend; not disclosed to children; 

partner tested positively; unemployed; financially supported by his brother; 

receives food parcels; health has improved 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

 Receives food parcels, 

applied for a grant 

Social/Organisational 

(relationships, organisational 

structures) 

Not disclosed to children Receives assistance from 

extended family 

Motivational/Attitudinal (ability 

to change and cope with change) 

 Disclosed to partner; partner 

also on treatment 

 

 

Woman, aged 22  

Previously:   Unemployed; receives a grant to support the whole family; home belongs to 

partner’s sister; supported the family financially and cared for sick family 

members; had no father, mother is mentally ill; grew up in a children’s home; 

now lives in a family with 10 other members; partner is father to 43 children; 

tested positively when pregnant 

Now:            Has one child, dependent on partner; her sister’s baby was killed during a family 

fight; still unemployed; needs a place to stay; health has improved, but cannot 

afford nutritious food 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

No one in the family has an 

income; she receives a 

grant, which is used to 

support 11 people in her 

family 

Volunteer worker at the ARV 

centre; receives honorarium 

and waits approval of social 

grant 

Social/Organisational 

(relationships, organisational 

structures) 

Other members of her 

family are also sick; mother 

is mentally ill; insecure 

living arrangements; family 

threatens to inject baby 

Her partner also receives 

ARV from the same centre 
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with HIV-infected blood; 

history of domestic 

violence 

Motivational/Attitudinal 

(ability to change and cope 

with change) 

Stigmatised by the 

community; feels rejected 

and judged by the church; 

not possible to live 

positively 

 

 
 

Woman, aged 35  

Previously:  Married; employed; cared for her child and other siblings; lived separately 

from husband with her family of origin; stayed with child and sister in a flat; 

husband was a migrant worker; tested positively after birth of her child 

Now:  Disclosed to family and cousin; rejected by husband and his family; husband 

is sick, refuses testing, denies HIV; both she and her husband lost their jobs 

due to AIDS; financially supported by her parents; health has improved 

Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

Reliant on pension of 

elderly parents 

Took primary care for own 

child and siblings 

Social/Organisational 

(relationships, organisational 

structures) 

Rejected by partner and 

in-laws 

Supported by own family 

Motivational/Attitudinal (ability 

to change and cope with change) 

Vulnerable to re-infection 

as partner does not live 

positively 

 

 

 

Male, aged 38  

Previously:  Not married; lived separately from his two children and their mothers; used 

to send them money; supported by his own mother, uncle, aunt; did piece 

work 

Now:  Family and relatives have accepted him; supported by his mother; new 

girlfriend, also on ART; health has improved 
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Dimensions Vulnerabilities Capacities 

Physical/Material (resources, 

skills, hazards) 

 Previously income earning; 

now financially supported by 

his extended family 

Social/Organisational 

(relationships, organisational 

structures) 

 Distant relation with children 

and previous partners – no 

direct responsibilities; own 

family has accepted his HIV 

status; new girlfriend 

Motivational/Attitudinal (ability 

to change and cope with change) 

 Lives positively 

 

The focus on patients’ strengths/assets/resources and their vulnerabilities shed some light on 

the great variety of contexts and life situations of people receiving ART – with a view of 

understanding why some people may find it easier than others to disclose their status, to 

adhere to the treatment and to live a positive life. Whilst these case studies can by no means 

provide conclusive evidence, it seems as if a fair amount of family cohesion and resources 

constitute a context conducive to disclosure, adherence and positive living. It also seems as if 

women who have small children could be more vulnerable than other categories of women – 

they seem to experience insufficient social support and have insufficient resources, insecure 

living arrangements and more responsibilities, which put them at a disadvantage in terms of 

stress, positive lifestyle and nutrition.   

 
9. SUMMARY AND CONCLUSION 

 

 
 
An effective HIV/AIDS treatment programme is defined by its capacity to quickly and 

effectively treat a substantial number of people living with HIV/AIDS2. The experience of the 

SACBC ARV treatment programme at the selected research sites yields several lessons in this 

regard. Although individual contexts may necessitate adaptations in view of available 

resources and location, an effective ARV treatment programme can be achieved provided that 

the following conditions are met: 

 

                                                 
2 Based on the definition and experiences documented in Antiretroviral Therapy in Primary Health 
Care: Experience of the Khayelitsha Programme in South Africa, published by the World Health 
Organisation, 2003. 
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1. Integration of AIDS treatment activities into the basic package of holistic care, including 

voluntary counselling and testing, prophylaxis of opportunistic infections, HIV 

prevention and psychosocial support.  

 

2. Decentralisation of treatment services down to the primary care level to ensure wide 

coverage of geographic areas and community involvement in care and referral. 

 

3. Setting up of simple regimens with standardised clinical guidelines to sequence the use of 

drugs and manage adverse events, encouraging ease of adherence for the patient and 

follow-up for the health care professionals. 

 

4. Availability of reliable suppliers of antiretroviral drugs and laboratory services at a 

manageable cost.  

 

5. Establishment of multidisciplinary teams, including home-based care with an emphasis 

on psychosocial support. 

 

6. Adoption of a comprehensive approach to adherence, including counsellors, support 

groups and significant treatment literacy. 

 

7. Provision of specialist services, for example for referral of children to paediatric 

programmes and effective treatment of opportunistic infections and emergencies. 

 

8. Addressing the specific challenges of long-term adherence to ARV treatment. 
 
 
 
10. RECOMMENDATIONS  
 

 

The recommended strategy aims at broadly expanding access to ART and providing ongoing 

adherence monitoring and support, while making certain that the unique requirements of 

HIV/AIDS treatment are met. 

 

While acknowledging the fact that scale-up can happen in different ways, the following 

generic considerations are important: 

• constraints in phase one differ from those in later phases; 

• constraints may vary in different settings; 
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• information systems may help relieve constraints; and 

• local service delivery sites may not have control over / may not have the capacity to 

influence all elements. The scale-up should clearly identify cross-cutting support issues, 

activities and systems. 

 
The following pointers may be considered in the scale-up of SACBC ART programmes: 

• Provide dynamic leadership and advocacy for effective action on the epidemic and the 

need for ARV programmes across the country 

• Mobilise and empower public, private and civil society partnerships and community 

engagement 

• Strengthen the management and dissemination of strategic information to guide efforts of 

programme partners 

• Build capacities to track, monitor and evaluate SACBC ARV site responses to the 

epidemic; also build capacities to identify resource gaps, costing and budgeting of 

programmes and strategic allocation of resources 

• Facilitate access to and efficient use of financial and technical resources, including 

integration and mainstreaming of HIV/AIDS programmes into relevant health care 

systems and programmes. 

 

Further research is required with regard to children receiving and thriving on ART. The 

impact of their new energy and zest for life pose new challenges and concerns regarding their 

vulnerability, such as disclosure of children’s HIV+ status, facilities for schooling and re-

integration into family and community life.  
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APPENDIX A 

CASE STUDIES3 

Case 1 

A.S. is 27 years old.  She is single and has one child, who is a boy and he is 9 years old.  He is 

in Grade 4. Her other child passed away in 2003 when she was 3 months old.  She said when 

she was pregnant with this child, she was diagnosed HIV positive.  That time she was 

working as a domestic worker at Centurion (South of Pretoria).  She worked for a white 

family for 3 years.  When she became ill, they told her that she should no longer come and 

work for them because she might spread germs to them.  She said: “Originally we are from 

Lesotho.  But we came to Pretoria in 1995 to look for Work and better life this side”.  We are 

5; we live in a small shack at Makaunyana, North of Pretoria.  I was the breadwinner at home.  

My mother is unemployed, the reason being that she is mentally ill.  My mother is unable to 

get social grants because she has a problem with her identity document.  My younger sister 

neither working nor attending school.  She has a child.  My brother died of HIV/AIDS related 

diseases in 1999.  It is so sad, because I also have been in the hospice since April the 12th 

2003.”  She indicated to me that when she came to the center she was mentally ill. One of the 

nursing sisters also indicated to me that when A.S. came to the hospice she really was insane.  

They had to put her on tranquilliser because she was violent.  Then she continued to relate her 

story: “Since then I don’t know how my family is coping without me in terms of food and 

other things in the house.  Tomorrow I will be going home - I am being discharged.  I am 

intending to buy my family an RDP house with the grant that I have been saving while I was 

in the hospice”.  The reason for her to look for an RDP house is that she feels that they will 

have access to water, because in the shack it is not easy to have access to water.  This will 

enable her medication daily without having to stop taking medicine in between because of 

lack of water. 

 

Her concern was that she no longer gets her monthly periods.  (She indicated to me that I was 

the first person that she shared this with).  She said other female patients get their monthly 

periods even if they are on ARV.  I advised her to raise her concern to the nurses.  She said, 

when she disclosed to her younger sister that she is HIV positive, her younger sister said she 

should not worry because it is a disease that any one can be infected with.  It is like any other 

disease.  But when she told her uncle and aunt they stopped coming to the hospice to see her 

and that pains her a lot since her mother cannot come to visit her.  The nursing sister indicated 

to me that her mother might be HIV positive as well.  She said it is now 9 months since she 

                                                 
3 Not language edited to preserve the richness of the original interviews and field notes of the 
researcher. 
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last saw her family.  She was again worried about how she is going to tell her son that she is 

HIV positive because she does not want to upset her son and depress him with news of her 

HIV. 

 

She sounded hopeful and uplifted since she has started taking ARV treatment in June 2004. 

She said she takes her tablets twice a day at 8am and 8pm.  She said she would make sure that 

she is not going to miss a day and will stick to the time of her medication because if she skips 

a day it will be a drawback for her health. She even indicated to me that her younger sister 

will be a source of support to her if she reminds her to take her medication. She said she is 

going to look for a job, so that she could support her family.  According to her, when she 

came to the hospice she was weighing 38kg but now she is weighing 61kg. 

 

Case 2 

“I heard about it, I have seen it, I saw lots of people losing weight and their hair falling or 

thinning away.  I saw my neighbours dying and not revealing to us what was wrong with 

them.  Now I also have to live with new disease, which I saw on TV, called AIDS.  When I 

came to the hospice I again experienced lots of people dying from HIV/AIDS and I said to 

myself: I would not die before I get help from Antiretroval treatment.  I had a strong belief 

that this treatment will prolong my life.  I am aware that it is not a cure, but at least if I am 

faithful to it I will have a longer life.  That is why I shall never lose hope and throw in the 

towel, although I have died for a week (meaning he was mentally ill for a week). 

 

While he was waiting to start his treatment, he had a stroke on the left side.  This stroke 

affected his speech and he lost the use of one leg and hand.  He indicated that he could not 

move or walk or talk properly.  But since he is on the ARV treatment, he is now able to walk 

and talk again. 

 

S.F. is 32 years old.  He is from Kgomokgomo, West of Pretoria.  He has one child who is 13 

years old.  He is staying with his mother at Hammanskraal because he broke up with the 

child’s mother long ago.  He had been working and staying in Johannesburg as a gardener. 

His parents are both working.  His brothers and sister are both unemployed.  They are staying 

in a one-roomed shack. 

 

S.F. said that he felt sick and he did the cleansing ritual (Go gapha). This involves drinking a 

lot of water. Afterwards, he put fingers in the mouth so as to bring it out again.  He said while 

in the process of cleansing, lots of blood came out, that was when he suspected that he is HIV 

positive.  He said he immediately went to the sangoma for muthi.  But he did not feel well 
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after taking the muthi of the Sangoma.  So he decided to consult western doctors.  They asked 

him to do HIV testing.  But when he went back to hospital the following day he was told to do 

another HIV test.  Then he was told that he must come after a week.  After a week when he 

went to fetch his result he was told that he must come after two weeks.  He then refused 

saying to them they should tell him if he is HIV positive or not, instead of telling him to come 

this day and that day.  Then they told him to go the other room where, when he arrived he 

found a counsellor who asked him whether they told him what was wrong with him.  He said: 

“No, they just told me to come to this room without explaining anything to me” The 

counsellor then told him that he was HIV positive.  “No counselling was administered to me”, 

He said: It came to me like a blow.  I decided to stay in Johannesburg for sometime and not to 

go home for weekends like I used to do.  When I arrived at home I was really sick but I did 

not disclose my status.  I used to wear lots and lots of clothes so that no one could notice me.  

That did not help because I was getting thinner by day, so I decided to tell my mother that I 

am HIV positive.  People were talking behind my back that I am infected with an AIDS 

virus.”  He said he then decided to tell his mother with the hope that his mother will be the 

one who will tell his father and the rest of the family and she did exactly that.  To his suprise 

his family gave him a huge amout of support.  They did not judge him.  He then told his two 

friends about his status.  They too gave him lots of support and to this day, they still come to 

the Hospice to visit him. 

 

He said when he got worse his family took him to the hospice, where he is now getting ARV 

treatment and physiotherapy for his stroke.  He said he is no longer vomiting, he no longer 

has diarrhoea and has a huge appetite. He has gained weight by 35Kg.  He is now weighing 

65Kg. He is happy with R740-00 grant that he gets from government.  He said he is also 

happy with the way the hospice has been taking care of him without making him feel like he 

is HIV positive. 

 

S.F. was very tearful throughout our conversation. 

 

Case 3  

M.R. is 28 years old.  She is married.  She has 3 children, a girl who is 9 years old and two 

boys who are twins and are 3 years old.  She stays at Ekhungeni.  She said she never 

suspected she can be HIV positive, but when she was expecting her twins she decided to go 

for HIV test so that if she is HIV positive her children could be saved.  She said: “they gave 

her Nevirapine that helped her twins not be infected.” 
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She said when she was told that she is HIV positive she could not believe it.  But she went 

straight to tell her husband who supports her very much.  She said the reason for her to 

disclose to her husband that she is HIV positive was to know if her husband would reject her 

or not.  She indicated to me that she could not tell her mother because in 2003 they lost an 

uncle due to AIDS.  So since that time her mother has not been well.  She was in denial of her 

brother being HIV positive.  She said if she can tell her then her mother will die too.  But her 

main concern was “How was she infected with HIV?” She did not disclose if her husband too 

gets ARV treatment as well.  She said: “when I started ARV treatment the side effects of this 

treatment was hallucinations and for a week and a lot of vomiting”.  But afterwards she was 

fine. Her viral load dropped from 1300 to undetectable.  Her CD4 count is 5000 compared to 

199 when she started the treatment.  She was so excited when she was telling me about her 

CD4 counts and viral load and that she gained weight from 38Kg to 85Kg.  Her wish is to be 

on the ARV treatment until one day they find a cure so that she can see her children grow.  

She is now a peer counsellor at the ARV centre. She said: “To be HIV positive is a wake up 

call to get closer to God” 

 

Case 4 

J.M. is 24 years old.  He is on ARV treatment.  He stayed in a 1 roomed shack at Eretheme, 

with his mother, sister, brother and 2 nephews.  He used to work as a carpenter at 

Bapsfontein.  He earned R800-00 per month.  He was the only breadwinner at home.  He was 

diagnosed HIV positive in 1999.  Since then, he no longer works because he was constantly 

sick.  It is difficult for his family to survive.  He said he is still waiting to get his social grant 

so as to support his family as well. He said he used his medical Aid to get ARV but he could 

not afford it any more, hence he came to the ARV centre for help.  He is now getting the 

treatment at the center and he is happy about it because it has improved his life drastically.  

He indicated to me that since he came to the ARV centre, he has gained weight and most 

people are saying he is lying or he has been bribed to say that he is HIV positive. They say he 

is not HIV positive.  He does not look like somebody that is HIV positive.  He said: ”…for 

the first two weeks of the treatment I used to hallucinate.  Through the support I got from the 

care workers I was able to manage”.  

 

He said: When I was told that I am HIV positive in 1999, I  thought that it was the end of my 

life.”  He said he was waiting for his death patiently, but to his surprise he is still alive.  Now 

he regrets that he did not continue with studies, because he feels like he can do more things 

with his  life to improve it, because the ARV treatment can prolong his life-span.  Another 

thing that troubled him is how he got infected because he did not have many partners and 
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whenever he made love with his girlfriend he used condoms.  For him it was a mystery that 

needed to be unfolded to him. 

 

He told me that he is looking for a job because he feels healthy and he has gained weight and 

diarrhoea has stopped. His main concern is to educate youth about HIV/AIDS and how ARV 

treatment works.  He is indicated to me that he no longer has a girlfriend.  He prefers to be on 

his own now. 

 

Case 5 

J.L. is 38 years old.  He is on ARV treatment.  Originally he is from Garankuwa, North of 

Pretoria.  He has two children; a boy who is 17 years old and a girl who is 18 years old.  

These children are staying with their mother.  J.L. told me he did not marry the mother of his 

children.  He came to Johannesburg to look for a job.  He was working for certain company as 

a cleaner.  He is intending to work a part time job as a gardener when he is discharged from 

the ARV centre. 

 

The nurse indicated to me that J.L. was told by the doctors at the hospital to go home and wait 

for his time to die since there is nothing they (the doctors) could do for him to save his life.  

Then the white lady he was working for took him to the ARV centre.  When J.L. arrived at 

the centre, he did not want to take ARV treatment saying to the nurse he is waiting to die.  

They then had long hours counselling with him.  After some weeks he then accepted to take 

ARV treatment.  He has gained weight and he is looking forward to go home and look for a 

part- time job.  He said he has joined a support group, which meet on Tuesdays. While J.L. 

was at the Hospice he insisted that his girlfriend- to- be also be tested for HIV and be brought 

to the hospice for treatment.  So his girlfriend tested positive and is on ARV treatment as 

well.  

 

Case 6 

J.M. is 35 years old. She is on ARV treatment since the beginning of June 2004. Originally 

from Rustenburg from a place called Moruleng.  She has 1 child.  He is 11 years old.  He is 

doing grade 5.  J.M. came to Johannesburg looking for a job.  She was working for a certain 

security company.  Her husband works at Rustenburg Mine.  Since she got ill she is no longer 

able to work for them.  Her parents are the ones who are supporting her and helping her to 

educate her son.  She began to feel ill in 2002 when she was pregnant with her second child.  

Then the nurses asked her to do the HIV test.  When the results came she was positive.  Last 

year, in 2003 she gave birth to baby girl who passed away when she was 7 months old.  She 

said when she told her husband that she is HIV positive he told her that he has nothing to do 
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with her anymore.  She said her in laws no longer talk to her or visit her.  This pains her very 

much because when she goes back to her house in Moruleng, her husband does not come to 

the house.  Since she is not working it is difficult for her to maintain the house.  She indicated 

to me that she would leave her home and go and stay with parents.  While she was waiting for 

a grant to be processed, her husband visited her once when she was at the hospice.  She said, 

when he visited her he was impressed to see that she has gained weight and is able to walk.  

She said that the ARV treatment has made a huge difference in her life.  She is going to look 

for a job when she is discharged from the hospice.  Her main concern is that she no longer 

gets her monthly periods. But the doctor told her she would get them as time goes on.  It is 

matter of time and of living a healthy life.  She said they were trained on how to take care of 

themselves, for example that they can be re-infected if they are not using condoms. She 

participates in a support group that meets every Tuesday. 

 

Case 7 

M.M. is 42 years old. She stays at Freedom Park in Rustenburg.  Originally she is from 

Lesotho.  Her mother and she came to Rustenburg to look for  the job at  the Mines. She is 

married and has 4 children who are still alive.  She lost the fifth one in 1980 when he was 1 

year old.  She did not say from what caused his death.  M.M. and her husband are both on 

ARV treatment since the 5th of April 2004. She told me that she was the first one to be given 

ARV treatment and that she was in the daily newspaper. 

 

She said when she saw herself losing weight she decided to go to the local clinic and do some 

HIV testing to check if she does have it.  Her arrival at the clinic was a bad experience.  The 

health care worker did not explain or administer counseling to her.  She was told that if she 

sees a line it means she is HIV positive. That confused her a lot because she did not 

understand the meaning of that line.  So she decided to go to the ARV centre, where she was 

hoping to get better or different result and better understanding of what it means to be HIV 

positive, compared to what she was told at the local clinic. She said at the ARV centre the 

social worker counseled her first. Then she was tested, and they explained to her what it 

means to be HIV positive.  She then said she was able to accept her status and insisted that 

her husband be tested as well. 

 

Since she is on ARV treatment she is going to various schools, educating youth about 

HIV/AIDS and promoting ARV treatment. Although when I asked her whether her neighbors 

know that she is HIV positive she said: “No.  It is my family secret, no one should know 

about my sickness”. 
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She told me how happy she was because she now receives a grant.  She said they have made 

it clear to her that she should use the money for own needs and to buy healthy food.   

 

The side effects of ARV treatment on her were she had a rash all over her body and her face. 

She said, for the first week of the treatment her body responded badly to the treatment. Her 

husband had problems of hallucinating for the first two weeks of the treatment.  When I was 

interviewing her; her child accompanied her.  She said to me: “You see that little boy? He 

takes care of me, making sure that every day at 8am and 8pm I take my medication”.  She 

said every morning she excises by running around two blocks from her place.  That is how 

she keeps fit because she was told that since she is HIV positive she needs to exercise every 

day. Her main concern is how she was infected, since she never changed partners or had 

many partners.  She said: She must have got it from helping or taking care of some body who 

was HIV positive but she is not sure. 

 

Case 8  

There is this man who wants to remain anonymous who is 48 years old.  He stays in an 

informal settlement.  He is on ARV treatment since April 2004.  He is a father of 4 children, 3 

daughters and a boy.  His wife passed away in 2001 from pneumonia but he is not sure 

whether she was HIV positive or not.  They now stay in a 4-roomed shack.  He was the 

breadwinner at home.  He was working as a builder.  The eldest daughter is married.  The 

second child is in grade 12 and the third is in grade 7; the little boy is only 3 years old and he 

is at creche. 

 

He said he is the pastor of the Zionist Church.  When he saw me taking out the tape recorder, 

he begged me not to publish him in the media because his congregation does not know that he 

is HIV positive.  He said it would be embarrassing for him if his congregation should know 

his HIV status. They might say he is not practicing what he preaches (abstinence).  He 

indicated to me that his congregation will abandon his church.  That will break his heart if 

that happens.  He said the only people he has disclosed to are his children. He told them that it 

is a family secret. 

 

He told me that married life has never been easy for him.  His wife was having many affairs 

out-side marriage while he was busy taking care of the children.  He said he regretted ever 

marrying her because nothing worked out between them since they got married.  His concerns 

were that he is HIV positive and yet his 3-year-old son is negative and his wife died of 

pneumonia.  He was feeling guilty that when he was told that he is HIV positive he took the 
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child to be tested as well.  So when the child tested negative and the wife according to him 

was not HIV positive the whole thing became a mystery for him. 

 

Since he is on ARV his health has improved drastically.  He said he has gained weight and he 

is no longer having diarrhoea. He said when he started treatment it took him a month before 

his body could adjust to it. The treatment was making him sick but he believed that the 

treatment was going to make him better. He did not give up hope that the treatment will 

prolong his life span. 

 

Case 9 

S.B. is 22 years old. She has a 14-month old baby-boy.  She is staying with the father of her 

child who is 55 years old and has 49 children with other women.  They are both unemployed, 

although he does volunteer work at the ARV centre.  They do have a place to stay.  They are 

staying with the brother of her boyfriend.  He knows their HIV status and he told them they 

must go and look for their own place to stay.  They are both on ARV treatment.  The first two 

weeks when she started the ARV treatment she said she was feeling numbness in her feet.   

 

Her mother is 49 years old and is mentally ill. She stays with her 10 children and 8 grand 

children. One of her stepdaughters told the community that she is HIV positive.  When people 

heard that she is HIV positive they told her not to collect water at their place because she is 

HIV positive.  Some would not speak to her.  She told me that one day in evening she went to 

see her pastor and told him that she is HIV positive.  In the morning at the church the pastor 

told the congregation that she is HIV positive.  He pastor said people who are HIV positive 

deserve it because they are promiscuous.  Sihle said: “Since then she never wanted to see 

herself in the Church again because of this experience”. 

 

She said she has been trying to help her sister as well to get ARV treatment, but she was told 

that her sister’s CD4 count cells is not below 200, so she cannot be on ARV treatment.  She 

told me that since she has been on ARV treatment there is a lot of improvement in her body.  

She said when she was adimitted at the hospice she was mentally ill and about to die but the 

treatment helped her a lot. She is on the list of people who are waiting for their grants, which 

the project had helped them to get. As volunteers the centre also gives them R750-00 per 

month but they were told that they would get R1000-00 at the beginning of October 2004. She 

said she uses the money to support her family and her boyfriend and his children.  
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