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This report summarises a 2012 interview study of HIV positive people’s accounts of HIV 

support in the UK. The interview study contributed to my book, Living with HIV and ARVs: 

Three-letter lives (London: Palgrave, 2013).  

A. Study background 

 

1. The HIV support study  

 

*The 2012 interview study was a part-longitudinal study of support for living with HIV in 

South Africa, building on interviews first conducted in 2001 and then in 2003-4 

 

*Reasons for re-interviewing and re-framing the study were: 

 

   The global economic crisis, related contraints in health and welfare services and aid in 

many countries, and protests against austerity measures and cuts. 

 

  Greatly improved treatment access and lower stigma in the South African HIV epidemic,      

compared to the previous decade. 

   Increasing numbers of people in South Africa living long-term with HIV and contemplating 

such long-term survival at diagnosis. 

   Optimism about ‘the end of AIDS’ and an ‘AIDS-free generation’, alongside continuing 

high rates of new infections, large numbers of people who are HIV positive and don’t know 

it, difficulties in managing ARVs, and many other psychosocial and economic difficulties 

experienced by people living with HIV.  

   The positive yet at the same time still problematic aspects of living with HIV in South 

Africa today. 

2. HIV in South Africa: The current situation  

*6 million people are living with HIV. 

 

*There is universal (over 80%) access to ARVs, free in the public sector. 

 

*There are disability grants for HIV positive people who are sick. 

 



*New cases are decreasing (by 50% since 1999), especially among young people, but 

condom use is decreasing too, among older people. 

 

*Prevalence is 23.3% among women and 13.3% among men, 15-49 years. 

 

*460,000 children are living with HIV; there are 2 million ‘AIDS orphans’. 

 

*Deaths from HIV-related causes and late diagnoses are decreasing. 

 

*Education programmes such as Soul City have been widely influential and effective.  

 

*The country has implemented a far-reaching testing programme since 2010. 

 

*There is an effective PMTCT programme, reaching 87% of those requiring it. 

 

*Resource shortages in the health sector, unemployment, financial crisis, and poverty, 

constrain and threaten the gains within the epidemic. 

 

*Almost everyone ‘lives with’ HIV – for instance, has an HIV positive or HIV-affected 

family member or friend who is affected. This has created resources of HIV 

citizenship and associations and ‘conviviality’ across statuses 

 

B. Study method 

1. Procedure 

*A set of 17 interviews was conducted with people living with HIV, accessed through 

renewing contacts with prior interviewees, and through two HIV support groups in the 

Cape Town area, both of which had been operating for at least a decade and one of 

which had been involved with previous interview rounds. One group focused on 

income generation and was women-only (similar to the PMTCT groups from which 

members were recruited in earlier study rounds); one group provided general HIV 

peer support and was mixed-gender. 

*Ethical approval was gained from the University of East London. Full information was 

provided to the participating support groups and consent was obtained from each 

participant. 

*The interviews were semi-structured and covered topics of medical, social, family, 

friendship, work, online and other media, and faith support. Interviews were in 

English in one group, and English and Xhosa in the other, where participants chose 

friends or workers to translate for them if they wanted. 

*Interviews ranged from 15 minutes to 2 hours.  

*A brief demographic information form was completed at the end of each interview.  

* Interviews were content and narratively analysed. 

2. Sample 

*50 interviewees have participated over all 3 interview rounds. 

*Of the 17 interviewees in this 3rd interview round, 15 were women, all of Black African 



ethnicity, and 13 of these were new interviewees. There was informal contact with 3 

other interviewees from previous rounds.  

*Years of diagnosis years ranged from 1999 to 2011 - one participant. 16 were diagnosed 

before 2009. 13 interviewees were taking ARVs, 2 HIV positive interviewees were 

not taking ARVs.  

*The study included interviews with 2 HIV negative longtime workers in the HIV field.  

C. Study findings 

1. Experiences of medical support 

*Medicalisation:  

All but two HIV positive interviewee were on ARVs, many with recent starts. 

Although most were diagnosed before 2009, many were diagnosed late, and ARV 

access only expanded in the Cape Town area after 2003. In addition, the higher ( < 

350 T cell) level for starting ARVs was only implemented in 2010. Few recently-

diagnosed and well interviewees were therefore among the interviewees. 

            Most people reported strong knowledge and appreciation of ARVs, and their positive 

effects on living with HIV, on stigma, and on HIV education:  

Nicco: Okay, my name is Nicco surname is {second name}, I was diagnosed 2008, I  

am HIV positive, I am on treatment, ARVs, regime 1, 3TC, D4T, er, nevirapine, mhm, I 

like my status too much.  But once before I was getting challenges through my family 

but I was able to accept, it was need(ed) to live and to be positive, and also I like to be 

(make) change to my community, because our persons is not open to the status, and 

also I want to change, to give more information to change the situation of the 

community.  

*Limits of medicalization:  

Many participants defined themselves as symptom-free on the demographic summary, 

but in the interviews also described HIV and/or ARV-use issues such as neuropathy, 

skin problems, depression, blood pressure, heart disease, other age-related problems 

like arthritis, fatigue, and long-term flu symptoms.  

Side-effects were said to ‘go away,’ or were addressed by treatment (sometimes 

difficult to get) and (limited) drug regime changes. It was recognised that ARVs are 

strong: the medicine ‘goes through you like a train’, Nonkosi said. ARVs were said to 

need good nutrition to be tolerable and effective. Food shortages and the failure to 

address side effects were said to produce ARV ‘skipping’. 

Some HIV-related problems and side-effects were reported as going untreated (skin 

problems, shingles, fatigue).  

Interviewees reported insufficient attention to psychosocial factors, sometimes 

explicitly triaged out:  

 

Nonkosi: They divide us. They said ‘ok now you are not sick anymore so now you just 

take your pills {every three months} and go home’. So we haven’t got that time to talk.  



Many complaints appeared later in interviews, which meant that long narrative 

interviews worked well to allow participants to give a full picture of their lives with 

HIV and ARVs. However, institutional issues of queues and waiting were raised early 

and often. Interviewees also criticised local (not hospital) doctors for not knowing 

enough about HIV and ARVs. 

          Some people said they did not ask their doctors questions, though most (more than 

previously) seemed to do this. Some participants specifically praised doctors who had 

‘got time’. 

*HIV-centred medical discourse:  

            ‘Expert patienthood’ seemed to be working for interviewees and the people around 

them, rather than for doctors. It was presented as operating in the service of 

community advocacy or treatment activism, rather than medical efficacy. This may be 

partly because of this study’s recruitment through support groups, partly because of 

the strong South African history of HIV and other activism, partly because of South 

Africa’s general political discourse around health as a constitutional right for all.  

           People articulated their own health rules, including good nutrition (fresh fruit and 

vegetables, no frying). They described these ways of living as spreading across 

families through the discourses and practices of their HIV positive members.  

            Herbal medication was used for HIV-related skin problems. HIV (and TB) were 

judged not susceptible to herbal or spiritual medicine, even by interviewees who used 

one or both.  

             Speaking out openly about HIV was described as itself a means of promoting health.  

            Many reported exercise, avoiding alcohol, and eating well, as important 

accompaniments to ARVs, rather than, as previously, the only available solutions. 

These ‘pre-medicalised’ approaches were said still to be discussed in clinics’ support 

groups. Emotional issues were said to be discussed less. 

            Interviewees described living with the positive impact of treatment expansion, after a 

long struggle to obtain treatment, and with many other pressing current problems to 

consider. In this context, HIV’s continuing medical uncertainties were less troubling 

than they had been previously. However, the lists of long-term side-effects also 

articulated, suggest that the ongoing medical uncertainties of living with HIV and 

ARVs may become a larger issue.   

2. Experiences of psychosocial support 

*Normalisation:  

Interviewees described HIV as just a part of life, in which there are many other 

demanding issues (children, money, relationships):  

Siyanda: I don't want to always concentrate to my status.  It comes, sometimes, not 

always thinking about that, yes.  

Families were said to be much more supportive than before because they were aware 

of the bad consequences of not being so, and because HIV was now understood as 

ubiquitous and a treatable illness. Nonkosi’s children, for instance, helped her:  



Nonkosi: They say ‘mama, there is your water and the medication’, I say ‘ok’. So I 

drink it. 

Normalisation also meant separating from families and surrogate families with whom 

interviewees had been living because of HIV illness, and thereby becoming a proper 

adult, rather than an ill and dependent person. Several people wanted to move into 

their own places: 

 

Philippa: My vision...is to get my own place, my own house.  

Normalisation also operated through media. Participants mentioned specific radio and 

tv shows such as Beat It!, Radio Zibonele and Soul City which show ‘different sides’ 

to being HIV positive, as Boniswa put it; that they worked to normalise a range of 

HIV experiences. Religious radio was also said to pray specifically for people living 

with HIV.  

Some interviewees were open with other HIV positive people at church; one had 

spoken to the whole congregation. Some practiced non-disclosing acceptance: 

 

Boniswa: Yes (the pastor) does say, we must pray for people that have HIV, and I find 

comfort at that moment but I do not say anything about being HIV positive. 

Participants told their pastor about their HIV status individually much more than they 

did before. Indeed, religion seemed now to be described as a driver of HIV positive 

people’s inclusion and normalisation, rather than, as previously, of their exclusion and 

excommunication:  

Lusi: Most of my family they are religious, they are people that have Jesus, so they do 

understand a lot of things. 

*Limits of normalisation:  

Nicco, like many interviewees, described ‘a lot of challenges’ that were ongoing, and 

that acted against normalisation – in her and many other cases, mainly with family 

and friends. The participant reporting least acceptance by social networks was a man, 

one of only 2 within a support group of 20. (More-accepted men may access family 

support. Women described providing support to male partners, and this pattern of 

provision may partly explain why there were few men even in the mixed support 

group sampled).  

  Nick: There is a problem, the problem is, in my community, there is no-one who can 

support me, even inside of my family you see.  Sometimes if ever I'm eating, I've got 

my own dish, my own (spoon), because they don't know nothing about the HIV 

status... Yes.  They think they are going to spread (with) all of us inside of the house, 

they feel so. 

It remained difficult to tell parents, especially mothers, whose health caused worry. In 

families, the histories of HIV-related deaths continued to hang over present realities:  

Nonkosi: All the memories of {Nonkosi’s family} house was the sickness. 

This history seemed non-normalisable, to some extent.  



The two non-HIV positive interviewees had ‘moved on’ from HIV, seeing their future 

activism and caring as called forth by other requirements. In relation to activism, 

some of the younger HIV positive participants were making the same decision. 

However, HIV fatigue tended not to be such an issue in South Africa as for 

interviewees as in the UK. HIV’s non-normalisable South African history may hold 

people within it, as Yoliswa, a long-time worker in the HIV sector, clarified: 

Yoliswa: For now, I really do not think my involvement will ever drop, neither my 

interest and passion. Kaloku (Because) remember, we have different reasons why we 

got involved in the 1st place. In my case, and that of others, I think it is 

understandable that HIV has become part of us as it has robbed of one thing or 

another. HIV took my baby, and that will always be part of me, and that’s the deal! 

Sometimes I even feel I am not involved enough (email interview follow-up). 

Normalisation can conceal as well as reveal. If everyone talks about HIV, then no-one 

doing so need be known as HIV positive. This is restrictive in some ways, but also 

enabling, as Sizeka described in relation to the ‘HIV Positive’ T shirts she wore and 

distributed: 

Sizeka: It's a T-shirt, not - but I used to wear that T-shirt and that T-shirt makes me 

strong.  Because I had a way to answer when people are talking about this T-shirt, 

and I've got more T-shirt and I gave someone a T-shirt.  I can give you if you need 

one.  Doesn’t mean you are HIV positive.  

Ongoing HIV-related issues with, for instance, variable health status, were not cited 

‘against’ HIV’s normalisation, as they were in the parallel UK study conducted in 

2011. Perhaps this was because of widespread awareness of such issues in South 

Africa, as well as awareness of similar issues with other chronic illnesses, and a 

parallel, qualifying knowledge of the powerful constraints on medical resources int 

the country. However, participants spent some time discussing intractable medical 

problems (see C1, above). Such problems’ contradictory character, in an era of HIV’s 

alleged normalisation, may not, in future, always be naturalised as part of the 

country’s necessarily restricted health provision. 

*‘HIV normal’: 

Previously in the South African interviews, many participants only mentioned their 

‘new’ HIV positive friends. In 2012, there was a much more mixed picture. For some, 

still, only family and not friends could be trusted or can be thought to be trusted:  

Nolundi: They {friends} are still not understanding it {HIV}. 

Most of Nonkosi’s friends were supportive, but some were not:  

Nonkosi: Those who are talking negative things, then I ignore them. 

Others found all their friends supportive; but many continued to describe a specific 

kind of support from HIV positive or HIV-aware friends:  

Nolundi: But what there is one thing that I can say, after I had been diagnosed, and I 

have also accepted. There was happiness to stay with people living with HIV, talking 

the same talk, I was not longer happy staying with people who are not HIV positive. 



A kind of HIV-specific ‘normality’ was thus framed by interviewees. 

Husbands and boyfriends were said often to be very supportive. Some were reported 

to have been negative, but these were not usually current experiences: 

Boniswa: I am happy that my boyfriend knows about my status, when it’s time for me 

to go to the clinic, he sometimes reminds me that ‘Do not forget to go to the clinic’. 

And when if he is at work he calls me at nine to remind me to take my pills. He 

reminds me. 

Relationships too seemed HIV-normalised. Partners who understood HIV, and who 

would not cause trouble to an HIV positive person (by for instance violence, drug use, 

drinking), were wanted. HIV status was not a prominent relationship choice issue in 

this high-prevalence context, though early disclosure was many interviewees’ policy.  

HIV normalisation also happened through HIV support groups, which had become 

major friendship networks, even surrogate families: 

Nonkosi: All my friends here {support group}/yes/ I love them all. Yes.  

Participants described gossiping when they met fellow group members at the local 

shops, like ‘sisters’. Senior support group members, like older sisters, tended to 

volunteer for the study interviews first. 

At the same time, interviewees said they wanted to leave the confines of the groups’ 

meeting places, as well as to leave the larger township, to go on trips  - to the seaside 

or other holiday attractions, for instance. This was also part of participants’ HIV-

centred framing of the epidemic’s normalisation. HIV positive people were presented 

as wanting to associate with each other, but as not needing always to be focused on 

HIV: 

Nonkosi: We need to go out, so we can freshen our minds. 

HIV-specific support also happened within communities. Nomonde, for example, 

though not trained as a counsellor, gave a great deal of advice and support to friends 

around her who were hesitant to approach clinics or support groups. HIV positive or 

HIV-aware friends from outside the groups were described by several interviewees as 

providing informal networks of support. 

Support groups were said to be too spread out to constitute a full alternative friendship 

network, especially since travel was expensive. At the same time, this could be part of 

their specific, ‘HIV normal’ appeal. Rosy pointed out that it was often good to talk 

with people who didn’t know you, rather than your friends. This might be especially 

the case where, as for some interviewees, other issues such as sexual abuse or 

domestic violence were becoming significant, now that HIV had been to some extent 

addressed. Again, HIV is not normalisable where, as often is the case, such other 

serious issues are tied to it. It can, in such instances, be an illness tied to histories of 

subjection. 

‘Younger’ HIV generations of people diagnosed recently did not for the most part 

participate in this study. This could be partly because they experience more 

community and family normalisation than the ‘older’ HIV generation participating in 

this study, and so use support groups less. The ‘older’ generation reported on here 



may also be differently affected, medically and psychosocially, by HIV, due to length 

of time living with HIV and ARVs, as well their generationally particular experiences 

of the epidemic - again leading to more support group participation. There has, too, 

been a drop in new diagnoses, which may partly account for the skew towards longer-

diagnosed participants. At any rate, normalisation did not appear to be operating for 

the ‘younger’ HIV generation through the support groups from which this study’s 

participants were mostly recruited. 

HIV normalisation was also described as affecting young people specifically, because 

they become specially educated, as Nolundi indicates, when living within families 

affected by HIV. This was another instance of HIV positive people’s discourses and 

practices becoming more generally normalising: 

Nolundi: These children I don’t know if maybe they do not accept or what is 

happening or maybe they don’t understand even though they could see people who  

are sick and seeing them dying some of them, they still do not want to use a condom, 

that is when they are being irresponsible even though they see that HIV is spreading, 

they just being irresponsible 

Interviewer: So is this what you talk (about) to your children? 

Nolundi: Yes I teach them. 

3. Marketisation, demarketisation, and not having resources 

*Interviewees were living in medically well-supplied neighbourhoods, but noted that public 

funding for non-essential medications had been cut. An aqueous cream was noted as 

replacing medicated cream for skin conditions that were often cited as side effects of 

ARVs. The medicated cream now had to be bought.  

All the interviewees described themselves as doing well on available drug regimes 

rather than needing expensive and difficult-to-get regimes. However, as mentioned in 

Section C1, participants were living with considerable levels of untreated and, in the 

case of mental health issues, undiagnosed effects of HIV and ARVs. 

 One interviewee, Yoliswa, noted her medical dependence on donor funding at a time 

when international aid commitments were being hit by global recession. 

*Many interviewees pointed out the loss of the disability grant and the much stricter remit 

under which they could now obtain it. Some people that Siyanda knew were not 

taking ARVs in order to maintain the grant. She herself had thought about this:   

Siyanda: I only get only six months.  By the time I was taking ARV's/I see/Then I lost 

it. I didn't go back and do it again, I say, ‘no, the grant is not important more than my 

health.  I don't want go back and start it {ARVs} again, again’. 

Interviewer: No.  Do you think some people want the grant more than their health? 

Siyanda: Mhm, some people.  Some people they default with ARVs because they want 

CD4 count to drop. 

Interviewer: Yes.  Do you think many people do that? 

Siyanda: I don't encourage that. 



Interviewer: No.  Do you think many people do that? 

Siyanda: Yes, some.  They do it. 

* Resource inequities within HIV organisations were noted by some participants, though not 

on the basis of HIV status. For instance, such organisations might reserve some 

resources, like computers, for staff use, or others, such as minibuses, for children’s 

travel; or they might make available more opportunities for, for instance, training or 

food support, for regular and/or long-time clients and/or volunteers. (These divisions 

may be mandated by the resources’ declared functions within funding applications 

and reports). Such resources were reported to be more under pressure than previously. 

*Getting work was, even more than in previous interviews, the priority for interviewees, 

particularly since their HIV needs were much less immediate and intense than before: 

Boniswa: I want work, like working with my hands, to do things with my hands, 

things that are going to make me to have money and sewing. Those are the things I 

want in my life...I want to work for myself. 

This entrepreneurship approach to markets was very typical, for instance of several 

interviewees who wanted a sewing machine or hairdressing materials to work at 

home, or who already had such businesses within the informal economy. 

*There are difficulties in working if you are HIV positive, especially in a high unemployment 

economy, because of uncertain and weaker health. There are difficulties also therefore 

in getting money to go back to and finish school. This means that the exclusions that 

keep people living with HIV, especially, from normal lives, from finishing education 

and setting up their own homes, as well as simply working, are ineluctably tied to 

markets.  In addition, as in the UK, HIV has caused a hiatus; younger people are 

wanted by employers, not, participants said, those in their age group. 

* Understandings of recent market pressures, given local, national and international recession 

and austerity, were mostly local and national. Among participants from the income 

generation group, these understandings involved loss of the prior stipend; price 

undercutting; less orders than before; and loss of key project personnel. Local 

informal markets for, for example, hairdressing services, were reported as fairly little 

affected by recession.  

*HIV can propel people into poverty, and recession can make such a fall more likely. Among 

participants in this position at the income generation project, where wages had 

dropped, money worries were basic: about food, funerals, and fares to send a child to 

school: 

Nomvulelo: Since I am not working, you see, I need support, when my child {is at} 

school I think when she comes back what is she going to eat. Sometimes I don’t even 

have the money for school transport, and again when I am dead who is going to bury 

me, with what, those are the things I think about. 

Siyanda had an HIV positive child, who sometimes did not get their daily ARVs 

because Siyanda did not have food for her, making the medication very difficult to 

take:  

Siyanda: Sometimes they don't take ARV's before they go to school, because 



sometimes there's no food.  Sometimes I'm feeling ashamed, I say, ‘no, don't take 

ARVs’, because stomach is empty. 

Participants on the edge of poverty, trying to move up, were also affected. Nonkosi, 

buying a fridge by instalments, to serve a large household, failed the payments as the 

income generation work fell, and had to return the appliance. 

*At the same time, participants described other means of keeping involved with work, even 

when markets failed. As Ong (2005) points out, compromises and antidotes have to 

exist within neoliberal economies to address market failures. Interviewees recognised 

the problems of the income generation project but still worked there, supported by a 

daily hot meal:  

Nonkosi: We just work, eat and go home. 

Other participants volunteered and networked extensively to promote their employability, as 

well as working informally. In these ways, they sustained themselves as employable citizens. 

However, support groups’ reported continuing, though lowered, commitments to nutrition, 

childcare and education seemed to operate within human rights rather than market discourse. 

It seemed that market solutions to market problems were not arriving fast enough. HIV 

services provided on human rights grounds, such as meals and food support for children, 

continued to be vital for safeguarding HIV positive people’s health and human security. 

*Participants in this study told stories that demonstrated – and in some cases, themselves 

developed – their social, cultural and at times economic capital. They also 

demonstrated the symbolic capital many now had within their communities as openly 

HIV positive or highly HIV-concerned health, sexuality and lifestyle educators. 

However, this active and creative seeking out and building up of resources by HIV 

positive people must also be seen within the constraints of a middle-income country 

with large wealth disparities and high levels of health, social and economic resource 

constraint; a very resource-demanding epidemic; and an epidemic whose long-wave 

social and psychological effects are still hard to recognise fully, let alone address.  


