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This report summarises a 2011 interview study on HIV positive people’s accounts of 

support for living with HIV and ART in the UK. The interview study contributed to my 

2013 book, Living with HIV and ARVs: Three-letter lives (London: Palgrave).  

 

A. Study background 

1. The support study:  
*This 2010-11 research was a part-longitudinal study of support for living with HIV in 

the UK.  Previous interview rounds were conducted in 1993, 1994, 1997, 2001-2 

*My reasons for re-interviewing and extending of the study were: 

    The neoliberal restructuring of health and welfare services; recession and cuts; and the 

reframing of Disability Living Allowance. 

   Increasing numbers of people 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 ART, and many other psychosocial and 

economic difficulties experienced by people living with HIV in the UK.  

 

      2. The UK HIV situation 

*Around 100,000 people in the UK are living with HIV; 25% do not know their status. 

*There are about 6,000 new cases a year; nearly half are late diagnoses. 

*Deaths from HIV-related causes are around 500 a year, with about half among over-50s. 

*84% of HIV positive people receiving medical care take ARVs; 87% of those are virally 

suppressed. 

*90% of diagnosed people are in regular care. 

*99% of HIV positive women’s babies are HIV negative. 

*2,300 people in the UK likely became positive through IV drug use 

*Around 40,000 HIV positive people in the UK are men who have sex with me (MSM); 

MSM account for half of new cases. 

*3 out of 5 heterosexuals living with HIV in the UK were born in African countries – 

two-thirds of these people are women. 

*Over half of the heterosexual women and men now diagnosed each year, became 

positive in the UK. 

*HIV testing occurs predominantly in STI and antenatal clinics mainly, and has been 

widened in higher-prevalence areas to GP surgeries and hospitals.  

 

 



B. Study method 

1. Procedure 
*47  interviews were conducted with people living with HIV  

*The interviews were semistructured and covered the topics of medical, social, family, 

friendship, work, online and other media, and faith support. 

*Interviews mostly lasted between one and two hours. 

*After transcription, interviews were content and narratively analysed 

 

2. Sample 

*There have been 70 interviewees over all 5 interview rounds 

*There were 47 in the 5th interview round including around 15 from outside London. 

*Interviewees included 10 women: 1 bisexual, 9 heterosexual; 2 White European, 8 

Black African/Caribbean, in this 2011 round. 

*There were 5 men of African/Caribbean origin, 4 heterosexual, 1 bisexual. 

*Interviewees included 3 white British heterosexual men. 

*There were 24 gay men of varying ethnicities/nationalities including Asian, South 

American, other European, and UK, in the sample. 

*Two-thirds of the sample comprised interviewees new to the study. 

*Since one-third of the sample was being re-interviewed after 10 years, the study was 

skewed towards older people living with HIV. 

*Over 50s comprised approximately one-third of the interviewees. Many more were in 

their late 40s and a group of others were in their early 30s. 

*Year of diagnosis ranged from 1986 to 2011. 

 

C. Findings 

1. Medical experiences 

*Interviewees reported overall positive experiences of medical services and professionals 

*Medical services were assessed, often in comparison with other countries, as excellent. 

*Interviewees noted restrictions and cuts in medical services, particularly since 2008.  

*Many research participants criticized contemporary HIV medicine as too focused on 

CD4+ and viral load figures, with reduced psychosocial awareness. 

*Limitations of medical addresses to pain, side-effects, some HIV symptoms, and mental 

health, were discussed. 

*Medical failures and uncertainties, and fluctuating symptoms, were difficult. 

*Some interviewees said they were tired of always being proactive, expert patients. 

*Interviewees were very reluctant to complain, and often called themselves ‘lucky’. 

*Interviewees wanted: ‘holistic’ HIV medicine, involving listening, integrated services, 

awareness of psychosocial issues, easy access and personal contacts. 

*Medical knowledge often came from and has the perspective of HIV NGOs, rather than 

clinicians.  

*Interviewees named good service providers (largely praised for non-medical reasons) 

 

Summary: The success and expansion of medical approaches to HIV, that is, HIV’s 

medicalization, means that interviewees have good medical knowledge, often from a 

PLWHIV perspective, and that HIV can be addressed as a medical condition or illness, 

not a way of life. However, HIV’s medicalization means that other aspects of living with 



HIV can become difficult to talk and think about. In addition, interviewees described an 

alternative, care-centred, holistic HIV medicine. 

 

Jana (female, 40s, heterosexual, diagnosed in 2000s, non-UK European origin): What I 

want now I kind of have it, really.  I mean the only thing I would say, you know, maybe 

that I can complain about my situation, is the waiting list of things, like having to wait a 

year to start the {psycho}therapy, you know, it was a bit long, yeah. But you know, at the 

end of the day I think, well I'm getting it for free so, it cannot be there…And maybe (I 

would like) the doctors to have a bit more time because I do nothing {there} you know. 

And I did feel at some point, I think I even missed one appointment because I could not be 

bothered.  I wait three or four months to come and see my doctor, and he says the results 

- I know them already, because I ring them.  The results is okay, the prescription, ‘okay, 

take this to reception for the next appointment’.  I thought, ‘I cannot be bothered to (do) 

that’, you know… So it would be nice, bearing in mind that you don't see your doctor 

very often, to be able to feel 10 minutes of  (his time) you know…I don't tell {about my 

other problems} because I just feel like, I don't have much time…It’s taken a lot of time 

realising that’s how I feel about it…but now I'm thinking, as I'm listening to myself, I'm 

thinking, ‘This is not right’, you know...And you know sometimes I have a good 

relationship with (my doctor), but you know, I try, I try to take as little time as possible 

you know, anything that I don't think is very important…I don't want to waste his time, 

that's how I feel.  I know that it's a big queue, I know everybody's running late, 

everybody's stressed, my doctor is stressed, let's not make things any worse, you know.  I 

shouldn't be feeling like that, obviously.  

 

2. Psychosocial experiences 

*There was a general commitment to living ‘positively’ with HIV and treating HIV as 

just one part of life. 

*Most interviewees had had good reactions to their status disclosure from at least one 

friend or family member (outside of HIV services). 

*Nevertheless, there were many accounts of isolation, depression, and stigma. 

*Issues of grief, losses, physical problems, and medical uncertainties, remained difficult 

and were often under-addressed. 

*Free or cheap and accessible psychosocial HIV services were strongly valued. 

HIV positive groups and friends were often valued as ‘families’. 

*There were strong anxieties over services and benefits cuts. 

*The majority of interviewees used or had used complementary or alternative therapies 

alongside medical treatment. 

*Interviewees gave a ‘double’, strategic account of HIV as both ‘like’ and ‘not like’ other 

long term illnesses or conditions. They articulated similarity and differences between 

people living with HIV, and people living with other conditions, depending on 

circumstances.  

*Internet support was valued for information, social support, and finding partners. It was 

rarely the only psychosocial support. Web pages, chat rooms, and Twitter, were all used. 

*Phones (especially texting) were particularly important for interviewees on restricted 

incomes. 

*Faith support was valued but criticised in some cases for institutional ‘ignorance’. 



*Protection from mental health problems came from partners, families, friends, having 

financial resources and/or meaningful work, and being able to access HIV-specific or 

HIV–sensitive psychosocial services. 

*Life ‘beyond’ HIV was very important. Work, families, partners and friends, migration 

and citizenship were all issues that were sometimes more significant than HIV. 

*Interviewees criticized professionalised HIV service providers with ‘targets’ and no 

HIV ‘voice’, but also criticized fragmented, small, unprofessional, cliqueish HIV service 

providers. 

*Interviewees showed a strong commitment to ‘giving back’ by volunteering and to 

participating in the labour market. 

*Psychosocial services wanted were: relatively local, consistently available, cheap social 

drop-ins, some services with HIV focus, some services with more general focus 

(nutrition, exercise, self-management, training, income generation, entrepreneurship), 

some services for chronic illness generally, some services HIV-specific, some services 

age-specific. 

*Interviewees framed themselves less as entitled citizens, as in previous interview 

rounds, and more as market-defined citizens: as a paid workers or failed workers, as 

volunteers, or as socially excluded.  

 

•Summary: Normalisation means that HIV can be addressed as a regular part of life and 

life itself is not defined by it; but that non-normalisable aspects of HIV lives – continuing 

stigma, depression, losses, physical problems and uncertainties – can be hard to address. 

Instead, interviewees articulated strategic normalizations of HIV, and a kind of ‘HIV 

normal’. 

 

Gerry (male, 50s, gay, diagnosed in 1990s, North American origin): I think that the 

people that get left behind  are really the people who are medically well enough to not 

really need that much support but emotionally may be not quite so secure. And again it 

comes down to the fact that they have to design our programmes around this target, you 

know, fair enough, (there is a) reason to limit the supply of money…you can maybe have 

a drop-in centre, I don’t think that there are drop-in centres any more (laughs)… if I got 

a leaflet in the post tomorrow (and) I would see that (there’s) a new drop-in centre, I 

would be there on day one, I would be there making cup cakes (laughs), a day centre kind 

of thing. That was the beauty of the local HIV organisation, I could walk there and do 

some exercise, I would go there and come back home, I would talk to my new friends, just 

feel good about myself for the day... Because it was a drop-in centre , it attends to (you) 

without forgetting about HIV, kind of puts it in perspective but (not) letting it dominate, 

kind of thing. 

 

3. Marketisation 

The marketisation of HIV appeared in accounts of both medical and psychosocial 

experiences. Interviewees resisted it strongly by challenging medical and psychosocial 

cuts, and by finding individual and collective ways of providing support for themselves 

and each other. Marketisation had a pervasive effect on how they framed their lives, but 

they tried to articulate forms of HIV citizenship that worked against it. 



  

Gerry: I have lately, been medically reassessed through  benefits and, and (that) left a 

number of stresses. And again, I don’t know if I am about to be reassessed, but when I do 

I am sure I am going to be  quite upset…I have read on the internet that there are 

charities that deal with that but…there isn’t a personal, someone to put aside, to put 

around (you, something) to say ‘don’t worry’,  to be called for an interview with 

you…It’s almost that I feel like, I feel  I am being told that I am out of life , because if you 

have a life then you don’t need benefit and support , you can get up and work… 

 

Penelope (Female, 40s, heterosexual, diagnosed in 2000s, African origin, asylum 

seeker): I don’t want anything, I just want to live a normal life and I’m not after benefits. 

Where I come from, nobody gives you anything you have to work for everything. You can 

go to the hospital, if you don’t have money they will not treat you. So I really appreciate 

being in this country and getting my treatment and accommodation. You know, in my 

country, nobody will give you that and if I could I would really want to pay back you 

know, just do something, just help somebody, like a support worker. Yeah, help 

somebody, an elderly lady, somebody. I  want to pay back and do something but it’s not 

easy because there a lot of  - I don’t know if I should say it - nasty, nasty criminals, you 

know, who are after something, who are not really willing to help.  I don’t want any 

payment, I just want to help somebody you know, because to be where I am now, if I was 

in my country, I would have been dead. I don’t know what else to do, you know, who to 

turn to, can’t do anything, can’t plan, can’t do nothing, just doing the same thing every 

day - go out, come back, sit, watch TV, go to bed, wake up, same thing. 

 

4.Being left behind 

People living with/affected by HIV can be ‘left behind’ by: 

*Failures of knowledge (for instance, around the complexities of medications, side 

effects, long-term problems related to living with HIV, treatment as prevention) 

*Failures of other resources in their lives (food, housing, transport, clothing). 

*Failures of understanding (for instance, when faced with bereavements, often multiple; 

stigma; isolation) 

 
John (Male, 50s, gay, UK origin, diagnosed in early 1990s):  [B]ut if I hadn’t been on 

that screening programme, which I have been for the last 18 months now, they wouldn’t 

have picked (early HIV-related cancer signs) up and I suspect probably the majority of 

long-term survivors with HIV, if you're not having any problems you wouldn’t think there 

was anything wrong and there’s no screening programme, I don’t think. 

 

6. Difficult histories, a complex present, and hopeful futures  
These three temporalities existed side by side in the stories that interviewees told about 

living with HIV. 

 

Rebecca (Female, heterosexual, African origin, 48, diagnosed in 2007): People have 

died, I tell you...You know, now back home.. the people that grew up together, their 

friends, they don’t just ask, ‘Where is?’, mm mm! 



Susan (Female, heterosexual African origin, 49, diagnosed in 2002): Generations have 

been wiped out. 

Rebecca: They have gone! They have gone. My brother told me, the people have died.   

Susan: Generations have really been wiped out. 

Rebecca: It’s only the older people remaining, with young people. 

 

Olive (Female, heterosexual, African origin, 56, diagnosed in 2002):  We used to receive 

a lot (of information) but because of the cuts it’s only one organization (that sends it 

now), yeah….Even the support groups, we used to have a lot of them, but now very few 

are running, yeah, yeah….But now with me now, I feel like I’m empowered now. I always 

do counselling on my own, especially with other newly diagnosed, yeah, helping 

them…sometimes you hear that so and so, she is really down, she can’t cope, she’s got 

problems, yeah. So, we try to, to contact her, if she wants to come in and talk to us, then 

we will go and have a friendly talk with her, then he or she can ask questions, so. ‘Are 

you really, some of them they ask, ‘Are you really positive?’ I tell them, ‘Yeah, we’ve 

been there before’, and you tell, we share our own experiences, yeah. You see? That is 

how it helps, it helps because it’s a long journey from that moment when you used to cry, 

you know, and now just accepted it as normal life, yeah…I’ve got a friend who is dealing 

with that same issue. She went though, she is going through a lot, she is now depressed, 

yeah. And… sometimes I will go their house, sleep over, two days, three days, yeah. I will 

sleep over and then I will invite her, I have told her, ‘You are welcome to my house, come 

anytime, even if I am not there then my children are there…feel free, don’t be on your 

own…come, I will cook for you, if you want to cook anything, sleep on my bed’ (laughs) 

yeah, yeah, because I know what she is going through, unfortunately, it’s difficult. 

 

Zack: (Male, 34, gay, non-UK European origin, diagnosed in 2011): I’m fine with it . 

Sometimes I think the problem is the information, the way the information is transmitted. 

I think the GP’s – they should do routine tests. And now this kind of discrimination, like 

mortgage, or life insurance - I think because we are living longer and longer someone 

will say that we will die of old age, so it’s getting better. And they should also change 

their laws and their policies, so that people are not afraid of tests, and that is it: routine 

tests and if you’re positive that’s OK, and if you are negative, well, it’s OK too (laughs). I 

hope that finally there will be a cure and then, you know, I always imagine, like, in ten 

years or twenty years there will be a cure, and then, OK, and then I’m rid of the HIV 

virus; and then I start meeting people, and then I can be thinking, like, you know, ‘If you 

met me ten years ago, would you be with me or would you fear me?’ 

 

 

*** 


