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This report explores the circumstances of a group of African
women with HIV living in London. Many of these women are
surviving because they have access to high quality health care
including the newest anti-retroviral drugs. This care would
almost certainly be denied to them if they returned to Africa.
They are far from home and often in considerable poverty and
many are ‘trapped’ by their illness. Yet they show enormous
commitment and considerable creativity in the struggle to
sustain their own health and that of their families in what 
is often a very hostile environment. 

All photos featured in this report are models
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Background to the study
The literature on HIV/AIDS is now very large, with books, articles and reports filling many shelves. A great
deal has been written about the biology of the disease itself and possible treatments and about the nature of
the epidemic and possible strategies for prevention. But there have been very few accounts of the experiences
of people living with HIV. This lack of knowledge is especially obvious in the case of women who now make
up about half of all those living with HIV around the world. In sub-Saharan Africa, around 58% of those
infected are female but we know very little about their strategies for survival. 

In this era of globalisation, many women from African countries are living in other parts of the world and
here too they often carry a heavy burden of HIV infection. In the UK for instance, 69% of all women diagnosed
as HIV positive in 2001 came from Africa. Among attendees at London GUM clinics in 2001, 7.7% of African
born women had HIV compared with only 0.2% of UK born women (Unlinked Anonymous Surveys Steering
Group 2002). Yet we have very little information about the circumstances of these women. This study was
designed to fill that gap. Its aim was to explore the daily lives of African women with HIV in the UK. The
focus was not on how they came to be infected but rather on how they were living with the illness. 

A small number of studies have investigated the health and social care needs of African women (and men) 
with HIV in the UK. However the aim of this project was much broader. We were concerned not so much
with immediate policy issues but rather with identifying the main factors that shaped these women’s lives.
We wanted to know about their access to material, social and cultural resources, about the choices they
faced and about the constraints that limited their options. In particular we wanted to know more about 
their strategies for their own and their families’ survival and how these were implemented in difficult
circumstances so far from home.

Designing the study
In order to achieve these aims we needed to identify a group of African women with HIV willing to talk 
about their lives. After considering various possibilities it was decided to base the study on a sample of women
from different African countries receiving care in four London hospitals. Access to women through this route
was made easier by the fact that one of the research team worked in HIV medicine in one of these hospitals.
The selection of a sample from hospital records meant that the results could not be generalised in any simplistic
way beyond those women living in London and receiving care in specialist units. However this was felt to be
justified on the grounds that three quarters of all Africans in the UK live in Greater London and 60% are
resident in the 10 boroughs which include all four hospitals. 

The fact that the women would be approached to take part in the study in the same setting where they
received their health care did raise certain ethical concerns. In particular it was possible that they might 
have been afraid to refuse in case it had a negative effect on the services they received. Great care was
therefore taken to ensure that they were neither asked to participate nor interviewed by their regular
clinician. Rigorous procedures were put in place to ensure that the women actively consented to the 
research and these arrangements were reviewed and agreed by the relevant ethics committees. 

Sampling and data collection
A group of 62 black women with HIV from 11 different African countries was recruited from outpatient clinics
at St Bartholomew’s, the Royal London, Homerton, Newham and the Royal Free Hospitals. All the women were
aged 18 and over, had been diagnosed as HIV positive for at least six months, had attended the clinic in the
period January 2000 - June 2001 and had lived in the UK for at least six months. They were selected in such 
a way that the distribution of the women’s country of origin reflected the distribution of nationalities in 
the clinic population as a whole. 

The study was first mentioned to women who fitted these criteria by their regular clinician during routine
clinic visits. Those expressing interest in the study were introduced immediately to one of the interviewers 
for further information or their permission was sought for contact details to be passed to the research team.
They were then given more details about the study and written informed consent was obtained from all those
who agreed to participate. Approximately 80% of women who were approached were willing to be part of the
study and completed the interview. Those who declined cited fears over confidentiality, reluctance to discuss
painful subjects or time pressure as reasons for not participating. Two women, who agreed initially, later
withdrew as a result of pressure from a partner. 

Before they were interviewed the women were asked to complete a written questionnaire containing 18 questions.
These covered factual information such as age, length of stay in the UK, time of HIV diagnosis, housing conditions,
number of children, current relationship status, and brief medical facts. The questionnaire was administered
orally to women who had difficulties with the written version. 

This was immediately followed by a semi-structured interview, which covered some of the main aspects of
their daily lives. The women were asked to talk about their experiences of HIV in the broader context of their
personal histories. Most appeared to experience this interview as a valuable opportunity to talk about their
own situation and to be listened to. All participants expressed their willingness to be interviewed again 
should the study be taken further. 

The sessions lasted from one to four hours with an average of about 90 minutes. Women themselves were 
given the choice of where to be interviewed and the majority (80%) chose to talk on hospital premises.
Interviews were carried out between July and December 2001 by one of the authors (JA) and a female
research assistant1. Interviewers regularly exchanged schedules and transcripts with independent expert
supervision to ensure consistency. Two women did not wish to be tape recorded and in these interviews
extensive notes were taken. Travel and subsistence expenses were reimbursed for all participants.

1 JA did not interview any women under her clinical care. 28
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Finding from the survey: an overview
Sixty two women from 11 different countries completed the study. Their age ranged from 20 - 58 years 
with an average of 33. They were a well-educated group with 12% having finished primary school and 61%
having completed secondary education. Twenty percent were university educated and 7% had postgraduate
qualifications. Only 12 of the 62 women were working. Four were students and 46 were unemployed. 

When asked why they had come to the UK, some women stressed the new challenges to be found in London.
A number talked about poverty at home while others mentioned the pursuit of business opportunities. Only
three identified the need for medical care as a reason for coming to the UK. 

‘We had family friends, people we know, and I had an uncle so I decided to come to London’. W20 Uganda

‘I came to London searching for greener pastures’. W15 Nigeria

‘I came on a holiday visa. I just liked the feel of London, I just liked everything about it, the people, there was 
just so much activity going on. I thought, oh well, maybe I might change my mind and I applied for a working visa.
I thought I would stay only for a short time and go back.’ W47 Zambia

A number of women from countries in East and Central Africa in particular mentioned political pressures at
home which had pushed them towards the UK. The majority feared for their safety because of their own
actions while the remainder felt they were in jeopardy because of the political activities of other family
members, usually husbands or fathers. 

‘When I first came, I came seeking asylum. I had problems in my country. There was fighting and this guerrilla
thing and ethnic tribes fighting each other, which I didn’t know. I didn’t know that my husband was involved
somehow, somewhere, in those groups. So we were attacked and they tied him up and took him, so I ran for 
my life.’ W2 Burundi

About a third of the women were asylum seekers at the time of interview. Sixteen had either compassionate
or exceptional leave to remain for between one and five years, 12 had been granted indefinite leave to remain
and a further six had British nationality. Two described themselves as illegal and one as a visitor. Most of the
women (73%) had been in the UK for more than a year with around a third having arrived more than three
years ago. Seventeen had been in the UK for less than 12 months and it was these women who were most
likely to be currently asylum seekers. 

Twenty eight were in a relationship with a male partner and 11 of these were cohabiting. About one third of
the women had a family member in the UK, most commonly a sibling. Most also had family in Africa. The vast
majority of the women (55) were mothers but only 39 had children living with them. Others had left their children
in Africa in a variety of circumstances and some were unaware of what had become of them. Around half of
the women had HIV negative children, 12 had at least one positive child and in 13 cases the HIV status of
children was unknown.

A majority of the women had already experienced at least one profoundly traumatic life event. These included
rape, murder of partners and family members and various other forms of persecution. 27 of the women spoke
of direct experience of HIV related death and ill health in close relatives or friends and eight had experienced
the death of at least one child from HIV. 

‘I wish they had shot me and killed me after raping me. They could have killed me straightaway - I had no
family, I didn’t know what had happened to my husband apart from seeing him being tied up and taken out of
the house, I didn’t know where my child, children were. All of them, I don’t know where they are.’ W10 Kenya

‘I was raped - that’s how I contracted it. When I was so young there was this political issue, that’s when I was
abused. I was detained for 30 days and every day raped by different men - I felt I was robbed of my life.’ W62
Zimbabwe

‘Things haven’t been very easy ever since I knew I was HIV. Knowing that my husband had caught the illness
from me, that was a really terrible suffering, I really suffered in my heart knowing that I had contaminated him
with the illness and him being sick and him later dying was too much for me.’ W27 Uganda

‘When my son died my whole world like turned into dust before me, I was like, this is the end of me. It was like
there is nothing.’ W12 Malawi

Listening to the stories of these women, it was clear that many different factors were shaping their lives. First
and foremost their potential fertility meant that they had to face a range of difficult decisions about
sexuality, pregnancy and childbearing. At the same time their options were also constrained by their own and
other people’s expectations of how they should behave as female partners, wives and mothers. These women
were also migrants, living with the challenges posed by a strange country. And finally they were HIV positive
with all of the social and biological implications that come with such a diagnosis. In presenting the women’s
stories we begin by exploring the ways in which these different influences were interwoven in their lives. 
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Being a woman with HIV
The lives of most women are heavily influenced by their capacity to become pregnant and give birth. However
this raises additional problems for those who are HIV positive. Most of the women in this study stressed the
importance of motherhood as a source of identity and legitimacy. Many pointed out that failure to have
children can have profound economic and social consequences including divorce or desertion and a number
were actively trying to conceive.

‘If you have no children it means you are less of a woman.’ W47 Zambia 

But there was also a reluctance to bring a child who might be HIV positive into the world. For some this was
compounded by anxiety that unsafe sex might put the potential father at risk as well as the fear that pregnancy
might exacerbate their own disease.

‘For me whose not got a child... I love kids and I can’t wait to have a child... then knowing if you wait to have a
child because I could pass it on to that child... and you can’t give your child breast milk you know, we are women.
I want to explain all these things as a woman you know, and you can’t. It’s very difficult.’ W18 Tanzania 

Most of the women had become mothers before their diagnosis and 39 had their children living with them.
The majority of them acted as primary carers and their experiences of mothering with HIV were complex and
contradictory. Many were raising their children in considerable poverty without the support of an extended
family and often as single parents. The nature of their own illness made planning difficult yet they rarely 
got practical help with childcare and their own needs often went unmet.

‘I just have to stand up for my kids so I’m the mum, I’m the dad, I’m the auntie, 
I’m everything.... so they need me.’ W28 Uganda

For many, these responsibilities were made even more difficult by continuing 
concern about their children’s health. Eleven of the women had children who 
were known to be infected and this naturally caused great distress.

‘I had thought he was going to be born dead so I was delighted when he was 
alive but when I was told he was positive my world shattered.’ W21 Uganda 

‘The worst days is when my boy is sick, ‘cos I blame myself. I know it’s my fault. 
If I had not brought him to this world he wouldn’t be suffering, I think I’ve 
caused him a lot of pain.’ W30 Uganda 

Mothers are traditionally seen as the moral guardians of society. This 
meant that many of these HIV positive women were afraid of being 
stigmatised for not living up to these social expectations. This was 
reflected in the ways in which they told their stories. Most were anxious 
to show themselves as people leading blameless lives whose illness could 
be blamed on misfortune or on the actions of others. Though some said 
they had been half-expecting a positive result, most said that they were 
extremely shocked on receiving their diagnosis. 

‘When I gave out my blood I was very sure I was negative, because I was healthy and strong. But when I got the
results I was shocked, I was shocked. I had to do another test, at least two tests to be sure that it’s true that 
I’m HIV positive.’ W9 Kenya

‘You ask yourself, where did I go wrong? I was just a perfect, perfect lady. You know there are some ladies who 
go into the pub, they expose themselves to find men, but I wasn’t the type of lady. I was the type of a lady 
who was so reserved. But well, there it is.’ W57 Zimbabwe

‘I still don’t understand, they try to get it into my brain but I said I’m not ready now, because I don’t accept 
the fact that I am HIV Positive.’ W16 Nigeria 

Guilt was often especially debilitating among those who were compelled to leave children behind in Africa.
Changing circumstances meant that these children often had to be passed between carers and attempts to
bring them to the UK were usually difficult and often unsuccessful. Many women were trying to support their
children through sending money home from their own limited resources. But most found this (unavoidable)
failure to fulfil what they and others saw as their maternal role deeply distressing. 

‘I’m supporting, I’m paying my son here and I’m paying for them in Africa, I’m paying the house they stay in, 
I’m paying for the food they eat.’ W37 Uganda

‘I wanted to bring my children over because that is the thing that is really eating me up, its still eating me up
you see, because I am here and my children are on their own. They don’t even have a father because he died a
long time ago and they are living on their own.’ W50 Zambia 

For these women, the reality of motherhood brought both intense pleasure and also inevitable pain. Because
of the supreme importance of motherhood in most African communities, the identities of the women were
strongly shaped by their reproductive histories. The experience of parenting brought many burdens. But at 
the same time it gave many a reason to live and to survive the disease.

‘He’s eight and every time I think about him I just want to cry, forget the medicines and go, but then I don’t
know who is helping him when I’m dead. I’m trying to be strong for him.’ W24 Uganda 

‘I had a strong will and I had to look on the children also, I thought that this little time that I had to live on this
earth. I have to live for these children and be a strong person because of the children and that kept me going,
and because I decided to be a full-time mother, I had also to do what a mother is supposed to do.’ W9 Kenya 

I am going to live for the sake of my baby. That’s it.’ W18 Tanzania
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Looking Towards the Future
At the end of the interviews we asked the women what would improve their situation - what would make life
easier. Some of the women were understandably depressed and found it hard to envision the future. However
the most common theme to emerge was the desire to do something active which would allow them greater
control over their own lives. Asylum seekers in particular desperately wanted the opportunity to use their
skills. The desire for greater economic security was also mentioned very frequently while that legal status
remained ambiguous longed for greater certainty. Despite the huge difficulties they faced, many of the women
showed great determination and considerable optimism about new treatment possibilities. They were still
looking towards the future and showed considerable resilience in trying to shape the best possible options 
for themselves and their families. 

‘I’m not gonna let this wear me down, I’m not gonna let it kill my spirit, or stop me from doing what I have 
to do, I just have to move on, you know.’ W39 Nigeria

‘I would like to go back to work. Any work, anything, just to set up really a life for my kids, to leave them
something you know, for them to remember me, our mum used to do this, or our mum was this... I don’t want
them to grow seeing mum is sleeping all day, mum has spent all her time in hospital.’ W28 Uganda

‘I don’t think of death, I’m planning, I’m planning to study to get my degree, I’m planning to start to get a job.’
W30 Uganda

‘I just pray I just get a small place to myself, maybe when I sit there alone and put my HIV in perspective, 
when I’m alone I will be able to plan the future.’ W24 Uganda

‘I want to get my life back and try and do whatever I can to get my life back and get a job. Yeah, if I have to 
get out of that flat I have to go to work, I want to put my knowledge, the things I’ve studied and my skills in
practice, I don’t want to just sit there and be on benefits, I want to be useful. I just want to be what I was
before.’ W50 Zambia

‘I want to live, life is sweet, you know, I want to live just like everybody else, get better and feel strong within
myself, go to work you know, stay with my husband.’ W56 Zimbabwe

‘I’m looking the rest of my life, I don’t know where, where is the end of my life or what, I don’t know, but I just
say, when I wake up in the morning I say, oh yes, thank you Lord I’m here.’ W60 Zimbabwe

The report highlights some striking features of the lives of African women with HIV in the UK which are rarely
incorporated into policy or service design. The following recommendations have been made to help policy
makers and service planners align their planning and delivery to the expressed needs of these women. 

1. HIV service policy and planning needs to take into account an understanding of the complex interplay
between the three key tenets which underpin the experience of many women across the diverse range 
of African communities in the UK: gender; faith & religion; and stigma. All of these, in varying degrees,
form a thread through the lives of most African women with HIV with whom we spoke.

2. The wide range of difference and diversity within African communities in the UK should be more readily
acknowledged and worked with. It is no longer adequate simply to consider ‘African communities’ as a
generic target group, or provide one set of services and expect it to be appropriate or even accessible 
to all women. Services should be targeted more specially at communities based on such factors as
nationality, tribal background & religion.

3. Consideration should be given to the differences in needs of settled and evolving communities. Communities
that have been resident in the UK for a number of years will be fully or partially integrated into UK society.
Those where people have recently arrived in the country, however, are more likely to face considerable
barriers both in accessing HIV treatment and support and integrating into civil society. The needs of the 
two types of community are significantly different and will require different services and support.

4. Services should be respectful of the autonomy that many women have shown in their physical and
psychological journey to this point in their lives, and recognise that autonomy is crucial to physical and
mental well being. This could take the form of something as simple as listening to a woman’s story of how
she arrived where she is today, to taking active steps or devising programmes that build on women’s
ability to survive and turning them into skills that facilitate integration into UK society. 

5. Services should be gender sensitive and demonstrate an understanding of and respect for the position 
of women, and especially mothers, in many African communities. 

6. Service delivery should be flexible and reactive to the needs of service users, especially for women who
have responsibilities to fulfil as mothers, carers or workers. Flexible working practices and opening hours
may be one way to approach this. 

7. Services should actively tackle the HIV related stigma that is rife within many African communities. 

8. Maximising integration into society and encouraging full participation in civil society should be a main aim
of all services working with African women. The inability of many women to achieve integration is a prime
reason for feelings of isolation and depression and a major barrier to building fulfilling lives in the UK.

9. Service provision should be linked into integrated pathways of care with other clinical and social care
services. This will help to ensure that all service users are able to access the full range of appropriate services.

10. Service design should build in capacity to support staff in coping with the extreme pressures which many
face when dealing with diverse and complex client loads. This includes both training in understanding the
legal and social constraints which face people seeking services, and emotional support to manage work
with people who may have undergone extreme trauma and/or be facing difficult and threatening choices.

Recommendations
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