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Abstract 

Background 

The UK African population is disproportionately affected by HIV infection, and 
presentation is often late in the disease when treatment may be less effective. 
Much remains unknown about the cultural practices, beliefs and attitudes of 
Africans, with or at risk of HIV, against a background of economic deprivation, 
uncertain immigration status and idispersal' to settings outside London. This 
study explores the barriers to HIV testing in UK African communities in a setting 
outside the capital, from the perspectives of professionals and African people, 
and considers how the uptake of testing might be improved. 

Methods 

A qualitative study of professional and African views of HIV testing was 
undertaken. Interviews with key informants from a range of professional 
backgrounds explored their views, experiences and attitudes relating to HIV 
testing in Africans. In-depth interviews with African participants, of known and 
unknown HIV status, explored cultural norms and beliefs, perceptions of risk, 
knowledge and experience of HIV, access to services and issues relating to 
immigration and racism. Data were analysed using the constant comparative 
method derived from grounded theory approaches. 

Findings 

Complex influences and beliefs act as barriers to HIV testing amongst Africans in 
the UK. Key themes emerging from the data included competing priorities, fear, 
stigma and perceptions of risk. Cultural norms, spiritual beliefs, negative 
experiences of HIV in Africa and limited knowledge of treatment all strongly 
influenced attitudes to HIV testing. Whilst some professionals feared the charge 
of racism, targeted voluntary HIV testing was broadly acceptable to African 
people. 

Implications 

The findings of this research provide new insights into the barriers to HIV testing 
in UK African communities and point to a number of potentially important ways 
in which some may be ameliorated. They have application to primary care 
practice and wider implications for health promotion strategies, policy makers 
and clinicians. 
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CHAPTER 1. INTRODUCTION 

1.1. Setting the Scene 

It is 25 years since the first case of Acquired Immune Deficiency Syndrome 

(AIDS) was identified. Since that time there has been a number of important 

developments in understanding and management of the disease. The Human 

Immunodeficiency Virus (HIV) , the virus responsible for the development of 

AIDS, has been identified1;2 and its biology elucidated.3;4 Diagnostic tests have 

been established and improved,s and drugs and care systems that have been 

shown to be effective in modifying the disease process and reducing mortality 

have been developed.6-8 

1.1.1. The scene in the United Kingdom 

Despite the advances of the last quarter century the number of newly diagnosed 

cases of HIV infection in the UK continues to increase, most markedly since the 

year 2000. In the year 2004 more than 7000 new diagnoses were made, almost 

double the number four years earlier.9 Further, it is estimated that about a third 

of the 58,300 people believed to be living with HIV are unaware of their infection, 

and preventable deaths in people with AIDS continue to occur.9 Over recent 

years the number of diagnosed HIV infections acquired through sex between 

men and women has progressively increased; each year since 1999 newly 

diagnosed HIV infections acquired heterosexually have exceeded those from sex 

between men.9 

HIV in UK African communities. 

Most of the dramatic increase in heterosexually acquired infection has been in 

people who are from sub-Saharan Africa; the UK heterosexual HIV epidemic is 

intimately linked with that in sub-Saharan Africa and reflects historical and 

recent migratory patterns. lO Most infections among African people are thought to 

be acquired before migration to the UK.ll However, as the prevalent pool of HIV-
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infected Africans continues to increase, so too will the potential for onward 

sexual transmission within Britain, especially among people of the same ethnic 

and cultural background.12 

Not only do UK African communities carry a disproportionate burden of 

infection with HIV but they also present to treatment services later than other 

social groups.10;13 The estimated prevalence of undiagnosed HIV infection in 

African born people living in London is almost 4%, whilst outside of the capital it 

is over 7%, which may reflect the dispersal of more recent migrant populations to 

areas outside London.9 African people are therefore more likely to present to 

treatment services with advanced disease, not infrequently with an AIDS 

defining illness.13 

Delayed access to HIV care by African people has important consequences for 

the individuals concerned and for wider public health. For the individual there 

may be avoidable morbidity and mortality whilst for public health there is 

potential for onward transmission of infection, late identification and 

management of infected contacts and increasing treatment costs associated with 

hospitalization and more expensive therapies.14 

HIV testing 

The promotion of HIV testing is an important component of pnmary and 

secondary HIV prevention strategies. IS The threefold aim of improving the 

uptake of HIV testing is firstly to reduce the proportion of undiagnosed HIV 

infection within the community, second to ensure early access to treatment and 

care for those found to be infected, and third to limit further transmission. 

When HIV testing first became available 20 years ago it was in the absence of 

treatment and in a context of discrimination. Infection with HIV was handled 

differently from other serious infectious diseases with emphasis being placed 

upon pre-test counselling and gaining specific consent, a trend which has been 

termed 'HIV exceptionalism'.16 Although available within primary care settings, 

the great majority of HIV testing continues to be undertaken in specialist 



genitourinary medicine settings.17 With the advent of effective therapies there are 

calls for HIV testing to be more routinely available in primary care and 

approached more like other infectious diseases in which early diagnosis is 

essential for appropriate therapeutic and preventive measures.18-21 

In recognition of the disproportionate burden of HIV within UK African 

Communities, the Department of Health's National Strategy for Sexual Health 

and HIV identified this group as a priority for targeted HIV prevention work.15 

In effecting its aim to reduce undiagnosed HIV infection the Strategy required 

that HIV testing be offered to all genitourinary medicine clinic attendees, whilst 

recognising that some people are reluctant to access this service and underlining 

the significant contribution to be made by general practitioners. The Framework 

for Better Prevention and Care developed by the African HIV Policy Network in 

partnership with the Department of Health and the National AIDS Trust 

similarly attaches considerable importance to the reduction of undiagnosed HIV 

infection in Africans, setting it as a core prevention aim.22 

1.2. Aim of the research and research design 

General aim 

Given the importance of reducing undiagnosed HIV infection in African people 

and that the case for diagnosing patients at an early stage of HIV infection has 

been made, it is clear that there is a need to improve the uptake of HIV testing in 

UK African communities. What is not clear is how this might best be achieved. 

The broad aim of this research is therefore to address the general question "How 

can we Improve the uptake of voluntary HIV testing by UK African 

communities?" 

The research setting 

The majority of Africans with HIV infection in the UK live in London, although 

in recent years the proportion outside the capital has been rising as African 
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people have increasingly settled in, or been I dispersed' to other parts of the 

country by the UK National Asylum Support Service.9 The most marked increase 

in the rate of new HIV diagnoses has been seen in areas outside London and the 

level of undiagnosed infection is nearly twice as high.9;23 It is also likely that in 

areas where the increase in migrants from sub-Saharan Africa has been more 

recent, HIV services and African community support organisations may be less 

well established.22;24 

For these reasons, this study explored the research question in a setting outside 

of London. The choice of the city of Bristol was both pragmatic (it is the 

researcher's base) and informed by reports of increasing numbers of African 

patients presenting to HIV services in the city, often with advanced HIV disease. 

The city of Bristol (population 380,000) has a heterogeneous African population 

of several thousand people, although the exact size is difficult to quantify.25;26 

HIV services in Bristol have seen a rise in the number of new cases of HIV in each 

year since 2001 rising from 40 new diagnoses in the year 2001 to over 100 new 

cases in 2004. African patients account for over 40% of new cases.27 Many of these 

patients present at a late stage of disease resulting in an increase in the number of 

hospital admissions over the same period and a small number of deaths each 

year.27 

The research design 

The process of HN testing involves both professionals and African patients. 

From the outset the researcher was concerned to explore the barriers to HIV 

testing, and how they might be overcome, from the perspectives of both 

professionals and African people. 

Of key concern was the intention to recognise the social (and professional) 

contexts of people's understandings and experiences and to uncover people's 

own meanings and worldviews. Further, the nature of the subject being 

researched would necessarily involve uncovering potentially sensitive and 



intensely personal information, made more difficult by the stigma attached to 

HIV. 

Taking all these factors into account it was therefore crucial to adopt a flexible 

research design and a qualitative approach, to allow exploration of the I social 

causation that lies beneath observable patterns'.28 

Thus, to address the aim of the research the following design was established: 

• Firstly, a critical narrative review of the literature in the fields of HIV 

testing and HIV in African communities. The review was to focus on two 

particular aspects of this broad subject, and to identify gaps in the 

literature. With regard to the literature on HIV testing it was to focus 

particularly on testing in the UK and to consider the extent to which 

primary care was an appropriate setting for testing to be undertaken. With 

regard to HIV in African communities, the review was to focus 

particularly on the needs, experiences and beliefs of UK African 

communities and to consider the extent to which these influence decisions 

about HIV testing. 

• Secondly, a process of sensitisation in which the researcher would use 

observational methods (both unstructured non-participant observation 

and participant observation) in a variety of HIV-related and African 

community settings. 

• Thirdly, the key issues to be mapped out through key informant 

interviews with a range of professionals working in the field of HIV in 

Bristol. Initially designed as I fact finding' devices, these interviews also 

enabled exploration of professionals' views and experiences of HIV testing 

and care of their African patients. 

• Fourthly, individual in-depth interviews with African participants in 

Bristol. To reflect the evolving and iterative nature of qualitative research 

design, the issues covered in these interviews were to be shaped by the 

literature and the data from interviews with professionals. 
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Originality of the research 

This study has a number of features that mark its originality. Few studies of HIV 

in African communities have been conducted outside of London and this is the 

first to take place in Bristol. It is particularly focused on issues around HIV 

testing and explores the perspectives of professionals and African people, 

yielding the opportunity to compare and contrast these views. Further, the 

African participants include both those who have and have not been tested for 

HIV and amongst those who have been tested, both those whose HIV status is 

positive and negative. Thus, it is possible to explore factors other than ill health 

that are involved in the decision to undertake testing. Finally, the researcher is a 

general practitioner (GP) and brings to the research her primary care perspective 

and her interest in the potential role of primary care in HIV. 

1.3. Outline of the thesis 

The next chapter will review the literature around HIV testing and HIV in UK 

African communities. It will identify a range of issues to be considered, highlight 

the gaps in the current literature and help to clarify the research questions to be 

addressed in this study. 

Chapter 3 will discuss the methodology adopted and outline the empirical 

methods used for the fieldwork and analysis. 

Chapters 4 and 5 will present a descriptive and interpretive account of the data 

from interviews with professionals and African participants. 

In Chapter 6 the two sets of findings will be drawn together and a broader 

conceptual discussion of the issues emerging from the study as a whole will be 

developed and interpreted in the light of the literature. The chapter will also 

discuss the methodology and methods adopted, noting issues of reflexivity. 

Finally, Chapter 6 will consider the implications of the study's findings. 

Chapter 7 will provide brief concluding thoughts to draw the thesis to a close. 
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CHAPTER 2. LITERATURE REVIEW 

2.1. Introduction 

The aim of this chapter is to provide a comprehensive narrative review of the 

academic literature that provides the background to this research into improving 

the uptake of HIV testing by UK African communities. 

The process of collecting and reviewing the literature continued throughout the 

study period and the review itself was subjected to revisions as the investigation 

progressed. Much additional material was reviewed that cannot be included due 

to space constraints. That which is most relevant to the study has been 

incorporated in this chapter. 

The next section will briefly outline the methods used to identify and access the 

literature, and provide reflections upon the scope of the review, before a 

structured account of the relevant literature is presented. 

2.1.1. The process and scope of the literature review 

The purpose of the search strategy for the review was to identify material that 

would highlight and inform a range of issues to be considered, uncover gaps in 

the current literature and help to clarify the research questions to be addressed in 

this study. A range of sources was sought and a number of techniques employed 

to gather the material. Initially this involved searches on a range of electronic 

bibliographic databases including EMBASE, MEDLINE, PsycINFO and 

CINAHL, using key word searches. There is a vast amount of literature relating 

to HIV and AIDS and early broad searches resulted in huge lists of references 

many of which were not directly relevant to the current study. To increase the 

specificity of the search to focus particularly on migrant Africans and UK based 

research, the search strategy used combinations of key words including: 'HIV', 

'migrant', 'migration', 'test', 'testing', 'Black African', 'UK', 'Africa', and 'sub

Saharan'. In general, research conducted in sub-Saharan Africa, research focusing 
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on men who have sex with men and much laboratory or clinically based research 

provided useful background reading but for brevity and focus is excluded from 

this review unless cited in included references. 

Further material was identified through the bibliographies of retrieved articles 

and by hand searching journals. 'Grey literature' and expert working group, 

policy and surveillance reports were identified through references in retrieved 

articles and by searching the websites of a range of HIV related voluntary and 

statutory bodies. 

The review was not restricted to particular study designs and includes both 

qualitative and quantitative studies. However the majority of studies of African 

communities in the UK are observational. Whilst the review refers to a small 

number of randomised controlled trials of treatments for example, these are 

generally cited as background material and it is not the purpose of this review to 

consider them in detail. A large proportion of the material relating to HIV in UK 

African communities is available as 'grey publications': reports from 

governmental and non-governmental organisations, online material and 

conference abstracts. It was therefore important that the review be relatively 

inclusive. 

As set out in Chapter 1, this study aims to address the broad question of how to 

improve the uptake of HIV testing by UK African communities. Whilst 

beginning with introductory and background material, the remainder of this 

chapter is largely organized around the two key aspects of this question, namely 

HIV testing and HN in UK African communities. The final included literature is 

grouped under the following topic headings: 

General background: a brief review of the aetiology and clinical aspects of HIV 

and AIDS. 

Epidemiology and growth of the epidemic: an overview of the global, African and 

UK epidemics based largely on governmental and non-governmental agency 

'grey publications'. 
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HIV testing: material related to the testing process and issues arising from it, 

including confidentiality and' exceptionalism' with a particular focus on primary 

care. 

HIV in UK African communities: this major section reviews the extent of the HIV 

epidemic in UK Africans, before considering the literature relating to culture, 

beliefs and experiences of being a migrant as they relate to HIV. Research giving 

insight into the needs and experiences of African people living with HIV is 

reviewed along with the available literature on access to and use of HIV related 

servIces. 

Finally, the chapter concludes with a summary of the gaps identified by the 

literature review and the specific research questions to be addressed by this 

study. 

2.2. General background 

The first cases of Acquired Immune Deficiency Syndrome (AIDS) were 

recognised amongst homosexual men in America in 1981 following reports of an 

aggressive form of Kaposi's sarcoma and of Pneumocsytis carinii pneumonia, the 

name and terminology of AIDS being adopted in August 1982.29-32 

It soon emerged that the disease was not confined to the homosexual population, 

with the identification of cases in intravenous drug users, Haitian people and 

haemophiliacs.33-35 It also became clear that AIDS was to be found beyond the 

USA; throughout 1982 there were separate reports of the disease occurring in a 

number of different countries.36 Furthermore, the disease which had been known 

as 'slim' in Africa was subsequently recognised as AIDS.37 

In May 1983 a potential viral cause of the disease, lymphadenopathy-associated 

virus (LA V), was isolated by investigators at the Institute Pasteur, France.1 A 

year later Dr Robert Gallo of the National Cancer Institute in the United States of 

America, claimed to have isolated the virus responsible for AIDS, a newly 

discovered subgroup of the human T-cell leukaemia virus family, designating it 
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HTL V-III. 2 A number of further reports eventually clarified that LA V and HTL V

III were the same entity and in March 1985 the first blood test to identify the 

presence of the LA V /HTLV-III virus was licensed by the u.s. Food and Drug 

Agency.38 

In May 1986 The International Committee on the Taxonomy of Viruses ruled that 

both names should be dropped and a new name adopted - the Human 

Immunodeficiency Virus (HIV).39 

A definition of AIDS was first developed in the USA in 1982 and has changed 

over the years as it has been recognised that the disease has a wide range of 

clinical manifestations. Current definitions are based on the presence of specific 

indicator diseases (AIDS defining conditions), laboratory evidence of HIV 

infection and laboratory evidence of severe immunosuppression.32;40-42 The 

details of diagnosis in the presence or absence of laboratory facilities, together 

with case definitions adopted for surveillance purposes can be found in 

Appendix 1. 

2.2.1. Clinical aspects of disease 

The term AIDS refers to the most severe clinical manifestations of infection with 

HIV and includes specific opportunistic infections, HIV -induced pathological 

conditions and associated cancers. Infection is believed to persist for life although 

few people progress to AIDS within the first 3 years of infection. Within 10 years, 

without treatment, approximately 50% of all HIV infected individuals will have 

developed AIDS.43 This reflects the chronic nature of the disease which is 

hallmarked by a gradual deterioration of the host's immune system. This is 

characterised by the depletion of CD4 helper T lymphocytes, the loss of which 

can explain most of the pathological sequelae of HIV infection. Soon after a 

person becomes infected, the number of CD4 lymphocytes begins to drop from 

its normal value of about 1000 x 106 cells/l at a variable rate ranging from 

approximately 40 - 80 X 106 cells/l per year. 
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