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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. 

5 



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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Acquisition of the virus is often followed by a brief flu-like illness corresponding 

to the period of antibody development. This seroconversion illness is generally 

followed by a phase of asymptomatic infection that persists for an average of ten 

years, during which time the viral load falls to low levels, the rate of HIV 

replication is slow and CD4 counts are generally above 350 x 106 cells/I.-±-! Over a 

number of years there is a progressive deterioration of the immune system which 

is initially reflected in less severe clinical conditions, including diarrhoea, weight 

loss, oral candidiasis and generalised lymphadenopathy. As the immune system 

is progressively compromised, the presenting illnesses are increasingly severe; 

opportunistic infections and cancers, which the immune system would normally 

prevent, can occur in almost all of the body systems. Eventually a diagnosis of 

AIDS is made when one or more specific AIDS defining conditions have 

developed, which for most conditions usually occurs in patients with CD4 counts 

of less than 200 x 106 cells /1. 44;45 

2.2.2. The virus and its transmission 

There are currently known to be two distinct viruses which cause AIDS, HIV 

types 1 and 2 (HIV-l/HIV-2). Epidemiological and genetic evidence suggests 

that they are zoonoses (human infections originating from animals), acquired via 

several independent transmission events from the chimpanzee (Pan troglodytes) 

and sooty mangabey (Cercocebus atys) respectively.46;47 

Worldwide, the predominant virus is HIV -I, which is responsible for the vast 

majority of infections globally, HIV-2 being very rare outside of West Africa. The 

commonest mode of transmission of the virus is through sexual intercourse, with 

heterosexual transmission being dominant in most developing countries. Other 

routes of transmission are through the receipt of infected blood or blood 

products, donated organs and semen, through the sharing of contaminated 

needles, and from mother to child. Although there was a great deal of public 

concern when AIDS first came to light, the virus is not spread by casual or social 

contact. 48;49 
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2.2.3. Treatment 

Treatment for HIV infection can be broadly divided into two main types, namely 

specific antiviral agents that inhibit viral replication and treatment or 

prophylaxis of its complications (opportunistic infections and tumours). 

The first drug to be licensed for treatment of HIV infection was azidomthymidine 

(AZT) following the early results of a randomised placebo controlled trial in 

1987.50 This and subsequent early drugs are Nucleoside Reverse Transcriptase 

Inhibitors (NRTI) and together with the second group of drugs in use, Non

Nucleoside Reverse Transcriptase Inhibitors (NNRTI), inhibit reverse 

transcriptase and therefore viral replication. Protease Inhibitors (PI), which 

inhibit viral protease resulting in the production of immature virus particles, are 

the third group in use. 

Since 1996 these drug classes have been widely used in combination in the 

developed world. Highly active antiretroviral therapy (HAART) refers to a 

combination of at least three drugs that typically includes a PI or a NNRTI and 

two NRTIs. Since the introduction of HAART the prognosis for HIV positive 

patients has improved dramatically in populations with access to these 

treatments.6;7;51-54 Inhibition of viral replication brings partial reconstitution of the 

immune system in most patients, substantially reducing the risk of clinical 

disease progression and death.8 Where possible, the objective is to sustain plasma 

viral load to below 50 copies per ml and thereby minimise the risk of emergence 

of viral strains resistant to drugs.55 

The optimal time to initiate treatment has not been established in clinical studies 

although it is known that CD4 count and plasma viral load are predictors of the 

estimated risk of progression to AIDS, which is a factor in the determining when 

to start treatment.56;57 The motivation of the patient to start and adhere to therapy 

are also important considerations, which in turn are affected by the potential for 

significant drug toxicity.8 
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Clinical practice across Europe and North America vanes, although most 

clinicians would consider initiating therapy in patients with a CD4 count of 200-

500 x 106/1 and in all patients who are symptomatic. The British HIV Association 

(BHIV A) treatment guidelines recommend that a CD4 count of 200 x 106/1 is the 

minimum level for starting treatment.58 

Many people in the developing world do not have access to treatment and have 

not benefited from the treatment advances in Europe and North America. The 

World Health Organisation (WHO) estimates that only 8% of those in developing 

countries who need antiretroviral therapy are currently receiving it and coverage 

in Africa is only 2%.59 In 2003 the WHO announced its '3 by 5' initiative to make 

antiretroviral therapy available to 3 million people by 2005, although this target 

was not realised.59 The expansion of the provision of drug therapy will require, 

in addition, the provision of suitable laboratory monitoring of treatment in order 

to minimise the risk of drug resistance and to optimise therapy.60 

2.3. Epidemiology and growth of the epidemic 

2.3.1. Global overview 

Since the first AIDS case was diagnosed in 1981, the spread of the AIDS epidemic 

has been unparalleled. The expansion of AIDS is relentless and the number of 

people living with HIV continues to rise. 

According to the Joint United Nations Programme on HIV / AIDS (UNAIDS), by 

the end of 2005 an estimated 40.3 million people were living with HIV, with 4.9 

million people newly infected in 2005, the greatest number in any single year 

since the beginning of the epidemic. Since the first cases of AIDS were identified 

in 1981 over 25 million have died of the disease, 3.1 million in the year 2005 

alone.61 The growth of the epidemic is shown in Figure 1. 
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Figure 1: Global AIDS epidemic 1990 - 2005 
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2.3.2. Epidemiology of HIV in sub-Saharan Mrica 

Nearly two thirds of all people living with HIV, almost 26 million, are in sub

Saharan Africa. In 2005 it is estimated that the region was home to 3.2 million 

new infections and 2.4 million AIDS deaths.61 

In many African countries the epidemic has become generalised, with HIV 

spreading throughout the general population and not being confined to 

populations traditionally considered to be at higher risk, namely sex workers and 

their clients, men who have sex with men and injecting drug users. The growth 

of the epidemic in Sub-Saharan Africa is shown in Figure 2. 

In most countries prevalence is now stable although it continues to rise in some 

countries, for example Madagascar and Swaziland, and is declining nationwide 

in Uganda and in smaller areas of several other countries. Often, the stabilization 

of prevalence is accounted for by rising death rates from AIDS whilst there is a 

continuing high rate of new infections. Even in Uganda where prevalence has 

fallen, the number of new infections remains high.62 

14 



Figure 2: AIDS epidemic in Sub-Saharan Africa 1990 - 2005 
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Heterosexual transmission is by far the most important mode of HIV 

transmission in sub-Saharan Africa. Although there has been recent debate about 

the role of unsafe medical injections in the spread of the epidemic, it is generally 

accepted that it is not the dominant explanation of the spread of the infection.63;64 

2.3.3. Epidemiology of HIV in the UK 

The number of newly diagnosed HIV infections in the UK continues to increase, 

most markedly since 2000; the annual total of 7275 diagnoses in 2004 was nearly 

double the 3851 diagnoses made in 2000.9 By the end of 2004 an estimated 58,300 

people were living with HIV, about a third of them unaware of their infection. 

Since the epidemic began in the UK in the early 1980s, 16,598 deaths are known 

to have occurred in HIV infected individuals.9 However, although the number of 

people living with diagnosed HIV is rising each year, the numbers of AIDS 

diagnoses and deaths have fallen following the introduction of HAART in the 

mid-1990s. HIV and AIDS diagnoses and deaths 1997 - 2004 are shown in 

Figure 3. 
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Figure 3: HIV & AIDS diagnoses and deaths in HIV-infected individuals by year of 
occurrence in the United Kingdom, 1997-2004 
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Note numbers will rise, especially for recent years, as further reports are received. 

Sources of data 

The Health Protection Agency's Centre for Infections receives reports on HIV 

infections from a number of sources (see Figure 4). HIV is a chronic infection 

with a long latent period so that multiple sources of surveillance information are 

required to understand the nature of the epidemic in the UK.65 The main sources 

of information on newly diagnosed HIV / AIDS infection are voluntary case 

reporting of HIV / AIDS from laboratory reports of newly diagnosed HIV 

infections by microbiologists and HIV / AIDS diagnoses by clinicians. 

In addition to reporting newly diagnosed HIV infections, other sources of data 

include an annual survey of all patients seen for HIV related treatment or care, 

and a number of unlinked anonymous surveys which test blood samples taken 

for other investigations, after they have been irreversibly unlinked from any 

patient identifiers. 
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Figure 4: Sources of UK surveillance data: HIV and AIDS65 
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Sentinel surveillance of diagnostic HIV testing (' denominator study') 

Unlinked anonymous HIV prevalence monitoring 

Reporting of HIV infection in pregnancy and children 

National survey of prevalent HIV infections diagnosed (SOPHID) 

Surveillance of TB and other AIDS indicator diseases 

Exposure category 

The major component of the rapid increase in recent years has been 

heterosexually acquired infections. Since 1999, the number of new diagnoses in 

heterosexuals has exceeded the number of new diagnoses of homo/bisexual men 

and by 2004 almost 60 % of new diagnoses were in heterosexual men and 

women.9;66 The major factor contributing to the increased numbers of HIV 

diagnoses in recent years has been increased diagnosis of infections acquired 

through heterosexual contact in HIV high prevalence areas, mainly Africa. 

Around 70% of the total HIV infections acquired through heterosexual contact 

were probably infected in Africa.ll New HIV diagnoses by exposure category are 

shown in Figure 5. 

HIV-infected persons seen for care 

In the UK, 42,182 HIV-infected patients were seen for care during 2004, an 83% 

increase since 2000.11 These increases reflect both the rise in numbers of new 

diagnoses and the decrease in HIV-related deaths since the introduction of more 

effective therapies. 
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Figure 5: HIV diagnoses by exposure category, United Kingdom: 1997-2004 
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The largest proportion of HIV-infected individuals seen for care in 2004 were 

heterosexual men and women comprising 47% of the total and representing a 

179% increase since 2000.11 Of the 38,795 HI V- infected individuals seen for care 

in 2004 with ethnicity reported, 52% were white, 38% were black African and 

3.1 % were black Caribbean (see Figure 6), and of the heterosexuals alone 70% 

were black Africans.9;67 

Place of residence 

54% of HIV-infected individuals recelvmg care in 2004 were seen in London, 

down from 63% in 2000. The proportion of diagnosed individuals resident in 

London fell from 58 % in 2000 to 49% in 2004. Corresponding increases have been 

seen in centres outside London.9 
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Figure 6: HIV-infected individuals seen for care by ethnic group, England, Wales & 
Northern Ireland: 2004 

Data source: SOPHID67 
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The Health Protection Agency estimates the number of undiagnosed HIV 

infections through combining data from the Unlinked Anonymous surveys with 

estimates of the size of the population derived from the National Survey of 

Sexual Attitudes and Lifestyles (Natsal 2000) and Census 2001 population 

statistics.68 At the end of 2004 an estimated 58,300 adults aged 15-59 were living 

with HIV in the UK, of whom 34% were unaware of their infection.9 

2.4. HIV testing 

2.4.1. Background 

Testing for HIV was introduced into the UK for general use in 1985 at a time 

when no effective treatment was available and fear and ignorance abounded. 

Merely being tested for HIV was perceived as stigmatising. Publicity in the gay 

press actively discouraged testing on the grounds that it could be used to 

discriminate against homosexual men and some health professionals oppo ed 
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testing on the grounds that testing positive could cause significant psychological 

distress whilst, clinically, there was little that could be offered.69 Testing was 

viewed as a major intervention, which carried significant risks and uncertain 

benefits, so that people needed counselling in order to make an informed 

decision about whether to be tested. 70 Following the introduction of HAART the 

situation changed markedly with emphasis now placed on the importance of 

early diagnosis for access to monitoring, prophylaxis and treatment.13;1S;69;70 

Reducing the number of undiagnosed HIV infections by promoting voluntary 

testing is a key focus of the Department of Health's National Strategy for Sexual 

Health and HIV in England.Is 

There is now a wide variety of screening tests available in the UK, the majority of 

which are designed to detect both HIV-1 and HIV-2. Traditionally these have 

relied upon a venous blood sample although there is now more than a decade of 

experience of using non-invasive tests based on saliva and urine samples and 

I minimally-invasive' finger prick capillary blood spots. A carefully performed 

single assay which gives rise to a negative reaction is generally considered a 

sound basis for a negative report, making possible the same-day service 

provided in some settings. However, same-day reporting of a positive result is 

considered inappropriate because of the need for confirmatory testing. In the UK 

the standard approach is to employ at least two different tests following the 

initial reactive screening test, and most laboratories aim to report a result within 

five days?1 

2.4.2. Antenatal HIV testing programme 

Interventions during pregnancy and in the perinatal period can greatly reduce 

the risk of transmission of HIV from mother to child and a UK policy was 

introduced in 1992 to offer every pregnant woman voluntary confidential 

antenatal HIV testing wherever nlaternal HIV prevalence was high, and 

elsewhere to offer testing to women at increased risk. 72-74 
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The recognised benefits of antenatal HIV testing increasingly led to calls for 

testing to be offered routinely to all women as part of antenatal care and in 1999 

national targets and objectives were set that involved the offer of an HIV test to 

all pregnant women throughout England.18;72;75;76 By increasing the uptake of 

antenatal HIV testing to 90%, it was anticipated that the number of children 

acquiring HIV infection from their mothers would be reduced by 80%.77 The 

introduction of this opt-out approach, whereby women are routinely offered and 

recommended an HIV test (which they can refuse if they wish), has been shown 

to be effective in achieving substantial improvements in the proportion of 

maternal HIV infections diagnosed.78 In August 2003 new standards were issued 

which reinforced screening for HIV as an integral part of antenatal care for all 

pregnant women in the UK and set out standards for communicating test results, 

making available specialist counselling and support, and referral for specialist 

HIV treatment. 79 Discussions with HIV-infected pregnant women are expected to 

cover the use of antiretroviral therapy and Caesarean section, early treatment 

and care for the child and decisions about breastfeeding. 

The success of the antenatal HIV testing programme may have implications for 

HIV testing beyond the antenatal setting as attitudes among policy makers and 

health practitioners become more favourable to an opt-out approach to HIV 

testing.80 

2.4.3. HIVexceptionalism 

Since the earliest days of the epidemic, HIV / AIDS has been handled differently 

from other sexually transmitted or serious infectious diseases, a trend which has 

been termed 'HIV exceptionalism' .16 

Attitudes to HIV testing, surveillance and contact investigation were influenced 

by the early history of the epidemic when the pathogenesis and natural history 

were poorly understood, treatment options were few and the disease appeared to 

be a focal epidemic spread by male-to-male sex and injecting drug use. 
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Concerns about abuses of civil rights brought together a coalition between the 

gay community, medical and health practitioners and proponents of civil 

liberties. A strong emphasis was placed upon clinical confidentiality and 

anonymised surveillance systems. The requirement for informed consent and 

counselling was particularly robust and some have claimed that the approach to 

the diagnosis of HIV was more akin to that of an incurable genetic disorder than 

an infectious disease.81 

Exceptionalism initially had a limited impact on clinical care because available 

treatment options were limited and had a modest influence on prognosis. 

However, with the advent of more effective interventions there are personal and 

public health advantages to diagnosis. De Cock and others have long argued that 

attitudes and practice around HIV testing should be normalised, with the 

infection being treated more like other infectious diseases in which early 

diagnosis is essential for appropriate therapeutic and preventive measures.18;19;82 

Pre-test discussion 

The Department of Health introduced revised guidelines for HIV testing in 

1996.83 The guidelines confirmed the requirement for appropriate information to 

be given both about HIV transmission and the significance of the test result, and 

underlined that named testing for HIV requires informed consent. However, 

there was also an emphasis on encouraging HIV testing to be part of mainstream 

care, and a statement that any healthcare worker who has had appropriate 

training can carry out the discussion. Counselling, a concept that might have 

deterred some doctors from raising the subject of HIV with patients, was 

replaced with 'pre-test discussion' helping to demystify the process. Some have 

heralded this move as an opportunity to take HIV testing out of the realm of the 

specialist and into primary care and general medical settings where doctors use 

the skills involved in such discussion in their daily clinical practice?5;84 
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Informed consent 

Under current guidelines, informed consent for testing must be obtained except 

in rare circumstances, for example an unconscious patient where testing would 

be in their immediate clinical interest. The patient must be given appropriate 

information about the test, including the advantages and disadvantages, and 

wherever possible be allowed appropriate time to consider and discuss them.83;85 

Verbal consent is preferred by the BMA Foundation for AIDS; signed consent is 

unnecessary and may itself act as a barrier to HIV testing. 70 

Although similar guidance exists in Belgium, a study based on 4807 HIV tests 

carried out by Belgian general practitioners found 102 tests (2.2%) were carried 

out without informed consent, replicating similar findings in the USA.86;87 

Although some clinicians and others continue to emphasise the exceptional 

status of HIV, arguing in particular that the requirement for informed consent 

must be maintained, for at least some patients the issue of consent is not of great 

importance.18;88 In a small study of patients at an Edinburgh hospital, 76% of 

patients said they would not have been upset if they had been tested for HIV 

without their consent, even though this would have breached ethical and 

professional guidelines.89 

2.4.4. Confidentiality 

It is generally recognised that there is a potential conflict between the principle of 

individual confidentiality and wider public health concerns. The General 

Medical Council (GMC) sets outs doctors' duties in respect of patient 

confidentiality; whilst confidentiality is recognised as important it is not 

enshrined as absolute.90 In relation to HIV infection the GMC's guidance states 

'you may disclose information to a known sexual contact of a patient with HIV where 

you have reason to think that the patient has not informed that person, and cannot be 

persuaded to do SO'.85 The circulation of this guidance, which currently stands, 

gave rise to a flurry of discussion and complaint.91;92 
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The stigma and fear created by the disease, the lifestyles that have been 

associated with it and the potential for discrimination have put confidentiality to 

the forefront of HIV and AIDS care. The consequences for individuals of 

deliberate or accidental disclosure of their HIV status can be far reaching. 93 

It is widely recognised that fears about confidentiality may act as a deterrent to a 

person deciding to take an HIV test and there is anecdotal evidence to suggest 

that some people would prefer to attend a clinic separate from other services.69 

Studies in general practice settings suggest that there may be particular concerns 

about confidentiality in general practice, related to being known in the 

community or to reception staff having access to medical records, with patients 

believing that medical records at genitourinary medicine clinics are more 

secure.94-96 Low levels of HIV testing in general practice settings have been 

associated with concerns relating to medical record disclosure to third parties, in 

particular for life insurance.97 However, it is a myth that being tested for HIV by 

a GP rather than at a genitourinary medicine clinic causes insurance problems.70 

Applicants for life insurance who are HIV positive must disclose their HIV status 

regardless of whether their GP knows it; otherwise they invalidate the policy and 

could be prosecuted for attempted fraud. A change in policy by the Association 

of British Insurers (ABI) in 1994 means that insurers do not ask applicants 

whether they have been tested for HIV, only whether they are HIV positive. 

Joint Guidelines from the British Medical Association and ABI make it clear that 

doctors should not reveal information about whether a patient has taken an HIV 

test, had counselling in connection with such a test or received a negative test 

result, and insurance companies will not expect this information to be 

provided.98 

There remains, however, considerable confusion over this issue with almost half 

of GP respondents in a questionnaire study wrongly believing that a negative 

test result will adversely affect insurance.99 This incorrect belief, if conveyed to 

the patient, may well discourage uptake of the test. 
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2.4.5. Benefits of early testing 

Cases still occur where people die of AIDS-related illness before HIV is 

diagnosed. Many people develop AIDS, which could have been prevented or 

delayed, and some die because they have not been tested for HIV early enough. 

Therapeutic advances leading to reductions in opportunistic infections and 

mortality from AIDS means that there are tangible benefits to be gained from an 

early diagnosis of HIV if appropriate interventions are initiated.18 

The process of testing may also be an opportunity to promote behaviour change. 

The pre and post-test discussions provide an opportunity for one-to-one health 

education, which may bring about safer sexual or drug-taking behaviour if the 

test is negative. For those who test positive, there are opportunities to promote 

behaviour change to protect them from other sexually transmitted diseases and 

to protect their future sexual partners or those they share drug taking equipment 

with. However, a review of studies of behaviour change associated with HIV 

testing revealed inconsistent findings and concluded that there is insufficient 

evidence to claim that behaviour change results.69 The authors suggested that 

this might be because the issue of safer sex is not fully addressed by clinicians 

even when HIV testing is carried out. 

In Sweden there is an assumption that once a person infected with HIV becomes 

aware of their status they change their behaviour to protect their sexual 

partners.1oo Underpinning this apparent altruism is the statutory requirement 

that once someone is diagnosed as HIV positive they must tell their current and 

future partners of their infection and adopt safer sexual practices. The situation 

in the UK is less clearly defined although there have been a number of high 

profile legal cases which have found against HIV infected individuals who have 

not disclosed their infection status to their sexual partner. IOI 

As yet, there is no substantial evidence in the UK that people infected with HIV 

are less likely to transmit the infection if they are aware of their status. Nor is 

there evidence that a person who has a negative test result will reduce their risk 

of being infected by modifying their behaviour. Promoting HIV testing must be 
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combined with identifying high risk behaviours and undertaking individual 

health promotion at every opportunity.l02 

However, the 'viral load' is a factor in the transmissibility of the infection. Thus if 

HIV testing has been undertaken and antiretroviral therapy has been initiated, 

there will be a reduction in the probability of transmission following viral load 

reduction, even if risk behaviour is not modified.103 

2.4.6. Fears around HIV testing 

Making the decision to have an HIV test is a stressful and sometimes traumatic 

experience and the period of waiting for the result can be particularly difficult. 

For some patients there may be anxiety and even depression associated with the 

fear of having contracted the infection and having infected others.86 Most of the 

studies in the UK to date that have looked at the determinants of a person 

deciding to attend for HIV testing have focused on the experiences of gay and 

bisexual men who may be more sensitised to their risks of having contracted 

HIV. Amongst this group, reasons for testing can be divided into four main 

categories: an acknowledgement of past risk behaviour or having symptoms that 

could be HIV-related; a desire for reassurance and to relieve the anxiety 

associated with not knowing their HIV status; reasons related to present or 

future decision making regarding health, reproduction and sexual practices; or 

because they were advised to take the test by friends or health professionals.69 

Reasons for deciding not to test broadly relate to: anxiety about employment, 

insurance or mortgages; fears of not being able to cope with a positive result; 

concerns about confidentiality; implications for relationships and feeling that 

they have not been at risk.69 

A qualitative study of HIV test recipients in Canada explored the testing 

experiences of a wider cross section of individuals and concluded that anxiety 

around taking the test is related to service and social context issues in addition to 

'anxious apprehension' about test results.l04 Much anxiety relates to the stigma of 

the disease, with HIV infection meeting four criteria for stigma-evoking illnesses 
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in that it is terminal, it is widely perceived to be the responsibility of the one 

infected, it is contagious and often its effects are visible (see 'Stigma and 

disclosure' on page 49).105 

There is little good quality research available on the factors which impact upon 

the decision to take an HIV test. A UK based study which aimed to identify 

predictors of testing intention in women identified a variety of socio

demographic factors, but the full decision making process and what disposes 

someone to decide to have an HIV test at a particular time needs further 

explora tion. 69;106 

2.4.7. General practitioners and testing in primary care 

From the early days of HIV infection, in areas of highest prevalence in the UK 

(particularly London and some other large cities), multidisciplinary teams came 

together to offer a wide range of primary and secondary care services based 

around the genitourinary medicine service, sometimes replicating those services 

more usually associated with general practice.20 Genitourinary medicine clinics 

provide an open access referral service on a basis of strict confidentiality. 

Therefore, HIV / AIDS is unusual among serious and life threatening chronic 

diseases in that patients can access specialist hospital services directly, bypassing 

the traditional gate-keeping role of the GP. In addition, unlike other secondary 

care services, genitourinary medicine clinics are not routinely obliged to inform 

GPs of the attendance of their patient or the results of any investigation or 

treatment. Whilst some GPs saw advantage in not having to be involved with 

sexually transmitted infections, Singh et al. argue that such mutual withdrawal 

of the GP and the patient from each other limits the GP's ability to acquire 

sufficient relevant experience, and if sustained, may have consequences for the 

surveillance and identification of people with HIV infection.20 GPs need to have 

the skills to identify signs, symptoms and risk factors for HIV in order to 

encourage more testing for HIV, resulting in earlier diagnosis.107 
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During the period 1990-2000 the number of voluntary HIV tests through seven 

sentinel laboratories (three in London and four outside of London) more than 

tripled.17 Genitourinary medicine clinics reportedly accounted for nine times 

more first HIV tests than those generated by general practice. Although these 

laboratories were not randomly selected and calUlot be assumed to reflect the 

situation with regard to HIV testing throughout England, they do account for 

16% of HIV tests in the period and areas outside of London were well 

represented. 

These findings contrast with the Lothian and Greater Glasgow regions of central 

Scotland, where 31 % of all HIV tests between 1989 and 1993 were carried out by 

GPS.I08 In this Scottish setting GPs tended to be more knowledgeable about HIV 

than elsewhere in the United Kingdom. Primary care practitioners may therefore 

benefit from training which provides a good clinical understanding of HIV and 

confidence and ability in taking a history relevant to HIV risk. Together these 

enable a judgement to be made about the appropriateness of initiating a 

discussion about HIV testing.109 

Missed opportunities for testing in general practice 

GPs have traditionally been familiar with their practice population and their 

wide access to the population places them in a strong position to offer screening 

for sexually transmitted infections, such as chlamydia, within routine 

consultations.11o Similar opportunities exist in relation to HIV although there is 

some evidence to suggest that opportunities are being missed. While possibly 

influenced by recall bias, a small retrospective study of women known to be 

infected with HIV revealed that 65% had seen their GP in the year prior to 

diagnosis but with few of these had the GP raised the subject of HIV.111 

Of 3,400 named HIV tests carried out by a public health laboratory in an English, 

urban, non-metropolitan health authority, only 635 (18.1 %) were initiated by GPs 

and of these 483 were for visa applications or prior to fertility treatment. Only 

152 tests initiated in general practice (4.3% of the total) were recorded as having 

been for clinical rather than administrative purposes.112 
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It has been argued that without more widespread testing by GPs the missed 

prevention opportunities could be considered negligent practice.18 All GPs 

should be encouraged to offer the test without the need to refer to specialist 

services.113 Indeed, the BMA Foundation for AIDS claims that referral to a 

genitourinary medicine clinic for HIV testing is itself an unnecessary barrier.7o 

The National Strategy for Sexual Health and HIV underlines that HIV testing has 

always been possible in primary care whilst recognising that in practice its 

availability is variable.ls One of the key objectives of the Strategy is to increase 

the offer of testing for HIV and to reduce the number of undiagnosed infections 

thereby ensuring earlier access to treatment and limiting spread of the virus. HIV 

testing and counselling has therefore been designated as a service that should be 

available in every general practice setting. 

Knowledge and attitudes amongst CPs 

UNIVERSITY 
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Early studies into the GP's role in HIV infection revealed a degree of reluctance 

among patients to use GP services.96;114;11S Certain patient groups, especially gay 

men, perceived GPs to be prejudiced and ignorant of their lifestyles as well as 

their clinical condition.94;116 These perceptions of negative GP attitudes were, in 

part, borne out by an early study showing that almost one in six would consider 

refusing to treat infected patients, although younger doctors had less hostile 

reactions and better understanding.117 

More recently a small study of 106 HIV positive women found that the majority 

were willing to disclose their status to a GP. Of the 81 % registered with a GP, 

83% had disclosed their HIV status. Of the women not registered or who had not 

disclosed their status fears over confidentiality and being unsure of the GP's 

reaction were the main concerns.11S 

An in-depth interview study with 20 HIV positive individuals found that 

negative expectations of GPs may not be based on actual experience.112 The 

researchers found that although actual experiences of general practice were 

predominantly positive, negative perceptions of GPs with regard to prejudice or 
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hostility persisted, with patients circulating an informal list of so-called 'safe' 

GPs. 

It may be that the anxieties of GPs themselves are part of the problem. Amongst 

a self selected group of GPs attending a study day on sexually transmitted 

diseases (and therefore likely to be more knowledgeable and interested in sexual 

health than their colleagues) there were high levels of anxiety around raising the 

subject of HIV with certain high risk groups.118 Patients may interpret this lack of 

confidence as disinterest or lack of support. 

The knowledge and experience of GPs in HIV care is variable. A survey of GPs 

working in four high prevalence South and West London Primary Care Groups 

in 2000 found that 96 of the 117 respondents (82%) had some involvement with 

HIV positive patients in the previous 12 months, although only 16 (14%) 

considered themselves to have 'quite a bit' of experience of patient care.119 The 

relatively high level of involvement amongst this group of GPs may reflect the 

study setting (a large number of HIV positive patients are located in West 

London), with GPs outside of London having different experiences. However, 

even in this high prevalence area, only a small minority of GPs had attended 

recent HIV training events, and a large majority indicated a desire to increase 

their knowledge. 

The patient's perception of a lack of knowledge and clinical expertise in relation 

to HIV may act as a barrier to a patient involving the GP in care relating to 

HIV.21;94;96 Petchey's interview study of 20 HIV positive individuals found that 

most participants felt that there was limited knowledge and clinical expertise 

relating to HIV within general practice.112 

Perceived lack of knowledge amongst GPs may not always be the most 

important barrier to testing. A questionnaire survey of people attending a same 

day testing clinic for an HIV test found that less than one sixth had discussed 

HIV testing with their GP even though the majority had visited their GP in the 

preceding 6 months. Although possibly limited by recall and selection bias, it is 

interesting to note that this study found that lack of GP knowledge was not cited 
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as a prominent reason for the lack of discussion, with the majority feeling that 

their choice primarily related to wanting a 'same day result'.95 

The knowledge of some GPs in relation to risk of infection and preventing virus 

transmission, together with continuing confusion over insurance implications 

suggests the need for strengthening the training available to GPS.97;99;120;121 

Although some GPs are suitably knowledgeable and confident about raising the 

subject of HIV with their patients and delivering appropriate advice and care, 

high levels of anxiety remain amongst some GPs and training is required in 

order to take full advantage of the potential for general practice in tackling 

HIV.75;109;118 Indeed, some propose a model of care that would manage stable HIV 

infection as any other chronic condition, with GPs taking the lead not only in 

health promotion and identification of disease but also in community based on

going care.20 

Madge and Singh claim that the scientific strides which have been made with 

HIV infection demand that GPs come off the 'testing-fence' and treat HIV as any 

other serious infection recognising that its course can be modified in the light of 

current interventions.75 

Time availability 

A potential barrier to GPs increasing their involvement in the area of HIV 

infection is the perceived pressure of time.21 The move away from counselling 

towards the Department of Health's recommended pre-test discussion means 

that HIV testing need not be too time-consuming to be done within general 

practice.83;95 Even before the introduction of the new recommendations, thorough 

pre-test counselling took no more than 10-15 minutes with the average time 

taken by midwives being only 7 minutes.69;122 
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2.5. HIV in UK Mrican Communities 

2.5.1. Demographic characteristics of the UK African community 

At the time of the 2001 census black Africans accounted for 0.9% of the 

population of England and 78% lived in London.123 Identification of the black 

African population can be difficult, despite attempts in the 2001 census to include 

a more comprehensive ethnicity question than that used in 1991. There are 

thought to be particular issues for younger black African people who may not 

necessarily identify themselves as such, and members of some African groups, in 

particular those from Somalia, may consider themselves to have more in 

common with Arabic cultures. In addition, those whose immigration status is 

unclear or insecure, especially those whose application for asylum or leave to 

remain has been turned down, may be wary of official contact. Furthermore, 

asylum seekers and refugees often live in temporary or shared accommodation 

or are highly mobile, and may have limited English, all of which reduce response 

rates. 124 Thus it has been claimed that that black Africans are a 'hidden 

population' that may be difficult to engage in HIV research and prevention 

interventions. 125 

The African population IS heterogeneous, compnsmg people with varied 

historical experiences, both at the individual and group level, and with complex 

ethnic identities and cultures. The cultural, economic and political differences 

that exist within and between African countries have been shown to persist in 

communities in the UK.126 There is great diversity in country of birth, settlement 

patterns, patterns of migration and travel to the UK, as well as ethnic, sub-ethnic 

and linguistic groupings.125 The majority of Africans in the UK are traditionally 

of West African origin although increased political instability since the 1970s has 

meant an increase in asylum seekers from Somalia, Ethiopia, Eritrea, Uganda and 

more recently Zimbabwe.127 

The African population tends to be younger than the UK population as a whole, 

with over 80% being under the age of 40, the majority being single and a higher 
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proportion of people having a first university degree or higher. 25 It is also known 

to include a high proportion of students living in rented flats, and to have a 

higher proportion of people suffering overcrowding and inadequate amenities 

than most other ethnic groups.127 

A greater proportion of African households consist of a single person than any 

other ethnic group, possibly reflecting a pattern of migration in which only part 

of the family comes to the UK. Many Africans living in England experience social 

problems associated with high levels of unemployment, low incomes, poor 

housing, high crime environments, poor health and family breakdown.128 

2.5.2. Epidemiology of HIV in UK Mrican communities 

The UK African population is disproportionately affected by HIV and a 

substantial component of the increasing number of HIV infections in the UK is 

accounted for by black Africans (see 'Epidemiology of HIV in the UK' on page 

15). By combining data from the 2001 Census with data from the SOPHID survey 

it is estimated that 4.4% of black Africans aged 16-44 were living with diagnosed 

HIV infection in 2004 compared with 0.07% of the white population.9 Figure 7 

shows the number of diagnosed HIV infections by ethnicity. 
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Fig~re 7: !1IV infected individuals of known ethnicity by year of diagnosis and ethnicity. 
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Data source: Health Protection Agency Quarterly Surveillance Tables129 

Geographical distribution in the UK 

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

although the proportion outside the capital has been rising.9 There are increasing 

numbers of f new' African communities who carry a heavy burden of HIV and 

AIDS including students, nurses, and asylum seekers. In recent years these 

communities have increasingly settled or been f dispersed' outside of London (see 

page 39), with the most marked increase in the rate of new HIV diagnoses in 

heterosexual people being seen outside of the capita1.23;24 

Time since arrival in the UK 

Information regarding the length of time spent in the UK before a diagnosis of 

infection with HIV is often incomplete. In a large study involving the 

retrospective examination of the case notes of 1056 African patients this 

information was only present in 368 (35%) of cases.130 For this group, the median 
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length of time spent in the UK before being diagnosed HIV positive was 12 

months (range 0-261 months). 

Since the year 2000, data have been collected on year of arrival in the UK for all 

new diagnoses where HIV infection was probably acquired abroad. Even so, of 

1448 individuals infected in Africa and diagnosed in the year 2000, only 627 

(43 %) had year of arrival recorded. Of these, 366 (58 %) had arrived since the 

beginning of 1999. Although the year of arrival, where known, ranged from 1963 

to 2000, it seems that many people newly diagnosed with HIV infection probably 

acquired in Africa are relatively recent arrivals to the UK.10 Indeed, there is 

evidence to suggest that up to 40% of HIV positive Africans are diagnosed within 

1 year of arrival131;132 with up to 25% diagnosed within 6 months (see Table 1).132 

Based on a retrospective review of African patients attending two specialist HIV 

clinics in London, Burns et a1. found the mean time resident in the UK prior to 

diagnosed HIV infection was 36 months, noting that this time period had 

remained constant between the two comparison periods 1982 to 1995 and 1998 to 

1999.13 

Table 1: Number of months in UK before diagnosis adapted from O'Farrell et al132 

No .of months in UK HIV diagnosis AIDS diagnosis 
Patients diagnosed with 
HIVjAIDS at the same 

until HIV j AIDS 
n=77 (%) n=76 (%) time 

diagnosis n=52 
0-6 19 (25) 19 (25) 17 
7-12 11 (14) 7 (9) 7 
13-18 6 (8) 6 (8) 5 
19-24 9 (12) 5(7) 4 
25-48 22 (29) 26 (34) 14 
49-72 5 (6) 8 (11) 3 
>72 5 (6) 5(7) 2 

Gender difference 

The female to male sex ratio amongst black Africans diagnosed with HIV 

infection in the UK is higher than in other ethnic groups. Of the new diagnoses of 

HIV in black Africans made in the year 2004, 64 % were in females.133 A greater 

proportion of the HIV infections in black African women are made in pregnancy 
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indicating the potential for vertical transmission of infection.10 The increase in 

antenatal testing may partly account for the sex imbalance but it is likely also to 

reflect the different HIV rates by gender in sub-Saharan Africa.134 

Undiagnosed HIV infection 

At the end of 2004, 60% of heterosexuals living with HIV were African born, and 

it is estimated that around a third were undiagnosed.9;1l Prevalence of previously 

undiagnosed HIV infection for those born in sub-Saharan Africa in 2004 was 

3.8% compared with 0.2% among heterosexuals born in the UK. Outside London 

the prevalence of previously undiagnosed HIV infection for those born in sub

Saharan Africa was 7.1 %, which may reflect the dispersal of more recent migrant 

populations to areas outside London.9 Although less than 10% of newly 

diagnosed heterosexually acquired HIV infections are thought to be attributable 

to heterosexual intercourse within the UK, the number is rising and is likely to 

increase further particularly among African communities.135 One of the key aims 

of the National Strategy for HIV and Sexual Health is to reduce undiagnosed 

HIV thereby facilitating earlier access to treatment and limiting further 

transmission.15 In particular, the implementation plan recognises the importance 

of targeted work with African communities in the UK in order to reduce the 

number of undiagnosed infections.136 

2.5.3. Presentation and progression of HIV infection in UK Mrican 

communities 

Closely linked to the number of undiagnosed infections is the stage of disease at 

time of first diagnosis. It is commonly recognised that African adults in the UK 

generally present at a more advanced stage of disease progression than non

Africans, and with lower CD4 counts at diagnosis, despite the advent of Highly 

Active Antiretroviral Therapy (HAART).9;13;125;128;137;138 Sometimes HIV diagnoses 

are made so late in the course of disease progression that treatment has no time 

to avert complications or death.139 
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Since the introduction of HAART, HIV wards in many London hospitals have 

been closed due to a fall in the need for in-patient care as a result of the 

effectiveness of these drugs. In hospitals where there are many African patients 

this trend is less noticeable, and is likely to reflect delayed presentation and the 

reduced effectiveness of HAART when initiated late in the disease at a time 

when the immune system may already be seriously compromised.140 

A retrospective study of case notes of all HIV infected Africans attending 11 

treatment centres in London between 1982 and 1995, and a comparison group of 

HIV infected non-Africans (1056 Africans and 992 non-Africans), found that the 

median CD4lymphocyte count at presentation was significantly lower in African 

(238xl06 cells/I) than in non-African (271xl06 cells/I) patients (P<0.001).130 The 

study involved almost half of Africans with HIV reported in the UK and almost 

one third of those reported with AIDS. 

Other studies have similarly found that HIV infected people of sub-Saharan 

origin present with late disease.10;131;141;142 Elsewhere in Europe, the large Swiss 

HIV Cohort Study has enabled nearly 12,000 HIV infected individuals to be 

followed prospectively, with a similar finding of later presentation in migrants 

from sub-Saharan Africa than other HIV infected groups. 53 

In addition to presentation with lower CD4 counts, a considerable proportion of 

African patients present with an AIDS defining illness at the time of first positive 

HIV test result. A small study of 86 African patients attending four HIV 

specialist centres in London found that the diagnosis of AIDS was coincident 

with a first positive HIV test result in 61 %.132 A larger and more recent study 

confirms that significantly more African patients had an AIDS-defining illness 

within one month of their HIV diagnosis than non-Africans, even in the era of 

HAART. Indeed, comparison over time shows that African patients in London 

were more likely to have AIDS at presentation in 1998-1999 than in 1982-1995.13 

A number of studies have shown that considerable numbers of HIV positive 

Africans were only diagnosed with HIV infection following admission to 

hospital, up to 70% in some reports.132;137;143 Anderson and Doyal found that 
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more than 70% of the 62 African women in a questionnaire study were 

diagnosed as a result of their own ill health, or the ill health or death of a 

partner .144 

Disease progression 

Few reliable studies have examined the natural history of HIV infection in Africa. 

Cohorts of individuals where there is documented evidence of positive and 

negative HIV tests are rare, making estimates of dates of seroconverSlon 

unreliable. There is however a widespread impression that progression of 

disease in sub-Saharan Africa is more rapid than in the industrialised world. One 

well conducted study in Uganda, which created a clinical cohort of prevalent 

cases by using annual HIV serosurveys in a population of 4500 adults, found that 

the median time from seroconversion to AIDS was 9.4 years and from AIDS to 

death, 9.2 months.145 The authors concluded the results show some similarities to 

disease progression in industrialised countries before the introduction of potent 

antiretroviral therapy. 

An important question is whether in industrialised countries such as the UK, 

differences exist between rates of progression in Africans and non-Africans, and 

if so whether this is due to host, viral or mainly environmental factors. There is 

some evidence to suggest that the survival experience of HIV infected African 

migrants who reside in London is more similar to groups of HIV infected 

individuals who were born in the UK than to those living in Africa.141 A 

retrospective cohort study of 1056 African and 992 non Africans seen in 11 large 

HIV / AIDS units in London between 1982 and 1985, concluded that after 

adjusting for different stage of presentation, age, sex and year of HIV diagnosis, 

there was no statistical evidence of an increased risk of progression to AIDS or 

from AIDS to death, attributable to African ethnicity.146 

In the UK, the spectrum of initial AIDS-defining illnesses is different in HIV 

infected Africans compared to non-Africans, with pulmonary TB playing a 

particularly important role.10;130;131;146;147 
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However, despite later presentation, with lower CD4 counts, more advanced 

clinical disease and different initial AIDS-indicator diseases, Africans have been 

shown to have similar CD4 counts to non-Africans when presenting with specific 

AIDS-indicator diseases. Diseases associated with profound immunodeficiency 

occur more commonly among HIV-infected Africans in London than in sub

Saharan Africa and it has been claimed that differences in environmental 

exposures, such as to acute bacterial infections, and the lack of access to 

treatment may be important in explaining the apparent difference in outcome for 

HIV infected persons in Africa compared to the UK.130 

2.5.4. Culture, beliefs and the experience of being a migrant 

Immigration and asylum issues 

Issues related to immigration status are a frequently perceived barrier to 

accessing HIV testing and care. In the UK, free primary and secondary care is 

currently limited to people fulfilling certain conditions (Figure 8). Asylum 

seekers are eligible to treatment only if they have made an application to remain 

in the UK. The exceptions to this rule are emergency care, treatment of sexually 

transmitted infections (excluding HIV) and other conditions that threaten public 

health.148 Outside of these eligible groups, free treatment for HIV / AIDS is 

limited to a diagnostic HIV test and associated counselling. The eligibility criteria 

are often unclear to patients and impacts on the decision to access medical 

services, as they are reluctant to present themselves to clinic until ill health 

makes it unavoidable. 

Some asylum seekers are afraid that an HIV test or going for a test might affect 

their rights to stay in the country and therefore choose not to confront such an 

issue.149 In addition, some fear that even if they were able to start treatment in the 

UK they would most likely not have access to antiretroviral treatment if returned 

to Africa.14o 
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Figure 8: Eligibility for NHS treatment 

Eligibility for full NHS treatment 

Eligible 

• 

• 
• 
• 

• 
• 

Anyone who has been living legally in the United Kingdom for 12 
months 
Permanent residents 
Students in the UK for > 6 months 

Refugees or asylum seekers who have made an application to remain in 
the UK 

People detained by the immigration authorities 
People from countries with a reciprocal agreement 

Not eligible 

• 
• 

• 
• 

Students on courses for < 6 months 
Those who have not yet submitted an asylum or refugee application to 
the home office 
Those who have had an application turned down 

Illegal immigrants 

Adapted from Pollard and Savulescu150 

In April 2000, the UK National Asylum Support Service started a policy of 

I dispersing' asylum seekers from London and southeast England to alternative 

parts of the United Kingdom following the introduction of the Immigration and 

Asylum Act (1999).151 

Even in the context of universal health care, migrants and ethnic minorities often 

face strong barriers to accessing HIV / AIDS prevention and care services.152 

Dispersal may have an additional impact by forcing people away from the 

capital where African communities have traditionally been focused, and where 

community organisations are likely to be more mature in their development and 

the services they are therefore able to offer. Health and social care providers 

outside of the capital report lack of cultural competency in addressing the HIV 

prevention and other needs of this emerging population.125 

Asylum seekers might only receive 48 hours notice of dispersal under the current 

system. If they decline they face immediate cessation of income, housing and 

legal support. Where an asylum seeker is HIV positive, this could compromise 
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patient care as well as leading to HIV resistance and onward transmission of HIV 

infection.153 A national survey of doctors working in genitourinary medicine 

found that most had experience of dispersal of HIV positive asylum seekers 

against medical advice.154 

Uncertainty about immigration status is a major source of stress for many 

Africans living in the UK with HIV.125 In a questionnaire based study of 435 HIV

infected African participants (Project Nasah), more that half cited dealing with 

the Immigration Service as a major problem.137 The authors suggest that 

uncertain immigration status impacts upon many other aspects of life, including 

access to money via work or benefits and in turn access to reasonable housing.137 

In addition, many African people face a media that appears broadly hostile to 

their residence in the UK, with growing calls to test migrants and asylum seekers 

at the point of entry, and to restrict access into the country or to medical services 

once here.137;155 In response to these calls, the All-Party Parliamentary Group on 

AIDS established an enquiry into the impact of the UK nationality and 

immigration system on people living with HIV. It recommended that the 

Government should reaffirm its commitment to the UNAIDS guidelines against 

mandatory testing upon entry for HIV.153 

The Institute of Policy Studies also considered calls from a number of quarters 

for pre-entry screening for both TB and HIV for all permanent migrants to the 

UK and compulsory testing (and detention) on-entry for all asylum seekers. The 

report found that such screening was likely to be ineffective and costly, and 

might have negative consequences, for example causing those who know they 

are infected to I go underground' merely increasing the risk of the disease 

spreading.156 

Culture and identity 

Many Africans have only recently migrated to the UK and hold specific beliefs 

and practices from their country of birth. In addition to the degree of 
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acculturation, factors affecting beliefs and practices include gender, ethnic origin 

(tribal group) and religion.125;128 

One of the few available sources of information on beliefs and lifestyles of 

African communities is a recent qualitative study conducted among 44 

representatives of organisations working with people from four black African 

communities: Ghanaian, Nigerian, Somali and Ugandan.124 The authors conclude 

that migration impacts African identity differentially within different 

communities and across age groups. Some African migrants come to the UK 

because of a strong sense of identity with British culture and values, whilst for 

more recent migrants there may have been little choice about where they have 

ended up living. Therefore, some communities include those who seek to 

embrace the culture they are now living in, whilst others seek to retain their 

cultural identity. For some, being a minority ethnic group has led to a stronger 

desire to retain an African identity than they might have felt if they had 

remained in their home country. Generational differences appear to exist, with 

older people seeking to maintain and promote traditional values, whilst younger 

people see themselves as having dual or conflicting identities. 

The same study found a high level of agreement that the experience of migration 

impacted the traditional roles and status of men and women in African 

communities. Traditionally men are seen as the providers, often associated with 

a balance of power which is in the man's favour, whilst migrant African men felt 

that women were more assertive and less tolerant of the traditional behaviour of 

the men. However, the imbalance of power was to some extent still present. For 

example, organisations working with the Ugandan community reported that 

men could be domineering and objected to women attending workshops or 

meetings, and it was also apparent that amongst newer arrivals gender 

inequalities and divisions were more pronounced. Thus in some newer Ugandan 

communities, as opposed to the more established Nigerian and Ghanaian 

communities, women did not socialise in public places, the power balance in the 

home was in favour of men, women might not be free to talk about sex openly, 
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and some respondents reported the expectation upon women to be shy, provide 

care and put the needs of their families before themselves, leading to a degree of 

isolation in the community.124 

Most African women and men in the UK seek marriage and about two-thirds are 

married by their mid-thirties. For the majority, their marriage partners are other 

African men or women, although this finding is based on data obtained before 

more recent increases in refugees from Africa in the early 1990s.12s For some, 

marriage partners and even children may be living abroad in an African country 

with the UK based parent sending money to their country of origin to support 

children and their carers.124 

For many African women motherhood is a source of identity and there are 

sometimes profound economic and social consequences within African cultures 

for women who do not conceive. For African women living with HIV in the UK, 

reluctance to give birth to a child who may be HIV positive, together with fear 

that sexual activity might put the potential father at risk of infection, may be 

difficult to reconcile with the importance of motherhood.ls7 The Padare Project 

assessed the pregnancy intentions and outcomes of 214 HIV infected Africans 

living in London and found that 4 % of women had become pregnant since the 

time of diagnosis.ls8 

Many Africans living in the UK hold religious and spiritual beliefs; the church 

plays an important role both as a place of worship and as a focus for social, 

cultural and educational activities.1s9 For many, traditional African religions are 

followed alongside Christianity, or for a minority of people from sub-Saharan 

Africa, a Muslim faith.124 To varying degrees these beliefs impact upon diagnosis, 

treatment and response to living with HIV.1s8 One study reported that over 90
0

0 

of the 62 HIV -infected African women interviewed described their religious faith 

as a major source of support in coping with the difficulties they face. 144 Some 

Africans believe that spiritual forces hold ultimate control of the future and view 

prayer as a possible route to healing. Religion and medicine are often seen as 

complementary, although reliance on medicine is sometimes seen as reflecting 
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inadequate faith, with some religious groups actively discouraging the taking of 

medication in favour of using the power of prayer.140;160 

However, despite the importance of religion and church attendance in the lives 

of Africans, there is often a reluctance to discuss HIV in a setting that is 

sometimes regarded as a threatening space, where there is fear of lack of 

confidentiality and rejection by other members of the congregation.157;161 

Health and health beliefs 

Those who migrate from their county of birth are generally healthier than those 

who do not but this 'healthy migrant effect' tends to wear off with time. Social 

exclusion, racism and social disadvantage are all part of the picture when 

considering the health of migrant communities.162;163 

In 2004, The Health Survey for England included black Africans, in its focus on 

the health of ethnic minorities, for the first time.164 However, little remains 

known about the health of the black African population in England, their use of 

health services and how their health beliefs, environments and lifestyles may 

influence their health.152;164 Elam et al. carried out in-depth interviews with black 

African sub-groups from Uganda, Nigeria and Somalia to explore the feasibility 

of including a population boost for the 2003 Health Survey, concluding that these 

groups attach high importance to maintaining mental and spiritual well-being.127 

Spiritual practices included the drinking of holy water and the reading of, or 

wearing extracts of, the Koran. The use of traditional African medicines by 

people known to be infected with HIV (for example extracts of leaves and barks) 

may be limited by lack of availability although there are reports of such remedies 

being sent from Africa.127;140;165 

Sexual behaviour and sexual health 

There has been limited research carried out in the British context exploring 

sexual health and ethnicity. Most is quantitative in nature and is limited by data 

availability. Although NHS data now includes ethnicity, it does not routinely 

record socio-economic status, country of origin, period since migration and 



generation of migration. It has been claimed that researchers have too often used 

the label 'black African' in ways that obscure the heterogeneity of this group, 

with little attention to important variables such as nationality, ethnicity, religion, 

socio-economic status, gender, age and time since migration.28 

Many culturally prescribed practices influence sexual health and the risk of 

sexually transmitted infection. These include the use of vaginal herbs, 

circumcision, vaginal douching and concurrency and may be targets for 

behavioural modification for risk reduction.166 

The Mayisha study, a community-based sexual behaviour survey amongst 

Kenyan, Congolese, Ugandan, Zambian and Zimbabwean communities in 

Camden and Islington, found that the use of herbs as vaginal drying agents (,dry 

sex') were used across all African communities with 15% of men and 14% of 

women reporting the practice of dry sex in the UK.167 This is contrary to the 

belief that dry sex is only practised by certain tribes in Africa and suggests that 

sexual practices in the UK might become more heterogeneous through 

heterosexual mixing of people from different communities. This has particular 

implications for HIV transmission as it has been argued that the use of vaginal 

drying agents is associated with an increased risk of transmission.168 

The first wholly qualitative study of sexual behaviours amongst ethnic minorities 

in Britain, conducted by Elam et al., found that there are important differences in 

the ways that individuals make sexual decisions, which are influenced by the 

power relations and cultural norms prevalent within their own communities.169 

The sub population of Africans in the study was fairly small and included only 

Ugandans and Nigerians. Even so, it was clear that there were important 

regional and tribal differences within these broad country categories, while 

religious conviction, family structures, gender roles, behavioural norms and 

'moral' beliefs and level of acculturation all affected sexual lifestyle. 

African respondents often reported good knowledge of HIV but inconsistent safe 

sex behaviours, often believing that risk could be avoided by careful partner 

choice and that it was easy to identify potential partners who carry a high risk of 
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being infected with HIV. Where multiple sexual relationships formed the sexual 

lifestyle, lapses in condom use were justified by the choice of safe, 'clean' 

partners. Reducing the number of partners was not considered a safer sex 

practice, but the careful choice of a partner was. Among African men there was a 

dislike of condoms and where condoms were used in a relationship, there was a 

reluctance to use them in the long term.169 Kesby argues that socio-cultural mores 

may mean that African men often have multiple sexual partners whilst African 

women seem to want stable monogamous relationships, preferring to ignore the 

fact that infidelity is relatively common and not wishing to be reminded that 

their partner may be unfaithful by having a frank discussion about condom use.28 

Engaging in unsafe sex is often understood as a strong demonstration of trust 

and ignoring health risks may be seen as preferable to jeopardising a partner's 

trust by discussing safety or questioning fidelity. This might be especially the 

case where multiple partnering is common but not publicly acknowledged and 

where men and women have different attitudes to fidelity.28 

The Padare project, which explored the attitudes and behaviours of 214 HIV 

positive African men and women living in London, found that large numbers 

engaged in sexual activity that was of significant risk to themselves and their 

sexual partners; 27% of men and 35 % of women reported unprotected sexual 

intercourse with their most recent sexual partner.158 Although lower than seen 

amongst a community based sample of Africans of unknown HIV status, this 

represents a level of risk behaviour that places many of them and their sexual 

parmers at risk of HIV.158;167 

The existence of a continent-wide 'African sexuality' which is particularly 

vulnerable to HIV has been proposed. Caldwell claims that sexual relations are 

not regarded as sinful or subject to moral control and that sex in Africa is a 

worldly activity which always has a potentially commercial aspect.170 Heald 

claims that whilst sex is an everyday element of life, it is also a complex sacred 

phenomenon and a powerful force, and that African people have traditionally 
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been preoccupied with sexual morality, although this IS based on notions of 

f right and wrong mixing' rather than fidelity.l71 

Others argue that multiple phenomena make sub-Saharan Africa a high-risk 

context in relation to sex, and that culturally specific high-risk behaviours must 

be seen as products of historical and geographical processes, for example the 

economic crisis in Zimbabwe and labour migration in South Africa.28;172 Rapid 

HIV transmission in Africa is rooted in historically produced poverty, chronic ill 

health, unequal gender relations and particular sexual behaviours that are 

regionally specific. Many questions remain regarding the extent to which these 

factors persist among African people after migration to Britain. 

Further questions are raised about the connections between the British and 

African contexts by a recent quantitative study which interviewed 756 African 

migrants in London regarding return to their country of origin.173 More than 40% 

had returned to Africa within the preceding five years and over a third of these 

(40% of men and 21 % of women) had acquired a new sexual partner whilst 

abroad. Re-entry into the high-risk context of Africa has implications for the 

importation of HIV into the UK. It is not clear however, to what extent 

engagement in new sexual partnerships on return to the country of origin is 

consistent with the practices in that setting, nor whether the visits act to reinforce 

or re-establish pre-migration sexual practices. However, the relatively high socio

economic status of people visiting from the UK could enable them to enter or re

enter sexual networks where transactional sex is commonplace.173 

Multiple relationships and sexual mixing 

Elam's qualitative study suggests that serial monogamy IS one of the most 

consistent features of the sexual lifestyles of Nigerian and Ugandan women 

living in the UK, with concurrent or one-off sexual contacts more common 

amongst men. 169 The authors propose that this contrast is related to different 

behavioural norms for men; from an early age African men are encouraged to 

have sex in a way that the women are not, with sex considered a natural activity, 

not requiring a relationship or emotional ties in order to take place. Casual Sl):\ is 
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not regarded as morally wrong, rather a natural expression and activity of youth. 

The implications of this are important, as concurrency in relationships has been 

associated with an exponential increase in the transmission of HIV.174 

The nature of the relationships entered into by attendees at a sexually 

transmitted diseases clinic in London between 1992 and 1995 was studied to 

assess the degree of sexual mixing amongst heterosexual subgroups based on 

country of birth.12 In the population of 15,878 attendees, when country of birth of 

parents (family origin) was taken into account it was found that sexual mixing 

was highly assortative (like-with-like). The authors postulate that this could help 

to explain the low spread of heterosexual HIV infection within the indigenous 

UK population to date. 

2.5.5. Knowledge, beliefs and living with HIV 
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Supernatural beliefs about the causation of HIV / AIDS are widespread in many 

parts of Africa and include beliefs that sickness might be caused by witchcraft, 

ancestors' anger and pollution through breaking taboos. Traditional healers and 

witchdoctors are often considered best placed to overcome the spiritual forces 

causing disease.175;176 Other theories include a belief that the epidemic is a racist 

conspiracy to discredit Africa or a means for international agencies to control 

Africans through the introduction of condoms, or even a means for conservative 

religious groups to control/promiscuity' .177 Recently, there have also been claims 

that unsafe injections, that is using equipment that is reused without first being 

sterilised, are a major if not the main mode of HIV transmission in sub-Saharan 

Africa, although this theory runs counter to the widely held orthodox 

epidemiological interpretation about the lead role of sexual transmission in 

spread of the disease.64;178-180 

Understanding the African context is important in understanding the knowledge 

and attitudes to HIV of Africans now living in the UK. Moving to a new country 

does not immediately change the long held cultural beliefs or alter the 

knowledge base. Many have witnessed the catastrophic consequences of HIV in 
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their own families and communities in a setting where few have access to 

treatment and survival times are much shorter. Attitudes towards HIV, 

particularly fear of death from HIV related disease, may be coloured by these 

experiences. 144;160;181 

Many Africans living in the UK face their diagnosis of HIV infection in the 

context of stigma and secrecy, financial insecurity and uncertainty about their 

immigration status. Financial and housing problems are up to ten times more 

prevalent among African people with HIV than white British people living with 

HIV.137;140 For some there will be associated physical limitations imposed by ill 

health as a result of HIV disease itself particularly as later diagnosis in Africans 

inevitably means more advanced disease at presentation (see page 36). 

For many Africans, living with HIV is on a background of at least one 

profoundly traumatic life event.182 Rape, murder of a partner and family 

members and various other forms of persecution were relatively common 

experiences amongst HIV positive African women in London.160;183 

It is not surprising on this background that mental health problems are common, 

particularly anxiety and depression.137;183 However, although African patients 

with HIV have been shown to suffer from more severe psychiatric morbidity, 

they may be up to three times less likely to be referred for specialist mental 

health care.184 

5 tigma and disclosure 

There is an extensive literature on stigma in relation to HIV and AIDS, much of it 

taking as its starting point the now classic work of Goffman, defining stigma as 

'an attribute that is significantly discrediting' which serves to reduce the person 

who possesses it in the eyes of society.185 Drawing on research amongst people 

with mental illness, physical deformities or socially 'deviant' behaviours, 

GoHman argued that stigmatised individuals have a 'spoiled identity' and are 

subjected to the judgement of others and often blamed for their misfortune. The 

debate in relation to HIV has moved on considerably in recent years to consider 
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the context of culture and power; whilst some have focused on the level at which 

stigma is played out between individuals, others underline the role of 

communities and the state ill producing and reproducing social 

inequality.175;176;186;187 It is not the purpose of the present thesis to explore these 

theoretical discussions in detail and the interested reader is directed to Parker 

and Aggleton's useful analysis of HIV-related stigma.186 

HIV is heavily stigmatised in UK African communities and Africans are less 

likely than white patients to disclose their HIV status to family and friends; the 

great fear of many is that their situation might become public knowledge within 

the local African community and up to 15% do not disclose their status to 

anyone, including their partner.137;144;175;181;187;188 

For women, the reluctance is partly accounted for by fear of their partner's 

reaction. There are reports of women who disclose their status being beaten by 

their husbands and being forced out of the home.137;140 Anderson and Doyal's 

qualitative study exploring the illness biographies and daily lives of 62 HIV 

positive African women, found that a third of the women had direct experience 

of HIV -related stigma such as rejection by husband or partners, eviction from 

their home, special washing or marking of kitchen utensils and refusal to allow 

contact with children. A further similar proportion expressed anxiety that they 

would be subject to such discrimination if their status were known. l44 

Fears around disclosure also impact medical care with up to one quarter of HIV 

infected Africans not disclosing their status to their GP and some patients 

reportedly feeling extremely uncomfortable about attending HIV clinics for fear 

of being seen there.137;140 Not only are stigma and discrimination obstacles for the 

ongoing treatment of diagnosed HIV infection, but they also impact upon the 

decision to test, with up to half of Africans tested at specific HIV clinics reporting 

that a major pre-test concern was the fear of being recognised by someone they 

know, and this may be even higher amongst those who remain untested. l8l 

The HIV-related stigma within African communities is compounded by the 

discrimination that is directed towards African communities in general, with 
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some sectors of the media propagating racism and discrimination and serving to 

increase the general public hostility towards immigrants.188;189 Recognising this, 

the Department of Health's framework for action on HIV calls for particular and 

appropriate support for African communities, which takes account of the 

extensive difficulties that their cultural and social context brings.128 

Treatment and Adherence 

Although it is widely accepted that the introduction of Highly Active 

Antiretroviral Therapy (HAART) has had a dramatic impact upon disease 

progression and survival in countries where the treahuent is available (see page 

12), there is evidence that the use of antiretrovirals is lower in non-white than 

white racial groups in some countries.190 Similar claims have been made in 

relation to African people living with HIV in the UK.125;140 However, these claims 

cite as evidence a small retrospective study of 55 HIV positive Africans seen for 

care between 1986 and 1993.131 HAART was not introduced until 1997 and was 

not therefore the focus of the study, which actually concentrated on 

chemoprophylaxis for Pneumocsytis carinii pneumonia and tuberculosis. 

Evidence from the large Swiss HIV Cohort Study suggests that in a Northwest 

European country with a universal health care system, nationality was not 

associated with uptake of antiretroviral therapy once the infection had been 

diagnosed. 53 Project Nasah, a questionnaire based study of 438 HIV positive 

Africans in the UK, found that access to treahuent once HIV is diagnosed is not a 

particular problem.137 However, lack of awareness of the availability of 

medicines to treat HIV might be a barrier to accessing HIV testing in the first 

place.191 

A UK based study of 362 patients comparing the virological and immunological 

responses of African and European participants to HAART concluded that the 

initial responses were similar in both groups.192 The poorer longer-term 

virological response in the African cohort after 9 months, reflected in a higher 

viral load, was not thought to be related to different patterns in developing drug 

resistance nor to the presentation with substantially lower pre-treatment CD4 
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counts, but rather to poorer adherence. Project Nasah showed that a third of 

respondents had missed one or more treatment doses in the previous fortnight,B7 

Although simply forgetting to take medication accounted for some missed doses, 

the side effects of the medication and the desire to keep the diagnosis from others 

were important factors.137 

Adherence to treatment IS potentially problematic in a range of chronic 

conditions, but may be particularly important in HIV where high levels of 

adherence are needed for successful treatment,137;193 

Qualitative studies have suggested that there may be particular issues for African 

patients that might indeed contribute to poorer adherence to treatment 

regimes.137i140il44i158 For example, the influence of religious beliefs, which has been 

discussed on page 44. 

Erwin and Peter's focus group study of treatment issues for HIV positive 

Africans living in London is a frequently cited source for African peoples' views 

and experiences of living with HIV.140 The authors found a strongly held belief in 

the physiological differences between white and black people that appeared to 

affect their confidence in the appropriateness and effectiveness of the currently 

available medications. Coupled to this was distrust of pharmaceutical companies 

and the motives of health care professionals. Fear of discrimination and 

experimentation appeared to undermine participants' commitment to taking 

prescribed medication. 

Living conditions may make it difficult to adhere to drug regimes. Living in 

shared accommodation brings difficulties in concealing medicines and where 

medication requires dietary manipulation, there are particular difficulties for 

those who have limited access to food or cooking facilities,16o 

However, Anderson and Doyal found that the majority of women ill their 

London based study were highly committed to treatment despite the difficulties 

they encountered}+! 
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2.5.6. Accessing care and use of services 

Use of health services and barriers to care 

Even in the context of universal health care, migrants and ethnic minorities often 

face particular difficulties in accessing appropriate health services. The linked 

problems of unemployment, poor housing and poor health, together with issues 

arising from discrimination, isolation and uncertain immigration status, all form 

part of a complex set of barriers that may be particularly pertinent in relation to 

health care for HIV.128i132i150i152i154i194 

A UK qualitative study amongst 48 Somali, Ugandan and Nigerian respondents 

identified a number of difficulties faced by Africans in accessing and taking best 

advantage of health services (Figure 9).124 

Figure 9: Difficulties encountered by Africans accessing health services (identified by 
Elam et al.)124 

• Lack of awareness of health services 

• Limited English language skills and difficulty in making self 
understood 

• Reluctance to ask questions of the GP 

• Lack of confidence in GPs who they felt did not ask questions or give 
them sufficient time 

• Among women, a tendency to prioritise other demands ahead of 
their own health 

• Unwillingness to admit health problems in case they jeopardise 
residency or work status 

• Not returning to the GP if the treatment does not work 

The general practitioner was widely consulted, and regarded as an important 

source of advice and treatment. However, experience of GP services was mixed 

and related to a range of problems including lack of diagnosis, long waiting 
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times and poor communication. In response, some sought medical advice from 

alternative sources with greater use being made of emergency services and 

pharmacies. Some felt able to change their GP whilst others, despite feeling 

unhappy, reported that they had no alternative but to 'just be quiet and go'.127 

Primary care services are well accessed by Africans, with the vast majority 

having consulted a GP.165;181 A relatively small survey of Ugandans in London 

found that utilisation of GP services was high, with 97% of the purposeful 

sample of 118 Ugandans being registered with a GP.165 Over 90% had consulted a 

GP in the previous year with most respondents reportedly happy with the 

service they had received, although in common with other reports, there were 

several complaints about poor communication with the GP.187 A majority (56%) 

felt that London's mainstream health services were appropriate for Ugandans 

although 40% felt that there should be closer working with African community 

organizations. The GP surgery was the most commonly cited place for receiving 

health information including information about HIV / AIDS, often in the form of 

a leaflet. 

Pathways to HIV testing and the role of general practice 

The promotion of HIV testing aims to reduce the proportion of undiagnosed HIV 

infection thereby facilitating access to effective treatment and care and reducing 

the risk of onward transmission. It is a key aim of the National Strategy for HIV 

and Sexual Health and targeting African communities is recognised as an 

important part of the strategy.15;136 It is widely accepted that Africans living in 

the UK present at a more advanced stage of HIV disease than white patients (see 

page 36). The ways in which some black Africans negotiate their way to HIV

related care are complex. For some, friends and family may be consulted as 

illness complications unfold and a medical professional consulted only when the 

illness becomes unbearable.125 

A large community based survey of HIV testing behaviours among migrant sub

Saharan African communities (the Mayisha Study) found that considerably more 

needs to be done to facilitate the uptake of HIV testing.195 The study, the first of 
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its kind, used 25 trained volunteers from the five target African communities to 

undertake recruitment and hand out questionnaires. The volunteers were 

familiar with their local communities and recruited from pre-identified social 

venues. The authors found that the drivers for uptake of testing were related to 

individual risk, perceived or actual, rather than being related to the high 

prevalence in their country of origin or knowledge of high rates of disease 

amongst migrant populations in the UK. This finding correlates with the claim 

that Africans are more likely than non-Africans to test because of a preceding 

event suggesting the possibility of HIV infection, including the development of 

AIDS or a positive diagnosis in a symptomatic child13;18l;196 It also supports the 

finding that HIV positive Africans are less likely to suspect their infection than 

non-African patients.13;18l;196 The lack of perceived risk of HIV infection partly 

explains the profound shock described by many Africans who test positive, 

despite being symptomatic at the time of testing.13;144 Even those who suspect 

they may have acquired the infection are significantly more likely than non

Africans to delay testing for 12 months or more.18l 

More recently, a nested qualitative study within a second community-based 

survey of sexual attitudes and lifestyles among black African communities in 

England (Mayisha II) found that fear of stigmatisation, deportation and 

perceptions of HIV as a I death sentence' continue to act as barriers to testing.159 

Among women, principle reasons for testing included fear of HIV infection due 

to mistrust of their partner or following rape. For both men and women, lack of 

perceived risk because they were married or had been faithful to the same sexual 

partner for several years was cited as a reason for not testing. 

Delay in testing is multi-factorial and a range of practical, social and emotional 

issues have been raised as pre-test concerns for black Africans. Table 2 shows the 

pre-test concerns of HIV-infected African clinic attendees, although the study 

from which they are drawn was retrospective and results may be affected both 

by selection and recall bias.18l 
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Table 2: Pre-HIV test concerns of black African patients181 

Statement 

Effects on your family if you were HIV positive 

Discrimination if you were HIV positive 

Fear of dying 

0/0 Very worried 
(n = 102) 

74 

68 

66 

Not being able to make plans for the future if you were HIV positive 64 

Not being able to have children if you were HIV positive 60 

Effects on your work if you were HIV positive 55 

Partner's reaction if you were HIV positive 49 

Bumping into someone you knew at the HIV clinic 48 

What the Home Office might do if they found out you were HIV positive 40 

That your children might be taken away if you were HIV positive 32 

Whether you were entitled to medical care 28 

Where to go for an HIV test 20 

The attitudes of the clinic staff 13 

How to communicate with clinic staff 12 

Although primary care services appear to be well accessed by African patients, 

the majority of HIV infections are diagnosed in hospital or genitourinary 

medicine settings, not uncommonly with symptomatic disease.137;165;181;181 There 

is some evidence to suggest that there might be missed opportunities for earlier 

diagnosis through primary care.181 Only a very small proportion of HIV 

diagnoses in Africans are made in primary care and there is a strong argument 

for an increased role in facilitating earlier HIV testing and diagnosis.17;1l5;137;181 

A study amongst 100 black African women known to be HIV positive found that 

62% had symptomatic HIV or AIDS at presentation, and that whilst 71 % of these 

had visited their GP in the 12 months before diagnosis, only 27% recalled a 

discussion about HIV.1l1 

To describe factors associated with HIV testing among black Africans, Burns et 

al. analysed data from the second British National Survey of Sexual Attitudes 

and Lifestyles.196 Natsal 2000 is a stratified probability sample survey of sexual 
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attitudes and lifestyles among 11,161 British residents aged 16 - 44 years, which 

includes an ethnic minority boost.68 Whilst recognising the need to improve the 

uptake of HIV testing further, the authors suggested that Africans in the UK 

have a relatively high rate of HIV testing reflecting awareness of risk behaviours 

and potential exposures to HIV, and that up to a quarter of Africans who 

undertake HIV testing do so in primary care. However, the results of their 

analysis should be interpreted with caution because Natsal 2000 data is derived 

from self report without means of verification.68 Further, the analysis found no 

association between rate of HIV testing and antenatal care, as might be expected, 

given that universal antenatal testing had been adopted prior to the Natsal study 

period. Additional questions regarding the validity of the results are raised by 

the finding that 20% of HIV tests in the African participants had reportedly been 

conducted in family planning clinics. As the authors point out, at the time of the 

study these clinics were not routinely able to undertake HIV testing and 

generally referred to other sites. 

A number of reports have advocated a role for targeted testing amongst African 

people and this may be especially urgent as the availability of HAART is making 

inequality in HIV care even more visible.17;130;152;181;195 Although targeting a 

particular group on racial grounds raises concerns regarding perceived racism, it 

has been argued to the contrary that not offering an HIV test to an African 

person from fear of how it may be perceived could itself be considered a racially 

discriminatory denial of appropriate care.7o 

Medical care and community support for Africans living with HIV 

There is some evidence to suggest that perceived discrimination and distrust of 

the medical profession may be a barrier to accessing health services for some 

African patients living with HIV.140 In focus groups conducted with HIV infected 

African patients in London, some participants believed that they received 

inferior treatment and even that some treatment was chosen deliberately to be 

detrimental to their health. Whilst similar mistrust of the health care system and 

providers has been found amongst many African American patients, Erwin and 
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Peters point out that some of the negative perceptions found in their study may 

be explained by cultural and communication difficulties.14o;197 For example, they 

found that African patients and their relatives find the concept of intravenous 

feeding and denial of oral feeding particularly difficult.140 

In contrast, other qualitative studies and surveys have found HIV services to be 

highly rated by African patients and clinic staff are generally trusted for the 

advice they give.137;144;158 The findings of a questionnaire study of 214 HIV 

positive Africans in London suggested that health care professionals are the most 

trusted source of credible information on how to live with HIV.158 

The importance attached to maintaining confidentiality appears to affect the level 

of engagement with medical services with some avoiding the use of HIV related 

services altogether.198 Some Africans choose not to attend a clinic which is close 

to home for fear of being identified by members of their own community, instead 

taking long bus and train journeys to reach their chosen clinic.140;144 Childcare is 

particularly problematic for women who do not disclose their status to family or 

friends, making it difficult to call on their support in order to attend hospital or 

other appointments. Such restrictions may make it difficult for them to see the 

same doctor at each appointment, adversely affecting continuity of care. For 

some, childcare issues mean they keep their clinic visits as short as possible and 

don't spend time on accessing other information that may be available to them.140 

Late presentation (see page 36) inevitably means more severe illness; Africans are 

disproportionately represented amongst patients who access treatment as an in

patient and a greater proportion require medical treatment for symptomatic and 

more advanced disease soon after diagnosis.13;14o Thus many are faced with 

psychosocial and disease management issues at the same time.198 

The medical treatment and other service needs of HIV-infected heterosexual 

African men may present a particular challenge to service providers. There is 

some evidence to suggest that African men feel uncomfortable accessing services 

that were designed for men who have sex with men and despite some new 
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initiatives by London based African organisations it remams difficult to 

encourage African men to engage with support groups and services.198 

Many African people in the UK suffer social exclusion and feel isolated. In the 

African setting the extended family is a source of support that may not be 

available in the UK.132 In response, a number of African community 

organisations provide information and help, access to health and social services 

and provide advocacy and translation services but many of these are London 

based.125 However, some have claimed that there are too many organisations that 

duplicate services by representing different nationalities or tribes and as a result 

struggle to obtain sustainable funding. 24;14o In addition, there have been reports 

of political in-fighting between groups which appear to represent different parts 

of the Ugandan community in particular. Possibly, this reflects some of the 

political and ethnic conflict that brought Africans to London in the first place.198 

The use of such voluntary support groups appears to be variable. For some, they 

provide a range of social, emotional and practical support, whilst for a significant 

number their use is limited by fear of information being passed on to others in 

the community.144 Outside London the picture is not well documented, but it is 

likely that the provision of community support services for Africans is less 

com prehensive. 24;128 

HIV preven tion services 

UK African communities are not homogeneous (see page 32), rather they are 

socially, culturally, linguistically and numerically diverse and as a result may 

have distinct and different needs in terms of HIV prevention work. To be 

successful, HIV prevention work with African communities must be culturally 

sensitive and engage people based on their belief and communication 

systems.125;140;165 This includes addressing key cultural issues which appear to put 

African people at increased risk of transmission of HIV including perceptions of 

condoms and culturally defined sexual practices. 
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The consistent use of condoms continues to be advocated as an essential and 

effective method of preventing HIV transmission, reducing the per-contact 

probability of HIV transmission by as much as 95%.199;200 However amongst 

some African groups traditional beliefs and prejudice against condoms limits 

their use (see page 39). Although condoms are widely distributed by many 

agencies it is clear that the use of condoms within African communities involves 

much more than making them available.158 The desire for children, the lack of 

adequate negotiation skills and negative attitudes to condoms themselves have 

all been identified as barriers, and to capitalise on the benefits of condom use in 

HIV prevention requires a greater focus on interventions that change attitudes to 

their use .125;158 

For younger members of African communities there is evidence to suggest that 

peers may be an important source of information and amongst the most credible 

sources of HIV related information for both primary and secondary 

prevention.158 

2.6. Summary of the review and questions that remain to be 

answered 

This chapter has outlined key aspects of the HIV epidemic and in particular has 

discussed the disproportionate burden of disease amongst black African 

communities in the UK. It has highlighted that Africans tend to present later in 

the course of disease than non-Africans, with more than a third estimated to be 

living with undiagnosed infection. 

It is widely accepted that the availability of HAART since 1996 has resulted in 

dramatic decreases in the risk of AIDS and death. However, the effectiveness of 

HAART is influenced by the CD4 count at start of treatment. Whilst debate 

continues regarding the optimal starting point when the CD4 count is above 200 

x 106/1, there is widespread agreement that below this level antiretroviral 

treatment is indicated.6;51;53;55 
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Increasing HIV infection within UK African communities, combined with later 

presentation and therefore more limited uptake of antiretroviral treatment at the 

optimum time, has negative consequences both for the health of individual 

African people and for wider public health. There is therefore a need, recognised 

by the National Strategy for Sexual Health and HIV, to reduce undiagnosed and 

late diagnosed HIV infection in UK African communities.15 

However, as this chapter has shown, little is known about the testing decisions 

and testing experiences of this group. Some studies have sought to elucidate 

factors associated with the decision to take an HIV test but have only succeeded 

in identifying sociodemographic factors which are statistically associated with 

testing, and have failed to give insight into the decision making process itself.69 

Studies which have asked respondents to identify their reasons for having or not 

having a test have largely been limited to gay and bisexual men. The current 

study will address this gap by exploring the perceptions and experiences of 

African people in relation to HIV testing. 

In order to develop culturally appropriate services for black African communities 

it is necessary to gain a better understanding of the attitudes, beliefs, gender 

disparities and cultural practices as they relate to HIV in general and HIV testing 

in particular.125 By exploring the worldviews of African people through in-depth 

interviews, this study seeks to gain deeper understanding of these issues and 

how they impact upon decisions about HIV testing. 

Little is known about the barriers that exist in relation to the use of sexual health 

services and there is a lack of evidence on the perceived accessibility or 

appropriateness of these services. Indeed, access to care by black Africans has 

been identified as an issue requiring further research, which may help our 

understanding of the barriers to HIV testing.181 Most provision of HIV testing has 

been confined to genitourinary medicine clinics and this may itself be a barrier to 

uptake of testing. There is limited research evidence to show how clients access 

these clinics and where they are accessed it is unclear how awareness is raised, 

whether through peers, other health professionals or through other I gate-
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keepers' such as help-lines or community groups.69 This study will explore these 

issues from the perspectives of professionals working within the care system, 

both statutory and non-statutory sectors, and from the perspectives of African 

people. This will enable a valuable comparison of the perspectives of service 

providers and service users to highlight where there may be a mismatch. 

This review of the literature has highlighted that black Africans in the UK face 

HIV diagnosis in a different context from that experienced by their white 

counterparts. Immigration status and practical issues relating to housing and 

employment may be compounded by uncertainties over entitlement to 

treatment. For Africans who are known to be HIV positive there may be ongoing 

fears relating to confidentiality, made particularly important by the stigma 

attached to HIV in African communities. The limited number of studies which 

have identified some of the issues faced by HIV positive African patients cannot 

inform us about Africans who do not access services; those who may be living 

with undiagnosed infection and have chosen not to be tested. Amongst this latter 

group, concerns are likely to be greater and may be more expansive. The current 

study specifically seeks to explore the needs and experiences of African people 

who have undergone HIV testing and those who remain untested. Thus it will 

enable a comparison to be made between these two groups, adding to our 

understanding of the issues which may be particular barriers to HIV testing. 

Some studies point to the unmet need for basic information regarding HIV 

testing, treatment and intervention.128 There may well be a need to improve 

awareness of the benefits of early testing, especially the benefit of testing in 

asymptomatic patients but further research is needed in order to explore the 

most appropriate interventions to achieve this objective. Again the current study 

will investigate these issues and will explore culturally appropriate ways to 

improve the uptake of voluntary HIV testing. 

This review has shown that primary care is frequently accessed by African 

people and may present an opportunity for HIV prevention work and an 

appropriate route to HIV testing. However, there is some evidence to suggest 

62 



there may be important gaps in knowledge and confidence amongst primary 

care health professionals. Further research is needed to elucidate these potential 

barriers to HIV testing in primary care and to better understand the perceptions 

of GPs held by African people.1°9;181 This study begins to address this gap in 

currently available research by uncovering African peoples' perceptions of their 

health carers, with a particular focus on their past and potential future use of 

primary care services. 

Further research is needed to explore the perceptions of discrimination that have 

been highlighted in some studies. Distrust of the medical profession and fears 

around antiretroviral therapies that may have arisen from differences in cultural 

beliefs and experiences of health care in the UK require further work in order 

that, where appropriate, staff cultural awareness training can be introduced.166 

This study seeks to explore the relationship between professionals and Africans 

from the perspectives of each group of participants. Perceived cultural barriers 

and difficulties encountered by professionals will be specifically investigated. 

Issues of perceived racism will be addressed in both sets of interviews. 

In summary, the review of the literature has identified a number of issues that 

need further investigation. In addressing its stated aim of exploring how to 

improve the uptake of HIV testing in UK African communities, this study seeks 

to meet these research needs. To achieve this the study explores the experiences, 

knowledge and attitudes of professionals and African people to HIV testing, 

elucidates perceived barriers to testing for Africans in the UK and considers 

culturally appropriate ways of overcoming them. 

The next chapter will outline the methodology and methods that underpin the 

study. 
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CHAPTER 3. METHODOLOGY, DESIGN AND 

IMPLEMENT ATION 

3.1. Introduction 

The aim of this chapter is to discuss the methodological approach and empirical 

methods used in this study of the barriers to timely HIV testing in UK African 

communities. 

The review of the literature has highlighted the importance of early testing for 

HIV, especially in a setting like the UK where treatment is available. It is also 

apparent from the literature that information is lacking in the British context 

regarding the HIV testing needs and experiences of African people. This study 

attempts to address this issue, taking an exploratory approach to uncovering the 

key issues and challenges involved in increasing the uptake of HIV testing. 

Most of the work that has been conducted in the British context on HIV and 

ethnicity has been quantitative in nature and more influenced by biomedical 

perspectives than social perspectives on health.28 This approach can lead to a 

'black box epidemiology in which ethnicity substitutes as a cause of observable 

health variations rather than a common denominator requiring further 

explanation'.28 Whilst these quantitative studies of HIV in Africans living in the 

UK go some way to enumerating the size of the problem, what is now required is 

to explain and to explore this phenomenon by unearthing data that are not easily 

accessed by quantitative means; 'not so much how many, as how and why'.201 

It is widely acknowledged that qualitative studies have an important 

contribution to make to health services research, and particularly so in the field 

of sexually transmitted infections and HIV where many of the social phenomena 

being studied are intensely personal and private.201 In the study of marginalized, 

vulnerable and disadvantaged groups, especially where the subject of research 
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may itself lead to stigma, qualitative research may have special importance in 

'addressing the questions of humanity which are intimately linked with issues 

about equity and may ultimately be shown to be important in promoting 

effectiveness' .202 (original italics) 

The rest of this chapter will discuss some philosophical perspectives 

underpinning qualitative research methodology, focusing particularly on those 

that inform the current study. It will then present a detailed account of the 

empirical methods used for the fieldwork and analysis. 

3.2. Qualitative research 

Qualitative research methods were developed within disciplines such as 

anthropology and sociology in an attempt to explore and understand the social 

world in 'natural' rather than experimental settings. Contemporary qualitative 

research is not a single entity, but is rather a broad umbrella term, encompassing 

enormous diversity. It is a complex, changing and often contested paradigm 

comprising multiple methodologies and research practices, and providing a 

precise definition of qualitative research is therefore not an easy task.203 

Denzin and Lincoln describe qualitative research as: 

... a situated activity that locates the observer in the world. It consists of a set of 

interpretive, material practices that make the world visible. These practices 

transform the world. They turn the world into a series of representations including 

fieldnotes, interviews, conversations, photographs, recordings and memos to the 

self. At this level, qualitative research involves an interpretive, naturalistic 

approach to the world. This means that qualitative researchers study things in their 

natural settings, attempting to make sense of, or to interpret, phenomena in terms 

of the meanings people bring to them.204 

There is fairly wide consensus that qualitative research is a naturalistic, 

interpretive approach, concerned with the meanings that people attach to various 

phenomena such as actions, beliefs, decisions and values within their social 
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world, with one of the central motifs of qualitative research being the way in 

which the people being studied 'understand and interpret their social reality'.20s 

However, there is considerable variation between and within disciplines about 

what constitutes this type of research activity, with a confusing range of 

ontological and epistemological positions often cited in their defence. This 

extensive theorising around ontology (the nature of the social world and what 

can be known about it) and epistemology (how it is possible to know about the 

world) can sometimes be circumvented or even lost in the fact that many 'recipe' 

books of techniques for conducting and analysing qualitative research are now 

available. This is especially so within health services research, where the focus is 

often pragmatic and researchers may not have a social science background.206 

These 'technical' accounts tend to emphasise the standardisation of methods and 

ensunng ngour. 

Some qualitative researchers, such as Miles and Huberman, approve of the 

increasing number of researchers who are pragmatically orientated and 

ecumenical in their view of the world, claiming it is possible to develop practical 

standards that can be applied across different perspectives and which can be 

used to judge conclusions.207 However, others are critical of a purely pragmatic 

orientation, arguing that research procedures cannot be isolated from 

commitments to particular versions of the world and calling for qualitative 

researchers to go beyond a 'cookbook' approach to research methods and to 

engage, at least to some degree, with the underpinning theoretical 

principles.206;208;209 Thus, health researchers are increasingly requested to provide 

evidence of reflection upon the philosophical positions that have influenced their 

research process.210 

Within the qualitative paradigm there are several different schools espousing 

often contradictory ontological and epistemological positions. These include: 

interpretivist perspectives, encompassing phenomenology, ethnomethodology 

and symbolic interactionism; critical theory, including fenlinist perspectives and 
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neo-Marxism; post-structuralism; and post-modernism.211 There are complex 

debates between and within disciplines regarding these different viewpoints.212 

It is not the intention here to enter this debate but rather to focus on the aspects 

of these different approaches that have informed the choice of methods used in 

this study. 

Some authors have claimed that different qualitative traditions, being based on 

varied ontological, epistemological and methodological assumptions, represent 

unique worldviews that necessarily have practical implications, which mean it is 

not possible to move between them.213 Others call for a way to build links 

between different traditions,214;2IS blending insights from various schools,207 

asserting that this aids the handling of complex qualitative data,216 even though 

such an approach may present a 'bewildering array of conflicting 

considerations'.217 

Rather than allowing philosophical positions to override pragmatic 

considerations, the approach taken in this study is to attempt a balance between 

philosophy and pragmatism.20S As Hammersley points out, there is no escape 

from philosophical assumptions for researchers, even if philosophy is not seen as 

fundamental to the activity of research.2IB For this study it was clear from an 

early stage of development that the perspectives of a number of schools could 

and should influence the research undertaken. The eclecticism of borrowing from 

a number of different traditions can be a significant strength but only if the 

beliefs underlying the practices are acknowledged and discussed.203 It is hoped 

that by acknowledging the philosophical underpinnings of the research and by 

reflecting upon her own beliefs and their relationship to her research practice, the 

author will evade criticisms of 'generic qualitative research' which fails to do so, 

and thereby inhibits evaluation of its quality.203 

The remainder of this chapter will attempt to address this issue by considering 

the perspectives that inform the position adopted in this study and the methods 

used for the empirical work. 
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3.2.1. Ontological stance - Subtle realism 

Ontological questions concerning whether there is a captive social reality and 

how it should be constructed stand at the heart of the debate between the 

different philosophical underpinnings of research. At one extreme end of the 

spectrum 'relativist' ontologies claim that conflicting realities can co-exist 

because realities are but mental constructions which are socially and 

experientially based.213 In this 'antirealist' stance it is claimed that knowledge 

and truth are the result of perspective, and are created by the minds of actors. 

Individuals do not discover knowledge; rather they create or construct it.217 In the 

research process researcher and respondent create a particular social world, 

rather than representing some independent reality, and this world is no more or 

less true than any other.21S This position is at the opposite ontological extreme to 

'realism' which asserts the existence of an external reality that is independent of 

people's beliefs or understanding about it.203 

Hammersley has responded by outlining a 'subtle realist' perspective which 

refutes the need to take the extreme positions of either relativism or naIve 

realism.21s This subtle realist approach has influenced the philosophical position 

of the current research. That is, the author accepts that the social world does exist 

independently of individual subjective understanding, but that we can only 

access that reality through the interpretations of respondents and that these are 

further interpreted by the researcher.203 The current study is also informed by the 

position that whilst knowledge is based on assumptions and is a social 

construction, there are enough stable properties within social phenomena to 

make them knowable.207 

In the context of a research study the interpretations of respondents are 

influenced by their own vantage points and as these differ, so they yield different 

types of understanding. Further, to understand the meanings of the actor's life 

world they must be interpreted. The researcher interprets the meanings given by 

the respondent, offering a 'construction of the constructions of tlle actors in the 
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study',217 and is concerned with presenting a 'multi-voice reconstruction' of the 

researcher's own interpretation.217 

The existence of an external reality is not called into question by these diverse 

interpretations. It is itself diverse and multifaceted, the different perspectives 

adding richness to our understanding of the various ways in which that reality 

has been experienced. Since the aim of research is to convey as full a picture as 

possible of the multifaceted reality, the diversity of perspective is embraced as a 

strength. 

3.2.2. Epistemological stance - Interpretivism 

The assertion that the social world can be studied in terms of invariant laws just 

like the natural world formed the basis of the paradigm known as positivism; a 

major influence upon social research throughout the twentieth century.203 The 

positivist ontological construction of the world is one of empirical observation 

and its epistemological perspective is that things only exist if they are observable 

and measurable.219 In more recent decades the dominance of positivism as an 

epistemological stance has been challenged, particularly from within the 

discipline of sociology, with theorists beginning to re-think the ontological and 

epistemological premises on which social research is based. Hammersley and 

Atkinson claim that the term 'positivism' has now become little more than a term 

of abuse among social scientists,220 although others prefer to identify themselves 

as 'post-positivists', remaining within the same essential set of beliefs but having 

responded in a limited way to the most problematic criticisms of positivism.213 

Those practising qualitative research have tended to place emphasis on the value 

of human, interpretative aspects of knowing about the social world, and the 

importance of the investigator's own understanding and interpretations of the 

phenomenon being studied. The interpretivist approach is attributed to Husserl 

(1859-1938) whose work was further developed during the 1960s and 19705 by 

sociologists who were dissatisfied with positivist and quantitative approaches to 

examining human behaviour, asserting that these techniques were divorced frolll 
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everyday life. Interpretivism, instead, seeks to understand 'the complex world of 

lived experience from the point of view of those who live in it'.217 It does this by 

exploring how people interpret, assess and make sense of their experiences and 

the world around them by attaching meanings (norms, values and beliefs) to 

objects and events.217 

By gaining knowledge of how people assess the world, interpretivism aims to 

account for how people choose courses of action. Social action and human 

behaviour cannot be explained by simple cause and effect relationships but 

rather are evolving, purposeful and intentional responses based on actors' 

interpretations and application of meaning to events. Meanings are established, 

attributed and negotiated through social interaction and interplay with the social 

and cultural environment as new experiences are encountered.208 As it is these 

meanings that can make sense of behaviour, interpretivists claim that the 

meanings people attach to their actions, and the ways in which people act out 

their everyday lives, must be investigated. Context, they assert, is very important 

when seeking to understand specific behaviours, such as an individual's 

response to illness. According to the interpretivist position, individuals interpret 

stimuli in ways that are continually revised as new experiences are encountered, 

which shapes their actions. Thus, the same stimuli can mean different things to 

different individuals and also to the same individual at different points in 

time.218 

Meanings are therefore changeable, context bound and multiple, varying with 

situations and social interactions which themselves are in constant flux. In 

recognising this, interpretivism calls for a flexible approach that respects such 

complexity, avoiding a static approach that attempts to uncover fixed rules. 

Adopting an interpretivist perspective therefore requires a particular approach to 

research and the generation of knowledge. An in-depth approach is required in 

order to access actors' meanings and motives, which enables the researcher to 

delve at the level of the individual's subjectivity. Knowledge should be acquired 

by verstehen - that is, empathetic understanding through taking the perspecti\'e 
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of the person or situation being researched in order to understand the meanings 

they attach to their behaviours and experiences.215;218 Knowledge acquired by 

verstehen accesses motive and can therefore be explanatory, but it requires 

immersion so as to 'feel one's way inside the experience of the actor' and to 

'catch the process of interpretation' through which action is constructed.221 

Phenomenology 

To some extent the current study draws on the sub school of interpretivist 

thought known as phenomenology, although does not adopt its full range of 

ideas and methods, particularly in relation to analytical approach and the 

injunction for the researcher to 'bracket' her own assumptions. 

Phenomenology owes much to the work of Alfred Schutz who bridged sociology 

with HusserI's more philosophical phenomenology222 and was interested in the 

ways ordinary members of society attend to their daily lives, arguing that the 

focus should be on ways that individuals experience their life world - the world 

that every individual takes for granted - especially how individuals consciously 

develop meaning out of social interactions. 223 According to Schutz, each 

individual approaches the life world with a stock of knowledge, made up of 

commonsense constructs and categories that are social in origin. It is with these 

stocks of knowledge - images, theories, ideas, values and attitudes - that an 

individual interprets experiences and makes them meaningful.222 The social 

world is not homogeneous and perceptions of the social world are complex, 

some being shared and some being unique to individuals.224 

Central to this school of thought is the concept of 'type'. Schutz claimed that the 

meanings that people hold in common are taken to be typifications or ideal types 

of the phenomena. At each moment in life, stocks of knowledge are available 

from past experiences, and are articulated in a 'typified' manner. 225 The 

individual anticipates and responds ill terms of these generalised typical 

expectations, until something new IS discovered that contradicts these 

expectations. These stocks of knowledge are therefore the means available for 
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action. They are constantly being reconfirmed or modified in the light of new 

experience as participation in life continues. 

This position therefore holds that knowledge is a historically and socially derived 

phenomenon and meaning is 'a certain way of directing one's gaze at an item of 

one's own experience'.224 Schutz postulated that experience could not be grasped 

as it occurs but only reflectively, once it had passed and, further, that behaviour 

has meaning because it is an experience that has occurred and has been looked at 

reflectively. As Donovan points out 'it is the act of the reflective glance that 

singles out elapsed experiences and endows them with meaning'.226 

This strand of phenomenological thinking has important implications for this 

study, because it means that one cannot interpret the experiences of another 

directly, but only through picturing their reasons and motives. The interpretation 

of reasons and motives is based upon previous experience, cultural inheritance 

and, importantly, the context. The researcher aims to understand the deeper 

levels of understanding, and this may involve putting herself into the place of the 

other and imagining 'selecting the same motives to thus understand why the 

particular actions were chosen'.226 The meaning and knowledge attached to HIV 

by the African participants in the current study is influenced by their experience 

of HIV and AIDS within the context of lived experience in Africa. Further, their 

reasons and motives, according to the phenomenological stance, are further 

interpreted in the light of the experience of the particular cultural and social 

settings in which many African people live within the UK. It is only in 

empathetically seeking to engage in the lived experience of participants, 

particular ly in relation to experience of HIV and AIDS in a setting where medical 

care, for the most part, has been unavailable, that the researcher can gain access 

into the stock of knowledge and therefore the meanings held by research 

participants. As Cresswell points out, the phenomenological perspective is based 

on the premise that: 
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... human experience makes sense to those who live it, prior to all interpretatio1ls 

and theorizing. Objective understanding is mediated by subjective experience, a1ld 

that human experience is an inherent structural property of the experience itself, 

not constructed by an outside observer. 223 

The researcher's own experience of living in Africa undoubtedly influenced her 

ability to gain insight into the stock of knowledge held by some of the research 

participants. She had lived in a remote and rural part of East Africa for over two 

years, for some of that time as the only European within a fifty mile radius, and 

had much first hand experience of living within an African community; its 

customs, language and culture, becoming assimilated into the community and 

accepted by it. 

The researcher's professional experience as a medical practitioner, both as a GP 

and prior to that as a hospital doctor, also enabled some access to the stocks of 

knowledge of both professional and African participants. Working as a GP, the 

researcher has first hand knowledge of medical processes involved in HIV 

testing and the arrangements for care within primary and secondary care. She 

has experience of working in a practice where a number of immigrants were 

registered and, additionally, has worked as a primary care physician in the 

setting up and delivery of services for refugee and asylum seekers, many of 

whom are from sub-Saharan Africa. In all of these contexts she has encountered 

and engaged with some of the particular issues that arise for African people who 

are living in the UK; issues relating to work, family, finance and culture, as well 

as those relating to health. 

Within the framework of phenomenology, language plays a leading role. \Vords 

and phrases, viewed as a process of typification, are the constitutive building 

blocks of the social world and through the use of ordinary language, typification 

creates the sense that the life world is 'familiarly organized and substantidl, 

simultaneously giving it shape and meaning'.224 The shared nleaning that is 

expressed in common language is a reflection of 'intersubjectivity' - the assertion 

that individual actors experience the world and their interactions "dth others in 
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fundamentally the same way - and the belief that most phenomena, such as 

events and facts will be interpreted in the same way to an extent sufficient for 

practical purposes.227;228 As Holstein and Gubrium describe: 

Intersubjectivity is thus a social accomplishment, a set of understandings sustained 

in and through the shared assumptions of interaction and recurrently sustained in 

processes of typification. 225 

Again, the researcher's experience of living in Africa was significant in this 

regard. Although the African participants were from a range of countries in 

Africa, there were aspects of linguistic expression which resonated with the 

researcher's previous experience and understanding. Not only was the 

researcher more easily able to understand participants' accents, she was also 

aware of meanings bound up within particular words and forms of expression. 

One example of this relates to an understanding of descriptions of religious belief 

and the distinction sometimes made by participants between being 'Christian' 

and the concept of being 'Saved'. The former often involved regular church 

attendance and general assent to a set of beliefs, whilst the latter additionally 

emphasized distinctive modes of behaviour and often called for a greater 

commitment. Understanding these semantic differences helped to inform the 

researcher's interpretation of the interview conversations. 

Symbolic interactionism 

Social interaction as the conveyor and constructor of meaning and the concept of 

intersubjectivity are also inherent to symbolic interactionism. With its roots in 

interpretivism, this school of thought holds that social interaction - social action 

that is characterised by an immediately reciprocal orientation - has a symbolic 

character through which individuals actively construct reality in everyday life. 

The empirical starting point for research within the tradition of symbolic 

interactionism is the subjective meaning individuals attribute to their c1ctiyities 

and their environments. 229 Herbert Blumer formulated the 'three sinlple 

premises' of symbolic interactionism: 
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'The first premIse is that human beings act toward things on the basis of the 

meanings that the things have for them ... The second premise is that the meaning of 

such things is derived from, or arises out of, the social interaction that one has with 

one's fellows. The third premise is that these meanings are handled in, and modified 

through, an interpretative process used by the person in dealing with the things he 

(sic) encounters'.221 

The different ways in which individuals invest objects, events and experiences 

with meaning thus form the central starting point for research, with the 

reconstruction of such subjective viewpoints being the instrument for examining 

social worlds. A central concept therefore is Blumer's injunction that lone has to 

get inside the defining process of the actor in order to understand his action'. 221 

Within this theoretical framework, I symbols', which may take the form of 

language, signs, gestures or anything else from which meaning can be 

constructed,230 form the basis of the social world. Individuals and societies 

develop through people's interaction with symbols and as individuals learn to 

use these symbols, so they develop a sense of themselves. They also develop a 

sense of themselves as they learn to see themselves the way they believe others 

see them. 

As with phenomenology, language is a central focus of symbolic interactionism 

and is an important factor in shared meaning. Shared meaning is developed in 

the course of interaction which is itself seen as people seeking to achieve practical 

results in cooperation with each other. Social interaction produces meanings and 

it is meanings that make up our world. Thus, there is a sense in which we create 

our world by giving meaning to it.231 George Herbert Mead was amongst the first 

to employ symbolic interactionism as an approach to qualitative research. His 

view of the social world, and the heart of symbolic interactionism, is concerned 

with the inner experiences of the individual and how the self emerges from the 

social process, developing in childhood through the interaction with significant 

others.221 Mead argued that a human being has a self and, therefore, a person can 

be the object of his or her own actions. 
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In external conversations we can see how social interactions produce meanings, 

which go on to make up our world. This sense of creating our world by giving 

meaning to it also occurs internally between different parts of the self, the 'me', 

the way that others see each individual actor and the 'I', the part that looks at the 

self. The conception of self describes the process of socialisation, as all the 

external conversations pass through the internal channel. It is through this 

process that the individual can take on a social conscience and can view herself 

as the society as a whole views her.231 

This process will influence the social interaction that takes place during a 

conversation, in what Cornwell described as 'public' and 'private' accounts.232 

The actor seeks to say what is acceptable to others through public accounts. 

Private accounts, however, are those which are understood and accepted within 

certain social networks and are not often divulged to 'strangers'. It is these 

accounts, which' spring directly from personal experience and from the thoughts 

and feelings accompanying it'232 that this study particularly seeks to access, 

whilst recognising that there is always likely to be some 'gap' between the 

essentially 'public' account given in the interview setting and the intensely 

personal and 'private' account of experiences. 

The construction of self as a combination of the'!, and the 'me', according to 

symbolic interactionism, enables not only socialisation but also leads to a process 

of role-playing in which we play society's 'games' and become adequately 

functioning members of society. This perspective on the individual's ability to 

'function' and, indeed, to access society's benefits including healthcare and social 

support has informed the current research. The researcher has explored cross 

cultural considerations in this study, being aware that meanings attached to 

symbols may not be shared with the indigenous populations, and that the rules 

of the 'games' may not be known by a migrant community with, possibly, vastly 

different experience and understanding. 
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An important feature of symbolic interactionism, with particular relevance to the 

current study, is that it is grounded in the empirical world of the participants. 

Thus if the person's experience of HIV and testing is to be understood, then 

symbolic interactionism, with its emphasis on gaining perspectives by 'learning 

the language of the participants, with all its nuances, gestures, actions and 

appearances', may be a particularly useful framework for allowing the researcher 

to get closer to the phenomenon under study, amongst a culturally distinctive 

group of immigrants.23o In the current research it has been especially important 

to pay attention to the symbolism of HIV, recognising that it has associations 

which extend far beyond a medical diagnosis, variously representing 'death', 

'promiscuity', and' curse' for example. 

3.2.3. Methodological issues 

The theoretical positions that underpin the present qualitative research demand 

that appropriate methods be adopted for the empirical work. A bridge between 

the theoretical and the empirical is provided by grounded theory,233;234 which has 

been described as a 'style' of approaching qualitative research, rather than a 

specific method or technique. 235 

Grounded theory 

Grounded theory methodology emerged from the tradition of symbolic 

interactionism as a way of developing emergent theories of social action from the 

data.203 It was defined by its originators, Glaser and Strauss, as 'the discovery of 

theory from data systematically obtained from social research'.236 The 

methodological approach, formalised by Glaser and Strauss in 1967 and further 

developed by Strauss and Corbin,237 provides guidelines and strategies for 

qualitative data collection and analysis. It entails a cyclical process of induction, 

deduction and verification, together with a set of strategies for analysis to 

improve the reliability and theoretical depth of the analysis. 23o! Researchers 

progress from a position of general enquiry at the beginning of a research project 
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to the discovery of social processes, and the generation of theory and concepts 

that seek to explain the phenomenon under study. 

The central principle espoused by grounded theory is that theory should be 

generated inductively through systematic and detailed data collection. 

Interpretations are discovered and 'borne out of the materials'.236 However, a 

number of variations in grounded theory have emerged with its development. 

These can broadly be classified into objectivist and constructivist approaches, the 

latter giving more attention to the way both data and analysis are created from 

the shared experiences of researcher and participants and the researcher's 

relationships with the participants.233;238 

As originally conceived by Glaser and Strauss, and in response to what they 

described as the imbalance created by an over-emphasis on the verification of 

theory in sociological research, a grounded theory approach seeks to generate 

theory in the absence of an a priori conceptual framework or hypothesis. More 

recent developments within grounded theory allow for the researcher to bring 

'sensitising concepts'217 to the research.233;239 Strauss and Corbin claim that there 

is unquestionable advantage to researchers being theoretically sensitised by their 

reading, training, and experience, and by the explicit theories they might initially 

bring to the research, arguing that this is a realistic and balanced modification of 

the original presentation of grounded theory.240 In the present study, concepts of 

risk and stigma are examples of sensitising concepts that were carried into the 

study and refined as the research progressed. 

Inevitably, a great deal of relatively unstructured, rich and complex data is 

generated through the qualitative enquiry. The methodological approach of 

grounded theory aims to provide the researcher with a way of systematically 

interpreting, unravelling and organising this data by providing a set of strategies 

which include generation of low-level categories, constant comparison, 

theoretical sampling and the search for deviant cases. 
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A common feature is the requirement that research is a process in which data 

collection and analysis 'should blur and intertwine continually, from the 

beginning of investigation to the end' .236 Theory is built from the data, there is no 

single stage of analysis but rather it is an iterative and cyclical process: 

Analysis begins with the first interview and observation, which leads to the next 

interview or observation, which leads to more analysis, more intenliews or 

fieldwork ... Therefore there is a constant interplay between researcher and the 

research act.241 

A key feature of grounded theory that has shaped the analytical approach of the 

current study is 'constant comparative analysis', the process of repeatedly and 

methodically comparing data codes for variety in meaning, allowing the 

generation of more abstract theoretical categories.236 These categories then form 

the building blocks of theory development. Hence the theory is described as 

'grounded' because it will be generated from the data. 

'Theoretical sampling'236 is a further central tenet of grounded theory, and was 

adopted in the conduct of the current study. Data collection and analysis are not 

sequential but rather rely upon an iterative process in which the data obtained 

shape further data collection and analysis so that theory is 'discovered, 

developed and provisionally verified through systematic data collection and 

analysis of data pertaining to that phenomenon' .241 Sampling continues until 

theoretical saturation is achieved, the point at which new data show no new 

theoretical elements but rather are confirming what has already been found. 236 

Important to this process is the search for and selection of 'deviant or 'negative' 

cases (exceptions to emerging patterns) that can illuminate areas of difference 

and contradiction and provide disconfirming evidence providing greater depth 

and strength to the theory. 234 
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3.2.4. Summary 

The methodology underpinning the empirical research in this study drew on 

many of the principles of the different approaches described above. It was 

informed by phenomenology, as the meanings individuals attached to their 

behaviour were explored. Some aspects of symbolic interactionism were 

relevant, in relation to self perception and the values and beliefs associated with 

HIV and AIDS. Principles and techniques of grounded theory approaches were 

central to the data collection and analysis process, although elements of the 

methodology were used rather than adopting the entire range of formal 

procedures. 

The methods and techniques used in this study will now be outlined. 

3.3. Empirical design and methods 

The main purpose of the study was to explore ways of improving the uptake of 

HIV testing in UK African communities. Because the process of HIV testing 

involves both professionals and African patients, a study design was chosen that 

would enable the exploration of barriers to testing, and how they might be 

overcome, from the perspectives of both groups. 

Qualitative research involves using a variety of empirical materials that will 

increase the understanding of a particular phenomenon.212 

The ethnographer learns about culture in basically three ways: (a) obsenlation -

what people actually do, as well as examination of artefacts of any sort, (b) 

discussion - what people say they think, believe or do, and why, and (c) reflection -

what the ethnographer infers or interprets. (Helman 1991 quoted by Gilchrist24~) 

The current study moved through a number of stages as the various materials 

were explored. It was understood from the outset that the researcher needed to 

become 'sensitised' to the subject of the research inquiry.241 Thus, the first phase 

of the empirical fieldwork involved a process of naturalistic inquiry using 

unstructured non-participant observation and conversation, and participant 
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observation, in which the researcher becomes a part of the setting or process 

being studied. As Fetterman points out, the most important aspect of fieldwork is 

'being there', to observe, to ask insightful questions and to write down what is 

seen and heard.243 In this study the researcher was able to learn more from 

attending clinics, meetings and events than might have been possible by using 

only more structured qualitative methods such as interviews. It necessarily 

requires documentation in detailed fieldnotes, a practice that the researcher 

adopted throughout the research process.244 

The second and third phases of the fieldwork used qualitative interviews with 

professionals and lay African people respectively to gain a deeper understanding 

of how interpretations, perceptions and meanings are constructed, attached and 

shared. Uncovering the worldviews of both professionals and African people, the 

interviews set out to explore how their perspectives are negotiated and 

influenced through social interaction, shaped by past experience and modified 

by wider social and political influences. 

Although to some extent chronologically and methodologically distinct, the 

intention being for each phase to inform the next, there was inevitably some 

overlap between these stages of research. 

3.3.1. The sensitising phase 

The first stage in the process of sensitisation involved the researcher spending 

time in both a sexual health clinic and within the HIV medical service in an acute 

NHS Trust in Bristol. During this time she observed processes, people and 

conversations, asked questions and noted what was seen and heard. These 

observational methods, which have been referred to as 'naturalistic' because they 

take place in natural rather than in experimental settings, can be particularly 

illuminating because the researcher sees and hears for herself, rather than relying 

on accounts given by others.245 Subsequently this led to participant observation 

of the HIV testing process and the management of HIV infected individuals. The 

researcher was given access to the pre- and post-test discussion process and to 
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HIV outpatient clinics and case discussion. The researcher's status as a medical 

doctor is likely to have facilitated access to these sites. Clinicians explained, 

before the patient entered the room, that there was' another doctor' present, that 

this doctor was conducting research, and asked for permission for the researcher 

doctor to be present during the consultation. In all cases permission was granted 

and the researcher was able to participate in the consultation. Other 

opportunities to become sensitised to the research subject were sought and taken 

up. These included participant observation of a voluntary support group for HIV 

positive African women and participation in community awareness events that 

have taken place as part of World AIDS Day and Refugee Week. 

Immersion in the setting enables the researcher to hear, see and begin to 

experience reality as the participants do, learning directly from her own 

experience.246 Further, the process of sensitisation enabled the researcher to 

identify a number of issues to be covered in the research including, for example, 

issues around the structure of services and how they are resourced, including the 

lack of appointment availability. Participation in a number of HIV-related events 

had the additional benefit of enabling contact with, and greater acceptance by, 

professionals working in the field, and fostered good relationships with the key 

players in the geographical setting of the research. 

The rest of this chapter will outline the sampling, recruitment and methods of 

data collection, first for key informants and then for African participants. The 

majority of the interviews, and the greatest methodological and practical 

challenges, were with African participants. Thus, whilst the empirical methods 

relating to the key informant interviews will be outlined first, greater emphasis 

will be given to the African participant interviews. This will be followed by a 

description of data analysis and interpretation processes. 

3.3.2. Key informants 

Partly informed by the observational methods mentioned above, a series of 'key 

informant'242 interviews were conducted with professionals from a range of 
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statutory and voluntary organisations with particular responsibility, interest or 

expertise in HIV. In anthropological or ethnographic research such 'key actors' 

have been traditionally used primarily as sources of information, helping the 

researcher gain insight into the contextual background of the research setting or 

problem.243;247 One of the cited advantages of using the key infor~ant technique 

is the quality of the data that can be obtained in a relatively short period of 

time.248 

Interviewing key informants 

Key informants have been described as 'individuals who possess special 

knowledge, status, or communication skills, who are willing to share their 

knowledge and skills with the researcher and who have access to perspectives or 

observations denied the researcher'.249 They can be 'important sounding 

boards'243 and in the current study, key informant interviews served both as 

further sensitising devices to continue the conceptual development of the 

research, and to map out the key issues in relation to the debate surrounding 

testing for HIV in African people. Being 'individuals who are able to teach the 

researcher' ,242 they provided important background factual knowledge, 

including information regarding the scope of the perceived problem and the 

current level of service provision. 

The data arising from these interviews informed the next stage of the research, 

the in-depth interviews with individual African interviewees. In some cases key 

informants acted as 'gatekeepers'220 and were willing to provide introductions to 

African people with whom they were involved professionally. Not only can key 

informants 'provide the researcher with both access and sponsorship',242 but they 

may have particular importance in research amongst ethnic minority groups 

because as well as being informants in their own right they are 'also gatekeepers 

to further informants, potential interpreters and assistants in the interpretation of 

culturally specific issues' .250 
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Sampling 

Qualitative inquiry using key informants focuses in depth on relatively small 

samples, selected purposefully, and guided by the research question itself.251 

Individuals are selected strategically on the basis of their specialised 

knowledge,252 the selection representing 'non-probability or information rich 

sampling'.242 Pragmatic considerations place constraints on the number of 

informants to be interviewed and informant 'feedback' assists in the 'progressive 

restructuring' of the choice of subsequent informants and the content of 

interviews.247 

The aim of the sampling strategy for key informants was to incorporate a broad 

range of experts with particular involvement with African communities or with 

expertise in, or responsibility for, the medical or social aspects of HIV. Tremblay 

refers to this technique as 'a focused use of key informants' in which sampling 

involves a search for those 'who might be expected to have specialised 

information on particular topics'.247 It became clear during the observation phase 

of data collection that the process of diagnosis and care involves a number of 

different agencies, statutory and voluntary. In addition, African people may have 

particular needs relating to immigration and housing issues that might add 

another layer of professional involvement to their care. 

Thus, a wide range of professionals were approached, for example medical 

practitioners, as well as those working for voluntary agencies with specialist 

involvement in HIV. The sample included informants who worked closely with 

African people 'on the ground' such as a social worker, as well as those whose 

involvement is further removed but, by virtue of their professional position, 

make a considerable impact on the management and delivery of HIV services 

because they are key decision makers in the allocation of financial resources. 

The final sample comprised 12 key informants identified in a number of ways. 

Some were known to the researcher from her own knowledge of the field and 

medical contacts within the area. Others were identified as the project progressed 
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and in consultation with key informants during their interviews. This latter has 

been described as I snowballing or chain sampling'253 where informants I provide 

the researcher with introductions to other informants'.252 

Recruitment 

For the majority of respondents, initial contact was made by letter explaining the 

purpose of the study and their anticipated involvement if they agreed to 

participate. In accordance with the requirements of the research ethics 

committee, a participant information sheet was included. In a small number of 

cases, where there was a pre-existing professional relationship between 

researcher and participant, initial contact was by telephone. In the case of one 

key informant, first contact was made through personal introduction by another 

participant. 

Although some researchers suggest that gaining access to professional elites may 

be problematic,246;254 access was relatively easy for this study. It is possible that 

this was because the researcher was known to be a doctor; particularly with 

fellow health professionals, both researcher and researched are bound together 

by professional identity.255 Certainly in this study, once confidentiality was 

assured, access to key informants was unproblematic and all those who were 

approached agreed to participate. 

The interview 

In depth interviews were conducted with 12 key informants, each being 

conducted at their place of work and lasting between 45 minutes and 11/2 hours. 

In addition to an information sheet prior to the meeting, a verbal explanation of 

the study and the interview process was given before proceeding, with 

interviewees also being given the opportunity to ask questions. This process 

enabled the interviewee to be set at ease and for a measure of rapport to be 

established prior to the interview. The participant was then asked to sign a 
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consent form and for their permission for the interview to be recorded. All 

agreed to this, having been assured of anonymity and confidentiality. 

The interview topic guide 

The interview topic guide (see Appendix 6) was designed to cover the key 

substantive areas of HIV testing and management, and barriers to care and 

testing. As well as issues relating to HIV, it sought to cover areas relating to 

immigration and social care. It was used primarily as an aide memoir to ensure the 

same topics were discussed in all the interviews. 256 As the interviewing 

proceeded it became less necessary as the researcher became more familiar with 

the areas to be covered. The topic guide began with background information 

about the informant's own involvement and experience of working in the field. 

Beginning with questions that the interviewee can answer easily before 

proceeding to more difficult or sensitive topics is known to be a helpful 

approach.257 Rather than covering the topics in a rigid order, the interview was 

conducted in a flexible way, attempting to cover the desired areas within the 

natural order of the conversations. 

The key informants were from a wide range of backgrounds and it was therefore 

important that the topic guide be designed to allow respondents to focus on 

issues salient to them whilst also attempting to elicit views on certain issues that 

were important to the researcher.258 The relatively open-ended nature of the 

interview process allowed room for discussion of issues raised by respondents 

and previously unanticipated by the researcher. In an iterative process, where it 

seemed appropriate, such new areas of insight were added to the topic guide for 

subsequent interviews. 

3.3.3. Mrican participants 

The next phase of the fieldwork, informed by the key informant interviews, 

comprised in-depth interviews with black African people living in the Bristol 

area. The aim of these interviews was to explore perceptions of HIV and access to 
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testing, and to elicit the experiences of African people living with and being 

tested for HIV and the meanings they give to their experiences. The interviews 

provided an opportunity to hear first hand accounts from those with a story to 

tell. 

In-depth interview methods 

In qualitative interviews the researcher is concerned with 'understanding and 

describing a social and cultural scene from the emic, or insider's perspective'. 243 

Understanding why people behave in certain ways and exploring the 

relationship between beliefs and behaviour is, as Helman has noted, particularly 

amenable to qualitative inquiry,259 with interviews offering' a rich source of data 

which provide access to how people account for both their troubles and good 

fortunes'.214 Interviews in qualitative research may be structured, unstructured 

or semi-structured. In a structured interview, the researcher asks the same 

questions in a precise manner to numerous individuals, offering the same set of 

possible responses to each individual. In contrast, unstructured interviews are 

similar to guided everyday conversations where the researcher has one or more 

topic areas that are probed whenever the opportunity arises.26o Although the 

terminology does vary, this study used what will be referred to as in-depth 

interviews using a semi-structured schedule. This means of data collection is 

more often used in the context of health care, and uses a loose structure 

consisting of a number of open-ended questions that define the area to be 

explored.257 The informants are encouraged to express their views at length and 

in their own terms, maintaining a conversational tone to achieve a more 

'naturalistic' style of interviewing.22o The interview comprises broad topics that 

the researcher wishes to know about, without relying upon fixed questions, thus 

giving freedom to the interviewee to introduce new issues for discussion that the 

researcher may not have anticipated. The skill of the interviewer is to encourage 

the participant to speak as fully and freely as possible, with the interview being 

interactive, responsive to the language and the concepts used by the interviewee, 

and maintaining flexibility.244 The researcher uses a range of probes and other 
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techniques to achieve a depth of answer that goes beyond the initial response, 

which might be relatively superficial. The in-depth format permits the 

interviewer to obtain a deeper and fuller understanding of the participants' 

meaning and' to explore fully the factors which underpin participants' answers: 

reasons, feelings, opinions and beliefs'.261 To achieve this, in-depth interviews 

require intimacy and in this respect they resemble the forms of talking found 

between close friends. Yet there are important differences; unlike talk between 

friends the researcher is seeking' deep' information for some other purpose.262 

In discovering the interviewee's own framework of meanings the researcher 

seeks to 'avoid imposing her own structures and assumptions as far as 

possible'.257 Thus, good questions in qualitative interviews, according to Patton 

should be open ended, neutral, sensitive and clear to the interviewee.251 

The 'researcher as research instrument' 257 shapes the interview, the data and the 

interpretation by her own worldview in conjunction with that of the respondent. 

The researcher usually listens more than she talks, encouraging participants to 

express their own ideas and to speak in their own terms. She is an active listener, 

reflecting upon what is being said and engaging in the 'interpersonal drama'263 of 

the interview. Knowledge of the social world is actively constructed as a 

collaborative process entered into by both researcher and respondent.263 

In-depth interviewing fits well with grounded theory approaches because it 

combines the necessary flexibility to allow themes to emerge naturally, with 

sufficient interviewer control to direct conversation towards conceptual gaps or 

issues that require further exploration.233 It is an evolving and iterative process in 

which questions in later interviews are shaped by themes emerging from earlier 

interviews, with' conceptualization and reconceptualization' of the research as it 

proceeds.264 Flexibility in the topic guide is therefore essential, but this flexibility 

does not negate the need for at least some element of researcher control within 

the interview. 
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There are difficulties with in-depth interviews in which interviewee and 

interviewer become 'peers' or even 'companions'.265 Hammersley and Atkinson 

point out that non-directive interviewing is in itself a form of social control 

which shapes what people say.220 Where the researcher asks very few questions 

and maintains a minimal presence, this can 'create an interpretive problem for 

the interviewee about what is relevant' .214 Patton outlines three strategies for 

maintaining control of the interview: knowing the purpose of the interview, 

asking the right questions to get the information needed, and giving appropriate 

verbal and non-verbal feedback. 251 

Thus, the interviews in this study were a form of 'directed conversation' in which 

there was a loose structure defined by a range of topics to be explored, shaped 

both by the literature and the key informant interviews. Whilst there has been 

limited research into sexual behaviour of ethnic minority groups, there has been 

even less specifically focusing on HIV in African people in the UK. The author is 

not aware of any research into the specific area of HIV testing in African people 

in a setting outside of London. Thus, in-depth interviews were particularly well 

suited to researching this previously unexplored area244 with the added benefit of 

being especially appropriate for exploring complex and 'sensitive topics' 

including sexual history and practice, immigration and culture for 

exam pie. 244;266;267 

Methods other than in-depth interviews were considered but were not thought to 

be as appropriate. A questionnaire for example would not have given the depth 

of information sought, as questions would have necessarily been selected on an 

arbitrary basis influenced by the researcher's own judgement about important 

issues for this previously umeported group of respondents. The method of in

depth interviewing ensured that informants' experiences would not be limited to 

fixed choice responses or pre-determined variables. Further, using in-depth 

interviews with African participants enabled unique insights into complex social 

behavioural questions. Kesby argues that sexual decision-making is 'relational', 

and that for interventions to be sensitive to the relational nature of sexual 
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decision-making within Britain's African communities they require detailed 

knowledge of the shared belief and norms specific to this community, which is 

itself rather diverse.28 In-depth interviews are uniquely valuable ill 

understanding complex lifestyle and cultural aspects of HIV which can help in 

the development of appropriate interventions and are particularly valuable in the 

context of community based initiatives that target difficult to access 

populations.201 

The methodological underpinning of this senes of interviews with African 

participants shares some common features with the key informant interviews. As 

has already been noted, key informant interviews produce more than neutral or 

purely factual accounts. Similarly, the African participant interviews produced 

accounts which were actively constructed to portray particular worldviews, both 

shaped and interpreted by the researcher, her own worldview, ideas and 

experiences. To some extent the interpersonal and interview dynamics were 

different. Although the key informants tended to be less emotionally engaged 

with the issues under discussion, this was not exclusively the case and for some 

there was a cathartic aspect. Many of the African participant interviews were 

highly emotionally charged with disclosure of painful life events. For the 

researcher, the way in which these interviews were conducted required great 

sensitivity, care and respect. They tended to be less structured, longer and 

emotionally demanding for the researcher (see 'Reflexivity' on page 234). As 

called for by Kesby et a128, the in-depth nature of the interview enabled the 

sharing of life stories, of particular interest being the sexual life histories that set 

'individuals self-reported actions within a wider social context that helps 

illuminate their causation ... (and) the important question of changing contexts, 

relationships, discourse and behaviours before and after migration' .28 

Sampling 

Qualitative research uses non-probability sampling in which the focus is on small 

samples of people 'nested in context' and studied in depth.207 The aim is not to 

90 



produce statistically generalisable findings but rather to employ a sample size 

and strategies that are guided by the aims of the project. The current study 

incorporated elements of a number of qualitative sampling strategies as the 

research progressed. Such 'waves of subsequent sampling decisions', according 

to Marshall and Rossman, are a common feature of much qualitative research.2-!6 

The study employed purposeful sampling, in which the researcher 'actively 

selects the most productive sample to answer the research questions' .268 

Sampling for maximum variation was used to identify a range of African 

participants, not to 'focus on similarities that can be developed into 

generalisations but to detail the many specifics that give the context its unique 

flavour'.269 In his discussion of the various sampling strategies that may be used 

in qualitative studies, Patton asserts that maximum variation means that any 

common patterns that emerge are of particular interest because they are likely to 

be capturing the core experiences and the central shared aspects of varied 

situations.2SI 

The African participants were not a homogeneous group. Much epidemiological 

research in the UK groups a diverse range of people under the term 'black 

African', neglecting to account for the heterogeneity in nationality, ethnicity, 

religion, socio-economic status, gender, age, and length of residence in the UK, 

for example.28 The current study recognised this and sought to explore a 

diversity of opinions, experiences and backgrounds. 

Maximum variation sampling was attempted by trying to find as many 

respondents as possible from a variety of countries, economic and immigration 

status, and prior and current experience of HIV. The aim was to include: men 

and women; individuals from a range of countries in sub-Saharan Africa; 

respondents in contact with and not in contact with medical or other services; 

those with settled immigration status and those for whom immigration remained 

a source of uncertainty and anxiety; and people who had a range of experiences 

of HIV testing. The sample selection specifically sought to include those who had 
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been tested and who were known to be living with HIV, those who had been 

tested and for whom the result of the test was known to be negative, and 

participants who had not been tested and whose HIV status was therefore 

unknown. 

According to Lincoln and Guba, using a maximum variation approach can help 

to develop theoretical sampling.269 Theoretical sampling occurs when the data 

already collected lead to strategies for future data collection based on the 

developing theory.236 Sampling for African participants was to some extent 

theoretically guided. Being an iterative process, later sampling decisions were 

shaped by preliminary analysis and theoretical concepts emerging from earlier 

interviews. For example, it emerged that further sampling would need to be 

directed towards male respondents who had not been tested for HIV and whose 

status was therefore unknown, in order further to explore ideas around gender 

inequalities, power in sexual relationships and particular gender-related barriers 

to HIV testing. 

Recruitment for this study was always expected to be challenging and it was 

necessary and fruitful, on occasion, for the sampling to be opportunistic. As 

Patton describes, fieldwork can often involve 'on the spot' decisions about 

sampling and taking advantage of unforeseen opportunities and making the 

most of whatever unfolds.251 This was particularly the case when key informants 

offered to introduce the researcher to respondents, or when participant 

observation led to an introduction to a potential respondent. On two separate 

occasions, interviews were conducted with respondents who did not fit the 

selection criteria. This arose from the researcher being introduced to members of 

an African women's HIV support group. The' gatekeeper' had worked with the 

two women in question but had not realised that they were of Jamaican descent. 

It was not until the interviews were underway that the country of origin 

information became known. However, the 'unforeseen opportunity' was 

grasped, and a rich comparison with African participants was obtained, further 

informing the analysis of the data although not formally included in it. 
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To strengthen the credibility and completeness of the analysis, the sampling 

strategy sought to include both confirming and dis confirming cases.270 In 

particular, it was important to include those who had been tested and were 

found to be HIV negative because they might hold disconfirming views on the 

barriers to HIV testing. By definition, they had not been tested as a result of 

symptomatic, late HIV disease as was thought to be the case for many of those 

known to be HIV positive. Rather, they had come forward for testing for other 

reasons and it was possible, therefore, that they might have very different 

perceptions of HIV testing. 

The final sample included 26 participants, comprising 11 women and 15 men 

from 11 countries. 14 were known to be HIV positive, seven were HIV negative 

and five did not know their HIV status. The gender, ages and country of origin of 

the participants are shown in Appendix 3. 

Recruitment 

This research is investigating a specific sub-group of the UK population that is 

relatively 'hidden'.271 For a number of reasons, particularly issues relating to 

immigration, African people might not be in contact with services and some may 

be reluctant to engage with those they see as potentially representing authority. 

In addition, the nature of the subject matter was sensitive and often taboo. Those 

who knew themselves to be HIV positive had, for the most part, disclosed their 

status to very few people, if any , outside of their professional carers. For all these 

reasons, it was extremely challenging to identify appropriate individuals to 

approach to take part in the research and the task was a major component of the 

empirical work, consuming large amounts of time and resources. It was 

necessary to be flexible and creative in the approaches taken. It was also 

important to maintain tenacity and equanimity, and not to be easily discouraged. 

Given the nature of the research and the 'hiddenness' of the population to be 

sampled, the strategies adopted to accumulate the sample were very diverse and 

relied to a large extent on determined investigation and networking. It was 

93 



vitally important to build trust from an early stage, to be invited into I closed' 

groups, and for key informants (who acted as gatekeepers to potential 

participants) to believe that it was safe to allow the researcher access to Africans 

known to them. 

Participants known to be HIV positive were, on the whole, more easy to identify. 

Such respondents were, by virtue of their known health status, in contact with 

one or more health, social or voluntary service. An initial invitation to 

participate came from an appropriate gatekeeper. This was usually a social 

worker, clinician or a worker from within the voluntary sector. In all cases the 

gatekeeper first gave verbal and written information regarding the study to the 

potential participant, before seeking permission for the researcher to make 

contact. 

A wide range of strategies was employed to recruit other participants. The early 

participant observation had given the researcher a broad knowledge of the 

potential sites and contacts. Community groups, colleges and individuals known 

to be associated with African communities were contacted by telephone and/ or 

letter. A great deal of time was spent fostering good relations and seeking access 

to networks and to individuals, a task which has been recognised as particularly 

demanding when involving cross-cultural studies.272 She attended community 

events in areas of the city known to have a higher proportion of African 

residents, taking the opportunity to publicise her study. She spent time in a bar 

and restaurant frequented by West Africans, attended African music events and 

was invited to Zimbabwe Independence Day celebrations. The time and energy 

invested in these activities sometimes yielded little in the way of recruitment but 

contributed valuable insights into the communities of interest. Posters in GP 

surgeries and further education colleges did not bring any potential interviewees 

to light. A potential breakthrough came with the researcher being given access 

to a community radio station that was broadcasting for one month into an area of 

the city known to have a high density of African residents. Ujimn Flvl sought to 

I explore culture through radio' and had a number of programmes designed to be 
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of particular interest to Africans. Broadcasting live during one of these 

programmes, the researcher was able to publicise the study and give contact 

information. She also recorded a short item that was subsequently broadcast on a 

number of occasions during the month. 

None of these events or strategies in themselves directly brought forward 

participants. However, they did eventually yield results through the links, 

networks and personal contacts established. It was perseverance and the 

building of relationships of trust that eventually yielded access. As Power has 

noted, the qualitative researcher as ethnographer or participant observer can 

nurture and forge 'trusting and sensitive links with respondents'.273 As a result, a 

number of introductions were afforded to the researcher. These often required 

extensive follow-up for those willing to participate to actually be interviewed. It 

eventually emerged that the most effective way of contacting potential 

interviewees was by mobile phone; without exception all respondents owned 

one. Many lived in accommodation where there was no landline, particularly 

asylum seekers in hostel accommodation. Even so, making contact and keeping 

appointments was problematic. Some worked varying shift patterns and 

appointments were often changed several times. Time keeping presented a 

particular problem - interview arrangements would be forgotten or the 

respondent would be late. It was not uncommon for the researcher to attend at 

the agreed time and place to find that the interviewee had left shortly before as 

they had been called into work or had made another arrangement. The 

researcher ensured that she phoned on the day of the interview to confirm the 

arrangements. A certain amount of time was saved this way but missed 

appointments continued to be a feature of the fieldwork. Often the interviews 

could be rearranged and were subsequently conducted. Where there were 

repeated changes or three missed appointments, further attempts to inten'iew 

the participant were abandoned. This happened on two occasions. 

A number of additional strategies were adopted in order to aid recruitnlent. As 

well as posters for display, the researcher produced a number of attractive ccHds 
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containing brief information regarding the study. At the end of each interview, 

consideration was given to the possibility of using the snowballing technique; 

gaining access to potential participants who were known to an interviewee, and 

who may themselves meet the sample criteria. However, only a very small 

minority of respondents were recruited using this method. As mentioned above, 

most HIV positive respondents had not disclosed their status outside of their 

immediate family, and occasionally to no one outside of the medical profession, 

rendering snowballing, for the most part, completely inappropriate. The 

technique was potentially more feasible for use with respondents whose HIV 

status was unknown, and for those who were HIV negative. However, there 

remained an understandable reluctance to introduce the researcher to others. 

This appeared to be related to a reluctance to disclose the fact of their test for fear 

that assumptions would be made by others about the nature of their sexual 

activity and particularly a fear of being labelled 'promiscuous'. However, when 

appropriate, 'business cards' were given to the interviewee to pass on to suitable 

friends or family and the strategy was successful in facilitating recruitment of a 

small number of subsequent participants. 

The researcher became aware during the course of the study that many potential 

participants were struggling financially. One of the difficulties in making 

interview arrangements was the long hours and overtime shifts that participants 

were engaged in. A decision was made to pay participants a sum of £20 to 

reimburse them for their time and costs associated with attending the interview. 

It was felt that this was a reasonable payment without being an undue 

inducement to take part in the research. The Research Ethics Committee that had 

given approval for the study agreed to this proposal. 

The interview 

Interviews were carried out in a wide variety of settings. It was crucial to bl' 

flexible enough to accommodate the needs and concerns of the participant'>. 

Some felt more comfortable in their own home (often bed-sits or hostels) while 
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for others, issues of confidentiality meant they wished to be interviewed outside 

their home. Most of these interviews were conducted in either a hospital clinic 

room or a university room. Others preferred to meet at the offices of the Terrence 

Higgins Trust and one HIV positive man wished to be interviewed in a public 

house. In each case the researcher worked with the participant to identify the 

most appropriate location. 

Each interviewee had previously received a verbal explanation of the study and 

interview process. Before the interview began, each participant was given an 

information sheet and the opportunity to ask questions. The researcher ensured 

that the participant understood the nature of the study, was willing to participate 

and had received satisfactory answers to any outstanding questions. They were 

also asked to complete and sign a consent form. Each participant was given the 

assurance of confidentiality and anonymity and given this, all were willing for 

the interview to be recorded. 

Interviews lasted between 45 minutes and 21/2 hours, with further time at the end 

of the recorded interview for more informal conversation. The interviews with 

HIV positive participants were amongst the longest interviews primarily 

because, as discussed below, these included detailed exploration of issues related 

to living with HIV. 

An in-depth interview passes through a number of stages and the researcher's 

task is to take the interviewee down from a social to a deeper level at which they 

can focus on a specific topic. Towards the end of the interview, the researcher 

signals the return back to the everyday level and this process needs to be fully 

completed before the researcher leaves the participant, who should be 'left 

feeling well'.261 Throughout the current study, this task was a primary concern. 

During the course of some interviews, the researcher and interviewee covered 

harrowing ground. Many interviews involved an intensely painful and 

emotional journey. Not only was it important for the researcher to be extrenlely 

sensitive to this during the formal 'interview stage' but also after the recording 
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equipment was switched off, intentionally spending time with the participant 

and easing them back into the everyday and ensuring well being. A reflexive 

discussion of these issues can be found in section 6.3.2. 

Interview topic guide 

As with the key informant interviews, a flexible topic guide was used to help 

ensure consistency in the areas covered in the interviews whilst allowing room 

for the participants to discuss issues that were of importance to them.261 The 

topic guide (see Appendix 7) drew upon issues identified both from the literature 

and from the key informant interviews. A number of apparently important areas 

of concern were raised by the key informants including, for example, African 

health beliefs, disclosure and confidentiality and the fear of being perceived as 

racist if targeted testing were adopted. These were included in the African 

participant topic guide, which was also influenced by some anecdotal accounts 

relayed during the course of participant observation and other informal 

discussions. 

As there has been little empirical work published on HIV testing, particularly 

research within African communities, it was important to make the process of 

data collection as exploratory as possible, attempting to encourage respondents 

to provide their own accounts of their situation and to raise the issues that were 

important to them. 

As the fieldwork progressed, the topic guide was modified to take account of 

issues that had arisen in earlier interviews but not initially considered to be of 

great importance. For the participants who were known to be HIV positive, the 

experience of living with HIV was an important area that they wished to discuss 

and on which they wanted to be heard. Although the primary aim of the study 

was to consider issues relating to HIV testing, in interviewing individuals kno'wn 

to be living with the virus it was inevitable that broader issues relating to HI\, 

would be a prominent part of the discussion, particularly because in-depth 
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interviews lend themselves to interviewees expanding the content of the 

interviews. 

In any case, with due regard for the insights of symbolic interactionism discussed 

earlier, it was important both to explore the symbols and meanings attached to 

HIV and HIV testing, and to consider how this might or might not be shared by 

people with different life experiences. If the knowledge of being infected alters 

the perception of testing (so that with hindsight interviewees attach a different 

understanding and meaning to testing) the question then arises as to whether an 

individual might be more or less likely to be tested for HIV if they considered the 

possibility that they might be infected. This question is important of course, for 

pragmatic reasons. As Snape and Spencer accept, funded research often requires 

that research findings can be translated into policy planning and 

im plementation. 203 

Thus, the researcher followed the respondents into this area and explored issues 

with them, later adapting the topic guide so that an amended topic guide was 

used in interviews with participants known to be HIV positive. 

It also became apparent as the fieldwork progressed that some of the most 

important issues for respondents were intimately bound up with their 'life story' 

and that the topic guide could make up only a small part of the respondent 

testimonies. This lends weight to the appropriateness of the method selected. 

Had the items on the topic guide formed the basis for a fixed choice 

questionnaire a distorted, or at least a very limited picture of the realities for this 

participant group would have been the result. Kirk and Miller (1986) point out 

that most validity errors arise from asking the wrong question and therefore 

qualitative techniques can be said to have almost' automatic' validity given the 

diffuse and flexible nature of the data collection.274 
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3.4. Data management and analysis 

The methodological principles underlying the management and analysis of data 

arising from both key informant and African participant interviews were similar 

and will be described together in this section. Particular differences in emphasis 

or practice will be highlighted. 

The process of analysing qualitative data is complex and iterative, escaping easy 

abstract description. 275 It relies on both critical and creative thinking, and has 

been described as both I science and art'. 251 

The computer software package Atlas-ti,276 a programme designed for use in 

qualitative data analysis and based in part upon grounded theory methodology, 

was used to assist in the process of conducting a thematic analysis, drawing on 

the principles of constant comparison.236 Computer packages can be of great help 

in enabling all the data relevant to each analytical category to be identified and 

examined, with each item in turn being checked or compared with the rest of the 

data.277 However, any software package can only assist, it cannot perform the 

analysis; perceiving a link between theory and data is the preserve of the 

researcher.277 

Transcriptions 

To ensure accuracy and detail of information,278 all interviews were digitally 

recorded using a minidisc recorder with external microphone. It is possible that 

interview conversations might be inhibited if the informants are nervous about 

being recorded. However, it was felt that as well as benefitting the analysis and 

interpretation of the data, recording would ease the conduct of the interview 

because it would allow the conversation to be the primary focus rather than 

having to write down what was said. For the African participant interviews good 

quality recordings meant that exact words and phrases, sometimes unfamiliar to 

a non-African researcher or clerical assistant, could be more faithfully transcribed 

and greater familiarisation with the many different accents be gained. 
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All discs and transcripts were anonymised for confidentiality purposes and 

stored securely. The recorded data were fully transcribed as an accurate 

recording of the words spoken, including interruptions, pauses and laughter. A. 

clerical assistant initially prepared transcripts using the transcription software 

package 'Transcriber'279 according to a standardised format and instructions for 

indicating overlapping speech, emphases, interruptions and pauses. These 

transcripts were then edited and corrected by the researcher by replaying the 

recording and comparing these with the prepared transcript. On occasion, 

details of actions accompanying the conversation were added, based on the 

researcher's knowledge of each interview and her fieldnotes. This checking and 

correction was particularly important for the African participant interviews. Both 

clerical assistants involved in transcribing these interviews appeared to have 

considerable difficulty in 'hearing' or understanding the sense of what was being 

said by the participants. Presumably this related to unfamiliarity with accents 

and phraseology as digital recording had ensured that sound quality was high. 

In any case, such checking by the researcher aided familiarisation with the data. 

Fieldnotes and interview summaries 

Following a preliminary review of the transcript and fieldnotes a short summary 

of the interview, together with social, demographic and morbidity characteristics 

was prepared for each interviewee. This served to keep a record of key 

characteristics for the purpose of further sampling and, most importantly, 

provided a summary of the main concepts, themes and questions arising from 

each interview. This process prompted deeper reflection and provided 

orientation for subsequent interviews. The preliminary fieldwork observations 

were particularly useful for illuminating contextual factors and the detailed notes 

written by the researcher immediately after each interview were considered to be 

data in their own right, aiding the process of interpretation and reflexivity. 

The summaries also enabled early comparison across respondents, aiding the 

development of conceptual codes for analysis (see below). Additionally, as the 

101 



analysis progressed, they served as a contextual reminder of the respondents' 

whole narratives, as an individual's story becomes fragmented by thematic 

analysis across cases. 

Data analysis 

Analysis drew on the principles of grounded theory and was intertwined with 

data collection in a cyclical and iterative process. Most of the African participant 

interviews were conducted after completion and interim analysis of the key 

informant interviews. Analytical insights from the key informant interviews thus 

shaped the questioning during the African participant interviews, as the earlier 

African participant interviews shaped later ones. 

The key informant and African participant data were handled separately for 

coding purposes, although the methodological principles used to analyse the 

data sets were similar and the analysis of each necessarily informed the other. 

The central concerns were with coding for patterns and themes, inductively 

identifying analytical categories that emerged from the data. The emphasis 

within the analysis was to represent the range of perspectives and experiences, 

using rich description, building concepts and theoretical ideas from the ground. 

The intertwining of data analysis and collection of key informant and African 

participant interviews was almost inevitable. The intention had been to conduct 

key informant interviews prior to fieldwork amongst African participants. 

However, as noted elsewhere, the researcher responded flexibly when 

gatekeepers introduced her to potential interviewees and there was some overlap 

of data collection for the two groups. Later key informant interviews were 

therefore to some extent shaped by African participant interviews because for the 

researcher 'in the field collecting the data, it is impossible not to think about what 

is being seen and heard' .277 Despite this intertwining of data collection and 

analysis, there was also a more formal identifiable process of analysis that 

occurred when the researcher finally left the field at the end of the African 

participant interviews.210;277It was during this stage that a more detailed analysis 

102 



took place, involving a search for more complex patterns and the formulation of 

more general and abstract expressions of the categories, with further theoretical 

reflection and particular concern for the interconnections between categories.280 

Coding 

Coding represents a key step in the process of analysis and has been described 

as 'the process of categorising and sorting data', with the codes themselves 

serving to 'summarize, synthesize, and sort many observations made out of the 

data'.28o Strauss and Corbin describe coding as the 'central process by which 

theories are built from the data'237 with coding, at differing levels, providing the 

link between data and conceptualisation.28o 

Open coding 

Open coding refers to the process of 'breaking down, exammmg, comparing, 

conceptualising and categorising data'.237 In the current study this involved 

scrutinising the transcripts in great detail, with each being read several times. 

The first reading enabled the researcher to get an overall feel for the issues 

covered and allowed a short descriptive summary of each individual interview 

to be written. Next, a detailed line-by-line coding of each transcript was carried 

out. Segments of data: sentences, phrases, and paragraphs, were assigned codes 

according to the meanings they contained. Initially codes were highly descriptive 

and derived directly from the data. After the first few transcripts had been 

coded, an initial 'list of codes'207 was generated with the intention of displaying 

existing codes and noting those that were recurring. This made it possible to 

begin the process of moving beyond mere description of the data to the use of 

more conceptual labelling in which the number of codes was reduced (for 

example through combining similar codes), generalities were drawn and 

segments of text assigned the same code were compared for content within and 

across transcripts. 
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As data collection and analysis continued, the coding list was continually refined 

to take account of new themes or sub themes within broader codes as they 

emerged. A key element in the analysis was the writing of memos relating to the 

codes and emerging concepts, elaborating the data and facilitating the 

development of more abstract concepts.280 Matrices displaying the occurrence 

and co-existence of codes were also constructed. This is a useful way of 

presenting the data in a condensed form to gain an overview of the information, 

enabling an exploration of patterns in the data and according to respondent 

characteristics such as gender or country of origin. 281 

Axial coding 

Whereas open coding involves the gradual building up of categories out of the 

data, 'second level' or axial coding moves the analysis beyond the stage of 

merely identifying recurring ideas to finding connections between them. Strauss 

and Corbin refer to 'a set of procedures whereby data are put back together in 

new ways after open coding, by making connections between categories'.237 In 

this research' open' and' axial' coding were not completely distinct phases, rather 

the two processes merged, with axial coding occurring as a natural progression 

from open coding. The coding list was used to develop a coding frame in which 

codes or concepts that referred to similar ideas or events were grouped to form 

categories that had a higher degree of abstraction. Codes within each category 

could then be explored to establish the properties and dimensions of each 

category. Hypothesised connections were also made between aspects of 

individual categories by considering codes according to their 'type'207 for 

example if they represented a process, an outcome or a motive for a particular 

behaviour. 

Descriptive accounts 

Description was also a central feature of the process of analysis because it 'forms 

the basis for more abstract interpretations of data and theory development'.237 

Descriptive summaries of data and themes were prepared. This involved 
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retrieving from within and across respondents, extracts of data sharing the same 

code, and composing detailed summaries of the content of each code. In this way 

it was possible to double check that data assigned the same labels did in fact 

relate to similar phenomena, drawing attention to codes that were shared across 

interviews and identifying those that were unique to particular cases. The code 

summaries were considered against the context of each interview, exploring 

underlying differences and similarities, and provoking questions to be further 

explored. 

Throughout the analysis an attempt was made to keep track of emerging theory 

by representing this as a diagrammatic conceptual framework, incorporating 

links to memos that expanded on the theoretical reflections and formed the basis 

for the development of hypotheses. 

Presentation of findings 

In the presentation of findings (Chapters 4 and 5) it is not feasible to present all 

the data collected. The provision of one or more quotations in support of a 

particular theme or sub theme is a common form of confirmation, also known as 

'source triangulation'. To avoid the claim of some critics that qualitative 

researchers could select an unfair and unrepresentative collection of quotations, 

it is important to give an account of how the quotations are selected for 

presentation. In this study three main criteria were used in the selection of 

quotations: that the quotations should be representative of the theme, they had to 

be articulate and/ or concise, and to avoid excessive selectivity in reporting data, 

they had to represent an informant who had not been selected very frequently 

elsewhere in the analysis. The quotations presented in Chapters 4 and 5 are 

copied from the transcripts and represented as they were spoken. The quotations 

have been' cleaned' only to the extent that words and phrases such as 'you know' 

and 'ah' have been omitted if they did not alter the meaning of quotations, in 

order to improve the flow of the narrative. Where non-essential sections have 

been omitted this is denoted by I ••• '. In appropriate instances, a bracket phrase [ ] 
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written by the author has been included to clarify a point that might otherwise be 

ambiguous. When quoting an informant an identifier has been added so that all 

quotations can be traced back to the original transcript, to aid transparency and 

provide an I audit trail'. 

3.5. Concluding comments 

This chapter has discussed the methodological approach and methods adopted 

for this study of professionals' and Africans' views of the barriers to HIV testing 

in African communities. Whilst it has sought to engage with the philosophical 

underpinnings of qualitative research methods, it has shown that this study is 

not welded to one philosophical position, but rather has an appropriately 

pragmatic approach, choosing the theoretical strands and empirical methods that 

are best suited to the research questions. 

The next two chapters present the research findings, beginning with the key 

informant interviews with professionals in the field of HIV in African 

communities. 
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CHAPTER 4. THE VIEWS OF PROFESSIONALS 

4.1. Introduction 

This chapter presents an interpretive account of the data from the in-depth 

interviews with professionals working in the field of HIV. Participants were 

from a range of professional backgrounds in health and social care, and worked 

both in statutory and non-statutory settings. Thus no term was able fully to 

encapsulate this group, and for the purpose of this study they are referred to 

primarily as 'professionals' whilst also being recognised as 'key informants'. 

Details of the professional role of each participant are given in Appendix 2. 

The interviews provided contextual background and outlined the range of 

services currently available. They provided a backdrop to the interviews with 

African participants and served to map out the key issues and the potential 

barriers to the uptake of HIV testing. However, far from being a neutral and 

objective source of information, the key informants represented a range of 

perspectives and opinions related to their differing social, professional and 

organisational affiliations, which were further influenced by their experiences 

and relationships with African people. 

These professionals had various degrees of personal involvement with African 

people. To a greater or lesser extent throughout the range of interviews, it was 

apparent that there had been emotional engagement with the personal stories of 

individual African patients. In the majority of cases at least some of the interview 

was shaped by relationships with one or more African person whose personal 

account had been at the same time both illuminating and shocking. As such, the 

data from interviews with professionals is closely bound up with the African 

participant data; informants sought to understand the issues faced by African 

people and to interpret the HIV testing and treatment behaviour of African 

people in the light of their perception of the' African worldview.' 
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In this chapter the range of themes emerging from the interviews with 

professionals will be presented, drawing out the different perspectives displayed 

by the range of experts represented in the interviews. The chapter begins with a 

discussion around service need and current provision, before moving on to 

consider professional-African relationships. It discusses African perspectives, as 

the professionals perceive them, prior to considering some of the motivations, 

beliefs and feelings operating beneath the professional veneer. Priorities and 

various agendas are then discussed, before concluding with a consideration of 

the way ahead and the role of primary care. 

To illustrate the themes and perspectives, selections of quotes along with 

participants' identifiers will be given. The identification codes indicate the 

participant's gender and the professional group to which the person belonged, as 

summarised in Figure 10 below. 

Figure 10: Professional interviewee identifiers 

D = Doctor 

M = Specialist midwife 

S = Social worker 

H = Sexual health advisor 

P = Primary Care Trust employee 

V = Non-statutory sector employee 

4.2. The changing scene: the need to respond 

The increase in new diagnoses in African people 

In response to a general question about the nature of service provision and need, 

the respondents offered views about the extent of the HIV positive population 

within the research setting. It was widely agreed that there had been a marked 

increase in the number of African people who had been identified as HIV 

positive. 

At the end of 1998 our service was very heavily gay men ... We 
are now getting increasing numbers of people from other 
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countries, usually Africa, the largest proportion are sub-Saharan 
Africa. Dlfemale 

A number of respondents remarked upon how dramatic and recent the increase 

in the number of Africans infected with HIV had been, referring to the strain it 

placed upon the provision of services in a setting with little experience of HIV 

work with African communities. 

In the last couple of years there's been a massive change in the 
new cases presenting from sub-Saharan African countries 
particularly amongst refugees and asylum seekers, very very 
noticeable, put enormous pressures on the treatment services and 
the drug budgets as well. P2female 

It was generally felt that whilst there are some similarities with African 

communities based in London, there are particular issues outside of the capital 

because African communities tend to have a looser structure and services are not 

provided in the same way. A number of respondents pointed out that it was not 

sufficient only to translate existing services from the London experience. 

Although they've got a lot of experience in London, actually it 
isn't directly transferable because the communities aren't 
developed in the same, they don't have the same structure in 
Bristol, they are much looser groups of people, so actually there 
aren't the visible ways of making contact and beginning to work 
with the communities. Plfemale 

Late presentation of disease 

The nature of the presentation of HIV within African communities was an 

important area of discussion in most interviews. All but one (non-clinical) 

respondent volunteered that African patients generally present at a later stage of 

disease progression than the indigenous population. There was agreement that 

African people come forward for testing later, and often testing is not carried out 

until the patient is symptomatic. Many are diagnosed as hospital inpatients, 

admission having been precipitated by symptomatic (and often AIDS-defining) 

disease. 

My feeling is that that t/1£y [Africans] present late with a late 
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stage disease. I feel that. they have a higher mortality... they 
would often present .... wzth advanced disease and my feeling is 
that they have requzred more hospital in-patient care than the 
corresponding cohorts of known HIV positive patients who we 
follow-up. D3male 

For African patients, more frequently than for white patients, even when hospital 

admission is avoided late presentation often results in an immediate need for 

treatment with antiretroviral therapy. The need to start medication immediately 

can be especially burdensome for an individual who has just been diagnosed and 

is attempting to deal with its psychological impact. 

A lot's going on at that early stage whereas before people have 
been diagnosed for longer, and some of them, men I'm working 
with, white UK men, haven't even started combination therapy 
yet. Slfemale 

Professionals associated late presentation of disease with treatment sometimes 

being less effective and some damage being irreversible. They felt that late 

presentation, coupled with the marked increase in HIV infection seen in African 

communities, made it important to explore ways in which the situation could be 

improved, and these will be considered later in this chapter. 

4.3. Relationships with Mricans: compassion, advocacy and 

frustration 

The next important theme to emerge from the professionals' accounts was the 

nature and quality of relationships with African people. With the exception of 

two informants, whose work did not involve direct contact with individual 

Africans, the accounts were grounded in direct experience of relationships with 

African people. The degree of involvement varied with professional role and 

with the HIV status of the African person. Some participants had provided care 

and support to individual Africans over an extended period of time and the 

interviews were illustrated throughout by examples of particular patients and 

their stories. The relationship between professional and patient or client W(1S 

considered a significant factor not only in the ongoing therapeutic management 
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and care of a person infected with HIV, but was also regarded as crucially 

important at the time of testing; the decision to undertake an HIV test may itself 

be positively or adversely affected by the relationship between African and 

professional. 

4.3.1. Compassionate concern: professional care and personal 

involvement 

Compassion and empathy 

One of the most notable aspects of the relationship between professional and 

African to emerge from the interviews was the extent to which working with 

African people had impacted upon the professionals at a personal level. 

Commonly there was emotional involvement in the stories and experiences of at 

least some of the African people with whom they had worked, with discourses 

around these experiences arising spontaneously across the professional 

spectrum. 

Sometimes this was seen in an empathetic reflection on the situation that African 

people found themselves in. One consultant spoke of what he saw as the tragedy 

and sadness of dying far from home, and how he personally would feel. 

I felt very sad for them because I would hate to die away from my 
family and friends and country - a slow lingering death. 

D3male 

Although most informants worked with patients from a wide range of 

backgrounds and knew well the potentially devastating impact of a diagnosis of 

HIV upon any individual, there was common recognition of the particularly 

difficult circumstances faced by many African people. Many of the Africans with 

whom they worked had faced harrowing events in the past, often including 

brutality and sexual violence in their country of origin. As these stories were 

recounted within the interviews it was apparent that professionals felt a level of 

emotional engagement with their patients. The relationship, whilst being 
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I professional' was also intensely human and full of compassion with a clear 

attempt to understand and to support. 

We had a woman from Burundi ... Her family had been murdered 
in front of her, she was raped by a number of soldiers and there 
was a huge number of events, all of which were absolutely 
horrendous ... She was dispersed over to Bristol. She had no 
friends, no family and there wasn't anybody that she felt she 
could tell ... she was somebody we were all very, very concerned 
about. H2male 

The sense of being concerned for the welfare of African patients was repeated 

across many of the interviews. Professionals were keen to provide support, 

particularly in cases where non-disclosure of HIV status led to increased 

isolation. A number of professionals spoke of being flexible, providing a personal 

level of service that might provide at least a safety net for the African patient. 

This was seen across the board, not only in the non-statutory sector but also 

within the busy genitourinary medicine clinic where there was a real desire on 

the part of health workers to provide access to care and support, even if this 

meant going outside of their usual structures of care . 

... making sure that they feel that even if there is no one else they 
have got to talk to at this stage they've got us. Or they can come 
back to the clinic or they can phone us up at anytime, that that's 
not going to be an issue. Hlfemale 

Maintaining professional distance 

There was undoubtedly a level at which the experts involved in the care of 

individual Africans became caught up in the personal drama of their stories and 

personalised it with reflections upon how they would feel in such a situation. 

However, for some there was also a deliberate attempt to retain a professional 

distance. Even this, on occasion, was presented as being in the best interests of 

patients. The same consultant who mused on how difficult it would be for him if 

he were to be ill and die in a foreign country, away from family and friends, saw 

benefit in maintaining distance. Getting too involved, and asking too man\' 

112 



questions might create further difficulties, especially around advocacy and 

provision of treatment to those of uncertain immigration status. 

4.3.2. 

Advocacy 

We a.re acting as the patient's advocate and matters of pleadings 
and if we (elt that they ~LJere here illegally, or whatever, we may 
pass our Vlews. So I don t tend to ask too much about it. I tend to 
like to know a broad-brush view, rather than specific details. 

D3male 

Protection, advocacy and justification: 'sometimes we can be a 

bit precious' 

Closely linked to the com paSSIon and personal concern shown by many 

professionals involved in the care of African people, was a strong desire to 

protect and to defend them, even to provide justification for their actions when 

they were criticised by others. Participants referred to the ways in which they 

advocated on behalf of HIV positive African people including writing letters to 

support immigration appeals, often with clinicians and other agencies working 

collabora tively. 

There was often a feeling that the professional was taking the side of the African 

against the authorities: the hospital trust seeking to recover financial costs, or 

immigration services or other statutory agencies such as the Council's Housing 

Department. On occasion this took the form of direct intervention, sometimes 

deliberately undermining hospital policy. On other occasions it took the form of 

giving advice on how best to handle the system. 

When I used to work at [Hospital] we did see a lot of women tlzat 
were illegal immigrants, for want of a better word, refugees, alld 
we used to have letters on their notes saying we have to get hold 
of the head clerical person to come and talk to them, because tlzey 
shouldn I t be receiving NH5 care, which is like a real joke isn I t it? 
What are tlzey meant to do tlzen? Tlzey are pregnant. But we used 
to get that on their 1lotes, saying "please inform such and sllch 
wIzen this woman arrives. II And of course, we see them and 
inform tlzell1 as tlze woman IS going (laughs). Mlfemale 

113 



Health tourism 

A number of informants raised the issue of health tourism - that is a person who 

knows they are sick deliberately coming to this country to access treatment from 

the NHS. Whilst it was felt not to be the majority, it was accepted by several 

participants that 'a proportion' of their patients might have come to the UK 

because they already knew they were unwell. 

You wonder whether theylve actually just come to this country 
because they knelo they were sick. We don I t know. We jus t don It 
delve too much. Dlfemale 

Generally, the view of professionals was that for many Africans this was 

probably an inadequate explanation; experience with some African patients 

suggested that they had not even been aware of the existence of treatments. 

I think sometimes we presume that people have come over for 
treatment, but they may well not realise that there are treatments 
available because it hasn I t been at home. H2male 

Even when it was thought likely that health tourism might be taking place there 

was no criticism, but rather informants saw this as an understandable human 

response. This empathetic understanding and justification of the actions of 

African patients went even further. One informant considered reports he had 

heard of medication being sent home to treat family and friends. 

Some centres report they have people who have care in several 
centres and send back the medication to their relatives ... That I s 
also an understandable situation. D3male 

The generally supportive attitude towards African people was shared by most, 

but not all informants. A participant from the Primary Care Trust was seemingly 

convinced that the increase in new diagnoses of HIV amongst African people 

was largely explicable by health tourism, relating this to the 'massive overspend' 

on the budget. 

It is actually new people in the country or people who had known 
their diagnosis for some time and then had only chosen to be 
tested again and come into the treatment systems. P2female 
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However, on the whole professionals attempted to justify or minimize the extent 

of health tourism. For the most part, clinicians did not see it as their role to 

become involved in what they saw as political decisions. They preferred to treat 

on the basis of need, so that anyone presenting to the HIV services would be 

given treatment and it is left to others to deal with issues relating to entitlement. 

We would see the patients, we would advise the patients and we 
will treat the patients and we are separate from whether the 
patients are eligible for treatment that they receive or not. 

D3male 

Protection and building trust 

On occasion, the desire to protect and defend African people, led the 

professionals who worked with them to be overprotective and this tendency was 

acknowledged by some of the informants. One social worker recognised that, 

when it came to confidentiality issues, other departments sometimes saw them as 

being 'very precious'. She saw this charge as arising from a need to protect 

against the consequences of inadequate understanding of the importance of 

confidentiality for HIV -infected African people. 

I think we're a bit overprotective, but that could be ... because of 
lack of awareness with other agencies. So like this list is referring 
and putting status, they're not fully aware around 
confidentiality, whereas we would be; then you are a bit 
overprotective. Slfemale 

Another informant referred to being' too precious' and overly 'sensitive', allowing 

that this response could actually be counter productive; being overprotective 

could even compromise the ability to run effective testing campaigns: 

I wouldn't want to see campaigns not happening or not being 
successful because we were being too precious. V2female 

A key concern for professionals working with African people was the ability to 

build trust, and this appeared to be closely related to the supportive and 

sometimes protective relationship that they had with their clients. There was a 

strong sense amongst those with first hand involvement with Africans that their 
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motivation was I the best interests' of the African person. Yet they generally 

recognised that, for the patient, there was often a degree of insecurity in the 

relationship to begin with, and to achieve the necessary trust the relationship 

needed to be nurtured and protected. 

4.3.3. 

So I think there I s been a couple of times where people haven I t 
given us contact numbers, or may have given us incorrect names 
or addresses, until they've reached a point where they know that 
we are confidential and we1re acting for their best interest. 

H3male 

Challenges in relationship: understanding the Mrican 

perspective 

Discussions around the perceived impact of African culture and beliefs upon the 

uptake of voluntary HIV testing were prominent within the interviews with 

professionals. There were substantial attempts to understand the perspective of 

African people, including their knowledge of the disease, past experience of HIV 

in Africa and the multiple challenges faced by many. Although some participants 

referred to diversity, recognising that the I African perspective' is not homogenous, 

there was a strong sense within the interview data that a continent-wide identity 

was being applied to African people. 

Chapter 5 will explore the perspectives of African people more fully, based on 

data from the interviews with African participants. The focus of the current 

section is on the professionals' attempts to understand the worldview of African 

people, and the frustrations and difficulties that arose in their relationships as a 

result. 

Understanding culture and beliefs 

It was widely acknowledged by professionals that the uptake of HIV testing, and 

access to health and social care more widely, is influenced by the health beliefs 

that African people may hold, and that these may be very different to Western 

health constructs. Some professionals specifically associated delay in accessing 

HIV testing by African people to a 'laid back' approach to health, in which there 
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IS little anticipation of the future, especially if it might mean confronting 

potential difficulties. 

I think that some people have different models of disease to the 
Western idea and I think that they don't necessarily share the 
West's view of knowing whether they've got an illness and 
knowing what the future holds. And they're more keen on just 
being where they're at and then something happens and they deal 
with it when it happens rather than in an anticipatory way. 

D3male 

Professionals felt that religious belief played a significant role in the health 

seeking behaviour of African people and attempted to understand the potential 

influence of various beliefs upon testing, treatment and care. Many informants 

made connections between aspects of religious beliefs and delay in HIV testing, 

asserting that it was not uncommon to encounter African people who believed 

they had a supernatural protection against illness. One doctor, reflecting on the 

reasons why partners of women known to be infected with HIV persistently 

'refused' to be tested, fairly typically included a religious dimension in her 

explanation. 

The comments that we've had have been, "It can't be true, we 
can't have HIV, God will take care of us." There's a very strong 
religious belief that God will cure or God will protect and 
therefore they can't be ill. Dlfemale 

Conversely, a rather fatalistic approach, also directly associated with strongly 

held religious beliefs, was seen to be a factor in the way Africans regarded 

potential HIV illness. Informants postulated that some African people hold a 

belief that they will be under God's protection up to the point when it is their 

time to die. As this is beyond their control there is therefore no benefit in taking 

any action to attempt to alter the course of events. 

There's very, very strong religious overtones and fatality about it. 
Almost as though God will protect them until tlzey get really, 
really sick and if tJzey're going to die, tlzey're going to die. 

Dlfemale 
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Discourse on various aspects of African culture was prominent across the range 

of interviews. As with beliefs there was a tendency for culture to be considered 

as a single cross-continent entity, rather than fully to explore diversity within it. 

Although some informants were aware of inter-country differences, they 

acknowledged that in their day-to-day practice differentiation was rarely made. 

We are, I think, somewhat naive in our interpretation. We tend to 
lump them all in the same category, which is not necessarily 
accurate. D3male 

Culturally determined gender roles and behaviour were felt by professionals to 

have an important bearing in relation to HIV. For example, they felt that 

undertaking an HIV test might be impossible for some African women without 

first gaining permission from her male partner, and that the cultural imperative 

of childbirth might mean risking transmission of HIV in sero-discordant 

relationships. 

In general, in African relationships there are some practices and 
norms that you would not necessarily find in maybe UK white 
relationships, e.g. child bearing and you know issues of gender, 
power, and things like that. Vlfemale 

Whilst most informants thought it was culturally difficult for African people to 

discuss sex and diseases like HIV that have a largely sexual ongm, many 

professionals felt that it was particularly difficult for African men. 

I think culturally the gender difference is quite obvious 
sometimes, in as much as the women appear to be more 
comfortable talking about sexual questions. H3male 

Some professionals acknowledged the impact of African people's reticence in 

discussing sex upon themselves, their practice and their relationships with 

African people. These professional participants were well versed in discussing 

such issues in general, it being part of their normal work, yet they sometimes 

found discussions with African people about safer sex became 'incredibly frallght' 

[V2female] . 

I always find it muclz lzarder talking about sexual lzealtlz mzd 
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giving sexual health advice with African people, because in my 
experience it has been much harder to engage them in talking 
about their own sexual health and their own sexual practice. 

H2male 

There was widespread recognition by professionals of substantial difference in 

cultural heritage between themselves and African people. Further, some African 

cultural norms were felt to have a significant impact upon HIV prevention, 

treatment and care. However, professionals acknowledged their difficulty in 

defining these cultural differences and understanding their context and 

framework because they were from a largely white middle-class social 

background. 

I'm a middle class white woman and how can I begin to even 
understand African cultural norms? Dlfemale 

Most clinicians recognised the limitations that cultural differences imposed on 

their consultations with their African patients, and pointed particularly to issues 

around building trust and being able to elicit sensitive information. 

With UK patients I feel that I have more of an idea why some of 
them are not revealing information. And that maybe culture, it 
might be that my cultural experiences don't extend to theirs and 
therefore I'm not able to entirely relate to theirs. D3male 

Not only did professionals recognise a I cultural gap' in their understanding of 

the perspectives of African people, they were also aware of the effect of 

difference in ethnic and social background between themselves and their African 

patients. Thus, even where professionals had some understanding of African 

cultural practices it was felt that ethnic difference was a barrier to building a 

relationship of trust. 

I've never had anyone volunteer the kind of sexual practices that 
I'm aware of. .. all of the stuff about douching and dry sex and 
female genital mutilation. Nobody has actually said anything .to 
me here at this clinic about that ... nobody would trust a wlllte 
doctor I'm sure (laughs). Dlfemale 
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However, it was also felt that difference in ethnicity could be advantageous. 

Recognising that HIV is heavily stigmatised in African communities, 

professionals felt that some African people felt more secure engaging with HIV 

services that were remote from their own community. 

The challenges that cultural issues posed for professionals led some to call for 

appropriate training to better understand African culture, and to assist them in 

overcoming perceived cultural barriers. One consultant felt that it might not be 

possible or even necessary for all health professionals to be trained to the same 

degree and proposed that in each health care setting there should be at least one 

person who would have specialist knowledge. 

Conflicts and compromise with the Western biomedical model 

In close relation to discourses around culture and beliefs, many professionals 

reflected upon the challenges of adopting a Western biomedical model of 

healthcare with African people. Some participants felt that African people held 

'different models of illness' [D3male] and that poor understanding of these by 

healthcare professionals could limit the provision of clinical care. It was claimed 

by one consultant, for example, that inflexibly adopting a 'Western approach' 

could be detrimental to the relationship between clinician and African patient 

and could serve to undermine trust. 

So how do you discuss things in their terms as opposed to leap 
into: ilWell you've got these antiretroviral things". ilWhat is 
antiretroviral?" "Well, it's a retrovirus." "And what. .. ?""Well, 
actually, this is a virus which actually can't replicate by itself, 
but replicates in the cell" ... and they might be going away 
thinking: "This is a typical Western approach to things" There'd 
be whole levels of anxiety going on. "TIrey are only trying to 
confuse me." "This is anotlrer propaganda [attempt]" D2male 

However, even when they recognised that the Western biomedical model had 

limitations as a model of illness within which to place African patients, 

professionals generally held it in high esteem. On the whole the response to a 

perceived mismatch in models of illness was an attempt to educate patients into 

following medical advice and encouraging them to follow health care protocols 
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including regular follow up and medical monitoring. For example, in discussions 

around medication compliance clinicians felt they had a measure of success in 

'Westernising' the approach of the African patients with whom they were 

engaged over a period of time. This often involved compromise, with one 

clinician referring to patients 'meeting us halfway in accepting Western ways' 

[D1female] . 

Professional status 

The relationship between African and professional was influenced by the status 

of the professionals, who perceived it to be marked by deference and respect. 

This affected the relationship in different ways, according not only to the 

confidence and background of the African person, but also according to the role 

of the professional. One consultant, for example, reflected upon his sense that 

there were inherent difficulties for him in talking to African patients, and 

sometimes he sensed that patients would agree with him regardless of whether 

they understood what he said. 

I get the feeling as a consultant in the clinic one tends to have a 
slightly deferential treatment by the patient and therefore they 
would say "yes" to you, even though they may not follow what 
[you're saying]. D3male 

Generally, informants felt that African patients had a great deal of respect for, 

and confidence in, health professionals, with respect for general practitioners 

being particularly noted. However, there was a perception that some African 

people view professionals as authority figures who are 'part of the system' 

[V2female] and may be reluctant to access services because of uncertainty 

regarding where health professionals 'lie in the whole system of asylum seeking' 

[H3male] (See Power and powerlessness on page 137). 

Communication 

Being able to establish good communication was considered a core element of 

Generally 
oJ relationship building and was discussed in most interviews. 
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consultations were conducted in English, the use of interpreters being 

infrequently necessary. When they were used, communication was especially 

difficult and a number of informants expressed concern about the impact upon 

the dynamics and content of the consultation. On occasion, it seemed preferable 

to struggle without an interpreter rather than introduce a third person into the 

relationship. 

I think we always worry that if you I re asking for an interpreter 
it l s difficult because you Ive then got someone else in the room and 
people may not feel that they are able to be as open to you as t1leY 
might otherwise have been. And particularly I suppose ... in this 
area of work because you don I t know what kind of judgments and 
personal issues theylre going to bring into the room so that's 
quite difficult. Hlfemale 

One of the barriers to good communication and subsequently to building good 

relationships with African people was an element of dishonesty within the 

relationship, noted by some, although not all, of the informants. 

There IS times when people aren It that honest, or a bit evasive 
about their refugee status, or asylum seeker status. H3male 

Although this was understood partly in terms of issues around immigration 

status, it was also noted in relation to two examples of African men initially 

denying they were homosexual, and in relation to the use of condoms. 

I do get the impression at times that people aren I t using condoms 
at all. Theylll say that they are, but you feel that they probably 
aren I t. H2male 

Most participants stressed how the quality of communication could impact upon 

clinical outcomes and recognised the challenge this presented. The way in which 

information is presented was seen to be an important determinant of whether or 

not a person will undertake an HIV test. For example, one consultant felt that it 

was counterproductive for doctors to attempt to convey complex information 

without recognising the levels of understanding that their African patients may 

have. Generally there were strong calls for discussion and counselling to be 110n-
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judgmental and for risks to be presented ill a dispassionate, factual and 

accessible way. 

It's easier then to say to them: "These are actually the facts". So 
it's not about discriminating, it's about saying to them: "It's for 
your benefit that we're advising you to have a HIV test". 

H3male 

Experience and understanding of HIV 

Professionals frequently made links between the knowledge and behaviour of 

African people in the UK regarding HIV, and the extent and nature of HIV 

disease in Africa. Informants attempted to make sense of what they perceived to 

be the 'African perspective' by referring to factual information such as the 

prevalence of disease and inadequate treatment availability in Africa, as well as 

drawing upon the stories that had been presented to them by their patients. Thus 

professionals were keenly aware that for many African people, HIV was strongly 

associated with death. 

A lot of people that I have worked with in the past have sort of 
been exposed to that environment where diagnosis of HIV means 
death. "lfemale 

It was widely recognised that the experience of HIV for African people was often 

intensely personal, with many having witnessed the death of close family 

members I so the experience of HIV is very raw' [V2female]. Professionals on the 

whole recognised the significance of this in attempting to understand the 

perspective of the African person, acknowledging that painful past experience 

might profoundly influence fear around the possibility of having the same 

illness. 

They may have seen several members of the family die, friends, 
people from the village or from around where they live. Tlzey Iza'l'e 
seen a lot of people die and really nasty circumstances. So tlzere 
will be big fear there as, "What if that happens to me? Tlze same 
thing is gonna happen." Because there isn't always an 
understanding that there are treatments available. H2male 
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There was a widely held belief amongst professionals that fear of HIV was an 

important barrier to the uptake of HIV testing. Further, participants commonly 

understood this' African perspective' to arise from a belief in the inevitability of 

death; a belief that had been forged in a setting where, for the most part, 

treatment was unavailable. Clinicians believed that there was a need to overcome 

this perceived ignorance of treatments and to raise awareness of their availability 

in the UK, thereby ameliorating some of the perceived reluctance of African 

people to come forward for testing. 

Stigma 

In some of their own countries there is no treatment available and 
therefore why know that you've got something waiting for you 
when you can do nothing about it ... I think African patients 
maybe need to know that drugs can help them and they may need 
to know the benefits of those drugs. D3male 

The concept of stigma was raised across the range of interviews, with 

professionals commenting that the extent of HIV related stigma within African 

communities was substantially greater than that found in the indigenous white 

popula tion. 

HIV is obviously more prevalent amongst African communities, 
the stigma seems to be much, much greater as well, having HIV, 
and we have found some people ... who have been very scared 
about their own community finding out about the HIV. 

H2male 

Professionals identified the fear of stigma as a specific barrier to the uptake of 

HIV testing, making it especially difficult for an African person proactively to 

seek HIV testing. They related this to their perception of the situation in Africa 

where HIV is closely linked to 'promiscuous' sexual behaviour. 

In their relationships with African people many professionals attempted to 

counteract the perceived association between multiple sexual partnerships and 

HIV by making deliberate efforts to reassure African people that they, as health 

professionals, were not implying that being infected with HIV reflected previous 
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'promiscuous' behaviour. Indeed, many clinicians believed that being able to 

convey this to their patients was an important first step in building the clinical 

rela tionship. 

Perception of risk 

Professionals commonly found a substantial mismatch between their own 

assessment of an individual patient's risk of infection and the patient's self 

assessment of risk, with many African people who were in fact infected with HIV 

simply not realising they might have been at risk of acquiring the disease. 

Sometimes, even when a health professional had attempted to prepare a patient 

for the possibility of a positive HIV test result based on an objective assessment 

of risk, the diagnosis still came as a great shock. This was the case on a number of 

occasions for HIV infected African patients diagnosed through the antenatal 

screening programme. Clinicians felt that the self-perception of risk in these cases 

made it unlikely that such people would proactively seek HIV testing based on 

an assessment of their own risk. Generally professionals interpreted the stark 

contrast between the known high prevalence of HIV in many African countries 

and the perception of personal, individual risk by African people as a form of 

denial. 

Sometimes you feel it is a very 'head buried in the sand' kind of 
view that they're a bit concerned but they don't really want to 
relate it directly to themselves as an individual. Hlfemale 

Participants felt that individual African people associated their likelihood of 

being infected with the development of symptoms and there was widespread 

agreement amongst professionals that many African people found it hard to 

believe that they could be infected if they did not have any symptoms of disease . 

... they can't believe they've got it themselves because they're 
well. Dlfemale 

On the whole, there was strong agreement across the range of interviews that the 

development of symptoms arising from HIV infection was the most likely 

determinant of the decision to seek HIV testing proactively. Therefore, to 
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encourage the uptake of HIV testing, professionals felt it was necessary for it to 

be more widely used as a screening tool. 

The position of HIV in the hierarchy of needs 

For most participants, an important aspect of understanding African people's 

perspectives of HIV testing was to acknowledge that many Africans living in the 

UK face a range of social, psychological and economic hardships that are often a 

higher priority than their health needs. Informants who had experience of 

working directly with individual African people often presented a holistic view, 

seeking to set out the wider picture of the struggles and problems encountered 

by some African people living in the UK. A recurring theme was that HIV 

infection can not be seen in isolation; that to provide appropriate access to testing 

and care requires understanding of the worldview of those who carry, or might 

carry the infection. 

Thus, some key informants recognised that HIV might be only one part of a 

complex picture of needs. For example some African women infected with HIV 

may have been forced to flee their country of origin having suffered violence and 

multiple rapes; the psychological trauma of their experiences might be more 

prominent in their mind than the thought of possible infection with HIV. In such 

circumstances informants understood that proactively seeking HIV testing might 

well not be a priority, and even when a diagnosis is made the ongoing care must 

recognise that HIV infection is only one part of a much bigger picture. 

There's so much other stuff going on for them that HIV isn't 
really a big issue in the big scheme of things. H3male 

Professionals commonly discussed the practical issues faced by many African 

people living in the UK. Overwhelmingly, there was considerable sympathy for 

the plight of African people struggling to find suitable accommodation and 

employment, and attempts to understand the HIV testing process from the 

perspective of the African person in the light of these difficulties. These practical 

issues were often seen as a major influence on how, when, and even whether 
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African people access health care ill general and HN testing services and 

subsequent care in particular. 

There are issues regarding their immigration status, their 
working relations or housing and different sorts of social issues 
that are not really HIV specific. So those issues really determine 
how a person would access, not just HIV testing but health 
services in general. So a lot of them have other priorities in their 
lives. Vlfemale 

The complexity of these competing priorities was conceptualised by some 

informants as a 'hierarchy of needs' with recognition that the professional's 

judgement of the place of HN within this hierarchy may often be different to 

that of the patient. Some participants were explicit that it was important to work, 

as far as possible, with the priorities held by patients. 

Frustration 

While professionals were generally extremely supportive of and positive in their 

attitudes to African people, perceived difficulties in the relationship led some to 

feel frustration when seeking to overcome some of the underlying barriers . 

. . . their sexual health is not the main priority in their lives .... so 
we are getting quite frustrated because we have got somebody who 
may have HIV and theylre not doing anything about it. 

Hlfemale 

There was particular frustration around the testing of male partners of African 

women diagnosed with HN infection. This was referred to as an ongoing 

problem by clinicians who, despite their best attempts, could sometimes not 

persuade individuals to be tested. Some clinicians went further, on occasion 

using stronger expressions of frustration. For example, in discussions around the 

use of condoms, the mismatch between the agenda of the clinician and the 

actions of the African patient was described in terms of a battle. 

The men don I t usually like using condoms, and that is an 
ongoing battle. We give condoms away. We try to give the wome11 
condoms and we try to empower the women to negotiate the use of 
the condom; itls an ongoing battle. Dlfemale 
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Despite frustration and a sense of battling with patients, professionals felt the,' 

were acting in the best interests of their patients. Whilst some professionals 

recognised the potential for this to be seen as paternalistic and controlling, they 

preferred to speak in terms of giving choice, seeking to impart their knowledge 

to enable patients to make informed decisions. 

I don't mean I want to control them. I mean I want to impart on 
them the benefit of my wisdom so they can make an informed 
choice. D3male 

4.4. Recognising self: personal feelings, professional 

dilemmas and political positioning 

While professionals demonstrated substantial attempts to understand the African 

perspective, they did not entirely externalise the process of HIV testing and care, 

recognising their own influence on the decisions and actions involved. 

Acknowledgement of the role they and other professionals played, and their 

associated feelings, recurred across the range of interviews. Personal beliefs and 

political positions were often explicitly expressed although the degree to which 

an individual chose to reveal their own perceived areas of vulnerability in these 

public accounts varied considerably; whilst some expressed clearly the 

difficulties they experienced in providing HIV care for African people, for others 

it was implicit in their accounts. 

4.4.1. Professional competence and confidence: acknowledging 

uncertainty in managing HIV 

Professionals frequently reflected upon their practice and the practice of others, 

presenting some issues as dilemmas or uncertainties, and on occasion expressing 

their discomfort within the professional role. Most clinicians emphasized the 

importance of knowledge and competence in the process of HIV counselling and 

testing. Competence and confidence are closely linked; professionals become 

anxious about managing HIV when they feel it is beyond their level of skills, 
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knowledge or expenence. Thus one consultant, acknowledging that medical 

practice is not static but subject to regular change, used the example of obtaining 

informed consent to illustrate the anxiety felt by health professionals, including 

himself, about keeping up to date with best practice. 

There's real anxiety what informed consent is. I think most 
medical practitioners know that everything moves on everyone or 
two years. And if you're only doing a small number, are you sure 
you are getting the right informed consent? D2male 

The concept of professional anxiety was recurrent and although many 

participants recognised that they were I sitting in a very privileged position' 

[D3male] in terms of their own knowledge and experience, there remained 

aspects of HIV care which they continued to find challenging. There was a 

strong sense of their own inadequacy in being able to communicate across 

perceived cultural boundaries and a feeling of sometimes being unable to 

achieve the best possible clinical outcomes as a result. Thus, professionals often 

struggled to discuss sexual practice and to raise certain relevant subjects within 

the consultation. 

Having a good knowledge of their subject was seen by participants as the key to 

building confidence and therefore training was considered crucial in overcoming 

anxieties associated with providing appropriate care. 

I do wonder whether people are more scared of counselling people 
for HIV testing than they need be ... I know what I would say 
counselling someone, because I know the risks and benefits of 
testing ... maybe there's an educational need there. D3male 

Commonly, specialist HIV clinicians felt that the reluctance of other health 

professionals to engage in HIV testing activity was related to fear arising from 

lack of knowledge. This fear could present itself in the form of very strong 

objections to offering the test at all, but these objections could be overcome by 

giving appropriate training and supplying knowledge. 

We did have some midwives that felt very strongly that we 
shouldn't be offering the tests but I think that was more to do 
with fear about how to offer the test. Mlfemale 
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Most participants had at least some experience of being involved in cases where 

clinical management had been sub-optimal. It was generally accepted that, at 

least occasionally, mistakes are inevitable. The story was told of a mortgage 

application being turned down following the release of HIV testing information, 

even though the person involved was known to be HIV negative. This anecdotal 

account served as an example for one informant of how' something going wrong' 

can undermine the professionals' confidence within subsequent consultations. 

It does have a knock-on effect because then people remember 
stories like that and think, "Oh gosh, I can't say to this woman 
it's going to be okay." Mlfemale 

The broad acknowledgement that errors occasionally occur added to the sense of 

unease sometimes felt by professionals within a consultation. Thus, even in cases 

where the clinician is well aware of 'best practice', when asked for reassurance 

on an issue that might lie partly outside of their own jurisdiction, they may feel 

uncomfortable. 

4.4.2. 

. .. there are sort of anecdotal breaches and that is why I always 
feel extremely uncomfortable about blanketly reassuring, 
regardless, it's a difficult thing to do because you'll always come 
across somebody who's had a problem. Dlfemale 

Beyond the professional: personal feelings and political 

positioning 

Across the range of interviews there was extensive discourse on issues extending 

beyond the more pragmatic considerations of HIV testing and care for Africans 

living in the UK. It has already been noted that professionals were sometimes 

drawn into the personal drama of their patients, and on occasion this was 

expressed with both empathy and compassion, going further than merely a 

distant professional-client relationship (see section 4.3.1). It was perhaps 

engagement at this deeply human level that gave rise to some of the more 

strongly held convictions, both personal and political, which were offered by 

some professionals during the interviews. 
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The fear of the charge of racism 

In response to questions focusing specifically on possible approaches to 

increasing the uptake of HIV testing in African communities through targeted 

HIV testing, participants expressed a range of views, some of which were highly 

emotional and personal. There was extensive discourse around the way in this 

might be seen as racist, with most key informants raising the issue spontaneously 

and discussing it at some length. The professionals often acknowledged their 

own discomfort at the possibility of being seen as racist, even when the policy 

itself might arise from higher motives. 

When we've talked about this sort of thing the immediate 
response has been they [African people] may see that as being 
stigmatising, as actually being racist, which I think is a very, 'uery 
difficult thing to deal with because actually it would be done with 
the best of intentions. Plfemale 

Many professionals expressed their preference to I universalise' the offer of a test, 

thus avoiding the potential of being seen as stigmatising or being racist. 

On a personal level, I would prefer to just offer it to everybody. 
Not to offer it to people that are coming just from Africa or some 
of the high risk areas. Mlfemale 

Recent changes in practice in the genitourinary medicine clinic had made it easier 

for health care workers in this setting to offer the HIV test to all who accessed 

general sexual health services, allowing it to be seen both as universal and 

routine. Similarly, a number of professionals felt that the offer of antenatal HIV 

testing to all pregnant women, regardless of an assessment of individual risk 

factors, made the process easier. 

If you're targeting at specific groups then you could be seen as 
very racist, very homophobic or whatever and that was the wh.ole 
argument behind introducing the offer of antenatal testmg 
universally, even though we're picking up a large number of 
African women. Dlfemale 

A universal approach was preferable to professionals concerned about 

accusations of racism that might arise from testing targeted to a particular group 
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based on country of origin. However, the need to extend voluntary HIV testing 

further into the African community was recognised. It was generally agreed that 

there were resource issues surrounding more broadly offered universal testing 

and without some targeting there would be many tests for a very small yield of 

HIV diagnoses. Therefore, although it was seen as challenging, a need for 

targeted testing was acknowledged by some participants. 

I think that you could have selected testing. I think it l s difficult to 
deliver that in an equitable way, which is not seen as being racist. 
I think thatls a challenge. D3male 

The response of African people to targeted HIV testing was an important 

consideration for professionals, many of whom expressed a strong abhorrence of 

racism. Participants were especially concerned to ensure that they did not open 

themselves to the charge of racism, and there was a widely held feeling that any 

move towards targeted voluntary testing must be done with great caution. 

Very definitely it could be picked up as discriminatory and I think 
it would need to be done very, very carefully. H2male 

The way in which HIV testing is offered was considered a key factor in whether 

targeted testing would be an acceptable approach. It was felt that the words used 

should be chosen with care, with emphasis being placed both upon the potential 

benefits to the individual of knowing their HIV status, and upon ensuring that 

the patient understands that there is choice. 

I think itls acceptable, I think it depends on the way that itls 
done .... I suppose it depends on the way it is worded as well ... I 
think it l s fair enough for it to be asked and then see what tlze 
patient feels after that. H3male 

Some informants maintained that HIV testing should not be targeted purely on 

the basis of ethnicity. One informant was particularly vehement in her response 

when she was asked whether it might be acceptable to offer an HIV test 

specifically to an African person. 

NO! Because if a white woman came ill and she'd come ill for 
something, she could have been to Africa all holiday, but you 
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wouldn't say it to her. Slfemale 

Further discourse around this subject led this and other informants to clarify 

what they felt to be a more acceptable basis on which to offer an HIV test. This 

focused more on previous place of residence than on ethnicity. Some informants 

felt that emphasizing the country of previous residence would overcome the 

potential charge of discrimination, even though it was implicitly accepted that a 

person's ethnicity would be a significant factor in this. 

You would have to make sure that your criterion for selecting 
people is not necessarily based on race. .. So you would have to 
perhaps say anybody who lived in Africa should be tested rather 
than on race, because I think otherwise it becomes perhaps an 
issue that maybe perceived ... as racism. D3male 

Some professionals recognised that however sensitively the offer is made there is 

always likely to be some criticism. One informant based her view on reports from 

African women who were offered testing during pregnancy, prior to the 

introduction of universal antenatal HIV testing. She claimed that however 

carefully the offer is made there might always be some who feel a level of 

discomfort about being offered an HIV test, but that the fear of racism should not 

deter health professionals from giving clear messages about HIV. 

I have spoken to a number of African women who have said, 
"They only asked me to have an HIV test because I am an African 
and that's racist" ... I am sure the message was put across as, 
"You come from a high-risk country, this is a way of us being able 
to protect your baby, and so on," there is still that sense that there 
is an element of racism in there and I think in some ways we can 
be too sensitive about that and not be giving clear messages to 
people because we are worried about racism. V2female 

Choice and compulsion 

Professionals felt very strongly that targeted HIV testing could only ever be 

acceptable if it were offered, with emphasis that the patient must ahvays remain 

able to choose whether or not to accept. Provided patient choice was maintained, 

participants felt there were potential benefits associated with the test being 
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proactively offered by health professionals. It was seen as an opportunity to 

provide information and to raise awareness, as well as providing easy access to 

HIV testing. 

A number of informants raised, with concern, the possibility of compulsory 

testing and were particularly critical of any suggestion of testing immigrants at 

the port of entry as had been recently reported in the media. 

I am totally in favour of people having access to the kind of 
information and support that would enable them to make an 
informed choice about having a test ... I am very wary about any 
kinds of campaigns that are about forcing people to be tested. 

V2female 

A single contrary view on compulsion was expressed by one informant. On the 

issue of targeted testing she spoke from a public health perspective, rather than 

focusing on the needs of individual African people. Interestingly, she expressed 

her own discomfort in holding a 'right-wing' professional perspective which she 

felt was not her natural political position. 

If I was having a public health hat on I would probably be saying 
that I've become glaringly right wing about testing on entry and 
establishing status and I'm appalled that I've reached that view 
... and it weighs into all the debates around refugees and asylum 
seekers and access to care and I find all my left wing marching 
friends are of very similar if not even righter views about it and I 
find it really quite difficult. P2female 

Political positioning 

The political dimension to HIV testing, especially as it relates to African people 

in the UK, was raised by a number of participants. Many informants went 

beyond their clinical or social care remit, expressing a political stance on certain 

issues that they wished to raise. Professionals believed there were certain aspects 

of HIV care that required political will at a national level and were aware of 

competing agendas both in terms of resources and politics. Generally, they 

understood the complexities and sensitivities around the provision of HIV care 
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and for the most part accepted the political difficulties that were associated with 

bringing messages around HIV and African people into the public arena 

I think actually this Government hasn I t too bad a record on HIV 
but I think that they feel hidebound in terms of how to manage the 
message because what we are seeing at the moment is if anything, 
a greater stigmatisation of HIV given that the majority of new 
diagnoses are people fairly recently arrived in this country from 
Black African countries. V2female 

Thus, attempting to ensure that African people who may be infected with HIV 

were given due care was understood to conflict with the political response to 

perceived hostility arising from increasing immigration. Professionals generally 

recognised that questions around immigration and access to free NHS treatment 

for example did need to raised and be given careful consideration at a national 

political level, and they called for clear and consistent political decisions to be 

made. 

I think it's a problem for the country as a whole ... but I think that 
the solutions are political. D3male 

A number of informants criticised the media and the way in which it was 

perceived to present a biased and sometimes inflammatory view. Professionals 

complained that the prevalence of HIV in African people in the UK had been 

presented in an alarmist way and unfairly related to 'health tourism', and some 

were concerned that this was a potential barrier to the introduction of targeted 

testing. 

What I am worried about is the Evening Post headlines and the 
kind of backlash that there is in the community as a whole around 
refugees. There is already tensions around that and to actually 
say people from Africa, sub-Saharan Africa are potentially a 
source of infection, I think you just need to be very careful abou t 
it. p2female 

The political issues raised by informants were wide ranging and disparate; some 

criticised government policy on dispersal of asylum seekers, whilst others raised 

entitlement to NHS care for example. The extent to which professionals engaged 
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with issues at a political level is notable, as is the degree to which they 

acknowledged their personal views within their accounts. 

4.5. Setting the agenda: power, priorities and structures 

Throughout the interviews it emerged that decisions around testing often 

involved many layers of influence; multiple agendas were often present, even if 

not all were fully recognised by all players at any particular point in time. Thus, 

for example, agendas set at a national level impact local implementation plans; 

the priorities set by the Primary Care Trust profoundly affect the capacity and 

extent of HIV services; and the interests of individual health care professionals 

influence how proactive they might be in engaging with HIV testing. Further, 

issues of power within relationships and within society were held to affect the 

response to HIV testing, with fear around immigration issues being presented as 

a particular barrier to accessing health care in general and HIV testing in 

particular. Structures, it appears, may not be in place to meet the agendas of 

African people but rather be based upon the needs of the indigenous population 

and those who know the workings of the NHS. 

4.5.1. Whose agenda is it: recognising status and powerlessness 

Whose agenda is it? 

Participants stressed the importance of being 'patient-centred' in recognising the 

complex needs of an individual African patient and tailoring the offer of HIV 

testing accordingly. They claimed that patients are more likely to undertake HIV 

testing if they understand the potential advantages to them as individuals. 

However, some interviewees claimed that being patient-centred was not al\\Tays 

central to HIV testing. The antenatal screening programme, for example, set a 

target for tests taken, thereby encouraging health professionals to adopt an 

agenda which may not match the wishes and needs of the individual patient. 

Instead of saying that we shollid recommend it, they were saying 
that we should not only recommend it bIlt lilC should get 90% 

136 



uptake. So it was really telling us we should be doing it. 
Mlfemale 

There was some concern that a target-driven approach may be counter 

productive and possibly resented by African people. One consultant was 

particularly keen that African people might trust health professionals, believing 

that they work in the patient's best interest rather than attempting to meet the 

targets that have been set for them . 

... [so that] it's not just seen as, we want to get your HIV testing 
done - that is our objective we want to have an HIV test on 30% 
of your population. D2male 

In some interviews it was noted that clinicians sometimes have an agenda that 

arises from their own personal interests. For example, it was suggested that the 

attending clinician, prior to some surgical procedures, drove forward the HIV 

testing process because it was in the surgeon's interest to know whether the 

patient was infected with HIV. 

Power and powerlessness 

The perceived imbalance of power in the doctor-patient relationship was seen by 

some as a particular danger in offering an HIV test opportunistically to an 

African patient, especially when the patient comes from a culture in which the 

doctor is seen as an authority figure who is treated with a great deal of respect. 

Some informants suggested that particular care is needed to ensure that the 

patient is aware that they have a genuine choice, and that future care would not 

be affected by a decision not to accept the offer of an HIV test. 

In the view of professionals, a substantial factor in the vulnerability and 

powerlessness experienced by many African patients related to their uncertain or 

tenuous immigration status. Whilst some were thought to have entered the 

country illegally, others had entered on a student visa and had become illegal 

immigrants by outstaying their visa. A substantial number of African people 

were in the process of applying for asylum, and it was felt that such people were 
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reluctant to come forward for HIV testing in the belief that they might have their 

application turned down if they were found to be HIV positive. 

The worries about those applications being influenced by their 
HIV status might be one of the reasons why they don I tactually 
access treatment. Vlfemale 

Engaging with statutory services was felt to be problematic for those whose 

immigration status was not secure, and informants working in the voluntary 

sector suggested that some African people felt more comfortable accessing their 

serVIces. 

They'd much rather come here and see if we can give them a test 
than go to the clinic ... I've got some people who haven't even got 
a GP because they don't want to get locked into the system for 
fear of being found out as it were. V2female 

Issues around access to free NHS treatment were raised in some interviews, with 

participants suggesting that the government was 'clamping down'. Some 

professionals felt that the application of stricter entitlement regulations was 

beginning to have a detrimental impact upon uptake of HIV testing. 

An increasing barrier is it's becoming more known that if you're 
here either illegally or on certain types of visas, that you I re not 
gonna be entitled to free care. H2male 

There was a common feeling across the range of interviews that African people 

face discrimination and oppression, being amongst the weakest groups In 

society. Even other groups, who might traditionally have been seen as 

oppressed, were in a more powerful position than African people, and some 

professionals were concerned that racism and hostility might be set to increase 

further. 

Already I sense in the HIV movement there is a backlaslz .... 
particularly gay men who are feeling that resources a:e bel11g 
diverted to another group and tlrey are unhappy about zt ... the 
oppressed oppress the more oppressed. p2female 
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4.5.2. Conflicting agendas: priorities and political will 

National and local priorities 

Professionals felt that HIV had become less of a priority at a national level over 

the previous five years and some felt that there was a need for a government

sponsored HIV awareness campaign. Several professionals referred to the ending 

of 'ring-fencing' around resources intended for use with HIV related services, 

and strongly criticised this move. Most participants recognised that there were 

difficult decisions to be made in prioritising the use of limited financial 

resources. Unsurprisingly, those working for the Primary Care Trust (PCT) took 

a broader view of health care needs, seeing a wider picture than those whose 

work was more closely linked with HIV care in particular. Thus, the health 

promotion specialist believed that it was for the PCT to set its own priorities, but 

felt further information was needed for this to be done. The extent of 

undiagnosed HIV in the African community and the potential public health risk 

associated with spread of disease were seen as important determinants in setting 

the level of priority for work with HIV in African communities. However, the 

lack of available information relating to these aspects could undermine attempts 

to give appropriate priority to work that would benefit African communities. 

Participants recognised that the broad agenda of statutory agencies necessarily 

had a massive impact on HIV testing services and the resources allocated to 

improving the uptake of testing by African people. Thus, even if the public 

health imperative for more HIV-related work with African communities were 

recognised, the PCT's agenda may not allow for it to be done. 

If you I re looking at it from a pure public health perspective ~ou 
would say we I d want to identifij as many people as we posszbly 
can to make sure tlleY get into treatment early and stop the 
progression, or if you I re looking from a financial point of view 
you would say the caseloads are completely full at the monzen t ... 
we I re not going to do that much to promote it. p2female 
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Financial resources 

Conflicting agendas at the national and local level are often played out in 

competition for limited financial resources. Funding for HIV care was seen to be 

under threat from many other health care demands. 

It's a very tiny fish in a massive pond and it's competing with so 
many other health demands at the moment that I think that the 
likelihood of it getting squeezed out is still very great. V2female 

The setting of agendas and priorities at national and local level cannot be 

divorced from the provision of appropriate financial resources to enable 

implementation. Many professionals expressed frustration that local initiatives, 

for example the introduction of antenatal HIV testing, were not properly 

resourced. Several clinicians were critical of the 'purchasers' who they felt did 

not provide an appropriate level of funding for local HIV services. The criticism 

levelled by one consultant was particularly robust. Throughout the interview he 

criticised management with comments such as 'there's no joined up thinking' and 

that a 'disjointed' approach to service provision with no single person in a 

position to advocate 'suits the purchasers because they are interested in next year's 

budget' [D2male]. 

However, it was clear that there were enormous pressures on local funding and 

purchasers were sometimes faced with difficult dilemmas. 

4.5.3. 

Well are you asking me morally or do you ask me as a 
Commissioner whose got a 1.7 million pound overspend in their 
budget who's actually going to be saying actually I don't want 
you to find me anymore people thank you very much 1've already 
got enough and we need to talk about how we manage the existing 
case load. P2female 

Accessing health care: structural barriers 

In response to a general question addressing access to HIV testing, participants 

generally felt that the main site for initial access into HIV services was the 

genitourinary medicine clinic, although it was also known that HIV testing was 
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available through primary care. All participants were aware of the introduction 

of universal antenatal HIV screening, with some also referring to HIV testing 

carried out in hospital patients when appropriate. Although patients occasionally 

sought testing at the Terrence Higgins Trust or at the HIV outpatient clinic it was 

not available at these sites except in the latter case for the partners of HIV

infected patients. 

Many highlighted the unusual structure of HIV servIces ill the Bristol area. 

Testing and care services are in geographically distinct locations, operated by 

different Trusts, and separately staffed. It was felt that this arrangement had both 

advantages and disadvantages, and these views varied depending upon the 

setting in which the informant worked. 

In discourses focusing on the structure and organisation of servIces, many 

professionals felt that there may be limited awareness amongst some African 

people about how to access health services in general, not only in relation to HIV . 

. .. not understanding the health service and how those tests can 
be accessed, so maybe knowledge and the basic social systems. 

Plfemale 

Accessing sexual health services was seen to be even more problematic. Some of 

the issues raised related to the perceived stigma around attending a 

genitourinary medicine clinic, and the likelihood of accessing services was seen 

to be dependent upon self-confidence as well as knowledge. It was also 

commonly recognised that resource issues made gaining access to the clinic 

particularly challenging. The service was seen to be under pressure, often it was 

difficult to arrange an appointment and even getting through on the telephone 

could be difficult. 

So I think people go to the G U and see it as a place that YaH go to 
if you've been a bad boyar girl and you've got to s~rt yourself 
out. And I'd really, really like to get away from that znI{lg~ .... III 
Bristol we've got to work with what we've got, our old buzldl11gs 
and an under-resourced service. Plfemale 
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A number of professionals felt that some African people did not access HI\, 

testing services because they were unclear about their entitlement to treatment. 

There was felt to be further confusion surrounding access to the genitourinary 

medicine clinic, even though HIV testing is available free of charge to all, 

regardless of immigration status. 

I think issues around whether if they were positive would tlzey 
need to pay for treatment or do they need to pay for tlze tests? 
People have been unsure about whether they can attend here. 

H3male 

It was commonly felt that there was potential to overcome at least some of the 

structural barriers to HIV testing by extending its availability within primary 

care, and this will be discussed in the next section. 

4.6. Responding to increased need: broadening provision, the 

role of primary care and the way ahead 

Professionals across the range of interviews reflected upon the increasing 

number of African people living in the area, the increasing number of African 

people being diagnosed with HIV infection, and the late stage of disease at which 

diagnosis was often made. A number of barriers to voluntary HIV testing were 

identified and strategies suggested, some of which have been discussed in 

previous sections of this chapter. This section will draw together discourses 

around broadening the provision of HIV testing through greater involvement of 

non-specialist providers, particularly focusing on primary care. 

4.6.1. Cooperation, support and collegiality 

Participants generally stressed the importance of good relationships between 

professionals working in HIV-related services. The professionals taking part in 

the current research were part of a fairly small group working in the same area, 

with many of them knowing each other. Many of the interviewees had worked 

with other professionals in HIV related projects or work and there was warmth 

of feeling across the different professional groups. For example, several had 
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collaborated in setting up the recently established antenatal testing service, and 

some spoke of other professionals from the vantage point of having worked 

together in this project. The experience of working together and across 

disciplines had been positive, and the training and support provided \\'as 

appreciated . 

... but if it was something more complex and you felt this woman 
actually needed further help and advice, then you could refer them 
to the CU Clinic ... and I think that put midwives minds at ease 

Mlfemale 

The majority of respondents recognised the need to expand the availability of 

HIV testing services and that for this to be possible it would be necessary to 

engage non-specialists in the provision of services. Historically, HIV testing had 

been provided in specialist settings, with a degree of mystique growing up 

around it. 

CPs aren I t terribly involved, but I look upon that as being a 
hangover from what took place in the 1980s ... a cult grew up 
around testing and informed consent. D2male 

A number of the specialists recognised that providing support may help to 

overcome the perceived reluctance of other health care professionals to become 

involved in dealing with possibly complex medical needs outside their domain 

of experience. Some participants felt that unwillingness amongst non-specialists 

to take the initiative with regard to HIV testing was because they questioned 

their own expertise. 

My sense is actually ... I don't think it's necessarily "I don't want 
to know", but I think it is about "I'm not the expert ... there are 
people who can deal with this better than I can. II V2female 

In general, participants shared a very strong desire to collaborate and to provide 

support and training to colleagues. Five participants cited the experience of 

setting up the processes for antenatal testing as a positive example of 

multidisciplinary teamwork to provide training and support to midwi\'es, 

despite a perceived lack of management support. Similar support and training, it 
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was believed, could enable other health professionals to gain confidence and 

help to overcome a fear of being unequipped to deal with potentially challenging 

situations. 

I think HIV can leave people ... completely ovenvhelmed with 
everything. So it's getting support and saying, "Look, there is n 
support network when somebody is positive. You're not going to 
be left on your own with this positive person in front of you, 
thinking, 'Well, you're positive, whnt do I tell you?'" D2male 

Good communication was considered a key aspect of working well ill a 

multidisciplinary team, especially when working across multiple sites. Being able 

to contact the relevant person by telephone when needed was seen as an 

important part of providing support, and some felt that knowing the support is 

available, even if it isn't actually used, is itself very important. 

On the whole there was a strong sense of collegiality between health 

professionals, a sense of sharing the common goal of working in the best interests 

of patients, and a desire to provide support and advice to fellow professionals. 

There was considerable understanding of the difficulties that may be 

encountered by other health care professionals in providing HIV testing and 

care, and often this was accompanied by an apparently genuine attempt to see 

things from their perspective. Thus, rather than working in competition, their 

aim was to improve services and recognise the difficulties faced by other 

professionals and the constraints they face. 

It's not about taking customers away but it is about supporting 
the service to enable more people to be able to come to be tested. 

V2female 

Although the majority of professionals were reluctant openly to criticise health 

worker colleagues, generally preferring to focus on the need to provide 

appropriate training and support, it was clear that some had encountered 

examples of inadequate patient care. 

It is unfortunate, because some of the people that we p,ick IIp, late 
presentations who are African, have sometimes b~en mzssed by the 
CPs. They may have been going to the GP for zll lzealtlz mzd for 
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whatever reason the GP hasn't done an HIV test. H2male 

It was perhaps as a consequence of feeling uncomfortable with criticising fello\\T 

health professionals that some participants were keen to emphasise that they did 

not wish to attach blame. In weighing these comments it may be important to 

consider the possible effect of the interviewer being known to be a GP (this is 

discussed further in 6.3.2). 

4.6.2. 

I think there are opportunities [for GPs to offer the test more 
often] and I think GPs could do more, but I don't blame them for 
not, if that makes sense. D3male 

The role of primary care in HIV testing 

On the whole, specialists working in HIV care saw benefit in working together 

with non-specialist colleagues to provide greater access to HIV testing for 

African people. There was a strong sense that other clinicians have an important 

role to play, most especially the general practitioner. 

I think GPs have got a huge, valuable place in the small number 
of African people who they've got to know and have got a rapport 
with. Dlfemale 

GPs are often the first point of contact with medical care and a person with 

symptomatic HIV disease might first seek help from their GP. Interviewees felt 

that this made it important for GPs to maintain a high index of suspicion, to be 

aware of the prevalence of HIV infection in African people, and to be sufficiently 

knowledgeable to be able to discuss and to offer an HIV test to symptomatic 

patients where appropriate 

Because they [GPs] are the first point of contact you know with 
the patients. It is quite important. Vlfemale 

Participants expressed mixed views regarding how GPs deal with possible HIV 

infection in symptomatic African patients, and how commonly GPs were likely 

to discuss possible HIV infection in such a case. Some participants felt that most 

GPs were doing this consistently well. 
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... t~re a.re a l~t of GPs recognising that African people are, 
especzally if they re recently over from Africa t/1ey are more at 
risk of HI V, are offering testing more commonly. H2male 

Others felt that HIV was more likely to be identified by GPs working in certain 

areas of the city, with more work needing to be done to raise awareness amongst 

GPs who were seeing African people less frequently in their surgeries. 

I don I t think that all GPs are kind of on board with that, inner 
ci ty ones probably more so because they I II see more peop Ie. ... I 
think there's still quite a lot of work to be done. V2female 

On the whole, HIV specialists were generous in their appreciation of the 

challenges faced by GPs. They recognised that HIV medicine is a complex and 

changing field that may be difficult for the generalist GP to keep abreast of. A 

number of participants raised issues relating to confidence, suggesting that a lack 

of confidence may account for some GPs being reticent about undertaking HIV 

testing in their surgeries. However, generally they felt that most GPs had a basic 

knowledge of the disease that was sufficient for them to offer testing and to put 

in place referral to secondary care when appropriate. 

Most [GPs] have a really good understanding of the basic 
problems, and a good appreciation of when to refer or 7vho and 
how to ask. Dlfemale 

Extending the role of primary care 

A number of participants felt that an increased role for GPs in offering HIV 

testing to their African patients was a vital component of any attempt to increase 

the uptake of HIV testing. Some referred to the role of primary care as set out in 

the National Strategy for Sexual Health, which calls for HIV testing to be 

available in all GP surgeries, and felt that this was an appropriate way forward. 

Most believed that with suitable encouragement and support, many GPs would 

be willing to be more proactive in offering HIV tests to African people. 

Looking at African communities, the potentia~ for.~ri11lary care, it 
could be that itls actually really key ... I tlll1Ik It s a place that 
should be used as much as possible in HIV preventio1l, certai1lly 
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awareness razsIng and the whole thing about trying to make 
testing more acceptable. Plfemale 

A particular advantage of increasing the involvement of GPs was felt to be the 

breadth of contact GPs have with a wide range of patients. A number of 

informants considered how the unique position of primary care could be utilised, 

for example in encouraging difficult to access partners of HIV-infected patients 

to come forward for testing. It was also felt that GP surgeries could be places in 

which to make HIV information more widely available, and that HIV testing in 

primary care might have a useful role to play in enabling HIV to be seen more 

like any other infection that might be picked up by the GP. 

I think there's a massive role to be played by G Ps ... there is a big 
role for GPs and GP surgeries in terms of information about HIV, 
HIV being seen as an infection that people get, rather than this 
kind of massively stigmatised illness. V2female 

In addition to the discourses around GPs and their surgeries, some participants 

saw a potential role for other members of the primary care team, particularly 

practice nurses. These nurses, it was suggested, could receive appropriate 

training and be supported by specialists working within the HIV service. They 

believed that nurses would have more time to spend with patients, and that it 

might be useful for GPs in the practice to be in a position to offer African patients 

the opportunity to discuss HIV with a nurse. A consultant pointed to the 

potential benefits of having at least one person in the practice who had 

undergone training, not only in relation to HIV but also around relevant aspects 

of African culture. 

... if they knew there is somebody they can go and talk to who IS 

aware of their issues, I would see that as being something which 
would be incredibly helpful. D2male 

Being proactive - the new patient consultation 

Most of the discourses around the current and potential role of primary care in 

HIV testing were initiated spontaneously by participants, and in general they 

were keen to encourage GPs to be more proacti\'e in offering HIV testing. In 
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interviews where the subject was not raised it was introduced by the interviewer. 

Specifically, the interviewer explored participants' responses to a question about 

offering an HIV test opportunistically to African patients, and the possibility of 

this being done with all newly registered African patients. On the whole, the 

initial response to this idea was dominated by discourse centring on perceptions 

of racism (see page 131 ). However, even whilst continuing to express a degree of 

caution, the majority of interviewees felt that there were potential benefits. The 

emphasis was very clearly on the way in which the test was offered, the benefit 

to the patient, and on making it clear that the patient would be given a choice. 

I think it's acceptable, I think it depends on the way that it's 
done. I think if it is part of a first visit check-up, I suppose it 
depends on the way it is worded as well. I think my gut feeling is 
that it is acceptable if you are saying to somebody: "You know, 
it's for your benefit that we're asking these questions. "H3male 

A minority of participants remained uncomfortable with the concept of targeting 

offers of HIV testing through general practice regardless of safeguards. One 

doctor felt that because it was such a sensitive issue it would be preferable to 

discuss HIV testing with an African patient after there had been an opportunity 

to build trust, and therefore the first consultation was not the time to be raising 

this possibility. 

I don't know how you can begin to universally offer some kind of 
HIV screen in general practice without appearing to be racist and 
in the time you've got. It could be perhaps part of a new patient 
medical, but there's a lot to cover in a new patient medical and I 
think you need to have gained someone's trust, and they've got to 
know you before you do that... It may be when you kno~u the 
person and if you see them often enough to have got some kl11d of 
rapport with them. Dlfemale 

Having expressed their concerns, especially in relation to being perceived as 

racist, most informants came to a view that offering an HIV test to newly 

registered African patients was appropriate given the recognised need. For some, 

more than others, it was even seen as 'important' 

It would seem to me that that sort of thing, especially for people 
who've arrived quite recently from a Cali 11 try that izas a really 
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high HIV prevalence rate, it does seem to be an important thing to 
ojfer. Plfeunale 

4.6.3. Further aspects of improving uptake 

Ensuring confidentiality 

The need to ensure confidentiality emerged as iunportant across the range of 

interviews with professionals. As already discussed (see page 121), specialists in 

HIV were sensitive to the stigma faced by African people known to be living 

with HIV, and to the consequent difficulties faced by unany in relation to 

disclosing their status to others. Thus, professionals attached considerable 

importance to issues around confidentiality of patient details and for soune this 

had particular poignancy because of previous experience of poor practice. Some 

were concerned about the levels of confidentiality maintained in general practice; 

some of those who worked in the genitourinary unedicine clinic felt that they had 

a particular advantage because of the systems they used. 

For a lot of African people there may be huge concerns about their 
confidentiality at the GP in terms who gets to know stuff and has 
access to their records ... that's one of the things that makes this 
area quite unique in that it can ojfer a better type of 
confidentiality for there's better safeguards for confidentiality 
here. Hlfeunale 

Most informants clearly felt that there was benefit to the GP being made aware of 

a patient's HIV status, even if that person had tested at another site, and patients 

were mainly encouraged to permit their GP to be contacted with appropriate 

information. However, occasionally there was experience of African patients 

being reluctant to allow this, and a suggestion that this arose from concern that it 

might affect their general medical care . 

... being known that tll£Y are HIV positive they feel t~zat ~hat' s 
going to ajfect tll£ir access to otll£r general care, whzch zs not 
necessarily for HIV. Vlfeunale 
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Normalising the HIV test 

One of the advantages specialists perceived might result from extending the role 

of primary care was to make HIV testing more 'mainstream' and, as a result, help 

to reduce its associated stigma. In the early years of managing the disease it had 

been very much the preserve of specialists and, according to some interviewees, 

this had served to dis empower other professionals and to increase the fear of the 

disease. It was generally felt that bringing HIV testing into general practice 

would help to change attitudes. For those clinicians who offer the test confidently 

and routinely it can become straightforward, and is little different to the myriad 

other tests carried out on a daily basis in general practice. 

I think at the end of the day all of us, GPs, midwives, whoever, 
when you're dealing with patients you're always offering tests 
aren't you? Having to talk about difficult issues, and this is just 
another one of those. It's no big deal and at the end of the day as 
long as you know your facts, the reasoning why you're offering 
that test, that's it. Mlfemale 

Further, it was thought important for HIV testing to part of an holistic approach 

to care. The emphasis, it was claimed, should be upon seeing HIV testing in the 

context of the needs of the whole person. General practice may be particularly 

well placed to set HIV testing within the context of a person's more general 

health needs. 

I think it would have to be done in a kind of way that is looking at 
somebody more holistically, you know, in terms of their general 
health and that HIV is part of that. Hlfemale 

Education and information - telling the benefits 

As discussed previously professionals identified lack of knowledge about the 

benefits of early awareness of HIV status as an important barrier to HIV testing 

for African people (see page 123) and many returned to this concept in the 

context of general practice. It was felt that general practice was well placed to 

provide information and raise awareness about HIV with posters 

information leaflets being especially valuable for newly registered patients. 
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· .. [use] information leaflets that can be given out at the new 
patient check ... which is educational and informative, so that the 
person wouldn I t feel stigmatised or picked upon, that would 
actually be something they might read afterwards. Dlfemale 

Participants repeatedly stressed the importance of conveying the potential 

benefits of HIV testing to African patients. Many felt that it would remain 

difficult to improve the uptake of HIV testing whilst patients believed that HIV 

infection spelt almost certain death and remained unaware of the availability of 

antiretrovirals. Thus, presenting clear information was considered key to 

convincing a person that it was in his or her own interest to discover their HIV 

status. 

I mean if you don I t see the benefits it l s hard to convince someone 
that they will be better offknowing theylre positive. D3male 

The way in which this information is given was thought to be important. 

Emphasis was placed upon the words used, in particular wishing to ensure that 

information is presented in a factual and non-judgmental way. Whilst many 

informants saw written information as a useful way of conveying information, 

one key informant emphasized that communication needs to be culturally 

appropriate, and that written information alone may be insufficient. 

It should be more than written information. In African cultures 
oral tradition is the thing. It is more respected, it is more taken in 
and itls more effective, rather than watching a video or you know, 
reading a little leaflet. Vlfemale 

It was generally felt that a discussion between the GP (or nurse) and the patient 

was an effective way of encouraging an African person to consider HIV testing, 

although this could usefully be supplemented by written information before or 

after the discussion. The importance attached to communicating the benefits of 

timely testing was linked to a clear sense that very few patients declined the test 

if an appropriate discussion had taken place. Thus, opportunistically discussing 

the benefits of testing within a primary care consultation was seen by many as an 

important way of increasing the uptake of HIV testing. 
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On the whole I ~on'.t thin~ there's many that do [decline the offer 
of a ~est]. I th.znk if you re able to discuss with somebody the 
ben~fits of t~stzng or why we're actually asking somebody nbou t 
test~ng, I thznk on the whole that there is a large uptake of HIV 
testzng. H3male 

Other strategies to raise awareness of the importance of HIV testing were also 

mentioned; in particular the need to work with African people to encourage 

them to take messages about HIV and the benefits of testing into their 

community. The Health Promotion Specialist emphasized the importance of 

persuading whole communities of the benefits of early HIV testing, in tandem 

with working at an individual level. 

We have to work really 'within the communities too, so that they 
will accept the services that are actually offered to them, see the 
use of them, see the relevance to themselves. Plfemale 

4.7. Concluding comments 

This chapter has outlined the range of themes emerging from the key informant 

interview data in relation to HIV testing in African people living in the UK. 

Within these themes, professionals' discourses on the perceived barriers to the 

uptake of HIV testing have been highlighted and attention has been paid to 

views on how these might be ameliorated. 

Initially the approach to these interviews with professionals was as a source of 

facts or information about the field of study. However, these data clearly reveal 

that professionals' views are not objective and neutral; they are not separate from 

the professionals' own sense of self and personal beliefs, but arise from social 

interaction with African people and the meanings they attach to the attitudes and 

behaviour they encounter in these relationships. The data show the extent to 

which there has been deep personal engagement at a social, emotional, 

psychological and political level for many of these informants. Indeed, at least in 

part, the imperative for further action arises from compassionate concern. 
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The breadth and depth of the discourses, perhaps particularly the extent to 

which professionals engaged with attempting to understand the perspectives of 

their patients, highlights the need to move beyond a traditional view of the 

professional relationship between clinician and patient, or professional and 

client, as merely functional in which information is provided or treatment and 

care is given. Indeed, there was little that was dispassionate in these accounts, 

and it was clear that at least some consultations and meetings with African 

people had profoundly affected these informants. 

The professionals included in this series of interviews represent a broad range of 

expertise and experience, and the data reflect the varying perspectives they 

bring. However, whilst the data reveal different emphases, on the whole there is 

considerable agreement across the informants in relation to the key themes. 

Discourses around possible ways of overcoming the perceived barriers to HIV 

testing were extensive and particularly focused on possible roles for primary 

care. This chapter, above all, points to the need for improving the uptake of HIV 

testing amongst African people and the commitment of these professionals to 

realising this objective. 

[HIV] has such life changing consequences . .. so I think we must 
do it. We must do it and tailor it to local population. Plfemale 

The broader implications of the themes emerging from the data will be 

considered in Chapter 6 where they will be discussed in the light of the data 

arising from the interviews with African people. The interview data from African 

participants will be considered in the next chapter. 
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CHAPTER 5. THE VIEWS OF THE AFRICAN 

PARTICIPANTS 

5.1. Introduction 

This chapter will present a descriptive and interpretive account of the data 

obtained from the in-depth interviews with African participants. The topics 

covered in the interviews were wide-ranging, inevitably extending beyond issues 

around HIV testing. Thus, for example, participants who were living in the 

knowledge of being infected with HIV led the discussion into areas beyond the 

specific questions addressed by the study. Such discourses were helpful in 

illuminating the research question and provided further context, as the 

researcher followed the participants into these areas and permitted them to 

shape her interpretation of the interview data. However, this chapter will focus 

on the primary research question, which addresses the barriers to HIV testing for 

African people living in the UK and considers ways to improve uptake of testing. 

In-depth interviews were conducted with 26 African participants from a range of 

countries in sub-Saharan Africa and of known and unknown HIV status. The 

Appendix contains details of the demographic characteristics of the sample and a 

brief profile of each participant. 

Presentation of the results 

The structure of this chapter is based around the five key organising themes that 

emerged from the data (see Figure 11). Each of these themes and the various sub

themes within them are illustrated by quotations from the interview transcripts, 

selected to reflect the full range of views expressed. 
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Figure 11: Key organising themes 

• Complexity, competing priorities and the struggle for survival 

• Culture and beliefs, experience and knowledge: the ongoing influence 
of Africa 

• Fear of disease and of others: stigma, risk perception and denial 

• Opportunities for testing: how, why and when? 

• Improving uptake: knowledge, targeted testing and the role of primary 
care 

Participant identifiers will be given with each quote. The identification codes 

indicate the participant's country of origin, HIV status and gender as 

summarised in Figure 12 below. Thus, for example, the identifier 'Zi2H+male' 

represents the second participant from Zimbabwe and indicates that the 

participant is male and known to be infected with HIV. 

Figure 12: African interviewee identifiers 

Country of origin 

B = Botswana 
Ca = Cameroon 
Co = Congo 
I = Ivory Coast 
K= Kenya 
M= Malawi 
Na = Namibia 
Ni = Nigeria 
S = South Africa 
Za = Zambia 
Zi = Zimbabwe 

HIV status 

H + = HIV positive 
H - = HIV negative 
U=Unknown 

5.2. Complexity, competing priorities and the struggle for 

survival 

The issues surrounding HIV testing for the African participants are not distinct 

from the rest of life; they cannot be conveniently separated from the sometimes 
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messy and ongoing personal struggles faced by the participants. It was clear 

throughout the interviews that many respondents had survived difficult past life 

experiences that continued to impact upon their psychological state. Life in the 

UK was felt to be far from comfortable, posing many difficult challenges, 

struggles and future uncertainties. The complexity of the various and difficult 

demands faced by participants emerged strongly across the range of interviews 

and provides the context within which barriers to HIV testing are set. 

5.2.1. Background: the stories behind being a migrant 

Reasons cited for migration to the UK broadly fell into three mam groups: 

economic, political and educational, but often these were not mutually exclusive. 

Many did not intend to remain in the UK on a permanent basis, or at least that 

had not been their original intention, and most held a desire to return to their 

families and their country of origin at some time in the future. Many of those 

who came by choice, rather than primarily to flee persecution, arrived with 

hopes of a better life with greater opportunities, and there was a sense of 

disappointment that their expectations had not been met, with life being much 

more complex and difficult than they had anticipated. 

Studying in the UK 

A number of the African participants had a very high regard for education and 

saw educational opportunities in the UK as very afuactive. Courses being 

undertaken by participants included music, media studies, accountancy, nursing 

studies and tourism, with most funding their own studies. However, many 

participants felt their hopes and high expectations had not been met, and the 

financial implications had sometimes not been fully understood before arrival. 

Despite such disappointment participants conveyed a resilience and adaptability 

to changing circumstances. 
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Political reasons for leaving home 

For a number of African participants the motivation to leave their country of 

birth was primarily related to political instability at home. For some, the political 

situation had impacted considerably upon them, resulting in their seeking 

asylum in the UK. Others were motivated by a general impetus to seek a better 

environment in which to live. 

I came to Bristol because there are problems in Zimbabwe: the 
economy and politically and everything there is problems. There 
is civil unrest or economic disorder. I would say that's why most 
of us are coming over to England, because of the political 
situation... it really affected me and my children, so I just 
thought maybe if I leave for this country things would be better 
for me and my children. ZilOH +female 

Amongst those who had experienced a more direct impact upon their work or 

family life were a Zimbabwean lawyer who felt that his work had been under 

surveillance and a Zimbabwean musician who described being forced to leave 

the country because his music had been viewed as political. A number of 

participants told harrowing stories of the direct physical and psychological 

trauma they had experienced in their home country. These accounts appeared to 

exert a powerful influence upon how respondents were able to cope with and 

manage their lives in the UK. For one Kenyan woman, tribal and family conflict 

led to appalling events that resulted in the murder of her husband and the rape 

and death of her twelve-year-old daughter. 

One day the Mongeki came, many people ... that is when they 
raped me. They wanted to circumcise me, and my husband came ... 
When he was helping me, they shoot him in the head and he died. 
And so my husband died like that. They came another day when 
they wanted to circumcise my daughter and they raped her, they 
raped me. There were seven men, they raped me, they raped my 
daughter and my daughter died afterwards... I was very, very, 
very sick. I was bleeding. I had wounds inside there because they 
inserted gun inside my vagina and they did bad things to me. I 
was very, very sick, I was confused ... I wan ted to kill myself 

KIH+female 
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For others, being associated with opposition to the government had resulted in 

violence and persecution, with subsequent distressing consequences and 

ongomg psychological impact. Thus, one woman from Zimbabwe told how 

being a member of an opposition party denied her access to a 'ZANU-PF' card, 

which prevented her from buying certain goods and made it difficult for her to 

provide for her children. One participant from Cameroon had sought refuge in 

the UK following her escape from custody, telling a dramatic and upsetting tale 

of her own arrest, detention and beating; fleeing the country and leaving her 

children behind. Her husband's execution, the treatment she had suffered and 

concern for her family continued to be deeply distressing and this was clearly 

evident in her interview account. 

Economic necessity and responsibilities 

Many participants felt a financial responsibility towards family members in their 

home country and for some this was the primary motivation for migration to the 

UK. For example, one South African man had been working in manual factory 

jobs for a number of years in order to support his mother and four younger 

brothers at home and, in common with others, felt that particular responsibility 

fell upon the 'first born' son. Others were parents financially supporting their 

children who remained in Africa, believing that money earned in the UK was 

substantial in terms of the economics of Africa and could make an important 

difference to their families at home. 

Things are quite, quite difficult [in Zimbabwe] and I am the only 
breadwinner in my family whereby they are all looking at me. 

Zi12H+male 

Earning money to provide support for family at home was sometimes prioritised 

over health care. Thus, one woman who was supporting children in Africa had 

cause to think about her own possible exposure to HIV following the death of a 

friend from AIDS related illness, but it was not until much later, when she 

became ill herself that she was tested for HIV. 

I was just concentrating on my job, I was concentrating all 
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sending money back home, you know, with my day-to-day life. 
ZilOH +female 

5.2.2. Facing the realities: living as a migrant in the UK 

Living as a migrant in the UK presented many challenges and struggles; many 

participants found it difficult to be far from home, family and all that had been 

familiar. When set against a background of unfamiliarity, isolation and the 

struggles of day-to-day life in the UK, health considerations were often not seen 

as a priority. 

Family separation and worry 

During several of the interviews it emerged that family separation was a difficult 

issue and participants struggled with the emotional burden of enforced 

separation from sometimes very young children. Thus, one woman spoke of the 

pain she felt in not having seen her four year old child for over two years, and of 

not knowing when she might be able to see him again. 

It's difficult. It's just terrible. We're still away and you know ... 
he cannot come because we were not granted the indefinite leave. 

Zi5H +female 

Telephone conversations and even email communication were said to help 

alleviate the emotional pain of separation although for those with family in the 

more rural parts of Africa this was often not feasible. Anxiety for the health and 

safety of family at home made the separation more difficult to bear. One 

Zimbabwean participant disclosed that his young son had died of presumed 

AIDS related disease in his absence and several others spoke of health worries 

for their children. Concerns for family were particularly pressing for those who 

had left their country of birth because of persecution. 

It's when tlrey shot [my husband], sorry ... (crying), it's whe/l 
they shot him that tIrey, tIrey, they rang my family to come and 
take tIre body (pause 10 seconds) ... And I have three children, I 
have three children ... (crying) ... TIrey are still in Cameroon. They 
are with my mot1rer but ... I don't know If they can attack them 
and I don't know if t/rey are in danger. CalH-female 
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Work and accommodation in the UK 

Issues around employment posed numerous difficulties and consumed much 

time and effort. Whilst only one participant spoke explicitly about working 

illegally it was implicit in a number of other accounts that financial pressures led 

many to contravene the stipulations of their visa. Many of those who had 

intended to study in the UK found it necessary to take work to fund their course 

and living expenses and, as mentioned previously, many were committed to 

supporting family at home. Participants were often engaged in several jobs, 

sometimes working long and unsociable hours to earn sufficient to support 

themselves and their families. Most worked ill unskilled or semi-skilled 

temporary jobs, often felt to be below their abilities. 

Sometimes I do these crap jobs, you know, just here and there. 
BIH+male 

Concerns around suitable employment were closely associated with issues of 

accommodation. The majority of interviews were conducted in the participants' 

homes and the standard of accommodation was generally poor. Many 

participants lived in a bed-sit or a single room in shared hostel accommodation 

and some had to share their room with a young child or children. It emerged that 

it was fairly common to be forced, for financial or other reasons, to move 

accommodation on a frequent basis. The whole matter of feeling settled in a safe 

and comfortable home was one that caused considerable concern. 

I just thought I don't know what I'm going to do. I'm really 
worried about accommodation and stuff. Zi3H+female 

Immigration status 

Issues around immigration status were prominent within the interviews. In cases 

where the participant did not raise the subject spontaneously, tlle interviewer 

asked a general question about the person's intentions and ability to remain in 

the UK. Three participants had permanent residency or British citizenship by 

marriage, three had been granted refugee status and the majority were either on 
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time limited student visas or were still in the process of seeking asylum or 'lea\'e 

to remain'. For many it had been a dominant issue, consuming large amounts of 

time, emotional energy and worry. Some of those who had arrived in the UK 

seeking asylum had been dealt with under the National Asylum Service and had 

been forced to move around the country before arriving in Bristol. Negotiating 

the asylum system had been especially difficult for some and for one participant 

had involved a period in a detention centre following the rejection of her initial 

claim. Struggling to be recognised as a genuine asylum seeker was associated 

with anxiety, stress and a real sense of frustration and injustice. 

They are sure they can I t believe my story. They don I t think that I 
can be in danger in my country. Even when I told them that my 
husband has been killed there, and I sent to them a burial 
certificate, hospital report, everything, they say that in Cameroon 
people can make fake documents. I don I t understand. How can I 
make a fake document for my husband who is still alive? So I am 
just waiting [to see] if the solicitor can get something positive. 

CalH-female 

It was clear that the issue of immigration status and its impact upon place of 

residence, ability to work, access to funds and future plans to reside in the UK, 

was a major consideration for many of these informants. This provided part of 

the complex backdrop to the experience of living as a migrant in the UK, which 

in turn impacted the likelihood of accessing health care and voluntary HIV 

testing. 

Multiple problems: depression and despair 

For some participants, it emerged that their experiences as a migrant in the UK 

had brought them to the point of despair at times. For one participant it felt like 

his life was falling apart. 

When I came to Bristol, basically I think my life just fell apart, 
you know, everything ... no jobs, no this .... break-up of marriage, 
probably mid-life crisis. So I have, like tried to sort out myself 

M2H+male 
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For some participants, the difficult circumstances they faced left them feeling out 

of control and trapped. One woman described the abusive relationship she 

suffered from her husband who, being often drunk, would beat her regularly. 

She felt unable to escape from this relationship because of her dependence upon 

him whilst her immigration status remained uncertain. 

I was referred to the domestic violence whatever. It was really 
difficult because we applied for our visas . ... G is the one who 
applied so I was sort of like G's dependant, you see. So we had one 
application and I am facing domestic violence, I can't go 
anywhere, I can't do anything because my passport is not with 
me. It's at the Home Office, so ... it is difficult. ZiSH+female 

The complexity of this woman's problems made her life feel impossible to her. 

She faced domestic violence, an uncertain immigration status, separation from 

her young child in Zimbabwe, financial and accommodation concerns and was 

working illegally. Whilst other participants spoke of 'feeling low' and of being 

depressed, this particular participant was alone in speaking of an actual attempt 

to end her life in which she had taken an overdose of antidepressants. This 

woman's experience is perhaps the more extreme end of a spectrum of 

difficulties and struggles faced by African people. Even so it was generally the 

case that issues relating to health, in particular decisions around voluntary HIV 

testing, could not be separated from a complex background of multiple 

challenges. 

5.3. Culture and beliefs, experience and knowledge: the 

ongoing influence of Africa. 

5.3.1. Knowledge and experience of disease 

Across the range of interviews, knowledge and experience of HIV was shaped by 

the experience of HIV in Africa, a setting in which treatment was generally 

limited and often unavailable. Participants who had undergone HIV testing in 

the UK, and even more so for those who had subsequently been diagnosed as 
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infected with the VIrUS, had enhanced knowledge of HIV gained through 

information received from health care professionals in pre-test discussions, post

test counselling and subsequent treatment. Therefore, to understand more fully 

the processes involved prior to and at the time of testing, participants who had 

tested positive for HIV were asked to reflect upon their views and knowledge 

prior to direct engagement with HIV specialist health care providers. 

Prevalence of HIV in Africa 

In response to a general question about the extent of HIV related disease in his or 

her country of origin, each participant provided a detailed account of the 

devastating impact of HIV. Reflecting upon the experience of living in a country 

with widespread infection, it was felt that HIV was 'everywhere' and could, and 

often did, affect people from all parts of society. 

You don't even know who to trust, because it's everY7.vhere, it's 
just everywhere. You're wondering. Maybe four people in ten 
people will be affected. ZilH-female 

Although all participants were aware of the presence of HIV in Africa, and had 

seen its consequences first hand, they commonly expressed that it was often 

denied or not spoken of openly. There was often an assumption about AIDS 

being the cause of illness and death, and many informants spoke of assuming 

that people they knew had died of AIDS related disease, rather than having been 

told directly. They surmised that there might not have been a definite diagnosis 

available, but more often it was related to an attempt to cover up the true 

diagnosis and multiple examples of this phenomenon were given . 

... they'd be like "maybe it was some kind of like natural ~ind of 
disease or something", but it was AIDS! TIrey were denyzng the 
fact that it was AIDS because if you die of AIDS it's something 
like, you know" Oh, he died of AIDS." It's like t1rere is a cover up. 

SlUmale 
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Personal experience of HIV and AID S deaths in Africa 

Despite the strong sense of HIV and AIDS not being fully acknowledged in the 

illness and deaths of many in Africa, the participants had a great deal of personal 

experience of the disease in their various home countries. Most had lost at least 

one person who they knew well and many had lost close friends and family 

members. One female participant spoke of the death of both brothers and a sister. 

Others spoke of recent distressing bereavements of close friends and family 

members: a sibling and in one case a child. Many had experienced the death of 

several people in their wider circle of associates: in the community, at school or 

college and in the workplace. 

There is somebody who's dying every day, being buried in the 
local area . ... We used to say, if you stay in your office from 
Monday to Friday, you're just going to bury somebody, that 
week ... every week you were burying somebody you know. So 
everybody is in fear because you don't know whether you are 
affected, you don't know who's going next whether it's your 
brother, your sister, your child, yourself, your 'wife, your friend. 

M2H+male 

Treatment and testing in Africa 

The participants' experiences of the impact of HIV and AIDS on friends and 

family were largely gained in their country of origin, and therefore substantially 

shaped by the medical and care services available in those settings. It emerged 

from a number of interviews that knowledge of the disease, and experience of its 

often relentlessly devastating impact, profoundly affected the way in which the 

disease was approached and perceived in the UK. Thus, for example, one 

Zimbabwean woman known to be infected with HIV continued to be affected by 

her recollections of the suffering endured by an HIV infected woman known to 

her in her home country. 

She was just bones ... t1leY took her in a wagon, with donkeys a1ld 
whatever, going with her to clinic. She couldn't walk, sIze 
couldn't do anything ... it's like every time I think oflzer my heart 
sinks because she was so skinny. Zi5H+female 
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Some participants displayed no knowledge of any treahnent to modify the 

course of the disease, and many of those who were aware of treatment had 

gained their knowledge subsequent to their own diagnosis. 

I don't think a lot of people know like there is treatment, although 
the treatment that is available is only because of the England 
system. Myself, I didn't know about this medicine up until wIzen 
H explained everything. Zi3H +female 

Having knowledge about antiretroviral drug treahnent, together with 

availability and accessibility of those drugs were major contributory factors to 

the decision to test for HIV. When there is no awareness of treatment, or where 

treahnent is unavailable, negative experiences of having seen many people die 

led some participants to resist HIV testing. 

There's really no point if you know [that you are HIV positive] 
and you know you are not going to get help. Tlzen I think it might 
have a psychological impact on you. You might just give up and 
start to deteriorate and just die. Zi7H +male 

The level of awareness of the existence of antiretroviral medication varied 

considerably across the participants. Some were aware of the use of drugs which 

could decrease the likelihood of transmission from mother to child because they 

were being used in their country of origin, but had no experience of the 

availability of antiretroviral drugs to prolong life in those already infected with 

HIV. Others were aware of the drugs being available but their cost in Africa had 

largely put them beyond the reach of ordinary people like themselves. 

The most extensive knowledge about HIV medication was generally displayed 

by participants who had been diagnosed as carrying the virus and who were 

now receiving treatment. These participants had largely gained their 

understanding and knowledge since their diagnosis, which for many had been 

subsequent to the development of ill health. One notable exception was a 

participant from Zimbabwe who had proactively sought voluntary HIV testing 

in the UK and knew he was not infected. His knowledge of HIV and of 

antiretroviral medication was more accurate and extensive than most others, had 
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not been gained from health professionals in the UK, and appeared to be a 

motivating factor in choosing to be tested. It is notable that this man had worked 

as an accountant for the Zimbabwe National Family Planning Council, during 

which time he had received training about HIV, in order to offer initial 

counselling to clients when other professionally qualified staff were unavailable. 

Most of the participants had little direct experience of HIV testing in Africa and 

had not been tested in their country of origin. Even so, perceptions of the way in 

which HIV testing is conducted, and its cost and its availability in their country 

of origin, impacted upon attitudes to HIV testing in the UK. Generally HIV 

testing in Africa was not widely or freely available. 

The test is not free, and for a man who cannot afford to eat 
properly, I don't think even if he has 100 naira, which is less than 
SOp anyway, and if he needs that to survive for two days, and you 
tell him to bring 80 naira for a test, he will tell you he hasn't 
enough. NilUmale 

However, some informants felt that it was not cost alone that made HIV testing 

in Africa particularly difficult. In Cameroon, for example, free HIV testing was 

available on World AIDS Day, yet the process of testing and the way in which 

discussions around testing took place were themselves off-putting . 

... and the way she [the nurse] behaved - "You came here for the 
test! Ah, let's go there" and when we went to the room she closed 
[the door]. "I don't want that you cry, people see you screaming 
when you get the result." She make me scared. .. I was in a panic 
because [she had said] "I don't want people to hear you crying 
when you get the results". It was why I refused. CalH-female 

Knowledge of the disease 

Knowledge of the disease was substantially shaped by participants' experiences 

in Africa where HIV infection frequently resulted in death from AIDS. Thus 

many participants recognised little distinction between HIV and AIDS. 

They asked me to check me for a disease. I didn't know it is HIV 
because I only knew it as AIDS ... I only knew there's AIDS, and 
wIzen you get AIDS you die. That is what I only k1Zew. 

KIH+female 
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A Kenyan participant who knew he was not infected reflected that his decision 

proactively to seek testing was in part accounted for by his knowledge of the 

disease. In particular he felt that his knowledge of the distinction between being 

HIV positive and having AIDS marked him out as different from other African 

people. 

I think [African people] don't know the difference between HIV 
and AIDS; so they assume if someone is prognosed to be HIV 
positive then he is definitely someone exiting there. That is like a 
death to them. K2H-male 

This view was borne out by others, and its persistence amongst African people 

once they had moved to the UK appeared to have a direct impact upon the 

attitude to voluntary HIV testing. 

Closely related to the way in which participants perceived the distinction, or lack 

of it, between HIV and AIDS was their understanding of disease presentation 

and awareness of hidden infection. It emerged that many participants did not 

know that infection with HIV often has a substantial asymptomatic phase. Some 

HIV infected participants were aware of this but this knowledge had mainly 

been acquired after they had been diagnosed. 

I think this HIVjAIDS is sort of deceitful. You feel OK, you don't 
feel anything even though the virus is living in your body. So you 
say to yourself" Oh I am fit and strong, I weigh this much, my 
skin is OK, so I am OK, 1'm not ill." In actual fact you are 
already infected... that is one big problem, because people think 
they are well and tl1£Y don't have the virus. ZilOH+female 

Without exception, participants known to be infected with HIV had been tested 

either through the antenatal programme, because their partner was known to be 

infected or because they had become unwell. None of the HIV infected 

participants had proactively sought HIV testing whilst asymptomatic. In 

contrast, participants who had a negative HIV status had sought testing whilst 

they were well, partly because they were aware that early HIV infection nlight 

not declare itself through symptoms. 
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Everyone looks healthy, but you don I t know inside, yeah, you 
don I t know inside. Zi2H-male 

Those who had been symptomatic prior to being diagnosed with HIV infection 

often accounted for their symptoms in other ways, at least in part because they 

did not recognise their symptoms as similar to those they had seen in HIV 

related disease in Africa. For example, one man who was feeling generally tired 

and weak put his symptoms down to stress and did not consider that he might 

be infected with HIV. 

I wasn I t thinking about it [HIV] cos I thought I would see 
symptoms coming out ... because I had no signs of any related to 
that I wasn I t thinking about it or expecting it ... these herpes and 
these other effects; this coughing and stomach pains and 
diarrhoea, running stomach. They are such things that I was 
expecting. Zi12H +male 

Even the considerable loss of weight and general malaise experienced by a 

Malawian participant was not recognised as serious disease, and it took further 

progression of the disease and admission to hospital before she was tested for the 

presence of HIV. 

What happened was I was losing weight but I didn I t recognise, 
didn I t bother, and I just thought maybe it was because of stress .. . 
but it didn I t bother me, I just thought, "Life in England is Izard .. . 
II m juggling between college and work, so life is just hard." 

MIH+female 

Awareness of risk factors for transmission 

Discussion around the risk factors for transmission of HIV was introduced by 

asking a general question about the ways in which infection could be 

transmitted. Without exception, all of the participants spontaneously referred to 

the possibility of the virus being transmitted during sexual intercourse. i\Jany 

participants associated an increased risk of transmission with a greater number 

of sexual partners, whilst a few participants pointed out that it ,yas not only the 

number of partners but also the likelihood that any individual paru1er had been 

exposed to the virus. 
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(The doctor] asked, "Have you been sleeping around?" I said, 
No, but you never know the person whom you sleep with; how 

healthy is she?" Zi2H-male 

Other routes of transmission were less consistently raised. Some mentioned 

exposure to infected blood, most notably through transfusions and contaminated 

needles. Generally, informants did not consider that transmission of the virus 

took place through social contact with an HIV infected individual, although one 

participant stood out as holding a contrary view. 

5.3.2. 

You need to take care of yourself ... if you go to the bar ... you 
need to be careful which glass you drink. You can catch disease. 

I1Umale 

Beliefs: health, religion and perceptions of HIV 

Health Beliefs 

The health beliefs of the African participants emerged as a powerful influence on 

their health seeking behaviour. Some participants highlighted that Western 

approaches to healthcare were different to those in their home country, and that 

there was sometimes reluctance to access doctors in the UK as a consequence. 

Participants who had been diagnosed with HIV had generally delayed accessing 

medical care, and this was not peculiar to HIV related symptoms. More 

generally, it emerged that African people perceived themselves to rely more on 

'natural' healing than medical intervention. 

African people, most of them don't believe in doctors because back 
home you've got these traditional doctors. So sometimes it's hard 
for us to just go straight to a doctor. If it's something like J've got 
a wound, I'll just want it to heal itself ... sometimes we will go to 
see the doctor when it's too late, when the treatment can no 
longer slow down the AIDS. We're not as quick as Europea1Zs or 
English when it comes to seeing the doctor. 51 Umale 

African herbal remedies continued to playa part in the system of health beliefs 

for some participants. One man from Ivory Coast spoke of his mother being a 

traditional healer, and of her having used sheep's horn and herbs from the forest 
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to make his hair grow. The continued belief in the value of African traditional 

medicine was underlined by their use in the UK. Thus a Malawian woman who 

had been diagnosed as infected with HIV initially used African herbs which she 

had sourced from home . 

... using African herbs, which I did send for [at] first ... I spoke 
to K and he said I shouldn't be using like them herbs whatsoever 
because they can affect sometimes the treatment. MIH +female 

Although the ongoing influence of African traditional medicine emerged clearly 

from many accounts, it was also evident that most participants were willing to 

engage with Western medicine. 

Spiritual Beliefs 

There was extensive discourse in a number of interviews around the practice of 

witchcraft in Africa, especially its expression in relation to HIV. A number of 

participants felt that these spiritual beliefs and practices continued to exert 

influence on African people living in the UK. Many participants spoke of the 

common association in their various countries of origin between HIV / AIDS and 

supernatural beliefs about being cursed or bewitched. Participants who reflected 

upon this commonly linked it to unwillingness by some African people to 

acknowledge that the illness being encountered was HIV related. 

If someone is ill, they never want to admit that you are suffering 
from AIDS .. . People think of witchcraft and whatever. You can 
just die or you can be very ill and then they say, /I She was 
bewitched by this uncle or this aunt, this whatever." 

Zi5H +female 

A Zimbabwean participant explained that in his home country, the belief in 

witchcraft and evil spirits remained common, and that he had personal 

experience of its impact on people's thinking, including his own. 

If you go to the witchdoctor, he will tell you thin~s th~t actually 
happened and things that will happen and sometzmes zt actually 
happens and you start to think, after all maybe there's powers, 
supernatural powers that are around that actually controls 
people's lives. Z17H+male 
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Although he perceived that for African people living in the UK, 'being away from 

their families and relatives it becomes less and less', he felt that these beliefs did 

persist to some extent and accounted for the delay by some African people in 

seeking medical help. Further, his view was that this was equally true for well

educated people like himself. 

While the influence of witchcraft may be less for African people who have been 

away from their country of origin for some time, it was clear that for some 

participants, continued contact with family at home led to ongoing exposure to 

these beliefs. Thus one Malawian woman, diagnosed with HIV infection, had 

been told by her mother that her ill health was a result of witchcraft. 

[My mother] was just, "Oh maybe you have been bewitched. I 
said, ilMum, come on. It's my blood. I have been diagnosed. And 
I'm lucky to be here that I'll be starting treatment." But she still 
won't see it ... It was like HIV is a force. MIH+female 

However, despite these apparent protestations, it subsequently emerged from 

her account that prior to being tested she had mused upon the possibility that her 

symptoms might be the consequence of 'being bewitched'. 

Belief in God 

Belief in God emerged as a strong theme across the interviews and the great 

majority of participants expressed religious beliefs. Most identified their religious 

belief as Christian, with one professing the beliefs of the Seventh Day Adventist 

Church. Mostly these participants identified with, and many regularly attended, 

a variety of Protestant churches, whilst a minority was Catholic. 

There are a number of churches, African churches here in Bristol. 
Really you see a lot of people; a lot of African people go to church. 
They really go to church. Zi2H-male 

It has been demonstrated previously that African spiritual beliefs, including 

witchcraft, continued to feature in the belief systems of some participants. Such 

traditional spiritual beliefs often co-existed with belief in God. Thus, the \\·oman 

171 



who spoke of her commitment to the Seventh Day Adventist beliefs had earlier 

in the interview expressed her own fear that she might have been bewitched. 

These frameworks of faith were felt by participants to be important to the 

conduct of their lives and a source of strength particularly for those participants 

who were HIV positive. 

You really feel sort of comforted you know. It really comforts me 
and I am positive about everything else. ZilOH+female 

Some participants experienced the sense of community through attending church 

to be helpful; being with other people could be a distraction from dwelling on 

problems. 

If I go to the church and meet other people and talk and talk, all 
those things they go off and then suddenly when you're alone 
again, they come back again. You start thinking hard which is not 
good for me, because when I'm thinking hard, I easily break down 
and I think of so many things. Zi4H +female 

Despite the benefit of talking to and being with others, it is notable that this 

woman, along with several other HIV positive participants, did not discuss their 

HIV status with others in their church community and therefore did not receive 

support and help from this source to meet their specific needs. 

A further dimension of spiritual belief in relation to HIV testing raised by some 

participants was the belief that religious faith was protective against disease and 

sickness. One Kenyan man expressed frustration with his fellow country people 

who, he claimed, often said they believed 'God cannot let me have it'. He went on 

to relate this attitude to the way in which HIV testing was considered. 

They say, "No me, me I got no AIDS. Just I believe in God,. I got 
no AIDS, and that's it." And that is why I have been trYl11g to 
tell people that it's not about God, it's a fact if you have AIDS or 
if you don't have it. K2H-male 
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Beliefs about HIV 

Participants' attitudes to HIV and testing for the virus were affected by many of 

their general health and spiritual beliefs. However, the interviews also revealed 

the existence of beliefs more specific to HIV. One commonly held belief about 

HIV was that it was a form of supernatural judgment or divine punishment. 

It's really just like if you've got HIV, they just think, "Oh you've 
got your punishment and that's it." MIH+female 

Within the interviews participants commonly reflected upon the beliefs they had 

encountered in Africa. Prominent amongst these was a persistent belief that HIV 

and AIDS do not exist. Whilst none of the participants identified with this view, 

there was often acknowledgement that it was widespread and not limited to 

uneducated people; even trained nurses were known to deny the existence of 

HIV. 

An explanation for some of this thinking was given by a number of participants 

who spoke of HIV and AIDS in Africa being seen as a Western conspiracy. These 

beliefs ranged from denial of the existence of a disease at all; through to believing 

it was a Western construct to limit African childbirth by enforced use of 

condoms, or a way of gaining money from selling western drugs to African 

nations. 

In much of the discourse around HIV beliefs it was clear that the participants had 

been exposed to many supernatural and other beliefs that related specifically to 

HIV. Some of these did not appear to influence the beliefs of these African 

people, for example the practice, mentioned by several informants, of HIV 

infected men having sexual intercourse with young girls in order to effect a cure. 

Other beliefs commonly held in Africa, such as the 'Western conspiracy' belief, 

and the reliance on supernatural forces did appear to have at least some 

influence upon the thinking of African people living in the UK and their 

willingness to undertake HIV testing. 

Most of them tlzey like to leave it to some sllpernatural thing. 
They don't want to have the test. K2H-male 

173 



5.3.3. Cultural influences: gender, sexual behaviour and 

relations hi ps 

Cultural aspects of gender 

A prominent theme that emerged across the interviews, especially those with 

African women, was the continuing influence of African cultural views on 

gender roles and behaviour. Many of the women talked about the power 

imbalance between African men and women. In Africa the women had 

commonly felt dominated and less powerful. 

Most men behave like .. .! don't know ... they are the leaders of 
everything and they can say anything, they can do anything, and 
they cannot be instructed about anything by a person. 

KIH+female 

Although this subject was raised by some African men, with one claiming that as 

a man it was right that he should do as he wanted, it was the women who spoke 

most often and most extensively on the subject. 

It only depends on yourself. You're the man, what do you want to 
do? IIUmaie 

Much of the discourse around the gender power imbalance arose in the context 

of discussion around current practice in Africa. However, it was clear that some 

of the women continued to experience its influence in the UK. It emerged during 

one interview that the participant, a married Zimbabwean woman, had taken 

part in the interview without her husband's knowledge and felt that he would 

not have permitted her to participate. She expressed anxiety that if he were to 

find out he would express his anger in violence towards her. It was for the san1C 

reason that she had been to the African women's support group on only one 

occasion and had deceived him about her whereabouts at that time. 

Sexual behaviour and gender 

According to the participants, attitudes to sexual relationships were often 

different for men and women. It was frequently felt that African n1en engaged in 
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multiple relationships, even when married and that this 'unfaithfulness' was to 

some extent an expression of culturally defined images of maleness. 

[Zimba~wean men] are highly unfaithful... Maybe that's a way 
of provzng they are men who do as their culture, I don't know, but 
they are unfaithful, they are very unfaithful. ZilOH +female 

This behaviour was related by a number of participants, both men and women, 

to being African, and was thought to be different to the behaviour of the 

indigenous male population. 

English men are different from African men, because African men 
always think that they should have like two or three partners. 

ZilH-female 

Cultural and gender related attitudes to condom use 

Many of the women spoke of difficulties in negotiating safer sex, framing this 

within the context of male power and dominance. Thus, whether or not a 

condom was to be used was frequently referred to as the man's decision and 

under his control. Within a marriage relationship it was asserted that, even 

knowing that the male partner was having frequent affairs, it was often 

impossible for a wife to insist her husband use a condom despite feeling that she 

was being exposed to possible HIV infection. For African women living in the 

UK these attitudes continued to have an adverse impact, especially if returning 

to Africa where these views remain prevalent. 

Men impose it on women to say, 11 If you are my wife, don't 
mention anything about a condom." If you mention a condom, 
he I s going to beat you up ... Like my sister went back home this 
year when I had already tested positive. So I said to her, "What 
are you going to do? You have been separated from YOl:,r husbm,ld 
for a year now, are you going to use a condom or not? She smd, 

11 1'm scared to mention that issue to him. " ZilOH +female 

According to many of the participants, the difficulty women faced in negotiating 

condom use was not overcome by living in the UK. What was seen as a culturally 

determined issue persisted in the relationships between African nlen and women 

in this country, with it frequently being seen as male 'refusal' and femdle 'lack of 
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choice'. Condom use, according to female participants, if it happened at all, was 

only likely to be agreed to on the first few occasions of sexual intercourse. 

In my culture if you meet somebody [you] use condom for one 
day, the man refuse to use it more than twice, so I haven I t got 
much choice. MIH +female 

Most male participants claimed to be in favour of using condoms themselves, 

whilst at the same time suggesting that other African men did not share their 

views, even suggesting reasons why this might be so. 

I know African men they don I t like to [use condoms] they 
normally call it it's like eating a sweet with its wrapper on it. 
Most of them don't fancy the idea of using a condom, but I had no 
problem with that. K2H-male 

Sex as a taboo subject 

Discourses around sexual activity and sexual history were prominent features of 

all the interviews. The extent of participant engagement in these discussions was 

remarkable given the cultural backdrop of sex as a taboo subject within many of 

the settings in which they lived prior to arrival in the UK. 

It's like almost a taboo ... a taboo, yeah. You don't talk about sex 
matters ... It's not like here in the Western world where sex is 
probably mentioned on the TV more than fifty times a day. 

K2H-male 

These African participants acknowledged the ongoing influence of African 

culture upon the way they felt about discussing matters of sex. With health 

professionals it was generally felt that discussion of sexual matters became easier 

with time. 

It was a bit difficult because when I registered with the doctor, she 
was asking me, "Are you having sex?" I just looked at her 
(laughing). And I said, "What?" And she said, "Gh, are you 
using any contraception?" But I just answered her l'ery qu~ckl,Y 
and then I thought of something straight away bec~use I dzdn t 
want to keep on saying about it. Z13H +female 
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Some participants noted that sex being a taboo subject might be a barrier to HIV 

testing. Discussing sex and related matters was considered impossible in public, 

or with friends. However, it was clear from the extensive interview discussion 

about sexual matters and HIV with the following participant that she was able 

and willing, in common with the other interviewees, to engage with these 

matters in the privacy of a one to one discussion with the interviewer, who she 

knew was a medical practitioner. 

In my country talking about sex is like a taboo, and you don't just 
talk about sex like people do here. You can't just say in public ... no 
even if, like, three, four people, you can't just be talking about sex, 
you know ... people will be thinking you are crazy. 

MIH+female 

Engagement with other Africans in the UK 

For some participants there was a desire to build relationships with other African 

people living in the local area; meeting with others from their home country it 

was felt, enabled a forum to talk about news and issues from home. For some, 

long hours at work and attempts to keep in contact with family at home 

precluded much time to socialise in the UK. Some of the participants spoke of 

their sense of isolation and contrasted this with the highly socialised way of 

living in Africa where everyone felt they were known and in turn knew many 

others in their circle. 

But here you can live in a street alone and live there five years 
and your neighbours won't still know you. ZalUmale 

However, many of the participants either did not prioritise social engagement 

with other African people or more deliberately sought to avoid them. Robust 

criticism of other Africans was apparent in a number of the interviews, along 

with a stated desire to keep distance between the interviewee and others fronl 

their country of origin. 

I try }lot to associate with Zimbabweans, becallse .Zil1~babwemls 
are dangerous (laughing) ... It's not dangerolls a; zn 'l'l~lell t, bll t 
t/ley mind other people's businesses. If YOll re dOl1lg your 
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progress, they're not happy, so they'll try by all means to bring 
you down ... they discourage in other words. Zi3H +female 

For this woman, as for some others, there was a reluctance to utilise the services 

of the voluntary agency in its attempt to bring HIV positive African people 

together for mutual support. Feeling unable to trust other people from their 

country of origin some feared that information about their HN status would 

reach their families and communities at home. Specifically, it was felt that it was 

safer to find support from people from African countries other than their own. 

5.4. Fear of disease and of others: stigma, risk perception and 

denial 

Fear emerged as an overarching theme across the interviews with African 

participants. There was a strong association between the experience of HIV in 

Africa and subsequent fear of the disease, and a relationship between the 

stigmatised nature of the disease and fear of the response of other people. 

5.4.1. Fear of disease and of death 

AIDS fatalism and the fear of death 

As discussed previously, the experience of HIV infection in Africa for many of 

these participants had often been one the inevitability of death following 

infection with HIV (see section 5.3.1). The association between HN and death 

was a prominent and consistent feature that many participants reflected upon in 

some depth. It was suggested by some that the subject of death, and considering 

one's own mortality, was in itself difficult for many African people to confront 

and that this 'African mentality' [K2H-male] was the backdrop against which HIV 

was regarded. Even so there was extensive discussion about the association 

between HIV and death in these interviews, with some participants using 

metaphorical dysphemisms to convey the strength of this perceived relationship. 

So if you're told you're HIV, the next thing you're waiting for, 
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you Ire waiting to die. You Ire just a moving grave. 

Zi3H +female 

... somebody [with HIVj is a living corpse. MIH+female 

... he was drinking poison, or we call it poison. Zi8H +male 

Fear of the disease as an inevitable death sentence was augmented by the belief 

that death associated with HIV was particularly painful. Thus, even those who 

did not expect an immediate demise often had extensive fears. 

I wouldn I t say I was expecting immediate death, but I know the 
death is painful. I have seen people dying of HIV in hospitals back 
home ... it is painful. I was really scared of that to be honest. 

ZilOH +female 

Many participants identified views of HIV as a death sentence to be a barrier to 

voluntary testing and it was felt that many African people living in the UK, 

without the benefit of engagement with HIV services and medical care, persisted 

in this view of HIV. One woman, for example, felt that fear associated with this 

belief was the greatest barrier to voluntary HIV testing for African people living 

in the UK. 

The thing is they fear very much but it is because they don I t 
understand. It is not because they are not ill or anything else and 
it is not because they know t/ley are sick, it is because of fear. 
Most of them it's FEAR because they don I t understand what it 
means. Many people understand if you are HIV you are finished 
and you are dead ... like me that was my understanding before. 

KIH+female 

Most of those who knew they were infected with HIV gained reassurance from 

accessing medical care and particularly from being made aware of the benefits of 

treatment, which modified their initial fears about death's speedy inevitability. 

This group of participants often stressed that their understanding that HIV did 

not inevitably lead to death was primarily gained as a result of engagement with 

treatment and subsequent to their diagnosis. They commonly felt that nlost 

Africans in the UK did not share their understanding that antiretrovirals can help 

to control the course of disease and considerably prolong life. 
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'" the impression they have is once theylve got the virus they are 
going to die - and very soon. Zi7H +male 

This was largely borne out in the interviews with participants who had not been 

tested for HIV, amongst whom there was only a single respondent \vho 

suggested that death from HIV infection was not inevitable. 

Fear as a barrier to HIV testing 

The majority of participants who had undergone HIV testing experienced it as 

highly anxiety inducing. Even those who had eventually learned that they did 

not carry the virus recollected the fear that they experienced at the time. 

. .. the first time I did the HIV test, yeah, my heart was in my 
mouth ready to explode because I did not know what to expect. 

Ca1H-female 

The reaction to recelvmg news of being infected with the virus was often 

overwhelming, with powerful emotions of shock, anxiety and fear. 

When I was told that I was positive. Oh gosh. I was just in shock 
really ... it did affect me mentally. I was very anxious and I ended 
up on Diazepam. I behaved very funny. M1H +female 

Often, participants who had eventually been tested for HIV as a consequence of 

developing symptomatic disease had delayed seeking medical help because of 

their fear of HIV. Some of those who had not yet been tested for HIV had 

previously considered voluntary testing but, being afraid, had put off testing. 

One man, for example, had considered an HIV test because he and his girlfriend 

were hoping to have children, but admitted that each time they discussed it they 

did not follow through on their intentions. 

I am scared because I've seen a lot of guys, girls dying ... we keep 
on saying II Let l s go II Then it just vanish all of a sudden. ~e jll~t 
donlt talk about it after ... II OK, OK, fine. Weill do It thzs 
weekend. II Or "Welll ring tomorrow. II But then, again, you stop 
talking about it. 51 Umale 

Knowledge of the benefits and availability of antiretroviral medications enlerged 

as an extremely powerful influence on the perceived relationship between HI\' 
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and death, and it was commonly believed that this knowledge could help to 

reduce anxieties around HIV testing. This is discussed more fullY in section 
.I 

5.6.1. 

5.4.2. Stigma 

Most participants raised the concept of stigma in relation to HIV and it was felt 

that it largely arose from the strong association between HIV and inevitable 

death. The stigmatised nature of HIV was in turn seen as a barrier to HIV testing. 

Thus, if the perceived link between HIV and death could be broken, it was 

suggested that HIV would be less stigmatised and more people would be willing 

to be tested for HIV. 

Some people actually can I t shake hands with you, they just try to 
avoid you ... All they think is, "OK, that's HIV, that's death." 
No one wants to come near you. So I think once that has been 
dealt with and people with HIV feel welcome in the society, they 
might actually help other people to share and to volunteer to go 
and get the test. Zi7H+male 

Stigma and isolation 

A powerful aspect of the stigma associated with HIV was the sense of isolation 

from others in society that arose when infected with HIV. This affected 

friendships and other close relationships, with some having been abandoned by 

their partner. Being known to be HIV positive was felt to have a dehumanising 

effect. 

African people ... don I t really give each other some respect about 
it. TIrey don I t see you like n human being after you 've told them 
that. TIrey take you like real junk. Zi4H+female 

Participants commonly expressed their sense that people infected with HIV were 

alienated from society, being held at a distance from normal social interaction. 

This feeling was not limited to experience in Africa but was also the expectation 

and experience in the UK. 

People won I t touclz you; they dOll I t want to touclz you witll n long 
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spoon. No, they won't want to touch you with a long spoon man. 
J7wt's a fact. NilUmale 

Stigma and 'promiscuity' 

In the discourses around stigma, there was extensive discussion about the 

presumed association between HIV infection and 'promiscuous' sexual 

behaviour. Participants who had not been tested together with those who had a 

negative test result generally emphasized this link. Those known to be infected 

with HIV more often placed emphasis on it being a perception, and wished to 

stress that their sexual history was not one of multiple risky sexual partnerships. 

I think the stigma really stems from the fact that people think you 
are promiscuous really. Zi9H +male 

'Promiscuity' was consistently described in negative terms such as shame and 

immorality and the assumed link between 'promiscuity' and HIV infection was 

thought to act as a powerful disincentive to being tested for HIV. Some felt that 

the fear of being labelled an immoral person made it preferable to 'stay not 

knowing' [Zi6H +female] whilst those who had been tested often did so in secret. 

If I told them [friends] I was going to have an AIDS test, they 
would probably take me as very immoral and probably start 
seeing me as a strange person. K2H-male 

HIV was seen as la dirty disease' [Zi13H-male], which attracted both judgement 

and condemnation. Often a person with HIV would receive little sympathy or 

support because of a belief that they had brought it on themselves, and because it 

was largely understood to be sexually transmitted. 

[The stigma] is still there; if I walked in a room and said I''l'e just 
been diagnosed with breast cancer, everyone would get IIp and 
give me a hug, give me a kiss or [say],"I' m so sorry" alld so on. If 
you got up and said you have HIV, I wonder !lOW 11lany peopl~ 
will get up and hug you. I think most people tlll11k YOll brought It 
on yourself. Za2H +female 

Amongst those who had not been tested it was generally apparent that slignla 

remained a barrier to testing. Even when it was perceived that it might he 
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possible to live healthily with HIV, when a diagnosis of HIV was not seen as an 

automatic death sentence, the attitude of others was still a very negative 

influence. It might be better not to know. 

5.4.3. 

It'.s a question .of "~ow will people take me?" because everyone 
WIll change theIr attItude towards you, how they will look at you, 
how they will talk to you ... You are still a person with AIDS, you 
can still live but I think it's not an easy thing to do ... and it 
would be best maybe it's secret or I didn't know. ZalUmale 

Denial and the perception of risk 

The interview accounts illuminated various ways in which participants viewed 

their own likelihood or risk of being infected with the HIV virus. It was 

particularly revealing to explore how people known to be carrying the virus had 

perceived their own risk status prior to receiving their diagnosis. It is remarkable 

how consistently most of this group had felt that they were unlikely to be 

infected. 

Participants used a variety of conceptual frameworks as the starting point from 

which to view their own risk. Thus, for example, the prominent concept of 

'promiscuity' as discussed previously (page 182) was a powerful 'benchmark' 

against which many attempted to assess their own level of risk. 

The moral filter 

It was common for participants to express a sense of certainty about not being 

infected because, in their own eyes, they had lived an upright and moral life. For 

example, one HIV infected woman had considered HIV testing irrelevant to her 

own situation precisely because she had not been 'promiscuous'. If her husband's 

AIDS related illness had not supervened she would not have proactively sought 

HIV testing. 

If G had not become ill and gone into hospital, wOll~d you lza-l'e 
considered an HIV test? IntervIewer 

No! III my case, no I wouldn't. I wOlildn' t haI'e .becallse it's 
something you know is sexually transmitted, then if YOll know 
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yourself I haven't been sleeping around in my life, so ... I tell even 
my friends 'when I was growing up if we were sort of talking 
things I'd say, "If HIV is coming from heaven, then I'll be having 
it but if it's not from heaven, then that's not for me." 

Zi5H +female 

The 'moral filter' was likewise present for many other participants, and acted as a 

barrier to HIV testing. In some cases the response was extreme, as in the case of 

an African woman offered an HIV test as part of routine antenatal screening . 

... so she was saying, "I cannot believe what they [the midwives] 
are telling me that I should have blood tested for HIV. Me? I' m a 
married woman!" That's what she said. "A married woman! And 
they think me I stand in the street?" ... That's what people think 
that if you've got HIV it means that you stand in the street. 

MIH+female 

Knowledge and beliefs 

Knowledge of disease and beliefs about supernatural and religious protection 

have previously been discussed (see pages 166 and 170). It is worth drawing 

attention again here to the impact that beliefs and knowledge have on the 

perception of individual risk. Thus for a person who believes in the supernatural 

protection of God, the reality of the risk their sexual activity has exposed them to 

is powerfully modified, with a commensurate impact upon the necessity they 

attach to being tested for HIV . 

. .. they say, "I believe God cannot let me have it." Although tJl£Y 
know that they have probably been having sex with more than 
two partners. K2H-male 

The health filter 

When considering the likelihood of being infected with HIV participants 

generally took their current state of health into account. As discussed on page 

167, there was often little awareness that HIV may have a relatively long 

asymptomatic stage. Thus, many of those who had never been tested and, prior 

to testing, nlany who subsequently tested positive for HI\, had considered (111 

HIV test unnecessary in tlle absence of what they perceived to be HIY related 
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symptoms. HIV testing was not seen as a screening test but rather its value was 

generally viewed through the filter of the individual's own state of health. 

At that time I wanted to consider an HIV test, I just think myself 
II Oh, what for? II Because I just say to myself" I am healthy. It's 
not imp~rtant.1I If y,0u're walking and you're looking healthy; 
your weIght seems fine, nice complexion .... (laughing). At least 
you can do this and that; very active. So there wasn't any reason 
for you to think you're positive but... Zi3H +female 

Although this woman, based on her own health assessment, did not feel it 

necessary to seek HIV testing proactively, she was subsequently found to be HIV 

positive as a result of routine antenatal testing. She reflected on how fortunate 

she had been to be tested. 

I just say to myself," Oh C [baby] is my saviour really" because if 
it wasn't for him I wouldn't have been tested. So I keep thinking 
he is my saviour more than anyone. Zi3H+female 

The distancing filter 

Although there was generally a high level of awareness of the prevalence of HIV 

in Africa and of the high risk of transmission of HIV for those who had lived in 

Africa, often there was an attempt to distance oneself from this when considering 

risk at an individual level. Amongst those who had been tested for HIV this had 

frequently been a factor in delaying being tested. The prevalence of HIV in the 

community was compartmentalised as other people's problem, at some distance 

from the individual's own life and situation. 

Denial 

Most people know it's there but not in their lives. It's nothing to 
do with them. It's other people's problem, immoral people, people 
who have got social problems. Zi7H +male 

Denial emerged as a prominent theme, which was reflected both in discussions 

about perception of risk and in the recollections of immediate response to 

diagnosis. Denial was a powerful influence on those who had been at risk of 

infection, resulting in the setting aside of an intention to seek HI\, testing. 
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You keep. on hoping for the best even though you know you have 
been at rzsk. A.t the back of your mind you keep thinking, "Oh I 
have been at rzsk, maybe I could be lucky I'm negative"... Back 
home when I saw my friend dying of the disease I thought about 
it, but then I said, "I think I'm OK, let me just leave it. " ... at the 
time when I came here I was convinced I was negative. 

ZilOH +female 

Several participants mentioned the approach of 'hoping for the best'. Even 

participants who recognised that they had been at substantial risk of contracting 

HIV continued to deny the possibility. One participant, who had not been tested, 

reflected on his sexual history and recognised that he had been careless. Even so, 

he desired to turn away from the possibility, suggesting that he could not be hurt 

by what he did not know. 

In Africa I was careless, I was careless. There are certain things 
that I even think about it today and think did I actually sleep with 
that person? ... When you are a photographer, you get a lot of 
challenges, so it was hard at that time. SlUmale 

A lot of challenges? Interviewer 

You meet a lot of girls who want you to take their photos for free 
so ... Most people they just hope for the best, you know there's a 
saying that what you don't know doesn't hurt you. 

SlUmale 

In contrast to the widespread denial around the possibility of being infected, 

some participants spoke in terms of facing up to reality and of wanting to know 

their status. This was the minority view and was seen mainly in those 

participants who had proactively sought HIV testing, although some of those 

who had tested positive for HIV spoke with hindsight of the benefit of facing 

reality. 

I always thought that I was exposed to it because. wlzell I. was 
living with my husband he used to cheat on me .,. 11l my 11l111d I 
always thought maybe I was at risk. That's why I had to do tlze 
test because I really wanted to know and I had to prepare myself 
for anything. ZilH-female 
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5.5. Opportunities for testing: how, why and when? 

Participants were asked about their knowledge and use of medical services in 

general, and more specifically about how and where HIV testing can be accessed. 

Participants who had been tested for HIV in the UK were encouraged to describe 

the process and experiences involved, whilst those who had not accessed testing 

were asked how they might proceed if they chose to seek HIV testing. In their 

accounts many participants expressed the overarching struggle associated with 

decisions to be tested for HIV, the whole process often being seen as a 

psychological battle. 

5.5.1. 

Oh God, it's not easy, it's not easy. It depends how your heart is, 
how your challenge is, but Oh God no! It's not easy! 

NaIR-female 

Access and structural barriers 

Registration and appointments 

The way in which health care is provided in the UK was thought to be confusing, 

especially in the early months after arrival in the UK and, for some it had meant 

delay in registering with a doctor. Some participants felt that the process of 

registering with a GP required a lot of effort. Sometimes it was difficult to 

register because certain practices were not accepting new patients. For one 

African woman who was pregnant this was a particularly difficult situation. 

Despite her attempts to register with a GP to enable monitoring of her known 

thyroid condition, it was relatively late in her pregnancy when she eventually 

accessed medical care. Diagnosis of her HIV infection status (and access to 

treatment) was therefore at a late stage of pregnancy. 

Getting a timely appointment with a doctor was presented by a number of the 

participants as a difficult issue and for some it was implicated in the delay in 

obtaining a diagnosis and appropriate treatment. This applied both to 

appointments with GPs and the genitourinary medicine clinic. One t\lalawian 
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woman recounted the difficulty she had in getting to see her GP even when she 

was very sick, resulting in self-treatment for presumed malaria although it 

eventually transpired that her symptoms were related to HIV infection. 

I did make an appointment with the GP but I was supposed to go 
there after 2 weeks. I suffered, "gosh this is just too much." So by 
that, I did take the malaria tablet called Fansidar. MIH +female 

Some of those who had been tested had been directed to the genitourinary 

medicine clinic rather than being offered the test directly at the GP practice. 

Accessing the services of the genitourinary medicine clinic proved consistently 

difficult, and waiting times for appointments for HIV testing through the 

genitourinary medicine clinic were seen as a real barrier to testing. It was 

difficult for participants to live with the anxiety of waiting to take an HIV test, 

once they had decided it was important for them to be tested. For some, the GP 

was seen as a way of accessing earlier testing, although this route was by no 

means taken by all. 

I went there [GU clinic], but they say I should book an 
appointment and for that month t/ley were fully booked until the 
next month ... And I said: iiOh no, it's too long, I need to know," I 
was really anxious to know ... and then I decided to go to my GP 
and he said, iiIt's all right, we can do it here". Zi2H-male 

The route to medical care 

Ease of access to medical care was raised as an important issue because it was 

sometimes the case that there was little determination among participants 

requiring testing to follow through on their limited desire to test. 

Okay, it's not something I'd want desperately, so I wouldn't pU,t 
much effort, if I can't find it once I probably wouldn't look fO,r zt 
again, but the first place I will go to is a hospital or somethzng, 
yeah. ZalUmale 

It was suggested by some that knowing where to go was the most important 

consideration in improving the uptake of HIV testing. 

It's knowing where to go, knowing what to do wIzen you feel, do I 
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really have It? ... but honestly if you know where to go ... that 
would be the greatest help that can be offered. Za2H +female 

It emerged from some interviews that the likelihood of a person proacti\'ely 

seeking testing varied at different times, depending on the state of mind of the 

individual. It was suggested that in order to confront the possibility of being HIV 

positive, one needed to be feeling strong, and it was at these times that it was 

important to capitalise on the willingness and desire to know one's status. Thus, 

waiting for an appointment could be a major barrier, and uptake might be 

improved if it were possible to walk into a clinic and ask to be tested at a time 

when that person felt ready to do so. 

Fright is a major factor here ... but then I think everybody should 
be able to walk into a clinic and say "I feel good tonight - test 
me." That's my honest belief that everybody should be able to. 

NilUmale 

Immigration status and entitlement 

As has been mentioned previously, immigration status may be a barrier to 

accessing care because of fear of being identified as living in the UK illegally. It 

was suggested that some African people would be unlikely to access any 

statutory service. 

I know they are living here, they hide, they don't come out. They 
don't... they can't even face somebody like you, because tJl£Y are 
here illegally. KIH +female 

However, issues around immigration status in relation to entitlement to free 

NHS treatment were rarely raised during the interview discourses. It was not 

raised spontaneously by any participant in relation to HIV testing, and was 

discussed by only a small minority of those receiving treatment, although none 

had faced the situation of treatment being denied them. 
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5.5.2. The doctor patient relationship 

The interviews explored participants' perceptions of health care professionals, 

both in primary and secondary care. The perceived quality of the relationship 

between doctor and patient varied enormously across the participants, with a 

considerable number recounting negative experiences that had undermined trust 

and confidence in their doctor. These accounts focused on issues relating to HIV 

testing but also included broader encounters with health professionals. These 

perceptions are of relevance to HIV testing because, when negative, they 

diminish the likelihood of future engagement with health services. 

Someone would go to look for help but you know the treatment 
you get and the responses you get tluy might put you off and you 
decide, iiWhat's the point?" Zi6H+female 

Confidence 

Participants expressed mixed feelings about how much confidence they had in 

their doctor in general, and specifically how they viewed the competence of 

doctors in relation to HIV. These perceptions varied widely, both in relation to 

individual doctors and to clinical setting, whether primary or secondary care. 

For example, some spoke with confidence about GPs' knowledge, and felt that 

they could rely on receiving the correct advice and information, sometimes 

specifically referring to HIV testing. 

So I didn't know where to go, but instead I just knew if I go to the 
GP then automatically I will get the information. ZilH-female 

Others were more critical, with several participants complaining about a 

perceived lack of engagement by their GP with their symptoms. It was a 

relatively common perception that a standard response by GPs is to prescribe 

painkillers, with the result that participants felt they were neither fully heard nor 

were their concerns taken seriously. 

NHS doctors don't do no cluck up anyway. All they do is 
prescribe paracetamol and ?anadol for you. NilUmale 
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At the more extreme end of the spectrum of VIews, there was very little 

confidence in either primary or secondary care doctors. While poor regard for 

NHS doctors in general was a minority view, it was clear that a substantial 

number of participants had, on occasion, questioned the competence of 

individual doctors at specific points on their medical journey. 

... half of the G Ps don't know an ythin g . " you go to a llOspi tal 
you expect somebody to be intelligent, somebody who knows 
something ... there's not education enough within the service for 
them to know exactly what is treatable and what is not treatable. 

M2H+male 

Doctor power and control 

The theme of doctor control was prominent in a number of interview accounts. 

Participants felt that the doctor directed the sequence of events and expected 

patients to comply. For example, blood tests, including HIV testing, were not 

presented as an option for discussion, but as a requirement. 

[The GP] asked if I'd been tested when I was in Congo or when I 
came here. I say, "No" They say, "You must be tested." 

ColH-male 

Similarly, participants felt that it was usually the doctor who decided on a course 

of action or treatment, with inadequate explanation about why this was 

necessary and lack of recognition of the patient's anxieties. One participant gave 

the example of receiving a telephone call from her GP in which she felt forced to 

comply with the doctor's wishes, despite her fears and lack of understanding of 

the reasons for the suggested course of action. 

He said, "Could you please pick up your bag and meet me on 
[Hospital l-ward] within an hour?" You know, working. as a 
health care assistant, I've heard people talking about [Hospztal 1-
ward], saying it's for people with HIV and AIDS. I started 
shivering. I was so scared. Zi4H +female 

A strong feeling of anger towards their doctors emerged from son1e inten"il'w 

accounts. A substantial minority recalled consultations in which they felt their 

views had been dismissed, with the doctor's agenda being the dri\"ing force. i\ 
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recurring issue was the belief that participants were not being told all that there 

was to know, that they were being 'kept in the dark'. For example, se\'eral felt 

that doctors were withholding information relating to results of investigations. 

One woman spoke of her surprise at discovering that the referral she had been 

promised was actually for HIV testing at the genitourinary medicine clinic. 

So appointment came and I was surprised that the address there 
was saying STD clinic in [Hospital 5]. Well I went there and tlze 
first leaflet I saw, it was like everybody who comes here should 
have their syphilis and HIV test and the Hepatitis test. So now, I 
was getting quite anxious because why did not she tell me what's 
all this about? ... But the thing which annoyed me a bit - I know 
she tried her best, really I do appreciate what she did - but tlze 
time she did refer me she didn I t, I don I t know whether sIze was 
scared to tell me about HIV thing ... That's the only part, which I 
IDasn I t happy about it. MIH +female 

Feeling that the doctor knew more than they were revealing led to some 

participants feeling even more anxious. For some this was compounded by the 

terminology used by doctors. Even so, participants often showed understanding, 

making allowances for the seemingly inadequate communication. The 

participant above was generous in her gratitude and belief that the doctor was 

doing her best. Others participants suggested that their doctor's actions might 

have been an attempt to protect them from anxiety. Attempts to rationalise the 

behaviour of GPs may have arisen from participants' awareness that the 

interviewer was herself a GP. This issue will be discussed more fully ill 

Chapter 6. 

Trust and understanding 

Being able to trust their doctor emerged as an important issue in many of the 

interview accounts. Notwithstanding the previous examples, many of the 

African participants felt that they could trust their doctor, and described a \"ery 

good relationship with their GP in which they felt they could discuss any lllatter 

in confidence. 

I know if I tell him my problem lze won't go and tell someone 
NalH-female 
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In contrast to some of the more negative experiences, many participants spoke 

warmly of the relationship with health professionals and valued the support they 

had received. 

So I just explained it to him, the situation. He was really good 
actually. He was really good. Zi3H +female 

Being understood and listened to was an important aspect of a good relationship. 

Many of those who had been diagnosed HIV positive spoke warmly of their 

interactions with nursing staff in particular, although this was not universally the 

case. 

They are very supportive because they know this is a disease 
which is very stressful, and the nurses there are very good and 
they are sort of encouraging you, talking to you. Zi5H +female 

The nurses were horrible, they were! If I was late, 5 minutes for 
my appointment tlleY wouldn I t see me. Yeah, they were horrible, 
but the doctors were all right. Za2H +female 

The majority of participants had found at least some supportive health 

professionals who they could 'really open up to' [Zi9H+male] and had 

encountered compassion in some of their relationships with doctors and nurses. 

Generally, participants who recounted bad experiences had subsequently found 

alternative, more supportive care. 

Racism 

Some participants raised the issue of race as a prominent feature, which 

profoundly affected how they felt they were perceived and treated by health 

professionals. One woman from Zimbabwe, for example, felt that her country of 

origin was a label that she carried, with insensitive discussions about her 

between medical staff, focussing on her race more than on her as a person. 

The first question that Dr X asked me, was, "Hal'e YaH been back 
home recently to Zimbabwe?" I said, "Yes." And then h~ loo,ked 
to his colleague and t/zen they shook their heads ... I Jc~t Jll~t 
because I was from Zimbabwe, Dr X, wizen he came Wltl! IllS 
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colleagues, every morning when it's the doctors' roulld ' [,ke 1 ' , one lS 
1 re atzng my history to the other doctors, junior doctors, 

student,s or whatever, who tell them that this is a 30-year-old girl 
from Zzmbabwe. Recently she's been back from Zimbabwe, so, so, 
so, so, so. Zi4H+female 

For another Zimbabwean woman, the reportedly racist comments directed at her 

by her GP led to a complete break down in the relationship. Subsequently 

discovering she was infected with HIV she felt unable and unwilling to return to 

her GP, believing that she would not be treated well. 

I ~ctually got upset because he says to me, U Oh, these people from 
Zzmbab'we /I bu t he didn't elaborate what he wan ted to say... It 
made me feel sort of being sectioned or being degraded, it was 
humiliating. Yeah, I didn't like it. Even up to now he doesn't 
know but maybe it's because I don't want him to know. I would 
rather look for another CP because I don't know how he would 
treat me if he gets to know that I am HIV positive. 

ZilOH +female 

Although such poor treatment was the experience of the minority of participants, 

with the extreme represented above, it was not an isolated experience . 

5.5.3. 

... and if a CP cannot touch you, then they are in the wrong 
place ... maybe it's a cultural thing as well. Maybe they don't like 
Black people, I don't know ... this is here in UK. Yeah, so don't go 
around looking for the CPs I've met. M2H+male 

Symptoms, sickness and missed opportunities 

The participants represent a wide range of experiences relating to the process 

and outcome of HIV testing, with some remaining untested for HIV at the tinle of 

interview. The majority of participants known to be infected with HIV eventually 

underwent testing as a result of illness, some at the instigation of and by the GP, 

some at the instigation of the GP through the genitourinary medicine clinic, sonle 

directly at the instigation of the genitourinary medicine clinic, and sotne as 

hospital inpatients having either been admitted by the GP or through the 

Emergency Department. Almost universally it emerged that there had been some 

delay in testing and missed opportunities for earlier HIV testing, \\'ith 
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consequent low CD4 count at diagnosis and for some, lengthy undiagnosed 

suffering and long hospital admission. A summary of the HIV testing process for 

each participant is shown in Appendix 4. 

Whilst delayed diagnosis can, in part, be attributed to denial and lack of 

knowledge for example (see sections 5.3.1 and 5.4.3) many participants would 

have responded positively to timely discussion of HIV with health care 

professionals. 

Missed opportunities 

African participants known to be living with HIV were asked to recount the 

process by which their HIV status came to light. It emerged clearly from the 

majority of these accounts that participants had often been in contact with 

medical services, most frequently a GP, on a number of occasions in the months 

prior to their diagnosis. From several accounts it was evident that there had been 

repeated visits to the GP with substantial ill health that did not, apparently, alert 

the medical practitioner to the possibility of an underlying diagnosis of HIV 

infection until months had passed. In some instances the patient's illness became 

so severe as to necessitate hospital admission and it was later still before an HIV 

test was undertaken. 

I was passing urine with blood all the time. It was for about five 
or six months. And I kept going [to the CPl. It was like I was 
going every other week if not every week with the pain. 

Zi6H +female 

Some participants felt that an opportunity for earlier testing was missed by their 

GP because they were given an incorrect diagnosis to account for their 

symptoms. For example, one participant was told that she had asthma and 

attended the surgery's asthma clinic regularly for a period of several months, 

despite her deteriorating symptoms of tiredness, coughing and loss of weight. 

Her condition declined for a period of months before the combination of being 

seen by a different GP and developing 'black marks all O1'er my legs' [Zi-lH+fenlale] 
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led to her admission to hospital and eventual diagnosis during three months of 

hospital stay. 

Although not universally the case, most participants who had not been tested for 

HIV were also in contact with medical services. Thus, even though not attending 

with possible HIV related symptoms, for these people too there had been missed 

opportunities for HIV testing. Indeed, one participant had believed that 'routine 

blood tests' at the GP surgery had included a test for HIV, although it is unlikely 

tha t this was in fact the case, as the subject had not been discussed and there had 

been no consent given. Even so, having assumed that these tests meant that he 

was HIV negative, he stopped using condoms with his regular sexual partner. 

Sickness and suffering 

The missed opportunities for earlier HIV testing and diagnosis had an inevitable 

impact on those who suffered HIV related illness and yet remained undiagnosed. 

Despite repeated visits to seek medical help some participants continued to 

suffer pain and illness. Eventual lengthy hospital admissions might have been 

avoided or at least shortened and their illness might have taken a less severe toll 

on them if diagnosis had been earlier in the course of disease. 

I think if I had it [the HIV test] sooner, I think I couldn't have 
gone maybe even in hospital ... I think even maybe I wouldn't have 
even gone crazy (laughs). MIH+female 

Whilst the potential for avoidable suffering was most marked in those who were 

eventually discovered to be carrying HIV infection, it also emerged that missed 

opportunities for testing resulted in a degree of mental anguish for other 

participants too. Some felt that not having immediately available access to testing 

caused stress. It has previously been noted that participants referred to the need 

to I grasp the moment' whilst they were feeling strong, but that access to HIV 

testing at the genitourinary medicine clinic was often difficult because of limited 

appointment availability (see page 187). Thus, it might be several n10nths later, if 

at all, that HIV testing would be accessed. For example, one participant \\'ho had 

been at high risk of infection through multiple casual sexual partners in Afric(l 
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had asked his GP about HIV testing for himself and his girlfriend and had been 

directed to attend the genitourinary medicine clinic. Although he had been ready 

to be tested on the day he first discussed it with his GP, he remained untested b\' 
.I 

the time of the interview, which was three months later. 

Determination and resolve 

Commonly, those participants who had proactively sought HIV testing 

expressed their sense that determination had been an important feature, with the 

decision to test being described by some in terms of a battle or a struggle within 

themselves, which they eventually overcame. 

I think this fighting within my heart had been going on for quite 
some time, "Get tested. Don I t. Get tested. Don I t. Go and see 
someone." You come to the pain t where you say, "That lsi t, [' II do 
it" Za2H+female 

In addition to resolve, some participants felt they had needed to be persistent in 

their encounters with their GPs. Persistence was a feature for some of those with 

undiagnosed illness, but also emerged in the accounts of those who received a 

negative HIV test result. One woman who had nursed her house mate and fellow 

asylum seeker through her AIDS related death described her fear of having been 

infected and what she felt to be a subsequent battle with her GP to access HIV 

testing. 

First of all they refused, they didn I t want...I insist, I was there 
every week and then the third week they accept to give me the 
tests. CalH-female 

On the other hand, where resolve faltered, the diagnosis and appropriate 

management of HIV infection was severely impeded. This is well illustrated by 

the account given by a Zimbabwean participant who had been suffering fron1 

general malaise for two years, during which time he had not followed through 

on his intent to register with a GP and access medical help. Following the onset 

of weakness and chest pains he had, on the advice of a friend, eventually 

attended the genitourinary medicine clinic. Although an HIV test had been taken 
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in July he had not returned to the clinic to be told his test result was positive until 

December, having put the issue out of his mind by attending parties and heayy 

drinking even though he had been unwell. 

A doctor wouldn't be any help because I wasn't going to really 
concentrate on what I was saying to him. So I said, "Let me 
wait". I said to myself, iiI will call them." I kept on saying, iiI will 
call them, call them, call them" till Christmas Eve when I decided 
to contact them. Zi12H +male 

It emerged during the interview that he had spoken to no one of this news, and 

that he had subsequently not attended his hospital appoinbnent for confirmatory 

tests and assessment. At the time of the interview (nine months after the initial 

HIV test) he was waiting for a further follow-up hospital appoinbnent. Thus, 

without appropriate resolve, the necessary follow up and management may not 

be followed through. 

Reflections with hindsight 

Within the interviews with HIV -infected participants there were reflections, with 

hindsight, on the process of testing. Many recognised that their knowledge of the 

disease and available treatments had been altered by the engagement with 

medical services their HIV status had necessitated. 

Maybe I'm saying now because you know I've been through it. 
Zi6H +female 

Participants who were HIV positive almost invariably held that they would have 

sought testing sooner if they had known what they now knew. Many expressed a 

desire to encourage others to seek earlier testing, and not to wait until the\' 

become unwell. 

I'd honestly encourage them to get tested, because whether y~ll do 
it now or later you still find out anyway because you III get Ill, so 
you'd rather do it now when you don't have allY permanent 
damage to your health. Za2H +female 

Some of those who had sought medical advice, but for whom the diagnosis was 

delayed, felt that they had been let down by clinicians. It was in1plicit in thl'ir 
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reflections that they blamed their doctors, at least in part, for some of their 

suffering. 

If they had pursued the tests then, I think the earlier the better. 
Because it took me six months still in pain here and there, so I 
was not well really those days. Zi6H+female 

On the other hand, some HIV positive participants had been identified through 

voluntary HIV testing offered as a result of routine practices, such as the 

antenatal screening process and partner testing. These had been diagnosed prior 

to the development of illness and expressed gratitude that they knew their status 

and could access treatment. 

I think that was something like a blessing in disguise, because at 
least now I know II ve got this disease, which needs these tablets. 

Zi5H +female 

5.6. Improving uptake: knowledge, targeted testing and the 

role of primary care 

Previous sections of this chapter have considered the barriers to voluntary HIV 

testing that emerged from the African participant interviews. This section will 

draw together views of participants on ways in which some of these barriers 

might be overcome. The experience of many participants was one of late HIV 

testing and consequent prolonged illness and lengthy hospital admission. Others 

remained without having been tested, whilst some had sought HIV testing and 

been found not to be infected with HIV. The perspectives of these different 

groups were explored in relation to overcoming the barriers to testing they had 

faced or currently faced. Participants were asked both general questions about 

what might have helped them to earlier HIV testing, and specific questions 

relating to the possible role of primary care in improving the timely uptake of 

HIV testing. 
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5.6.1. Knowing the benefits 

Participants felt that to encourage the uptake of HIV testing, and most especially 

prior to the onset of HIV related symptoms, it was crucial that African patients 

know the benefits of early diagnosis. The experience of HIV in Africa had 

commonly been that there was little, if any, advantage in early diagnosis (see 

section 5.3.1). The majority of HIV infected participants had received their 

diagnosis relatively late in the disease process with HIV testing prompted by ill 

health. They only knew the benefits of HIV testing after diagnosis, and it was 

commonly felt that earlier knowledge of benefits might have prompted earlier 

testing. 

Maybe if you said to me, /I Oh A, are you prepared to go for an 
HIV test because there are advantages A, B, C, D, E" I would 
have definitely gone for the test. ZilOH +female 

Participants who had proactively sought HIV testing cited a variety of benefits as 

having influenced their decision to undertake the test, whilst those who 

remained untested at the time of interview displayed less knowledge of the 

advantages associated with earlier diagnosis. 

Treatment 

Participants who were aware of the availability of antiretroviral medication 

consistently felt that treatment availability is a powerful incentive to timely HIV 

testing. Not all participants had knowledge of the existence of medications that 

modify the course of the disease process (see page 164). In some cases knowledge 

of treatment was gained during the interview and rapidly became an incentive to 

test. For example, one South African participant expressed surprise when it 

emerged during the course of the interview that medication existed that could 

f th d d th o k ledge made a substantial alter the course 0 e isease, an IS new now 

difference to his attitude to being tested for HN. 

1'111 quite shocked. I never knew there was a treatment. SlUmale 

Does it help? Interviewer 
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Oh yeah, !t does ~ecau~e '" I believed that once you've got AIDS 
then you Just Walt to dle, or tll£Y give you painkillers or whatever. 
I don't know any treatment and I haven't 11£ard of any 
tr~atn:ent ... maybe ~O% don't know there is treatment ... [my 
glrlfnend] no, her slster, no, her friend of her sister, no. They 
don't know there's a treatment that can slow it down no, no, no 
it's a definite no! SlUmale 

Across the range of interviews there was a strong feeling that the benefits 

afforded by treatment needed to be emphasized, along with the need for 

treatment to be started before the 'immune [system] has already been shattered' 

[K2H-male]. Some participants felt that appropriate medication, started in a 

timely manner, had the advantage of avoiding complicating illnesses, the effects 

of some of which may be irreversible, as was the experience of a Zimbabwean 

participant who remained in hospital with cerebral lymphoma and CMV retinitis 

at the time of interview. Thus whilst having access to treatment following HIV 

testing was of real benefit, it was seen as especially important to emphasise that 

the greatest advantage is to be gained from early testing, prior to the onset of 

symptoms. 

Planning for the future 

Many participants felt that knowing one's HIV status enabled planning for the 

future. One student, who had tested negative, had in part been prompted to 

establish his HIV status because he believed that if he were infected the financial 

cost of his studies 'would not be worth it, to spend a fortune' [K2H-male ]. More 

commonly, participants felt it was beneficial to know their HIV status in order to 

ensure a more healthy lifestyle if they were infected with the virus. However, 

one participant expressed a strong contrary view, believing that when looking to 

the future it was preferable not to have a diagnosis of HIV hanging over him, 

until illness necessitated the need to know. 

The moment you know it's a U-turn... You ca1l't do anything, 
you Call' t eat, you can't sleep, you have 110 relationship, you dOll' t 
want to go to work... So wJzat's tll£ benefit of putting somebody 
in that position unless tll£Y are sick? M2H+male 
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A number of participants felt that there were particular benefits to HIV testing at 

the point of making a long-term commitment to a partner. It was commonly felt 

that before considering marriage it was advantageous for both partners to be 

tested. 

If you intend to have a serious relationship, like getting married 
or trying to have a baby I think it's advisable for one to find out 

Zi7H+male 

Effecting change 

An important consequence of undertaking HIV testing was the change in 

behaviour and lifestyle that ensued, both for those who were found to be 

carrying the infection and for those who were not. If infected, participants 

thought it valuable and possible to adjust diet, exercise and stress levels to live 

more healthily and consequently improve the prognosis. 

Some participants felt that if a person knew they were HIV positive it would 

have benefit to others through the use of safer sex and limiting the spread of 

disease. 

I think it is a good idea to know your status, how you are, so that 
if you have it you can prevent it to spread to the next person, so 
that you can take care of yourself better and eat good food so that 
you can keep healthy. Zi2H-male 

For those who had received a negative test result there was often a very real 

sense of relief. Some spoke of the psychological benefit of no longer having to 

live with uncertainty. Even those who found they were infected with the virus 

were sometimes relieved to know the facts and then be able to deal with the 

reality. 

I know where I stand. I am HIV. It's not going to change. So 
what I think about now is looking after myself [' m not worried 
about anything else now. Zi5H+female 

Whilst people who discovered they were HIV negative felt relief, they did not 

feel that this led to complacency or more risky sexual behaviour. On the contrary, 
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advice given as a result of post-test counselling was seen as useful in effecting 

behaviour change, especially as the prospect of repeating the process of HI\, 

testing would not be taken lightly. Some recognised the presence of past risk

taking behaviour which might have resulted in contracting the virus, seeing a 

negative test result as fortuitous and an opportunity to avoid future risk. 

It's like you have managed to cross a river of crocodiles, but don't 
attempt to cross yourself back again to the other side because you 
never know when the crocodiles will be awake (laughs) ... Never, 
never think of crossing back simply because you have managed to 
cross it this time ... don't do anything that will find you on the 
wrong side. Zi13H-male 

Raising awareness 

Participants often felt strongly that there was a publicity vacuum about the 

benefits of timely HIV testing. Several participants suggested music as an 

effective medium for communicating messages about the benefits of timely HIV 

testing. Others spoke of the lack of general advertising and advocated amongst 

other ideas, advertising on billboards and posters in doctors' surgeries. The 

television was cited by many as a powerful medium through which to 

communicate the benefits of testing to African people. 

5.6.2. 

I think the best way that you can do it is to make a documentary 
on the telly. It's quite scary ... the majority of Africans are the 
one's who are HIV positive. So a documentary every now and 
then ... saying, iiIt's very difficult to realise that you're HIV 
positive, but something can be done before it's too late." I think it 
would be really helpful. Zi3H +female 

Targeting, compulsion and discrimination 

Within each interview the subject of targeted HIV testing was discussed at some 

length. In cases where this topic did not emerge spontaneously from the 

participant, he or she was asked to express views and feelings about being 

offered a voluntary HIV test on the basis of having lived in Africa. These 

d·, only linked to tlle participants' o\\'n experiencl's of HIV ISCUSSlons were comm 
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in their country of origin and to their perceptions of the high prevalence of HI\' 

in African countries as discussed in section 5.3.1. 

Racism and discrimination 

Perceptions of racism were raised by many of the participants in relation to HIV. 

The impact of perceived racism upon the doctor-patient relationship has alread,' 

been discussed (see page 193). Even if they had not personally experienced 

racism, participants commonly felt that racist media portrayals of African people 

as health tourists and as sources of infection pervaded societal attitudes and 

acted as a barrier to HIV testing. Discussions about targeted voluntary HIV 

testing therefore explicitly explored perceptions of discrimination and racisnl. 

Generally it was felt that the advantages of timely HIV testing for African people 

made the offer of such a test acceptable. 

I can't feel bad because the one who is telling me to do test is 
helping me because if I know I am HIV positive, the earlier I know 
the earlier I get treatment. So it can't be difficult or bad to ask me 
such a question. KIH +female 

The offer of a test based on country of origin was also acceptable to those who 

had not, at the time of interview, undertaken an HIV test and it was felt that it 

would encourage testing. 

Yeah I wouldn't even hesitate ... I wouldn't look at it [as racist] , 
because if anything, it's concern and I'd know my status ... There 
is no other place which is as bad as Africa wIzen it comes to 
medical issues and health, so it wouldn't even cross my mind. 

ZalUmale 

Whilst, several participants acknowledged that some African people might not 

feel entirely comfortable with an offer of testing that was linked to their country 

of origin, only a small minority felt that targeted voluntary testing was 

unacceptable on the grounds of perceived racism. When explored further, the 

participants who held this view tended to accept the general prenlise of 

. d . k . t d Wl·th Afrl'ca but recogru'sed that even faced with SUdl mcrease ns aSSOCla e 

facts, a 'gut reaction' might be one of offence. 
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It's a fact, it's a real factual thing that is really truthful ... but it 
would be a bit offending in a way to say, uYou are from 
Zimbabwe ... " Of course, the fact is true. You know it's just like 
uYou are ugly." I know I am ugly, but if you were told by 
somebody uYou are ugly" it offends you (laughs). That's the real 
thing, that's the truth that is there. But someone doesn't want to 
listen to the truth, that's the real thing. Zi13H-male 

Overall, the African participants in this series of interviews were clearly ill 

favour of offering voluntary HIV testing to African people in a targeted way and 

in contrast to the above participant, there were even calls for a bullish approach. 

It's not at all [racist}. Anyway it's a fact that people from Africa 
are the majority [of] the HIV positive and everybody knows [that} 
and you know, it's really high time that people should realise 
something must be done. Zi3H+female 

Communication and information 

Good communication emerged as a prominent concept across the range of 

interviews and was seen as key to overcoming possible feelings of discrimination 

in relation to targeted voluntary HIV testing. Participants stressed the 

importance of how the subject was introduced, discussed and positioned. 

Particular emphasis was placed upon the need for the health professional to 

communicate that their motivation was the patient's best interests. 

The approach is very important. If a GP approach the person and 
tell him not only because he come from Africa but we want to keep 
everyone healthy, we want to do HIV testing so that when we are 
treating you we can know what we are treating, I think it is 
good ... We just want the people from Africa who are living in this 
country to be healthy because they are here. KIH+female 

Consultation style and the doctor patient relationship were considered to be 

important aspects of effective communication. It was felt, for example, that if an 

African patient felt relaxed with their doctor they would be much more likely to 

consider the offer of an HIV test made to them by their doctor. 

Some doctors when they're talking to you they're like serious, 
tlzey look straight into your eyes, like what Chris Ta:rt~lZ~ does on 
"VV/1O WOlltS to be a millionaire" and if the doctor smd zt 11l sllch a 
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way, I would definitely say no, but you know if they say it in a 
more relaxed way, just a general talk... Like I say, it's the 
approach; the way it is said. The way it is said is really to me 
really important. Zi3H +female 

Providing impetus 

There was widespread recognition that many African people I need a push, people 

need to be reminded that this is important' [ZilH-female]. Participants felt that being 

offered an HIV test opportunistically might encourage earlier HIV testing and 

avoid late presentation of disease. Particularly in situations where self perceived 

risk was low, it was felt unlikely that an African patient would proactively seek 

HIV testing. 

So if a GP has got someone who is coming from a country which 
has got high risk of HIV, I think it is a good thing because ... like 
in my case I was saying I will never ever get tested, only if it 
[HIV] was coming from heaven. So someone like me will be 
saying the same thing, not knowing. Zi5H +female 

Some participants who had never tested for HIV felt they would be more likely 

to seek a test if they had cause to think about HIV. Even giving general 

information about HIV within a clinical consultation was seen to have a 

potentially beneficial effect. One Zimbabwean respondent drew a parallel with 

the interview experience, which he felt had influenced him. 

So what would encourage you to think about getting tested? 
Interviewer 

I should think, encouragement...I mean it's like talking, just like 
what we are doing right now. It like brings it to the forefront of 
your mind to say, "Hey, I never thought of that, I'd better start 
thinking about it and get myself tested, yeah." ZillUmale 

Choice and compulsion 

There was extensive discourse on Issues around choice and compulsion and 

these issues mainly arose spontaneously during discussions around targeted HI\, 

testing. To varying degrees, five participants called for compulsory HIV testing 
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for people whose country of origin IS ill Africa. Three of these called for 

compulsory testing at port of entry, whilst stipulating that it should not be used 

as a basis for allowing a person into the country. It was further suggested by one 

of these participants, that port of entry testing should be extended to include 

British citizens who had stayed in a country with high HIV prevalence for more 

than a certain length of time. Compulsory HIV testing in pregnancy was 

advocated by one participant whilst another put a case for performing an initial 

HIV test on African people without their specific knowledge or consent. 

However, more generally participants placed great emphasis upon the need for 

patient choice. Most respondents felt that the acceptability of targeted HIV 

testing was incumbent upon it remaining a voluntary procedure. 

I think if a GP explain to someone, uThere' s a problem in your 
country, in Africa, of this disease, why don't you think about it? 
It's not I'mforcing you but why don't you consider having a test 
because that will save your life" Zi5H+female 

It was generally accepted that some African people might decline to be tested for 

HIV even if clear information had been communicated in an appropriate way. 

However, respecting the patient's choice remained important in the view of 

many, with some feeling that an initial refusal might not be the final outcome of 

the consultation . 

. .. tell him, uYou see that map? You come from this region. This 
region is of a higher risk. Would you be willing to take a test?" 
and then if he says no, you just give him lots of pamphlets telling 
him what is HIV, how it can be treated, how it is good to know 
earlier than going there late .... he would probably get the point 
and come to you later as an individual case. K2H-male 

Overcoming 'HIVexceptionalism' 

Although it was clear from many of the accounts that the diagnosis of HIV 

continues to present particular challenges, it is interesting to note that some 

participants attempted to normalise the infection. They drew a parallel between 

the higher prevalence of HIV in Africa and that of certain other diseases such as 

Hepatitis B infection and sickle cell disease. For these participants, their response 
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to being offered an HIV test of the basis of their country of origin was shaped by 

their previous experiences with these other diseases. 

Th~t woul~ ha~e been o.K, yes, e~~n when I wanted my Hepatitis 
B Jab vaCCInatIOn he sazd to me, Oh you come from Zimbabwe, 
you might have been exposed to this Hepatitis B so I will take a 
sample of your blood to see if you have been exposed" That didn I t 
offend me. They did the test, and then he said ""No, you1ve not 
been exposed." Then I was vaccinated. ZilOH +female 

Similarly, one participant had previously been identified as a sickle cell carrier 

and felt that the higher risk of HIV that African people had been exposed to 

should be seen in similar way. 

5.6.3. 

To me, I don I t find it offensive. It's just like the sickle cell 
anaemia. Like I say, people from Africa, you are more prone to 
have it because of where you came from. So I'm not offended by 
that. Zi3H +female 

The role of primary care 

Much of the discussion about the acceptability of targeted HIV testing was set in 

the context of primary care, and to some extent the case for primary care's role 

has already been established. However, it emerged that the participants' 

experiences of GPs had been mixed and thus their views on the role of GPs and 

their staff in the process of HIV testing were probed more fully. Clinical practice 

varied across the range of GPs encountered by these participants, with some 

undertaking HIV testing in their surgeries, some preferring to refer the patient to 

the genitourinary medicine clinic to be tested and some apparently not engaging 

with possible HIV disease at all. Even so, where there had been experience of 

perceived poor care it was commonly the case that an alternative GP had been 

seen and on the whole, participants were satisfied with the relationship with 

their GP. 

The suitability of primary care as a testing site 

Despite the difficult route to HIV testing that some participants had experienced, 

with a number of exanlples of perceived poor treatment having been cited (see 
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section 5.5) it was widely held that primary care is a suitable place for the HIV 

testing needs of African people to be addressed. In principle, notwithstanding 

examples of seemingly inadequate practice, participants were keen to see GPs 

discussing HIV with their patients and giving appropriate information and 

advice. Indeed, some participants felt that GPs were ideally suited to this task 

because of their accessibility and profile. 

Everyone knows about CPs. When you Ire feeling unwell you go 
to see the CP. I think if CPs were the initial ... even if they didn I t 
do the testing, you mention it to the CP, the CP directs you to a 
place where to go, or they can do the testing. Za2H +female 

The extent to which participants felt it was appropriate for their GP to be 

involved in ongoing HIV care after diagnosis varied considerably. Some of those 

who had not been tested, or who knew they were HIV negative, assumed that 

the management of HIV would largely take place within primary care. On the 

whole, these participants expressed considerable confidence in the competence of 

GPs in relation to HIV. 

CPs give you the way forward [they] tell you, "This is the status, 
the way forward now is to live like this, your type of food you are 
supposed to be eating is like this. This will keep you healthy. 
There are dos, and don'ts and just abide to those." (sighs). Maybe 
we will be the first ones to die, us the healthy ones and others will 
still be alive (laughs). Zi13H-male 

There was more consistency across the interviews regarding the actual delivery 

of the HIV test. Although a few felt that it would be acceptable for the initial 

discussion to take place within primary care and the testing to take place 

elsewhere, the great majority felt that the both the pre-test discussion and the 

HIV test should be provided seamlessly, with practice-based testing being 

available in each GP surgery. 

I think if I was sure to get tested at the [CP surgery], I think. it 
would have been much better than me going all over the place, lzke 
sending me to STD clinic. I really, I really, really was annoyed. 

M1H+female 
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Publicity and confidentiality 

The issue of confidentiality was widely raised, with participants feeling that it 

was extremely important that the results of their test would not be known by 

anyone other than their doctor or people they chose to tell. It was felt that 

reassurance was needed in order to encourage African people to undertake HIV 

testing. 

I think people are afraid of the confidentiality... if their test 
comes, saying that this person is HIV positive, they think maybe 
it will be known by everybody .... People need to be told that it's 
confidential and nobody else has to know about it. It's only 
between you and your doctor. ZilH-female 

Some participants felt that a GP's surgery is a good place both to advertise the 

availability of testing and to provide reassurance regarding confidentiality. The 

use of maps highlighting high prevalence areas of the world and posters 

providing information about the benefits of early testing would be appropriate in 

waiting rooms and clinic rooms of doctors' surgeries. At the same time it was felt 

that it could be made clear that the results of any test undertaken would remain 

confidential. 

If they made it confidential and advertised it ... surely anyone who 
walks into the surgery can read it's there and we do also offer you 
know HIV like pregnancy test, they advertise on TV .. . blue line 
you're ok, red whatever, pink, something like that. If they 
advertise something like that, and you go to the CPs, they say, 
well we'll do it in confidence, you don't have to worry about 
confidentiality, I think most people would come forward to do it. 

Za2H +female 

HIV testing for newly registered patients 

The majority of participants were registered with a GP and within each interview 

the process of registration and seeing a doctor or nurse for the first time was 

discussed. Some participants spontaneously referred to these new patient 

consultations as an opportunity for African patients to access HIV testing. It W{lS 
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felt by some that being offered an HIV screening test along with other routine 

urine and blood pressure checks might make testing an easier prospect. 

I think the first time you register with a GP, that's the best time 
to say, ilLook while you are here, would you like maybe to ... " 
Because normally when you go to the GP, I used to have urine 
tests and some other specimen. I think that's the best time when 
you're just registering with the GP, to say, ilHang on, if you're 
from this country, can we do this test as well." MIH+female 

It is noteworthy that a similar, spontaneous suggestion was made by one African 

participant who at the time of interview had not undertaken HIV testing. 

When you go and register with a GP, it's like they will test you 
for sugar diabetes, like taking your urine sample. If you could also 
ask, as a GP, ilI've got to know your status. I'm checking for 
your diabetes in you, I might as well check for AIDS" ... there's 
no way I could have said, ilNo I don't want I" so if by then I was 
tested that could have been one year, eight months earlier than 
now. ZillUmale 

Where participants did not spontaneously raIse the subject of new patient 

registration as an opportunity to improve the uptake of HIV testing, they were 

specifically asked for their views. Most felt it was a good idea and volunteered 

that they would have been likely to agree to an HIV test if it had been offered at 

such at time, with appropriate explanation and choice. The new patient check 

was thought to be an ideal time to screen for HIV because whilst patients often 

register while feeling well, they are unlikely to attend for a further consultation 

unless they are sick. 

... because most people wouldn't be willing to just to go if they are 
not unwell, because you only go to see a doctor when you're 
unwell. When you are OK you just don't want to know really. 

Zi6H +female 

A small minority of patients were reticent about new patient HIV testing. It was 

suggested that it might be preferable for a GP to raise the subject with an African 

patient at a later time, once a relationship of trust had been established. 

: ... it's like now I know [my GPJ, she knows me, we call talk, I 
can talk anything that I want. I have got that confidence in my 
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GP be.cause ~hat relationship. has come. So it's like as time goes 
on, t.hzn~s wzll ~e able ~o be ~zscussed ... but on first instance, just 
comzng zn, that s my first tzme to see you and you introduce thnt 
to me, already that gives me that inferiority complex. 

Zi13H-male 

However, on further reflection the participant above felt there was a time 

advantage to offering an HIV test at the initial consultation, recognising that 

there might be considerable delay before the next consultation. As long as there 

was good communication and the patient retained autonomy, it was felt that the 

advantages outweighed the disadvantages. 

The problem is how later is later? Maybe the client won't come 
back until after six months ... It's OK, let us introduce it there nnd 
then ... if things need to be done, let's call a spade a spade, that is 
that and it depends what the client either accepts or not - up to 
you. Zi13H-male 

5.7. Concluding comments 

This chapter has presented the main themes around HIV testing that emerged 

from the interviews with African participants. African people from a range of 

sub-Saharan African countries and with a variety of personal, family and 

educational backgrounds participated in the interviews. In particular, the 

interviews included African people with a range of experiences of HIV related 

care in the UK; people who had been tested for HIV and knew that they were 

infected with the virus, those who had been tested and knew they were not 

infected as well as a number of African people who had not been tested for HIV 

and were therefore unaware of their HIV status. Many of those known to be 

living with HIV infection had discovered their status at a relatively late stage of 

disease, as the result of illness and possibly avoidable hospital admission. 

The complexity of life and the struggle to manage the competing priorities of 

work, accommodation, finances and immigration status for example \\'ere a 

prominent factor in the timing of access to health care and to HIV testing in 

particular. Thus, for these African people, barriers to timely HIV testing are not 
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isolated from the other demands and challenges they face in their daily lives but 

are set within and modified by the context in which they live as migrants in the 

UK. 

Whilst the present challenges of living as a migrant in the UK influenced the 

uptake of voluntary HIV testing, so too did past experience of HIV in their 

country of origin. Negative experiences of HIV in Africa profoundly influenced 

understanding of, and feelings about, HIV for these participants. Fear and 

fatalism relating to HIV was a prominent theme across the range of interviews. 

Whilst a prominent feature in all accounts, many of those who were receiving 

HIV related care reflected on how fear of the disease had been modified by 

greater knowledge of antiretroviral treatment. Indeed, complete lack of 

knowledge of disease modifying drugs emerged as a modifiable barrier to HIV 

testing in some of those who had not accessed HIV testing. 

The ongoing influence of Africa extended beyond knowledge and experience of 

HIV. Cultural and spiritual beliefs continued to exert a powerful influence on 

many of the participants, with HIV testing and health care in general being 

understood within an often complex construct that incorporated beliefs that were 

often sustained by continuing contact with family in their home country. 

Opportunities for improving the uptake of timely HIV testing by African people 

have been outlined. From the interviews it emerged that offering targeted 

voluntary HIV testing to African people based on their country of origin was 

broadly acceptable. As long as the benefits of early HIV testing are 

communicated well, and provided that patient choice is respected, participants 

generally felt that the offer of HIV testing would be well received. Further, it 

emerged that primary care was seen as a suitable setting for HIV testing to be 

carried out and with certain provisos, HIV testing linked to new patient 

registrations in general practice provided an ideal opportunity to overcome some 

of the barriers for African people. 

The next chapter will provide further interpretation of the key findings from this 

series of African participant interviews together with interpretation of the results 
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of the interviews with professionals. It will consider the findings in the light of 

the published literature, provide further reflections upon the methodology of the 

study and consider possible implications for policy and practice. 
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CHAPTER 6. DISCUSSION 

6.1. Introduction 

The aim of this study was to consider potential opportunities to improve the 

uptake of voluntary HIV testing in UK African communities by exploring the 

factors that lie behind late and undiagnosed HIV infection in this group. The 

study has focused on African communities outside of London; in recent years 

increasing numbers of African people have settled outside of the capital and the 

prevalence of undiagnosed infection in African people is higher outside London. 

It has considered the perspectives both of professionals and Africans living in the 

city of Bristol and findings from interviews with each of these two groups have 

been presented in Chapters 4 and 5. 

The purpose of the current chapter is to draw together, compare and discuss the 

two sets of findings, interpreting them in the light of the literature and 

identifying the key common issues to emerge from the study as a whole. It will 

also consider the relationships and tensions between the two data sets. 

The research process as a whole will then be considered with reflections on the 

methodology and methods adopted. The quality of the research will be 

evaluated, including an assessment of its strengths and limitations, and issues of 

reflexivity will be noted. 

Finally, the chapter will consider the possible implications of the findings for 

policy, clinical practice and further research. 

6.2. Key findings and their relationship to the literature 

Before considering the key findings from the study as a whole, it is important to 

I · h' b tw the two sl'ts make some more general comments about the re ations lp e een c 

of data. 
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6.2.1. The relationship between the two sets of interviews 

An important aspect of the current research was the attempt to explore issues 

around HIV testing from the perspectives of different individuals involved in 

this process. Undertaking an HIV test is not done in isolation by African people 

but involves the professionals who provide the service. For this reason both 

professionals and African participants were included in the study in order to 

gain as full a picture as possible of the HIV testing process for African people. 

This appears to be the first qualitative study to include a range of professionals 

involved in HIV care of Africans in the UK and therefore the first time attention 

has been paid to the level of emotional engagement professionals feel with their 

patients, their own vulnerability in the relationship, and the strength of feeling 

and sense of injustice expressed. 

Professionals, as is apparent from their accounts in Chapter 3, were not 

dispassionate or uninvolved in the drama. Rather, their accounts were often 

emotionally driven and grounded in personal experience of relationship and 

involvement with African people. Thus, although the interviews with 

professionals served partly to I set the scene' they were not purely objective and 

factual accounts. The data presented in this thesis demonstrate the importance of 

their personal attitudes and values; professionals were more than mere suppliers 

of information. Their interpretations of the issues involved were necessarily 

shaped by their personal feelings, which in turn were influenced by their 

engagement with African people. 

Similarly, some of the accounts from African participants were shaped by their 

encounters with health professionals and other specialists in HIV testing and 

care. For example, participants who were known to be infected with HIV were 

generally in contact with a variety of professionals and these relationships 

influenced, to at least some extent, the way they approached their diagnosis and 

in turn their views on HIV testing. 
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It is perhaps important to note that at least some of the participants in each group 

were known to each other. The sample of professionals was deliberately selected 

to include the key people involved in the delivery of HIV services in Bristol and 

therefore included many of the clinicians currently delivering care. The 'circle' of 

professionals involved in HIV care in Bristol is reasonably small, and 

professionals participating in the study were therefore likely to know each other. 

One of the challenges of conducting this research outside of London was the care 

that needed to be taken in reporting the data to minimise the identifiability of 

participants. It also followed that HIV infected African people were receiving 

care from a small pool of professionals. Although for reasons of confidentiality 

the names of clinicians were removed from interview transcripts, a number of 

African participants made direct reference to the care they had received from 

clinicians who the researcher had previously interviewed. It is also worth noting 

therefore, that although professionals tended to stress their commitment to and 

concern for African people, the experiences of individuals who had acrnally been 

under their care were not always consistent with this. 

The themes emerging from the professional and African interviews were closely 

linked. Whilst partly arising from the interview chronology, it also reflects the 

attempts made by professionals to understand the worldview of African people, 

with this desire apparently borne out in empathy, support and not uncommonly 

an attempt to advocate on their behalf. However, as many of the professionals 

recognised, their understanding of their African patients is often partial and 

limited by a western medical perspective. Whilst acknowledging that, for 

example, African spirituality, health beliefs and culrnre all exert an influence 

upon African people and impact upon the HIV testing process, the nature of 

these beliefs and the ways in which they exert their influence were often poorly 

understood by professionals and served as a source of frustra tion to them. 

In terms of chronology, for the most part the interviews with professionals 

preceded those with African participants. This allowed the issues raisl)d by 

1 b brought m· to the subsequent discussions with .Africans tt) professiona s to e 
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explore directly some of the perceptions of professionals regarding the needs and 

beliefs of African people. This was instructive in highlighting the agreements and 

disparities between professionals and their African patients and the particular 

issues around which differences had not been fully appreciated or 

misconceptions had arisen. 

The specific tensions and areas of agreement between the two sets of findings 

will be explored further below in the discussion of the key findings that emerged 

from the study as a whole. 

6.2.2. Discussion of key findings 

The impact of late diagnosis and numerical increase 

This study provides corroboration for the widely reported increase in the 

number of newly diagnosed HIV infections in black Africans in the UK.9;66;282 

Professionals in this study remarked upon the dramatic impact of the increasing 

number of HIV diagnoses in African people upon their own work over recent 

years. 

Since HIV infection was first identified in the UK, most HIV prevention, care and 

research activities have been focused in London and there has been little research 

into the HIV prevention and care needs of Africans living in settings where 

community groups and services are less well established.24 Yet in recent years 

African people have settled outside of the capital in increasing numbers, partly 

as a result of the government's policy of I dispersal'. This study has contributed to 

understanding the impact of the increasing burden of HIV disease in Africans 

settling outside London by exploring the pressures on services and the 

professionals who provide them in the city of Bristol. It points to the increasing 

pressure upon HIV treatment services and drug budgets in a city with a 

population of 380,000, which has witnessed an increase of 60% in its black and 

minority ethnic population between 1991 and 2001.25 
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The increasing burden of HIV infection in African people impacts not only upon 

the individuals who are infected but also upon those who provide care for them, 

and this study has highlighted not only the increased workload but also the 

emotional burden on professionals involved in their care. Findings from this 

study begin to bridge the gap that has existed in understanding the needs of 

service providers who are charged with providing HIV prevention and care 

services for increasing numbers of African people in settings outside of 

London. 24;125;128 

Much of the body of research about HIV and African communities in Britain has 

been quantitative and has highlighted both the increasing number of infected 

individuals and the tendency for Africans to present later in the disease than 

their white counterparts.10;13 The literature suggests that some hospital 

admissions amongst those diagnosed late in the course of infection might have 

been avoidable and draws attention to the financial cost of this to the 

NHS.138;189;196;196 However, whilst there is recognition of the detrimental impact of 

late presentation on individuals as a result of potentially reduced effectiveness of 

antiretroviral medication,6 there has been little emphasis upon the effects on 

individual African people from their own experience and viewpoint. This thesis 

contributes to a broader understanding of the impact of late diagnosis of HIV by 

examining the personal accounts of African patients who have been affected by 

late diagnosis; hearing the stories of extended hospital admission and lengthy 

illness, and highlighting the psychological and physical cost of avoidable 

morbidity. 

Being an African and a migrant: the contribution of context 

A number of studies have highlighted the multiple challenges and hardships 

faced by many African people who have migrated to the UK and in particular 

that those living with HIV often face their diagnosis on a background of 

uncertain immigration status and financial insecurity.125;137;144;157 This thesis has 

examined the relationship between multiple competing priorities and the delay 

219 



in accessing HIV testing services. For many African people, life is complex and 

issues arising from economics, employment, family, housing and immigration 

status all compete with health care for attention. 

Anderson and Doyal found that many HIV-infected African women living in 

London had past experience of stressful life events.144 The present study of men 

and women confirms that many African people had a background of profoundly 

traumatic life events including rape, incarceration and violence against 

themselves and their families. Further, the strain of having left family at home 

and, for some, anxiety regarding their safety, was an ongoing feature of life. For 

all these reasons African participants in this study often did not prioritise their 

health, sometimes not seeking medical care until symptoms became prominent 

and interfered with daily life. 

Much of the literature in the area of HIV has focused on black Africans as if they 

were a homogenous group, whereas this population is diverse with many 

communities of varied ethnic identities, cultural practices, languages and 

religions.166 However, whilst it is undoubtedly true that there is heterogeneity 

within UK African communities, this study found that a number of common 

issues were consistently raised by African people across a range of countries of 

origin. Indeed, many participants expressed a clear sense of I African' identity; 

often participants from a variety of countries spoke of I people from Africa', and 

made generalisations about the continent. Although there is a danger of 

oversimplification in presenting the findings as though they arise from a 

homogenous group, there appear to be enough stable properties to warrant 

considering an I African perspective' where appropriate. 

Professionals recognised that there are some common issues for African people, 

and that HIV prevention and care services must be sensitive to these needs. 

According to professionals it is inappropriate to attempt to translate services 

originally established for gay men to African people. It may be also be 

inappropriate to adopt models used with Africans in London to settings outside 
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the capita1.22;24 The findings of this study suggest that the experience of being an 

African migrant in the setting of Bristol might be different to that in London 

given that communities were less well established, with more limited community 

support and possibly a greater sense of isolation. Arising from concern for their 

African patients who face difficult and often multiple challenges and recognising 

the lack of community support in Bristol, professionals in this study aimed to 

show compassion and concern, attempting to be flexible and supportive 

including sometimes assuming an advocacy role. 

This thesis has confirmed the findings of other studies that African beliefs and 

culture exert a powerful influence on African people in the UK.124;167 It develops 

these findings by examining in more detail their relationship with perceptions 

and experiences of testing for HIV. Many of the African participants maintained 

regular contact with family and friends in their home country, often by telephone 

and email, with the effect of reinforcing belief systems established in the country 

of origin. Thus, beliefs about traditional medicines and for some, spiritual beliefs 

relating to witchcraft, continued to influence attitudes to health and health 

seeking behaviour.169 Cultural norms around sexual activity, the aversion to 

condom use and the difficulty faced by women in negotiating safer sex were all 

apparent.166;167;195 Professionals recognised that there were aspects of African 

beliefs and culture that they did not always adequately understand and that 

could present problems in their relationship with African people. In particular, 

even experienced sexual health clinicians found difficulty in discussing sex with 

African clients and sometimes struggled to understand their worldview and their 

health beliefs, with some deliberately attempting to 'Westernise' their African 

patients. 

This study supports findings in other recent studies of African people living in 

the UK regarding the importance of religious, most often Christian, 

beliefs.124;144;158;159 Belief in God was cited as an important source of strength and 

the church played an important social role in the lives of many. HOV\Tever, there 

was some suggestion that faith might act as a barrier to HIV testing for some if 
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they held an unswerving belief in the protective power of God or saw seeking 

treatment as evidence of lack of faith in God to heal. Corporate faith and church 

community were often not as important as sources of comfort and support as 

personal faith and prayer, confirming existing findings that HIV-infected 

individuals were often reluctant to disclose their status to their church 

communities.IS7;161 

One of the most profound ways in which being African impacted upon attitudes 

to and likelihood of undertaking voluntary HIV testing was the past experience 

of HIV in Africa. Without exception, all of the African participants had personal 

experience of the devastating effect of HIV infection upon family and friends in 

their home country in a setting were medical care and access to antiretrovirals 

was, at best, limited. Recalling these experiences had a powerful negative 

influence on the volition to voluntary testing for many, so that only their own ill 

health would be an eventual driver for testing. 

This study provides evidence to suggest that limited knowledge of medication 

that can modify the progression of HIV infection may be hampering the uptake 

of voluntary HIV amongst Africans in the UK. Contrary to the claims of an often 

hostile media that migrants from Africa are 'health tourists' whose intention is to 

seek NHS treatment,lSS this study found that many African participants did not 

appear to know much about the benefits of HIV treatments. Much of the 

knowledge of antiretroviral treatments was gained after diagnosis of HIV 

infection and some of those who remained untested were unaware of the 

availability of treatment. However, African people who had chosen to be tested 

and were found to be clear of the virus were mainly well informed about 

treatment availability. This may be important because it is this group of people 

who, by definition, undertook testing without having developed HIV-related 

symptoms. With the exception of one HIV infected participant who was 

diagnosed through antenatal screening and one as the result of 'partner tracing', 

others who had been tested for HIV and been found to be positive had done so 

relatively late in the course of the disease as a result of symptom development. 
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To encourage testing prior to symptom development, the findings of this study 

suggest that greater awareness of the benefits of treatment may be beneficial, 

thereby reversing the sense of hopelessness associated with HIV infection that 

arises from experiences of the disease in Africa. 

Fear as an overarching theme 

Fear was the most pervasive theme to emerge from this study, being central to 

perceptions of HIV and testing. Many of the barriers to HIV testing among 

Africans relate to fear of the disease itself, especially a belief in the inevitability of 

imminent death, a finding that is mirrored in other research.157;181 However, the 

fear expressed by African participants, and recognised by professionals, was 

broader than the profound fear arising both from the disease itself and the 

anticipated reactions of other people because of the stigma attached to HIV and 

AIDS. For many African people, much of life was marked by fear and anxiety: 

fear of possible deportation and a related fear of official services; fear for family 

in potential danger in their home country; fear for those on medication that they 

may face a future without medication if returned to their country of origin; 

anxieties about finances, jobs and accommodation; fear for their children; and 

fear of discrimination and racism. 

Some professionals elucidated their own fears, in particular recognising their 

discomfort in dealing with people whose beliefs and culture they felt they 

inadequately understood. There was anxiety for the well being of their patients 

and, for some whose training and experience was less extensive, anxieties related 

to the management of HIV itself. In particular, it emerged that for some 

professionals there was a fear of being perceived as racist that translated into 

caution in the relationships with their African patients, and their willingness to 

invite Africans to be tested for HIV. 

HIV is highly stigmatised in UK African communities and the negative impact of 

stigma has been reported by a number of authors.137;H-l;187 This study has 

developed these findings by examining perceptions of stigma in relation to 
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decisions and processes around testing for HIV. Many African people who 

undertake an HIV test are understandably anxious about the process and 

outcome yet few will find help or support from friends or family at this time. 

Even being known to take an HIV test is potentially stigmatising because of the 

strong association of HIV with 'promiscuous' sexual behaviour. Thus many do 

not disclose that they are undertaking testing, thereby being denied potential 

support of family and friends at a time of heightened anxiety. 

The impact of perceived stigma upon disclosure was underlined in this study by 

the high proportion of participants who had not disclosed their status to more 

than one or two people beyond their health care providers. At its extreme, one 

participant had kept a provisional diagnosis of HIV infection entirely to himself 

for a number of months and had not even returned to clinic for confirmatory HIV 

testing or ongoing management, disclosing his provisional diagnosis within the 

interview, presumably feeling it was a safe environment in which to express his 

fears. 

Perceptions of risk 

For an individual to decide to seek HIV testing they first need to appreciate 

either a change in their health status (in which case the disease is already likely to 

be relatively advanced) or a transmission risk. The way in which individual 

African people perceive their risk of being infected is often much more complex 

than a construct in which the level of risk is directly related to the number of 

sexual partners and episodes of unprotected sexual intercourse. Corroborating 

the findings of other studies that indicate Africans who are HIV positive have a 

low self perceived risk, this research found that African participants who were 

carrying the infection commonly did not expect their diagnosis and were often 

profoundly shocked by their HIV test result.157;181;195 The findings of this study go 

beyond those of previous research by identifying a number of risk 'filters' that 

appear to be used by African people in assessing their own likelihood of being 

infected. 
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There is some research evidence to suggest that uptake of voluntary HIV testing 

by Africans is increased in association with a past diagnosis of a sexually 

transmitted infection or with having an HIV -infected partner, whilst in one study 

it was found not to be associated with high risk sexual practices.167;195;196 Health 

professionals in the current study reported an often-substantial mismatch 

between their assessment of transmission risk and the patient's self-perceived 

risk. This finding was borne out by the African participants; many of those living 

with diagnosed HIV infection confirmed that whilst they had not thought 

themselves to be infected prior to receiving the test result, with hindsight they 

acknowledged that there had been sexual activity that had exposed them to risk 

of transmission. 

Self-perception of transmission risk by African people is therefore likely to be a 

significant obstacle to voluntary HIV testing if that testing relies upon a request 

coming from the individual concerned. It follows that improving the uptake of 

voluntary HIV testing may require health professionals to offer it more routinely 

and proactively. 

The doctor patient relationship 

The perceptions of African participants regarding medical services and their 

relationships with medical practitioners varied widely, and this is consistent with 

the differing findings of a number of studies.140;144;165 A number of participants in 

the current study felt that their medical care had sometimes been inadequate, 

and there were occasional reports of their needs having been met with hostility 

and discrimination, serving to undermine trust and confidence in their doctor. 

Criticisms were levelled at both primary and secondary care practitioners and 

variously directed towards medical and nursing staff. Particularly strong feelings 

were expressed in relation to health professionals who did not share decision

making or give full information. African patients wanted their doctor to be open 

with them, to share information and to treat them with respect. 
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However, these criticisms were not universal and the majority of African 

participants had found at least some supportive health care professionals on their 

medical journey. Indeed, it emerged that finding an alternative professional, for 

example seeing a different GP, often resulted in a very different experience. Not 

all doctors were thought to have the same attitudes or knowledge and there was 

often relief at subsequently finding an alternative doctor. 

Whilst some professionals recognised the need to maintain a certain level of 

professional distance, many of those working with African people in the 

provision of HIV services felt protective towards their patients, even advocating 

on their behalf or defying hospital rules in order to ensure they received 

appropriate care. Although this study suggests that professionals working in the 

field of HIV are emotionally engaged with their patients, expressing compassion 

and concern, there might be mismatches between the way professionals see 

themselves and the way in which African people sometimes understand their 

actions. However, notwithstanding the negative experiences, there was a great 

deal of good will on both sides. Although professionals expressed some 

frustration, this was often tempered by attempts to understand the difficulties 

faced by many African people. Whilst many Africans recounted negative 

experiences, most appreciated the care they received and felt they could trust 

their doctor. 

However, it IS important to recogmse that all participants in this study, 

professionals and Africans, knew that the interviewer was a GP and it is quite 

possible that this influenced the extent to which criticism was levelled. For 

example, some criticisms of GPs within both sets of interviews were followed by 

an attempt to excuse or at least understand the behaviour. (For a fuller discussion 

of these issues see 'Reflexivity' on page 234). 

Missed opportunities and willingness to test 

A number of studies have suggested that for many African people who present 

at a late stage of HIV disease there were missed opportunities for earlier 
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testing. ll1;138;283 This thesis confirms and extends these findings by exploring the 

reasons behind late diagnosis and, importantly, examines the opportunities for 

earlier testing that may have been missed. 

Almost all African participants were in contact with medical services, with most 

having registered with and visited a GP, sometimes on many occasions. 

However, although they recognised the value of medical care in general and had 

accessed GP services for other conditions both chronic and acute, HIV testing 

was not high on the agenda of most African people until they became unwell 

with symptomatic disease. An important new finding to emerge from this study 

is that most African participants would have been willing to be tested for HIV if 

a test had been offered and the benefits of testing had been explained. 

Conversely, proactively seeking HIV testing, especially if it meant negotiating a 

pathway to a genitourinary medicine service that had problems with access and 

service provision, was unlikely to happen. 

Some of those who subsequently became ill, and most especially where the delay 

in testing resulted in prolonged sickness and hospital admission, reflected that if 

they had been able to access appropriate treatment sooner, their hospital 

admission would probably have been avoided. 

This appears to be the first in depth study amongst UK African people to explore 

issues around HIV testing with both those who have, and have not, been tested. 

Participants included those whose test confirmed HIV infection (often at a late 

stage of the disease), those who had not been tested and some participants whose 

test confirmed they were not infected with the virus. For the first time it has been 

possible to explore the reasons behind testing and its timing in these different 

groups, and to examine the motivations of those who undertook testing without 

being driven to do so because of HN related symptoms. Understanding the 

motivations of those who were not forced by such events to seek testing might 

provide useful insight into how to promote voluntary HN testing. This study 

highlights that knowledge of the benefits of testing and in particular knowledge 
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of the availability of antiretroviral medication that modifies the disease process is 

an important factor in an individual making a decision to discover their HIV 

status. It is notable that the participants in this study who proactively sought 

HN testing without having developed symptoms of disease were generally more 

knowledgeable about HIV and treatment options, and less likely to see possible 

infection as a death sentence. 

Perspectives on primary care and the role of non-specialists 

This study corroborates other research in finding that primary care services are 

accessed by the majority of African people, and develops these findings by 

exploring in more detail the relationship that African people have with primary 

care.165;181 

A number of studies have reported that only a small proportion of all HIV tests 

are undertaken in primary care.17;112 The current study has explored the 

suitability and acceptability of primary care as a setting for HN testing, finding 

that African participants believed GPs to be well placed to discuss HIV and to 

offer HN testing, with many participants keen to see GPs giving information and 

advice. There may be issues to be addressed in relation to training (see section 

6.4.2), especially in the light of some reportedly inadequate care. The findings of 

this study suggest that some delay in HIV testing may be accounted for by lack 

of symptom awareness by GPs, with HN related presentations not always being 

recognised. However, on the whole African people felt that practice-based 

testing should be available in every GP surgery. 

Specialists in the provision of HN care were generally supportive of more HIV 

testing being undertaken in primary care and were willing to provide 

appropriate support and advice where necessary. However, whilst it has been 

claimed by some authors that advances in HN treatment and care negate the 

need for HIV testing to be afforded special status, this study found an element of 

ongoing HIV exceptionalism, most notably seen in the attitudes of the specialist 

sexual health care advisor respondents.19 These participants continued to desire 
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that HIV testing remained within the overall control of the genitourinary 

medicine service. It is possible that this arose in part from a desire to maintain 

their privileged status as I experts', with their assumed specialist knowledge of 

the sub-population of HIV -infected African people authenticating their role. 

The background of economic and social deprivation and precarious immigration 

status faced by many Africans in the UK may mean that there are more pressing 

needs than actively seeking out testing.125 This study not only provides evidence 

to support this claim but also affirms the hypothesis that on this background 

there may be a role for increased primary care involvement in promoting early 

HIV testing; rather than waiting for HIV-related symptoms or greater awareness 

to drive proactive testing by African people, the GP is well placed to raise the 

subject as part of routine care.181;284 

The majority of African participants in this study were registered with, and had 

accessed, general practice services, suggesting that primary care provides an 

opportunity to provide HIV testing services to the entire community, including 

African men and people without children. This finding is supported by evidence 

from a study of Ugandans living in London, which found rates of use of primary 

care services were similar for men and women and umelated to whether people 

had children.165 

Targeted testing based on country of origin 

To deal with high numbers of undiagnosed HIV infection and late presentation 

of disease there have been many calls for improved uptake of voluntary HIV 

testing, with African people being identified as a particular focus for targeted 

work.15;136 Either explicitly or implicitly these injunctions require that groups to 

be targeted will be identified on the basis of their country of origin. An approach 

that identifies people in this way will need to be sensitively handled in order to 

avoid further discrimination and alienation of migrant communities. 
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This study appears to be the first to examine the perceptions of African people to 

being the focus of targeted voluntary HIV testing. An important contribution of 

this study is the finding that whilst some professionals perceived that targeted 

voluntary testing based on country of origin may not be acceptable to African 

people, this was not borne out by African people themselves. Whilst some 

professionals felt uncomfortable with the notion, being particularly anxious 

about being seen as racist, voluntary HIV testing based on country of origin was 

broadly acceptable to African people. For African participants the most 

important determinants of acceptability were good communication and a clear 

explanation of the benefits of testing for HIV at an early stage, particularly being 

made aware of the treatment benefits afforded by antiretroviral medication. 

6.3. Reflections on the methodology and methods 

The purpose of this section is to reflect upon the methodology and methods used 

in this research and the overall study quality. The role of the researcher as 

research 'instrument' 220 will also be considered, as qualitative approaches 

typically recognise that the researcher's communication with participants is a 

part of knowledge production, and the subjectivities both of the researcher and 

of those being studied are part of the research process.229 

6.3.1. Addressing quality in qualitative research 

Firstly, some reflections on the quality of this research will be considered, with 

reference to debates about quality in the qualitative methods literature. In recent 

years there has been increasing concern with assessing quality in qualitative 

research, resulting in a proliferation of guidelines and criteria.202;218;285-287 These 

concerns are part of a much larger epistemological debate about the nature and 

status of knowledge produced through qualitative research. 287
;288 Those who take 

a purely relativist stance do not feel it necessary to account for the rigour of 

qualitative research because they claim there is no single reality to be known, 

while others argue that there is a need for evidence of rigour as the social world 
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does have some stable properties and that attempts should be made to confirm 

these properties.214;218 Hammersley argues that whether there should be concern 

for truth or falsity depends on how the data are to be used. If the aim is to 

understand or explain social phenomena and the perspectives held by actors 

then there is no need for judgements of validity. However, if accounts are to be 

used as a source of information about the phenomena to which they refer, then 

researchers must be concerned with the 'truth' of the account.218 The current 

study both explores the perspectives held by actors and considers the accounts as 

sources of information, and is therefore concerned with issues of 'truth'. 

There are a variety of positions on whether qualitative research should be 

concerned with notions of reliability and validity that traditionally belong to 

quantitative research. Kirk and Miller define reliability as 'the degree to which the 

finding is independent of the accidental circumstances of the research' and validity as 

'the degree to which the finding is interpreted in the correct way', asserting that these 

basic concepts apply equally well to qualitative and quantitative work.274 

However, Lincoln and Guba claim that different terminology and criteria for 

judgement of quality are needed because qualitative research is based upon a set 

of beliefs distinct from those of positivism.269 The current study adopts the 

position taken by Lincoln, who calls for assessment of the 'trustworthiness' of 

qualitative research, which should include appeals to credibility and 

confirmability.289 Each of these will be dealt with in turn. 

Firstly, credibility refers to the 'truth value' of the data collected. To claim 

credibility the multiple constructions held by the informants must be represented 

adequately and these 'reconstructions' must be credible to the original 

informants (equivalent to internal validity). By obtaining the respondents' 

reactions to the analysis through 'respondent validation'214 or 'member 

checking',269 it is claimed that informants will be able to confirm the accuracy and 

validity of the study, clarify points, and add additional information to confirn1 

the model further, thus enhancing credibility or validity 0 269 How('n~r, 

d f· d'b'l°ty' t rms of respondent Hammersley criticises those who e me cre 1 11 m e 
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validation as appealing to naIve realism.218 He claims that because there are 

multiple realities, validity should not be defined in terms of whether informants 

judge an account to be true. There may be many reasons why a respondent may 

or may not admit particular aspects. For example, individuals themselves may 

not be aware of the entire range of influential factors in their lives, or the findings 

may be in conflict with the informant's self image and therefore, the inclusion of 

unflattering portrayals or details may not be approved of. The use of informants 

to validate findings also acts to ignore the social character of the relationship 

between researcher and informant, implying that it is the informant who has 

privileged access to the truth.218 Fielding and Fielding also resist the notion that 

informants have privileged status as commentators on their actions: 

'such feedback cannot be taken as direct validation or refutation of the obsen1er's 

inferences. Rather such process of so called "validation" should be treated as yet 

another source of data and insight'.290 

In the current study, the researcher did not seek to validate the credibility of the 

findings by returning to informants with results from the analysis for 'member 

checking'. As outlined above, the assumptions behind such an approach are 

questionable. Further, there were substantial pragmatic reasons for not doing so; 

returning to such a hard to access and mobile group of respondents would have 

been extremely resource intensive. 

Aside from' member checking' another potential strategy to safeguard credibility 

is to 'triangulate' data collection by obtaining evidence on the topic from as 

diverse and independent a range of sources as possible.207;240;285 Proponents of 

this strategy claim that by cross-checking observations amongst divergent data 

sources, apparent differences may eventually resolve themselves and a favoured 

interpretation is constructed that fits with all the divergent data sources. 

However, Silverman argues that the use of triangulation assumes there is one 

true state of affairs and whilst triangulation seeks to overcome context specific 
1 . l"h 214 

boundaries, it is not helpful to conceive of one over-arc ung rea 1 '. 
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Hammersley and Atkinson claim that it is naIvely optimistic to assume that 'the 

aggregation of data from different sources will unproblematically add up to produce a 

more complete picture'. 220 

Accepting these arguments, the current study did not set out to uncover one 

'over-arching reality' but rather to explore issues from different perspectives and 

contexts, using both in-depth interviews and participant observation in a number 

of different settings. For example, interviews were conducted with key 

informants from a range of professional backgrounds, whilst in-depth interviews 

with African people included participants with known and unknown HIV status, 

from a range of countries. The two sets of interview data enabled the same broad 

issues to be explored from multiple perspectives. Whilst there was some 

divergence in perspectives on a number of issues, a degree of convergence 

regarding the key issues lends weight to claims for data credibility. 

We have considered questions of credibility. The second aspect of 

trustworthiness is what Lincoln and Guba term 'confirmability'.269 This refers to 

the trustworthiness of the interpretations drawn from the data. One of the 

proposed methods for checking the confirmability of the analysis is if a second 

researcher considers the data and agreement is reached on the emergent 

categories.214;269;285 This 'reliability check'214;285 aims to ensure that the emphasis is 

not on the investigator but on the data themselves. The second researcher should 

be thoroughly versed in the study and the issues being researched. They are then 

able to check whether the findings are grounded in the data, the appropriateness 

of the category labels, the quality of the interpretations and the possibilities of 

alternatives.269 Strategies to check confirmability were incorporated within the 

current study. My advisors read the early interview transcripts and 

recommended the development of certain areas of questioning. One advisor 

independently coded two transcripts from the interviews with professionals and 

two African participant interviews, and provided more detailed scrutiny of the 

coding process. We compared codes aSSigned to transcripts by going through the 

transcript line by line, a process that revealed a notable level of consensus in 

233 



coding. She also scrutinised the descriptive accounts for each of these transcripts 

and examined whether the quotes provided for each of the codes related to that 

particular code. During this 'investigator triangulation' any discrepancies were 

discussed and resolved, usually by reference to the original transcript.2SI 

In general terms, Mays and Pope claim that the basic strategy to ensure rigour in 

qualitative research is 'systematic and self conscious research design, data 

collection, interpretation and communication'.28S Being 'self conscious' in the 

conduct of research enables the researcher to acknowledge her own background 

and beliefs and to reflect upon ways in which possible 'bias' might be 

introduced.203 Thus, it is argued that reflexivity is an important aspect of 

ensuring the quality of the study.291 

6.3.2. Reflexivity 

The interview is a complex social encounter in which there is inevitably 

interaction between the researcher as research 'instrument' and the data because, 

as Hammersley points out, 'there is no way in which we can escape the social 

world in order to study it' .220;292 2S7 Thus, the researcher's own preconceptions 

should be considered as honestly as possible and it must be recognised that the 

people studied may have, at least in part, altered their behaviour for the 

researcher.22o It is important therefore at each stage of data collection and 

analysis to maintain an awareness of the contextual details of the interview, for 

example its setting, and the interaction between the interviewer and 

respondent.269 This 'reflexivity' is an important safeguard against a collapse of 

the interpretive process in which the researcher perceives only a mirror image of 

her own preconceptions.292 It is argued that qualitative research can be most 

valuable when the researcher is able to use her own creativity within this 

reflexivity, to engage with the 'creative core of the research process', applying 

both intellect and imagination to the demanding process of interpreting 

qualitative data.292 
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The researcher cannot eliminate her own views and preconceptions, but she can 

reflect on these and make them explicit within the research account to make 

them permeable, so that the reader may have insight into how these may haye 

shaped her interpretation of the data. 220;274 Reflexivity is essential in all 

qualitative research, but may be even more important in research involving 

ethnic minorities when researcher and researched are of different ethnicities.25o 

Thus, in the current research, detailed contemporaneous field notes containing 

reflections on the interview dynamics, and how the interviewer's background 

might have shaped the accounts produced, have been a critical aspect at every 

stage. 

Reflecting on the interviews with professionals 

Difficulties can arise when conducting interviews with 'experts' if there is a 

power differential between researcher and informant. Powerful individuals 

might be concerned with their image and reputation, and as a result may 

question the motives and credibility of the researcher.293 

During interviews with key informants the researcher took care to build rapport 

and to avoid appearing either over-deferential or critical of current service 

provision in the nature of the questions raised.220 In the case of one respondent in 

particular, it became clear that the fact that the research was being undertaken at 

all was perceived as a threat to current policy. There was potential for this 

respondent to present the I official' view and fail to engage fully and honestly 

with the interview process. However, sensitivity and reassurance regarding 

confidentiality eventually yielded real insight, for example into her own sense of 

discomfort with the policies she felt she was required to adopt in her professional 

role. For some informants, particularly those working in the field of social care, 

there was initially some hesitancy around engaging in research relating to a 

vulnerable group of individuals. Before, and to some extent during the 

interviews, the researcher was aware that she and her motives were being 

assessed before any depth of engagement was possible. It is likely that her role ,1S 
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a GP influenced the interview process and what was discussed. It has been noted 

that when both interviewee and researcher are clinicians, interviews may be 

broader in scope, providing richer and more personal accounts because 

respondents are more willing to permit themselves a degree of vulnerability that 

reflects 'their perception that they are in 'professional' company' .255 

Dexter notes the teacher-pupil relationship inherent within some interviews \vith 

experts, where the 'investigator is willing, and often eager to let the interviewee 

teach him what the problem, the situation, is' .294 In the interviews with 

professionals in this study this dimension was apparent in some, but by no 

means all of the interviews. Indeed, interviews with non-medical professionals 

on occasion presented an opposite challenge with the informants appearing 

deferential to the interviewer's own assumed expertise and asking their own 

questions. Britten asserts that the problem with this is that in answering these 

questions, clinical researchers may undo earlier efforts not to impose their own 

concepts and beliefs.257 The various power relations had to be resolved during 

the process of conducting interviews by establishing the value of the research 

(and on some occasions the credibility of the researcher), building rapport within 

the interview and incorporating flexibility into the interview design. 

Reflecting on the interviews with African participants 

The research interview is a special form of conversation and a particular, even 

'unnatural', social encounter in which there is an inevitable tension between 

achieving the goals of the research and developing an em pa thic 

relationship. 263;295 Many migrants have a feeling of alienation and nlistrust 

towards health professionals, making it imperative that the researcher works in a 

way that is acceptable to this' difficult to reach community' in order to generate 

rich qualitative data 'that illuminates the complex relational nature of sexual decisioll-

making'.28 

Miller and Glassner claim that knowledge of the social world emerges fronl the 

. .. d th d tu 1 understanding which dre in achievement of mter-subJective ep an mu a , 
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turn dependent upon building rapport.228 Some claim that building rapport is the 

researcher's paramount task. 296 The key elements of building rapport are 

establishing trust, showing genuine interest, assuring confidentiality and 

avoiding judgemental attitudes.228 Together with ensuring a safe enviromnent for 

the respondent to speak freely, and treating respondents in an ethical and non

exploitative way, the researcher recognised the particular importance of building 

rapport when researching a sensitive subject. It is through a I close and tnlsting 

relationship' that sensitive topics such as HIV can be explored.2.f.f Within each 

interview with an African participant, in a relatively short time the interviewer 

attempted to take the interaction beyond merely polite conversation and 

.... establish an atmosphere in which the subject feels safe enough to talk freely 

about his or her feelings. This involves a delicate balance between cognitive 

knowledge seeking and the ethical aspects of emotional human interaction'.25-t 

However, as Giddens has noted, even during a transient conversation between 

two people, there is a relationship of power that each brings to the situation.215 

Whereas in key informant interviews the power dynamics may operate in favour 

of the respondent, in interviews with vulnerable patient groups the dynamics 

may be more likely to operate in the other direction, that is, in favour of the 

researcher. However, as Ribbens points out, issues of power are not limited to 

the interaction between researcher and participant but should also be seen on a 

much larger canvas. 

Outsiders initiate research to translate others' social lives in terms that are 

considered relevant by a different audience. And this audience is frequently (thollgh 

not always) a more powerful one.295 

In most qualitative interviews, the researcher is more familiar with the procedure 

of the interview and has greater control over the situation. The research 

interview situation is often new and unfamiliar for respondents, in which they 

may feel unequa1.232 Reflection upon potential power differentials within the 

African interviews in this study has particular pertinence because of the 
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professional role of the researcher as a medical practitioner. All qualitative 

researchers need to reflect on how interviewees perceive them and how any 

disparities in background or situation may potentially distance them from the 

interviewee within the interview. In the context of this study, this was most 

noticeable in terms of the interviewer's other role of medical practitioner. All 

participants knew that the interviewer was also a doctor, and this may have 

given rise to socially desirable responses in their 'public accounts', especially 

relating to questions about their health and health behaviour.257 

When there is a difference in ethnicity between the researcher and interviewee 

there are additional factors that need to be given consideration. As Hammersley 

and Atkinson point out, 'race is, of course, not merely a matter of physical 

characteristics, but relates to culture, power and personal style' .220 In the current study 

a white European researcher was eliciting the views and experiences of black 

African participants. The' insider' or 'outsider' issue described by Merton, 

regarding the extent to which rapport can be achieved in qualitative research, can 

have particular resonance where ethnicity is involved.297 The extreme 'insider' 

position posits that only researchers who share the same background as their 

informants can accurately interpret their experiences. Commonality between the 

researcher and the informant has, in some research, been said to yield richer 

information. 298 At the other extreme, only those who do not share the 

characteristics of their informants can be sufficiently detached to form an 

objective view - a more positivistic stance in which the researcher aims to take a 

f diff . thni· ty 250 neutral, uninvolved view because 0 the erence ill e CI. 

Given the heterogeneity of the African participants in this project in terms of 

culture, belief and country of origin for example, adopting an insider approach 

would have required almost as many researchers as participants. It is recognised 

that in this study there was not much commonality, in terms of personal 

characteristics, between researcher and African respondents. Their backgrounds, 

. th . d' I d' . were outside of the experIences, and for some, elf me lCa lagnosls, 

. d h f being 'other' than the researcher's realm of experIence an s e was aware 0 
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researched. Some writers have suggested that not being socially close to 

interviewees has particular value. Rather than social similarity, what is required 

is sensitivity to the ways in which particular social characteristics may affect the 

research relationship and how they might impact upon the balance of 

power.295;299 Rhodes, a white researcher, claimed that people made comments to 

her about racism that they would have assumed to be taken for granted by a 

black researcher.30o White researchers may usefully emphasise their role as 'naIve 

researcher', wishing to learn about the informant's experiences, and respondents 

may be more likely to explain details of cultural issues if they assume the 

researcher does not have knowledge of group norms or values.25o 

In the current study, the researcher was aware of being given privileged access 

into the worldview of African participants. There were occasions when, in an 

almost conspiratorial vein, respondents gave accounts of behaviours and 

attitudes that were critical of their own culture. This was particularly noticeable 

concerning issues of disclosure and trust within African communities. The 

researcher heard on several occasions that the participant felt more comfortable 

speaking about HIV to someone outside of their own cultural setting, a setting in 

which discussion of HIV and sexual activity is difficult and often taboo. This 

finding corroborated the views of some of the key informants who had been 

approached in the early stages of study design to explore the appropriateness of 

the interview methods, who suggested that Africans would be willing to discuss 

HIV with a white researcher within a qualitative interview situation. 

In a number of ways the African participant interviews were demanding. The 

interviews were sensitive not only because of the nature of the topic itself, but 

because they often triggered an emotional response, not only in the respondent 

but in the interviewer.261 Generally, interviewees shared their experiences at a 

deep level, and in a number of the interviews the researcher heard accounts of 

painful past life experiences and current struggles. The unfolding narratives of 

life history, or at least key events, were often emotional and accompanied by 

. b t these times and \\" as not tears. The researcher was not a paSSIve 0 server a 
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detached from her own emotions. To some extent this may have been therapeutic 

for the respondent as, perhaps for the first time, they felt they were being 

heard.244 The researcher was particularly aware that this might be the case for 

some respondents who had not disclosed their HIV status to friends or famil\'. A 

particular example merits attention: the case of a Zimbabwean man who had not 

previously discussed his HIV test results. He had been encouraged to participate 

in the research by a Zimbabwean friend and had been recruited in the belief that 

his HIV status was unknown. As the interview progressed it eventually emerged 

that he had taken an initial HIV test several months previously, and that this test 

had been positive for HIV antibodies. However, he had not attended for a 

confirmatory test or for consideration of treatment and had not revealed his 

probable HIV status to anyone else. Thus he was completely isolated in his 

knowledge and was, at the time of interview, suffering from general malaise and 

great anxiety. Although initially the interview was highly emotionally charged 

and required handling with great sensitivity, being able to acknowledge the 

situation and express his fears appeared to be both therapeutic and helpful in his 

journey towards acceptance and willingness to access appropriate health care. 

In this and other interviews it was important to acknowledge the distress of the 

participant and to ensure they were willing to continue with or without a break. 

After the interview, care was taken to ensure that the participant had recovered 

before leaving, recognising the vulnerability and distress that the level of 

disclosure had evoked.244 The researcher is a general practitioner and has 

experience in dealing with people who expose their emotional vulnerabilities. 

Some have suggested that the nature of general practice gives GPs a natural 

affinity and ability as qualitative researchers, with many of the skills held by 

clinicians being transferable.206;257 Even so, the extent and nature of the 

discussions in some of the interviews had a profound effect upon the interviewer 

and this needed to be recognised and reflected upon. The use of copious field 

notes helped the researcher to process her own reactions. Additionally, on one 
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occaSIon, recognising the extent of the emotional impact upon herself, the 

researcher sought out one of her advisors in order to 'de-brief'Jf.! 

In qualitative interviews there may be a tendency for some respondents to ask 

questions of the researcher during the interview.257 In the interviews with 

Africans this happened occasionally, mostly in the form of questions of a medical 

nature. The researcher attempted where possible to defer these questions until 

the end of the interview, in order not to undo earlier efforts not to impose her 

own concepts and be drawn into a I doctor-patient' encounter. In some cases, it 

was necessary to direct the respondent back to their own physician for further 

advice. However, where appropriate, the researcher gave general advice when it 

was within her competence. 

During the interviews the researcher was aware of her own background as a 

clinician, and where the conversation covered issues around symptoms and or 

diagnosis, she avoided probing inappropriately, being aware that the research 

interview is distinct from a medical consultation. However, there were some 

occasions when the researcher was unable to distance herself from her medical 

role, believing it would be unethical to do so. Two particular examples stand out. 

The first occurred when a respondent disclosed her suicidal ideation and 

depressive symptoms. The researcher felt she had a duty of care to this 

individual and intentionally explored this area further after the recording 

equipment had been turned off. The other most notable occasion was when there 

had been a very recent decision by a respondent to stop taking antiretroviral 

medication. This decision had clearly distressed the interviewee, who \'vas 

confused and anxious following a sermon at her church in which her pastor had 

apparently claimed that taking medication reflected a lack of faith. The 

researcher felt that it was appropriate to explore this further after the fornlal part 

of the interview was over. 

The interviews took place in a number of different settings and these settings 

had, to a greater or lesser extent, an effect upon the dynamics of the interview. 
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The researcher was very aware of the disparity in economic and social status 

between herself and the respondents, and this was underlined when entering the 

homes of participants who lived in hostels or bed-sits in some of the poorer areas 

of Bristol. In some situations, interviewer safety was a potential concern and she 

was careful to ensure that a university colleague knew where she was and was 

awaiting a phone call to confirm that the interview was complete and the 

researcher was safe.266 On the whole, interviews that took place in the 

respondent's home were preferable in terms of putting the interviewee at ease 

early on in the interview and enabling them to keep more control of the process. 

One interview was conducted in the public environment of a public house but 

this setting made it more difficult to discuss sensitive issues and to maintain 

concentration and the researcher avoided similar settings for subsequent 

interviews. 

Reflecting on the study as a whole: strengths and limitations 

It is commonly recognised that there are many methodological difficulties 

relating to sexual behavioural research amongst migrant African communities in 

the UK.28 Unemployment, poverty, long working hours, homelessness and 

family dispersal are among some of the difficulties faced by African 

communities, making engagement in sexual health research a low priority for the 

individual.167 In addition, in many African communities sex and sexual matters 

are I taboo' subjects and there are potential difficulties in discussing sexual 

matters in public. For all these reasons, gaining in-depth qualitative data on this 

sensitive topic within a I difficult to reach community' requires that research be 

undertaken in a way that is acceptable to the community. 28 Despite these 

acknowledged difficulties, this study has been able to address an important, 

previously under explored and sensitive subject in a difficult to access group of 

people. 

Most of the existing literature on HN in UK African communities has largely 

been based in the capital and much of the research has been quantitati\"e in 

nature. Qualitative methodology is well suited to the study of conlplex attitudes 
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and behaviours and is particularly beneficial in researching social phenomena 

which are intensely personal, sensitive and sometimes illicit as in this studY.201 

A major strength of this study is its inclusion of a diverse range of participants, 

both professionals and Africans. African communities are a very diverse and 

heterogeneous group with differences in nationality, cultures and migration 

histories. In its purposively selected sample this study has included African 

people from a number of countries, of both genders and from a variety of 

sources, sampling also those of known and unknown HIV status. 

This breadth of inclusivity, according to Lewis and Ritchie, can support a claim 

to 'representational generalis ability' - that is, its findings can reasonably be 

generalised to the parent population of African people resident in Bristo1.291 

Moreover, presenting sufficient details of the original data and the contexts in 

which they occurred enables the degree of congruence between the research 

setting and other similar but not identical settings to be assessed in order to 

judge the transferability of findings (inferential generalisability).291 Thus, whilst 

the current study was conducted in the city of Bristol, the transferability of 

findings to other settings with increasing numbers of HIV infected Africans 

presenting late to medical services can be considered. 

The sample does, however, have limitations. Although vigorous attempts were 

made to recruit people from a range of backgrounds, and the sample included 

some who were not in contact with services and whose immigration status was 

at best uncertain, it is likely that certain sectors of the African population in 

Bristol remained hidden. It is possible that the reimbursement of £20 to 

participants biased the sample of those willing to participate. It is also possible 

that the sample disproportionately represented those who were more open to 

talk about sexual matters. Reassuringly though, once an initial contact had been 

made with an individual and the study explained in detail, there was high le\'cl 

of follow through on completing the interview. Only two potential participant') 

were eventually dropped from the sample because of repeated failure to attend 

an interview at the agreed time and place. 
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It is also possible that the sample over-represented Africans with a higher level of 

education. Whilst it was not an inclusion criterion for participants to have a good 

command of the English language, interpreters were not used in an," of the 

interviews, even though provision had been made for the use of interpreters if 

required. It is possible that African people who were less well educated , 

especially those who were less confident in their use of English, were nlore 

reluctant to engage in the research. However, it emerged from a number of 

interviews that participants felt that the population of migrants from Africa was 

itself weighted towards those of higher educational attainment, these people 

being more likely to have access to the necessary funds to leave their home 

country. 

Social differences between the researcher and African respondents may have 

influenced responses as noted previously. However, the researcher's own 

experience of living in Africa gave her valuable insight into the worldview of 

African participants and this was particularly helpful in enabling her to probe 

more fully during discourses around culture and beliefs. Her background also 

assisted in building rapport with participants; during her two and a half years 

living in a rural part of East Africa she had established close friendships with a 

number of Africans, and these have been maintained and renewed during 

subsequent visits. 

It is possible that participants' public accounts may have been selective and 

excluded that which might have been considered unacceptable to a health 

professional. Participants were aware that the researcher was a doctor and 

discussion may have been biased towards medical concepts. However, the wide

ranging nature of most accounts, including narratives that were critical of health 

professionals, suggests that to a large extent, these potential difficulties were 

overcome. Confidentiality was stressed at the outset and in a number of 

interviews sensitive and emotionally distressing ground was covered, suggesting 

that there was sufficient trust and good rapport established to enable participants 

to feel safe enough to express themselves fully. 
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The researcher's role as a practising general practitioner and the ways in which 

this influenced the dynamics of interviews with both professional and African 

participants have been noted. However, her professional knowledge and 

experience of primary care also influenced the study in a broader sense. Indeed, 

being a general practitioner with a particular interest in sexual health was a 

factor in the original idea for the study. She was particularly well placed to 

explore issues relating to primary care with both sets of participants. In so doing 

she was able to draw upon her knowledge of the way in which general practice 

serVIces are organised, and the potential for HIV testing to be more widely 

available. 

6.3.3. Ethical considerations 

Throughout the design and conduct of this study the researcher was aware of her 

ethical responsibilities, being particularly sensitive to the vulnerability and 

disempowerment faced by some of those who were being researched. She was 

keenly aware of the need to avoid contributing to racial division by reinforcing 

stereotypes, and attempted to avoid giving further ammunition to those who 

appear to perceive African migrants as a burden.301;302 Rather, her intention was 

to work in ways which were acceptable to African communities, being willing to 

listen to the voices of her participants and to seek solutions with them.28 

The issue of participant confidentiality was particularly important in this study, 

both because of the sensitive nature of the research subject and because at least 

some of those who agreed to participate had a diagnosis of HIV infection, which 

they had not widely disclosed. Particular care was taken by the researcher to 

ensure that the she did not volunteer any information about an individual's 

participation in the study. 

On a number of occasions the researcher had cause to reflect upon the crucial 

importance of confidentiality. For example, the interviewer was aware thdt of 

. ti·· tin· • the study both of whom were infected with HIV, two COUSillS par cIpa gill, 

only one cousin knew the status of the other. On another occasion it enlerged 
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during an interview that the participant's husband, who had a history of 
J 

domestic violence, was unaware that his wife had attended a group for HIV

infected African women, against his express instruction. The interviewer had 

been introduced to the participant and arrangements for the intervie'N had been 

made at a meeting of that particular group. It was therefore very important that 

this information was not inadvertently divulged, the interviewer feeling a duty 

of care to the participant and recognising the crucial importance of respecting the 

trust that had been given. 

The researcher was aware throughout the study period of the sensibilities around 

immigration issues. As Kesby has pointed out: 'researchers in the contemporary 

British context need to be particularly careful because a highly charged atmosphere 

surrounds immigration issues'28 It emerged that some study participants were in 

the country illegally and the researcher held this information to be privileged, 

and that she was ethically bound to protect it.262 The sensitivity around 

confidentiality was reinforced to the researcher when it became apparent that 

one of the respondents was using a false name. 

The Local NHS Research Ethics Committee reviewed the study and was satisfied 

that it was not exploitative of a vulnerable group of people. 

6.4. Implications for policy, practice and future research 

6.4.1. Implications for policy 

HIV amongst African communities in the UK is a major public health concern; 

the number of new diagnoses continues to increase year on year, presentation is 

often late in the disease and it is thought that around a third of African people 

living with HN are currently unaware of their infection. A number of calls ha\'e 

. k·th Af . mmunities a need that been made for targeted prevention wor WI ncan co , 

is recognised by the Department of Health15;22;136 Reducing undiagnosed HI\, 
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infection through the promotion of HIV testing is a key component of prinlarv 
"' 

and secondary prevention. 

However, African people may predominantly view HIV testing as a diagnostic 

rather than a screening tool, with this study demonstrating that it is synlptomatic 

disease that often prompts a move towards HIV testing. There is thus a need for 

voluntary HIV testing to be prioritised as a routine part of clinical care for 

African people. There may be lessons to be learnt from the improvement in 

detection rates achieved following the introduction of universal voluntary 

antenatal HIV screening; 92% of HIV infected pregnant women were diagnosed 

prior to delivery in 2004 increasing from 71 % in 2000.9 Many African people are 

registered with a general practitioner and this study points to the potential for 

HIV testing to be used for screening in this setting. The competing priorities and 

complexity of life identified by this study suggests that HIV testing may not be 

high on the agenda of African people, yet many would be willing to accept an 

HIV test, prior to the onset of symptoms, if it were to be offered. Further, this 

study shows that offering an HIV test on the basis of country of origin is broadly 

acceptable to African people if they are aware of the benefits of testing and if 

there remains a choice. 

Although this study points to the potential benefits of a greater role in HIV 

testing within general practice, there are a number of issues that need to be 

addressed. Although HIV testing is a 'levell' service in the National Strategy for 

Sexual Health and HIV, that is it should be available in every general practice, 

there is wide variation in the actual availability of HIV testing in practice. IS 

Appropriate training and resources will need to be available if all general 

practitioners are to meet this requirement, as this study shows that the quality of 

clinical care and the provision of HIV testing within primary care \'dfll'S 

considerably. Further, as recognised by the Health Select Committee of the 

House of Commons, recent changes to the General Medical Services contrad 

(through which GPs are remunerated for their work) pays insufficient regard to 

the provision of sexual health services.303 In particular, under the new GP 
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contract payments are affected by a system of quality points which reward the 

achievement of high standards in certain priority clinical conditions. There are no 

quality points available for sexual health within the essential services that GPs 

must provide. This' quality framework' provides the potential to incentivise the 

use of HIV testing as a screening tool within general practice by attaching a 

quality point to the offer of HIV testing to African people. 

Other writers have expressed concern that the promotion of HIV testing amongst 

African men is particularly limited and that the greater proportion of African 

women than men currently identified as living with HIV may be in part a 

reflection of the success of the antenatal testing strategy which, by definition, 

offers testing only to women.1°;22 This thesis has highlighted that African men, as 

well as women, are likely to be registered with a GP and there might therefore be 

particular advantages to promoting voluntary HIV testing through primary care. 

It would also help to overcome the stated difficulties that secondary care 

specialists sometimes encounter in trying to encourage male partners of HIV 

infected women to come forward for testing. 

The government has repeatedly asserted that it is necessary to protect the NHS 

from 'health tourists'. Government policy restricts access to NHS care to people 

who have been legally resident in the UK for more than 12 months and maintains 

that HIV, unlike other sexually transmitted infections, is not exempt from this 

stipulation.304;305 Although having no publicly available data as evidence, the 

government claims that a number of Africans with HIV infection migrate to the 

UK specifically to access HIV treatment. The findings of this study support the 

position adopted by the Terence Higgins Trust, namely that far from seeking 

treatment soon after arrival in the UK many African people do not present to 

services until they have been in the UK for some time, often at a late stage of the 

disease, and further, that prior to being tested for HIV, many are unaware of the 

. I d· ti· 306 availability of antiretrovua me lca on. 

This study has underlined the role of stigma as a barrier in accessing HI\, testing. 

Making HIV testing more widely available in general practice and other settings 
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may help to normalise it, so that it becomes seen more like any other chronic 

infection. The majority of HIV tests in the UK are undertaken in genitourinary 

medicine clinics, which may themselves be difficult for some African people to 

access given the taboo nature of sex and the strong association within African 

communities between HIV and 'promiscuous' sexual behaviour. 

The findings of this study suggest that knowledge of the benefits of being tested 

and knowing one's HIV status among Africans in Bristol is, at best, patchy. In 

particular, there was limited knowledge about the benefit of accessing treatment 

and it being most effective if started before the immune system is too severely 

depleted. Those who were HIV positive had often gained their knowledge of 

treatment after being tested late in the course of the disease and some of those 

who remained untested had no knowledge of the benefits of antiretrovirals. 

Those who had undertaken an HIV test despite a lack of symptoms, and had 

subsequently discovered they were not infected with the virus, were generally 

more aware of treatment availability prior to testing than the groups of 

participants who had either been tested as a result of ill health or who had not 

undertaken an HIV test at all. It is therefore likely that raising awareness of the 

benefits of antiretroviral treatment amongst African communities would aid the 

increase of uptake of HIV testing. 

Further, it was felt by many respondents that there was very little focus on public 

health messages regarding HIV in the UK, and this prompted calls for more 

publicity and advertising campaigns. The current provision of HIV health 

promotion and HIV prevention strategies targeting African communities has 

been criticised for the limited use of research to inform HIV prevention 

interventions.24;128 The findings of this study contribute to understanding the 

health promotion needs of African communities by identifying that health 

promotion work must include improvement in personal risk assessment by 

African people. This study also highlights that campaigns designed to pronl0te 

HIV testing should particularly focus on the benefits of early diagnosis and 

treatment, and provide information regarding the asymptomatic stage of diSl'dSl). 

249 



The use of multiple media including bill boards, television, leaflets and local 

community events have all been suggested. Such an approach if sensitively 

handled could help to further normalise the infection and to undermine the 

negative effects of stigma. 

The role of faith communities and in particular Christian churches is a largely 

untapped potential resource according to the findings of this study. Religious 

belief and church attendance are important aspects of life for many African 

people. Yet often it was felt that HIV infection could not be openly 

acknowledged or discussed within churches. Not only could the church become 

a greater source of support for those living with HIV but also they are potential 

settings within which HIV testing could be promoted. If this potential is to be 

realised there may be challenges to overcome; some faith groups may be wary of 

supporting initiatives relating to sexual practices and as this study suggests, 

some African people may be reluctant to disclose their HIV status in church. 

However, statutory providers of sexual health services could usefully consider 

working together with leaders of faith groups to promote HIV testing and to 

provide them with information and support. 

6.4.2. Implications for clinical practice 

The findings of this study demonstrate the high importance clinicians generally 

attach to acting in the best interest of their patients and show that professionals 

aim to be both compassionate and supportive. However, they sometimes 

struggle to understand the worldviews of African people and this can lead to 

frustration. This study provides insights into the knowledge, beliefs and 

attitudes of African people that, if disseminated, may help clinicians' 

understanding. In particular, clinicians who recognise the importance of religion 

for many African people may be better placed to promote the benefits of \Vestern 

medicine as complementary to a belief in God. Similarly, clinicians should be 

aware that some African people might believe that their religious faith protects 

them from being infected with HIV. It is also inlportant for clinicians to at least 
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consider the possibility that African patients may be using African herbs sent 

from home and to be aware of the influence of health beliefs that incorporate a 

belief in witchcraft or curse. Sensl'ti've 1 ti' f th exp ora on 0 ese beliefs within a 

consultation might be helpful. 

One of the most important contributions of this study is the finding that offering 

an HIV test on the basis of country of origin is broadly acceptable to African 

people. Although some clinicians expressed concern that this might be 

interpreted as racist and expressed caution about targeting patients in this way, 

this study provides important reassurance that when proper explanation is 

given, the clinician-patient relationship need not be undermined. Coupled with 

the finding that primary care is seen by professionals and Africans as an 

appropriate location for discussions about HIV and for HIV testing, this has 

particularly important implications for general practitioners and their clinical 

staff. This study suggests that GPs should consider offering an HIV test to all 

patients whose country of origin is in sub-Saharan Africa, and that incorporating 

this into consultations with newly registered patients would be particularly 

beneficial in the task of increasing the uptake of HIV testing amongst African 

communities. 

However, it will be important for clinicians to pay close attention to their 

communication and relationship with African people. This study suggests that 

the way in which the HIV test is discussed might be an important determinant of 

whether it is accepted. African participants have stressed that it must be clear 

that the choice remains with them and also that they would be more likely to 

respond positively if they felt relaxed with their doctor and if they were able to 

trust that the doctor was acting in their best interests in offering the test. 

An important aspect of this communication is the need to explain the benefits of 

knowing one's HIV status even if not suffering symptoms of disease. In 

particular clinicians should be aware that many African people have a \'iew of 

HIV that was formed in a context where disease-modifying treatInent was 

unavailable and many have seen friends and relatives die as a result. Clinicidl1s 
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who address their patients' fear of HIV infection being a death s t en ence rna,' 

help their patients to overcome some of their worst fears about HIV infection, 

pointing to the benefits of antiretroviral treatments especially when commenced 

before the immune system is severely compromised. The enormous potential to 

encourage the uptake of HIV testing in this way is borne out by the consistent 

claims of participants in this study that they would have been likely to test at an 

earlier stage if they had known about treatment and if the impetus to test had 

been provided. It is particularly noteworthy that even in the context of a research 

interview, some African people determined to seek testing for the first time on 

becoming aware of the availability of antiretroviral drugs. 

Confidentiality is a key concern and it is important not only that confidentiality 

is ensured but also that African patients are reassured that this is the case. All 

staff, including receptionists, must be versed in the imperative of maintaining 

patient confidentiality. 

The accounts of some participants, both professionals and Africans, included 

examples of poor medical treatment and delay in diagnosis because of 

unrecognised risk or unrecognised HIV related symptoms. They point to the 

need for improved clinical competency and training. The extent of these training 

needs will require further exploration as discussed below. 

6.4.3. Implications for further research 

This study found that it is possible to engage African men and women in 

research into a sensitive subject in a setting outside of the capital. It begins to 

bridge gaps in the literature both in terms of understanding the 

epidemiologically based reports of increasing numbers of HIV infected Africans, 

and in looking beyond the traditional setting of London as the focus of African 

residents and HIV related work. However, recruitment was challenging and 

time-consuming and those engaged in future qualitative research anlongst 

similar groups of participants are advised that access to these groups requires the 

building of networks and time spent in the field prior to detailed data collection, 
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The study provides further support for claims that that research with ethnic 

minorities can be undertaken by a researcher of a different ethnic background to 

those being researched, and may even carry some advantages.250;300 

This study has raised a number of issues that will require further investigation. If 

the potential for primary care clinicians to have an increased role in promoting 

voluntary HIV testing is to be realised, it will be important for research to be 

undertaken to assess the training needs of GPs, especially in the light of 

examples in this study of possibly inadequate knowledge relating to HIV. It will 

also be important to investigate how this training might be best delivered and by 

whom. 

From the perspective of African participants it appears that offering HIV testing 

within primary care to newly registered African people is broadly acceptable. 

Before this approach can be properly recommended a number of questions 

relating to the feasibility and effectiveness of screening for HIV in this context 

will need to be addressed. A pilot study involving a small number of practices is 

recommended as a first step. For example, this will enable an assessment of the 

additional consultation time involved and the rate of uptake of testing in the 

pilot practices. An important aspect of the pilot study will be to explore the 

views and experiences of GPs who offer the test, and of African patients who 

both accept and decline the offer. 

The study sought to research the perspectives of professionals with particular 

expertise and experience in the field of HIV. GPs, being non-specialists, were 

therefore not amongst those interviewed in this research (with the exception of a 

single participant who was both a GP and a specialist clinician in HIV medicine). 

However, the findings of this study should now be supplemented by further 

research amongst non-specialist clinicians. In particular there is now a need to 

assess the views of GPs to voluntary HIV testing offered on the basis of country 

of origin, especially in the light of the broad acceptability of this approach to 

African people. Since most GPs work closely with their practice nurses, further 
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investigation should also specifically seek nurses' views about th· t . 1 I elf po entia ro e 
in the HIV testing process. 

The findings of this study highlight the importance of faith groups in the lives of 

African people. Many regularly attend a place of worship, although it has 

emerged that the discussion of HIV within these contexts may be limited. The 

potential role of religious leaders needs further investigation particularly in 

relation to their views in working with health promotion specialists to promote 

HIV testing. The findings of this study suggest that HIV is stigmatised within 

faith groups and this needs further exploration to gain greater understanding of 

the nature and extent of this phenomenon and for appropriate interventions to be 

devised to help overcome prejudice where it exists. 

6.5. Summary 

This chapter has drawn together the findings from both sets of interviews, setting 

them in the context of previous studies and other published literature. In some 

areas it is the case that this study has confirmed existing findings, particularly in 

relation to the multiple challenges faced by African people, yet it also extends 

these findings by examining perspectives in more detail and by integrating 

African and professional views. It also makes a major contribution by 

considering culturally acceptable opportunities for improving the uptake of 

voluntary HIV testing by African communities in the UK. 

The importance of these findings, to a large extent, depends upon the quality and 

rig our of the methodological approach adopted in attaining them. This chapter 

has therefore provided an assessment of the research process, including the 

reflexivity required of good quality qualitative research. 

Finally, the chapter has outlined the implications of the study's findings, 

highlighting their importance for policy, clinical practice and future research. 
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CHAPTER 7. CONCLUDING COMMENTS 

7.1. Introduction 

The purpose of this final chapter is to provide a brief overview of the whole 

thesis and a summary of the contribution this study has made to research into 

improving the uptake of HIV testing in UK African communities. 

7.2. Summary of the thesis 

The overall aim of the study was to address the question of how to improve the 

uptake of voluntary HIV testing by UK African communities. The study did not 

set out directly to demonstrate that any particular intervention or interventions 

would improve the uptake of testing, but rather to address the question in broad 

terms. 'Improving the uptake of voluntary HIV testing in UK African 

Communities', the title of this thesis, was the focus of concern throughout the 

research process, being at the heart of every aspect of this enquiry. 

The review of the literature in Chapter 2 set this question in its context; it 

presented and reviewed the evidence for why this enquiry is so important, and 

provided a review of the academic literature that forms the background to the 

research. The review served also to clarify the research questions and to 

crystallize the objectives of the study: to explore the experiences, knowledge and 

attitudes of professionals and African people to HIV testing; to elucidate 

perceived barriers to testing for Africans in the UK; and to consider ways to 

overcome them. 

Chapter 3 discussed the methodological approach and empirical methods used 

to address these questions. Adopting a qualitative methodology allowed an in

depth exploration of a wide range of open-ended topics, dnd the design of the 

study enabled these areas to be explored from a range of perspectiycs. 
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Data from interviews with professionals and African partici ts pan were presented 
in Chapters 4 and 5. They were drawn together compared d d' d . , an lscusse ill the 

light of the literature in Chapter 6 where implications for l' . , po ICY, practice and 
further research were considered. 

The findings of this study, when considered together, provide a flavour of the 

complexities of the issues involved in attempting to improve the uptake of HIV 

testing in UK African communities. In addition to being of academic sociological, 

philosophical and even theological interest the study's findings also have 

practical application. They provide new insights for a wide range of research 

users including policy-makers, health professionals and African interest groups 

and may contribute to attempts to improve the uptake of HIV testing by UK 

African communities. 

7.3. The contribution of this study 

The study comprised a number of original features. First, in contrast to earlier 

work which has focused on the epidemiology of HIV in UK African 

communities, the in-depth interviews enabled exploration of the 'why' behind 

the widely recognised late presentation of disease. Whilst, other qualitative 

studies have helped to elucidate the lived experiences of African people living 

with HIV, this study appears to be the first to focus particularly on issues relating 

to testing. Uniquely it has allowed exploration of the views and perceptions of 

different groups of African people to HIV testing, those who have and have not 

tested. This has resulted in a better understanding of the key issues which will 

need to be resolved if the uptake of HIV testing is to be improved. 

Second, the setting for the study is itself an important feature of its design. \ luch 

of the research around HIV has been conducted in London, where the majority of 

new cases of infection are diagnosed. Increasingly, new HIV diagnoses in Afric.ln 

people are seen in areas like Bristol, yet previous research has not reached 

beyond a small number of other centres, and HIV services ha\'L' traditionally 

been focused in London. Bristol, in reflecting the national picture, i.., 
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unremarkable in terms of its African community and l'ts . . HI mcreaslng V 

diagnoses. This is precisely what makes the choice of settin' g for thi h s researc so 
important. 

Third, the two sets of interviews in this study have enabled the barriers to HI\ T 

testing in African communities to be explored from the perspectives of both 

professionals and African people. The data illuminate the burden of disease felt 

by those providing services as well as by those infected with the virus. The shlci" 

has shown the close intertwining of themes from the two sets of interviews 

whilst also highlighting the tensions between them. 

Fourth, the study does not limit itself to representing the current situation, 

important as it is to better understand the perceived barriers to HIV testing. Its 

explicit aim was to ask how the uptake of HIV testing in African communities 

could be improved and has identified a number of potentially important ways by 

which this might be achieved. Further, it has explored these proposals with 

African people to assess their acceptability. Thus, for example, the perceptions of 

professionals that it is racist to offer a test targeted to people from Africa emerges 

as broadly acceptable to African people. This serves as a valuable reminder that 

whilst we may think we are acting to protect the interests of others, sometimes 

our perceptions of their perceptions are not always accurate. 

Fifth, this study has specifically explored issues around HIV testing in primary 

care. It was clear as the interviews progressed that many African participants 

had experience of primary care services and that for many this was extensi\'c. 

This appears to be the first qualitative study of HIV testing undertaken by d 

practising GP who has personal experience of the workings of general practicc 

and insight into the possibilities afforded by GP colleagues to promote HIV 

testing. This perspective influenced both the methodology employed dnd the 

interpretation of subsequent findings. 
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7.4. Closing remarks 

The aim of the study was to identify ways of increasing the uptake of HIV testing 

in UK African communities. As the research progressed, the complexity of this 

apparently simple aim unfolded; it became increasingly clear that HIV testing, 

important as it may be, cannot be distilled and separated from the rest of lived 

experience, difficult and painful as it had often been. The researcher who 

engages with lives that have known depth of fear and suffering does not leaYl:' 

the field unchanged. It is in beginning to glimpse the perspective of another that 

we are most truly open to change. 

Perhaps one the greatest barriers yet to be overcome is the attitude of society at 

large. Stigma around HIV remains deeply rooted. For African people living in 

the UK this is compounded by prejudice and racial discrimination, often borne 

out of suspicion and ignorance. The researcher's access into the lives of African 

people in this study was privileged indeed, yet setting out their accounts in this 

thesis enables others to look over her shoulders, and see remarkable people who 

have suffered much. 

Was mich nicht umbringt, macht mich starker. a (Nietzsche) 

a That which does not kill me makes me stronger 
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APPENDIX 1. AIDS DEFINITIONS 

AIDS definitions 

The definition of AIDS has changed over the years as it has become recognised 

that the disease has a wide range of clinical manifestations. In 1982 the Centers 

for Disease control (CDC) in the USA developed its first AIDS case definition, 

based on the presence of particular diseases indicative of underlying cellular 

immunodeficiency without other known cause.32;40 This was adopted by the 

World Health Organization (WHO) in 1985.32;40 In 1987 the CDC definition was 

revised to place greater emphasis on HIV infection status; to include additional 

indicator diseases; and to accept the presumptive diagnosis of some of the 

indicator diseases. This definition was subsequently accepted by WHO:t1 

Accordingly, AIDS is defined as an illness characterised by the presence of one or 

more indicator diseases. Where there is no laboratory evidence of HIV infection 

(the patient has not been tested or the results are inconclusive) and in the absence 

of another cause of immune deficiency, a definitive diagnosis of the specific 

diseases listed in Figure 13 is indicative of AIDS. Where there is laboratory 

evidence of HIV infection, other indicator diseases that require a definitive or in 

some cases only a presumptive diagnosis, also constitute a diagnosis of AIDS as 

shown in Figure 14. 

In the USA the Centers for Disease Control extended the definition of AIDS in 

1993 to include all persons who are severely immunosupressed (a CD-l count of 

less than 200 x 106 cells/I) regardless of the presence of an indicator disL't1sl'.t2 

This definition has not been accepted in the UK and Europe where the didgnosis 

continues to be made on clinical grounds based on the indicator diseasl's 

specified. 
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Figure 13: AIDS defining conditions without laboratory evidence of HIV41 

Diseases diagnosed definitively: 

• 
• 
• 
• 
• 

• 
• 
• 
• 
• 
• 
• 
• 

Candidiasis: oesophagus, trachea, bronchi or lungs 
Crytococcosis: extrapulmonary 

Cryptosporidiosis with diarrhoea persisting> 1 month 
Cytomegalovirus disease other than in liver, spleen, nodes 
Herpes simplex virus (HSV) infection 

Mucocutaneous ulceration lasting> 1 month 
Pulmonary, oesophageal involvement 

Kaposi's sarcoma in patient < 60 years of age 
Primary cerebral lymphoma in patient < 60 years of age 
Lymphoid interstitial pneumonia in child < 13 years of age 
Mycobacterium avium: disseminated 
Mycobacterium kansasii: disseminated 
Pneumocystis carinii pneumonia 
Progressive multifocalleucoencephalopathy 
Cerebral toxoplasmosis 

Figure 14: AIDS defining conditions with laboratory evidence of HIV41 

Diseases diagnosed definitively: 

• Recurrent/multiple bacterial infections in child < 13 years of age 
• Coccidiomycosis: disseminated 
• HIV encephalopathy 
• Histoplasmosis: disseminated 
• Isoporiasis with diarrhoea persisting> 1 month 
• Kaposi's sarcoma: at any age 
• Primary cerebral lymphoma: at any age 
• Non-Hodgkin's lymphoma . 
• Any disseminated mycobacterial disease other than M tuberculosls 
• Mycobacterium Tuberculosis 
• Salmonella septicaemia: recurrent 
• HIV wasting syndrome 
• Recurrent pneumonia within 1 year 
• Invasive cervical cancer 

Diseases diagnosed presumptively 

• 
• 
• 
• 
• 
• 

Candidiasis: oesophagus 
Cytomegalovirus retinitis with visual loss 

Kaposi's sarcoma 
Mycobacterial disease: disseminated 
Pneumocystis carinii pneumonia 
Cerebral toxo lasmosis 
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A clinical case definition is required in resource poor areas where diagnostic 

facilities are limited, such as in much of sub-Saharan Africa. A provisional case 

definition was developed at a WHO workshop on AIDS held in Bangui, Central 

African Republic in October 1985 and adopted in a slightly modified form by 

WHO in 1986, becoming known as the "Bangui definition".-lO;307 As 

understanding of the spectrum of severe HIV-related illness in both developed 

and developing countries subsequently grew, and with the increased availability 

of laboratory diagnostic testing, the Bangui definition was further modified in 

1994 and renamed the WHO AIDS surveillance case definition (see Figure 15). At 

the same time, an expanded WHO AIDS surveillance case definition was 

introduced to take account of a positive HIV antibody test where available (see 

Figure 16).308 

Figure 15: WHO AIDS case definition for AIDS surveillance308 

For the purposes of AIDS surveillance an adult or adolescent (> 12 years of age) is considered to 
have AIDS if at least two of the following major signs are present in combination with at least one 
of the minor signs and if these signs are not known to be due to a condition unrelated to HIV 

infection. 

Major signs 

• Weight loss ~ 10% of bodyweight 
• Chronic diarrhoea for> 1 month 
• Prolonged fever for> 1 month (intermittent or constant) 

Minor signs 

• Persistent cough for> 1 month* 
• Generalised pruritic dermatitis 
• History of herpes zoster 
• Oropharyngeal candidiasis . ' . 
• Chronic progressive or disseminated herpes SImplex infection 

• Generalised lymphadenopathy 
*For patients with tuberculosis, persistent cough for> 1 month should not be considered as a 

minor sign. 
The presence of either generalised Kaposi's sarcoma or cryptococcal meningitis is sufficient for 

the diagnosis of AIDS for surveillance purposes. 
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Figure 16: Expanded WHO case definition for AIDS surveillance308 

For the purposes of AIDS surveillance an adult or adolescent (>12 years of age) is considered to 
have AIDS if a test for HIV antibody gives a positive result, and one or more of the following 
conditions are present: 

• >10% body weight loss or cachexia, with diarrhoea or fever, or both, 
intermittent or constant, for at least 1 month, not known to be due to a 
condition unrelated to HIV infection 

• Cryptococcal meningitis 

• Pulmonary or extrapulmonary tuberculosis 

• Kaposi's sarcoma 

• Neurological impairment that is sufficient to prevent independent daily 
activities, not known to be due to a condition unrelated to HIV infection 
(e.g. trauma or cerebrovascular accident) 

• Candidiasis of the oesophagus (which may be presumptively diagnosed 
based on the presence of oral candidiasis accompanied by dysphagia) 

• Clinically diagnosed life threatening or recurrent episodes of pneumonia, 
with or without aetiological confirmation 

• Invasive cervical cancer 
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APPENDIX 2. PROFESSIONAL PARTCIPANTS 

Professional Participants by role and sector 

Identifier Gender Professional role Sector 
H1female Female Sexual Health Advisor GU Medicine 
H2male Male Nurse Specialist I Sexual Health Advisor HIV/GU Medicine 
H3male Male Sexual Health Advisor GU Medicine 
M1female Female Midwife Specialist Trainer Midwifery 
D1temale Female HIV Specialist Doctor and GP H IV Medicine 

D2male Male ConSUltant Genitourinary Medicine GU Medicine 

D3male Male Consultant HIV Medicine HIV Medicine 

V1female Female African Community Outreach Worker Voluntary Agency 

V2female Female Manager of Voluntary Sector Agency Voluntary Agency 

P1temale Female Health Promotion Specialist (Sexual Health) Primary Care Trust 

P2female Female Sexual Health Commissioner Primary Care Trust 

S1temale Female Social Worker Social Services 
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APPENDIX 3. AFRICAN PARTICIPANTS BY HIV 

ST ATUS AND COUNTRY OF ORIGIN 

Mrican Participants by HIV status and country of origin 

(Listed in chronological order of interviews) 

Identifier Gender Country of origin Age HIV status 
K1H+female Female Kenya 37 Positive 
K2H-male Male Kenya 23 Negative 
Na 1 H-female Female Namibia 21 Negative 
Zi 1 H-female Female Zimbabwe 25 Negative 
Zi2H-male Male Zimbabwe 28 Negative 
Za1Umaie Male Zambia 21 Unknown 
Co1H-male Male Congo 37 Negative 
Zi3H+female Female Zimbabwe 23 Positive 

Zi4H+female Female Zimbabwe 30 Positive 

Zi5H+female Female Zimbabwe 28 Positive 

M1H+female Female Malawi 28 Positive 

Za2H+female Female Zambia 43 Positive 

Zi6H+female Female Zimbabwe 38 Positive 

Zi7H+male Male Zimbabwe 32 Positive 

Zi8H+male Male Zimbabwe 46 Positive 

Zi9H+male Male Zimbabwe 36 Positive 

Zi10H+female Female Zimbabwe 40 Positive 

M2H+male Male Malawi 41 Positive 

B1H+male Male Botswana 41 Positive 

Zi11 Umale Male Zimbabwe 28 Unknown 

S1Umaie Male South Africa 27 Unknown 

11Umaie Male Ivory Coast 40 Unknown 

Ni1Umaie Male Nigeria 35 Unknown 

Zi12H+male Male Zimbabwe 32 Positive (unconfirmed) 

Zi13H-male Male Zimbabwe 34 Negative 

Ca 1 H-female Female Cameroon 32 Negative 

Sampling for maximum variation achieved diversity in age, gender, HIV status and country of 

origin. The relatively large proportion of Zimbabwean participants reflects the current population 

of migrants from sub-Saharan Africa currently resident in Bristol. 
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APPENDIX 4. AFRICAN PARTICIPANTS' 

SUMMARY OF ROUTE TO HIV TESTING 

Identifier HIV status Summary of route to HIV testing Testing site 
K1H+female Positive Raped in Kenya. Sick on arrival in UK. Taken GU clinic 

by friend to GU clinic. CD4 count 30 at 
diagnosis. Concurrent syphilis. 

K2H-male Negative Asymptomatic. Proactively sought HIV testing GU clinic 
at GU clinic after discovering partner infected. 

Na 1 H-female Negative Asymptomatic. Proactively sought HIV test GU clinic 
from GP. Told to make appointment at GU 
clinic. 

Zi 1 H-female Negative Asymptomatic. She approached GP to ask for GP surgery 
testing after 3 years of thinking about it. 
Worried about partner's unfaithfulness. 
Tested by_ GP. 

Zi2H-male Negative Asymptomatic. Proactively sought H IV test at GP surgery 
GU clinic but could not get an appointment for 
over a month. Tested by_ GP 

Za1Umaie Unknown Not registered with a GP. Has never been Not tested 
tested for H IV 

C01H-male Negative Screening test undertaken by GP after being GP surgery 
registered for 18 months. 

Zi3H+female Positive Antenatal HIV screening test at 25 weeks Midwife at 
gestation following delay in finding GP GP surgery 
surgery which would permit her to register 

Zi4H+female Positive Symptomatic HIV disease. She attended her Hospital 
GP practice on multiple occasions. Treated as inpatient 
asthma. Deterioration over several months. 
Admitted to hospital. Diagnosed with H IV and 
TB. 

Zi5H+female Positive Husband was diagnosed with HIV as an H IV medicine 
inpatient. He kept his diagnosis from her for 3 outpatient 
months. Following his disclosure she was clinic 
tested at the H IV outpatient clinic 

M1H+female Positive Symptomatic H IV disease. She attended her GU clinic 
GP regularly for 3 months with deteriorating 
symptoms. Was told she would be referred to 
tropical diseases specialist. Appointment 
came for GU clinic. Very low CD4 count at 
diagnosis. Deterioration and hospital 
admission resulted. 

Za2H+female Positive Symptomatic. She tested in the USA following USA 

repeated flu-like illnesses. 

Zi6H+female Positive Symptomatic. She attended GP ~Imost . Hospital 

weekly with increasing haematuna and pain inpatient 

for 6 months. Felt her symptoms were 
ignored. Eventually tested for HIV 5 weeks 
after hospital admission. Low CD4 count at 
diagnosis. 
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Identifier HIV status Summary of route to HIV testing Testing site 
Zi7H+male Positive Symptomatic. Attended GP who gave Hospital 

antibiotics. He deteriorated and was admitted inpatient 
to hospital Emergency Department. 
Diagnosed with TB and subsequently H IV as 
an inpatient 

Zi8H+male Positive Symptomatic. Admitted to hospital with CMV Hospital 
retinitis, cerebral lymphoma and spinal inpatient 
abscess. Inpatient for 18 months 

Zi9H+male Positive Symptomatic. Attended GP for treatment. GU clinic 
After several visits, with health deteriorating, 
the GP advised HIV test and he was told to 
attend GU clinic. CD4 count 30 when 
diagnosed. III health resulted in 3 month's 
hospital admission. 

Zi 1 OH+female Positive Symptomatic. Had been attending GP for 6 GU clinic 
months with symptoms including rash. 
Eventually sought HIV testing at GU clinic at 
the suggestion of a friend. CD4 count < 30 at 
diaqnosis 

M2H+male Positive Had previously tested positive for HIV in GP surgery 
Sweden. Initially denied status. Several years 
later approached GP in UK and asked for 
testing. Tested by GP. 

B1H+male Positive Symptomatic. 6 months with persistent boil GU clinic 
and lymphadenopathy. Repeated visits to GP. 
Eventually referred to Dental hospital and 
surgeons. Dental hospital advised he attend 
GU clinic for HIV test. 

Zi11 Umale Unknown Registered with a GP for 2 years. Has never Not tested 
been tested for H IV 

S1Umaie Unknown Been registered with a GP for 5 years. Had Not tested 
been thinking about HIV testing for several 
months. Eventually asked GP for HIV test and 
was told to attend GU clinic. Several months 
later had still not attended. 

11Umaie Unknown Registered with a GP. Has never been tested Not tested 
for HIV 

Ni1Umaie Unknown Registered with a GP. Had a set of 'routine' Not tested 
blood tests. Assumed they included HIV 
although from his account it seems unlikely 
that was the case. 

Zi12H+male Positive Symptomatic. Advised by friend to attend GU GU clinic 

(unconfirmed) clinic. Waited for 6 months before returning to 
get results. Initial HIV test positive. Further 4 
months waiting for hospital follow up and 
confirmation because of missed appointment. 

Zi13H-male Negative Asymptomatic. Proactively sought HIV testing GP surgery 

from his GP. Tested by GP 

Ca 1 H-female Negative Asymptomatic. Asked GP for HIV test after GP surgery 

she had nursed a fellow asylum seeker 
through her terminal AIDS illness. Had to 
insist on beinq tested. 
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APPENDIX 5. PROFILES OF AFRICAN 

PARTICIPANTS 

KIH+female 

This 37 year old Kenyan woman was born into a poor family in a rural part of 

Kenya. She is educated up to Standard Seven (penultimate year of primary 

school) and worked as a 'house-girl'. She married a man from a different area 

(Nyeri) whose family ascribed to traditional religious and cultural practices 

(Mongeki) although he, like the participant, was a Christian. His family did not 

approve of the marriage but for 11 years there was little contact. KIH+female 

and her husband had three children, a boy and two girls. When the oldest 

daughter was thought to be old enough 'the Mongeki' came to circumcise her 

and attempted to do the same to the participant. Her harrowing account reported 

that her daughter was raped and subsequently died, and that her husband was 

shot and killed whilst trying to protect them. The participant was subjected to a 

vicious sexual assault. After the attack she was seriously unwell, and was helped 

by a previously unknown married couple. The husband brought her to Bristol 

where she was taken into the home (a bed-sit) of a Burundian woman. She was 

still very unwell and was taken by her new friend to the GU clinic where she was 

diagnosed to be infected with HIV and syphilis. She was initiated on therapy 

immediately because her CD4 count at this time was 30 x 106 cells/I. She is 

currently seeking asylum and is living in hostel accommodation provided by the 

National Asylum Service and receiving £5 per day for food via Refugee Action. 

Her two remaining children are 'somewhere hiding' in Kenya. 

K2H-male 

This 23 year old Kenyan man came to the UK to study for a degree in Financial 

Accounting, having previously obtained a degree in Economics in Nairobi. His 

current studies are being funded by his father who is a senior ci\·il Sl'fyant in 
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Kenya. His current girlfriend is infected with HIV. He discovered this when a 

friend, who works as a Health Care Assistant in the hospital, reported that he 

had seen her attending an HIV clinic. She initially denied it but after his 

reassurances that he wouldn't leave her, told him it was so. He subsequently 

accessed HIV testing at the genitourinary medicine clinic and knows that he is 

not infected. He remains with his girlfriend. He intends to return to Kenya at tlle 

end of his studies. 

N alH-female 

This participant is a 21 year old single woman from Namibia. She is educated to 

'A' level standard and wishes to pursue further studies when finances allow. She 

came to the UK on a British Government scheme enabling Namibian young 

people to work or travel in the UK for a period of two years. No funding is 

provided and her parents helped her raise money for the flight. Her visa permits 

her to work. She is currently employed in two jobs; as a Care Assistant in a 

nursing home and 'after hours' as a cleaner. She does not have a partner in the 

UK but had been sexually active in Namibia. She would ideally like to save 

enough money to enable her to undertake a degree course in the UK at the end of 

two years working in the UK. 

ZilH-female 

This 25 year old married woman from Zimbabwe left her husband and five year 

old son in her own country in order to study in the UK. She decided to come to 

Bristol because her two sisters are living in the city. Her husband runs his own 

printing business. She would like to stay in the UK on a long term basis e\·en 

though she is missing her son, and her husband does not wish to join her here. 

She is currently on a student visa and is undertaking a computing course and 

supporting herself financially by working 20 hours per week as a Health Care 

Assistant. She believed that she might have been exposed to HIV because whilst 

268 



she was living with her husband he was unfaithful to her and had other sexual 

relationships. 

Zi2H-male 

This 28 year old Zimbabwean man came to Bristol to undertake a course in 

Media Studies and is funded by his parents to do so. His mother farms their 

small holding and his father is an international truck driver, travelling across 

Africa. His was invited to come by his cousin who was already living in Bristol 

and since his arrival has been joined by his brother with whom he shares a single 

bed-sit. He has four sisters all of whom remain in Zimbabwe. He works as a 

Health Care Assistant to help fund his course and living expenses. In Zimbabwe 

he had a number of different jobs, latterly in marketing working for an 

international bank and then for the Zimbabwe Broadcasting Company. He has a 

diploma in marketing but his ambition is to return to Zimbabwe and set up his 

own recording studio. 

ZalUmale 

This 21 year old male student from Zambia came to the UK to take a Media 

Studies course. His father works for the Botswanian Government and the family 

have been living in Botswana since Za1Umaie was ten years old. His married 

sister settled in the UK several years before his arrival, and works as a 

hairdresser. She found the course for him, helps to finance it and he lives in her 

home. To help fund his course he works in a shop in the evenings and weekends. 

He intends to return to Botswana after further studies. He had one brief sexual 

relationship in Botswana and has not had a partner since arriving in the UK. 

ColH-male 

This 37 year old married man from the Democratic Republic of Congo has been 

in the UK for four years and now has refugee status. He fled from the Congo and 
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now suffers from post traumatic stress disorder. He was reluctant to discuss 

details about his reasons for leaving. His wife and twelve year old son joined hinl 

in the UK a year ago and his wife is now pregnant. He is now studying English, 

which is his third language. The family lives in a rented house with only one 

decorated room. He disclosed that he had extramarital sexual relationships 

whilst in the Congo and agreed to be tested when it was suggested by his GP. He 

is currently unable to return to the Congo. 

Zi3H +female 

This 23 year old participant from Zimbabwe came to the UK to join her sister 

who works as a nurse. She was educated to I A' Level standard and undertook a 

certificate in book keeping and accountancy in Zimbabwe. She felt that the 

opportunities for her in Zimbabwe were limited and that it was difficult to get a 

job. Originally she came to the UK on a visitor's visa but intended to train as a 

nurse. Her sister lives in Bristol and her mother, who also works as a nurse in 

Bristol, I comes and goes'. On arrival she lived first in Cambridge where she 

undertook an I Access to Nursing' course. Whilst there she had a year-long 

relationship with a Zimbabwean man who was a student nurse. When she 

became pregnant she moved to Bristol to live with her sister and intended to 

return to Cambridge to live with her partner once the baby was born. However, 

they are no longer in contact, following her disclosure of her HIV status. She now 

lives with her 3 month old baby in a bed-sit provided by social services and has 

little contact with her family. She is seeking leave to remain in the UK. 

Zi4H +female 

This 30 year old Zimbabwean woman had a successful career as a musician in 

Zimbabwe before coming, with her partner of several years' standing, to the UK. 

Her partner came to take up a computing job in London and she intended to 

study for a degree in music. She comes from a musical family of 11 children, her 

f th b · h . t She was a singer, dancer and drummer in dwell a er emg a saxop oms. 
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known band and earned enough money to help fund her younger brothers' and 

sisters' school fees and to pay for an extension to her parent's house. Her partner 

left the UK when his work took him to Angola. She remained in the UK because 

they were not yet married and she wished to continue her studies. Her partner 

subsequently told her to return to Zimbabwe as he wanted to 'pay the bride 

price' to her parents. In 2003 they had a 'customary marriage'. It was later 

arranged that they would have a registry office marriage in the UK although he 

returned to Angola prior to the wedding taking place and she has been unable to 

contact him since. She had previously been contacted by a woman who clainled 

that she had been having an affair with him. Having discovered that she was 

infected with HIV, the woman advised Zi4H+female to undertake testing. 

Zi4H+female ignored this advice because, at the time, she didn't believe the 

claim about her partner, who denied the relationship. 

She became progressively unwell and was subsequently diagnosed at a relatively 

late stage of the disease, resulting in a long hospital admission and requiring 

treatment for TB. Two weeks before the interview she received news that one of 

her sisters in Zimbabwe had died, probably of HIV related disease. 

Zi5H +female 

This 28 year old participant from Zimbabwe lives with her HIV infected 

Zimbabwean husband and is seeking leave to remain in the UK. She and her 

husband originally came to the UK to visit his brother. During the visit her 

husband became unwell, was admitted to hospital and eventually diagnosed as 

infected with HIV. He disclosed his status to her three months later and she 

subsequently discovered that she was also infected with HIV. At the time of the 

interview they had been in the UK for two years and were still seeking leave to 

remain. There trip had originally been intended to be brief and their young son 

did not accompany them. She has not been able to see her four year old son for 

two years. Her husband has 3 children from a previous marriage, his first wik 
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having died of an undiagnosed illness which the participant think b s was pro ably 
AIDS related. They have now been married for five years. 

She was brought up first by her grandmother in a rural part of Zimbabwe, then 

by her mother's sister in the town. Her parents divorced when she was young 

and she doesn't know her father at all. She was educated to primary level and 

then undertook basic secretarial training. 

She and her husband are both working illegally ill a factory that produces 

washing machines. They have no other source of income whilst they seek leave 

to remain in the UK. Her husband is a heavy drinker and is especially violent 

towards her when he has been drinking. She feels trapped in her current 

situation and has suffered from depression over recent months. 

M1H+female 

This 28 year old participant from Malawi is a qualified 'Enrolled Nurse'. She had 

worked as a nurse in Zimbabwe for a number of years before being invited by 

her aunt in Durham to come to the UK. She had hoped to convert her 

qualifications so as to work as a registered nurse in the UK. However, her 

qualifications were not recognised and she therefore undertook an 'Access' 

course in Durham, before moving to Bristol to begin a nursing qualification in 

learning disabilities. Her studies were suspended when she became increasingly 

unwell and was eventually diagnosed with HIV infection. 

Za2H +female 

This 44 year old Zambian woman had 3 siblings before the death of her younger 

brother in Zambia two years ago. Following her secondary education she went to 

college in the USA in her mid twenties. She remained there to work for 9 years in 

total, meeting and marrying her British born husband there before settling in the 

UK in 1995. She lives now with her 19 year old son, having separated fronl her 

husband 2 years ago. She is currently studying to beconle a Charterl'd 
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Accountant whilst working as a trainee accountant. She had an HIV test in the 

USA and was diagnosed as infected with the virus in 1995. At the time she was 

not married to her partner who tested negative Their planned rna . . rnage went 

ahead. She returns to Zambia most years to visit her family but has no plans to 

leave the UK where she has permanent residency. 

Zi6H +female 

This participant from Zimbabwe is 38 and has been in the UK for 5 years. She 

went first to Northampton to stay with her brother, undertaking an I Access to 

Nursing' course for one year, later moving to Bristol to begin a college course in 

mental health nursing. She has a 14 year old daughter who is living in 

Northampton with her brother. Zi6H+female travelled widely before deciding to 

come to the UK for further studies. She worked for an airline and took advantage 

of free flights to visit European cities on a number of occasions. She had decided 

that to further her career she needed to undertake a degree level qualification in 

tourism. Having started a course she changed her mind and decided to train as a 

nurse. 

Zi7H+male 

This participant from Zimbabwe is 32 years old and has been in the UK for a 

year. He worked as a wildlife tour guide in the Zimbabwe during which time he 

met his wife, a UK national, who was running a small tourist business. He came 

to the UK following his fiance's return to the UK because the political situation in 

Zimbabwe made their livelihood difficult to maintain. He became ill and \\' as 

diagnosed HIV positive in hospital. His fiance is not infected, although tlwy hayc 

been together for six years. They are now married and he works as a fork lift 

truck driver. They hope to return to Zimbabwe when the political situation is 

more stable there. 
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Zi8H+male 

This 46 year old Zimbabwean man, who has a wife and th hild . ree c ren, IS 

currently a hospital inpatient. He had been admitted 18 mo ths· th n pnor to e 

interview and been seriously ill with cerebral lymphoma, spinal abscess and 

retinitis. 

He is a well educated man who worked as a lawyer in Zimbabwe. For political 

reasons, he had been forced to leave his job prior to coming to the UK. He canle 

to the UK to visit one of his daughters who was a university student. During the 

visit he became unwell and was admitted to hospital. His illness caused hinl to 

outstay his visitor's visa. His immigration status remains uncertain, he has no 

recourse to support from Social Services and has received bills from the hospital 

for his treatment, which he has no means of paying. 

Zi9H+male 

This 36 year old Zimbabwean man comes from a family of 8 siblings. He has a 

sister in London and a brother in Bristol. He is well educated and worked for an 

engineering company in Zimbabwe before travelling to the UK to visit his sister 

and brother. During the visit he became unwell and was eventually found to be 

infected with HIV and to have a low CD4 count. He is married and his wife, who 

subsequently tested positive for HIV, remains in Zimbabwe. Their 8 month old 

son died of pneumonia in Zimbabwe shortly after Zi9H+male came out of 

hospital. He assumes that his son's death was HIV related. He remains in the UK 

to access treatment, but is not permitted to work. Because of immigration 

restrictions, his wife is unable to join him. 

ZilOH +female 

This 40 year old Zimbabwean participant has been in the UK for two Yl'ars. She 

has 4 children from two broken marriages. Aged between 19 and 5 years old, the 

children remain in Zimbabwe being looked after by two housemaids and a 
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gardener. She has a brother and sister in Zimbabwe and two . t . B' I 
SIS ers ill nsto 

with whom she currently lives. She worked as a debt collector in Zimbabwe, but 

being a member of the opposition party she found it increasingly difficult to 

provide for her children. Because she did not have a ZANU-PF card, she could 

not purchase certain items and she felt her prospects were limited. She decided 

to join her sisters in Bristol. She now works to send money back to her children at 

home and has indefinite leave to remain in the UK. Her children do not know 

that she is infected with HIV and she is particularly worried about her five year 

old son who she fears may be infected with the virus. 

M2H+male 

This 41 year old Malawian participant originally came to the UK in 1989 to study 

Marine Engineering. He met his British born second wife at that time, separating 

from his first wife with whom he had two children in Malawi. His first wife 

subsequently died of poisoning. M2H+male believes this was suicide on her part, 

although he claims she would have poisoned him if he had returned to Malawi at 

that time. His two young children were brought up by his sister. 

He has worked on a number of ships and has been based in several parts of the 

UK and Europe. He returned to Malawi for some time with his second wife and 

she remained in the village whilst he travelled with his job. He believes that she 

was unfaithful to him during that time, having multiple sexual relationships. He 

worked in Sweden for some time where he was found to be HIV positive 

although he denied the diagnosis for several years. He and his wife canle to the 

UK again five years ago before she finally left him. He now lives with his 15 year 

old daughter and does casual jobs. 
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B1H+male 

This 41 year old college lecturer from Botswana came to the UK thr ee years ago 

to undertake a PhD on literacy difficulties in Botswana. He teaches Tswana in 

Botswana and is married with three children. He has returned to Botswana four 

times since arriving in the UK, to undertake his research and to see his family. He 

is funded by the Botswanan Government to undertake his studies and intends to 

return to his home and former job upon completion of his thesis. 

ZillUmale 

This 28 year old Zimbabwean man comes from a family of 10 children. He came 

to the UK seeking asylum from the political situation in Zimbabwe. He has been 

granted refugee status. Three of his siblings have settled in South Africa whilst 

the rest of his family remain in Zimbabwe. 

He shares a bed-sit with another Zimbabwean man and is studying for a degree 

in Information Technology whilst doing two part time jobs (data capture and 

for k lift truck driving). 

SlUmale 

This South African participant is 27 years old and has been in the UK for five 

years. His mother and four brothers live in South Africa. He came to the UK to 

earn money to support them. He has worked in factory jobs for most of the tinle 

and intends to return home within the next twelve months. In South Africa he 

worked as a professional photographer which led him into multiple sexual 

relationships. He currently has a girlfriend from Botswana. 

I1Umale 

This 40 year old participant from the Ivory Coast has been in the UK for P, Yl'ars. 

He has a UK born girlfriend and they have a 6 week old baby. In !n1l"Y CO<lst he 
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worked as an entertainer and came to the UK hoping to k· this wor ill country as -
an entertainer. His mother is a traditional healer. 

He suffered a racist attack several years ago when he was b dl b 1: f a y eaten T~' our 

white men who broke into his home. This has affected him badl d h . Y an e carnes a 

lot of fear. He works a little as an entertainer at community events and fesh\Oals 

and occasionally in schools and colleges. 

NilUmale 

This 35 year old Nigerian man has been in the UK for four years, following two 

years of living in Holland. He left Nigeria because he wanted to travel and plans 

to return home in the next couple of years to farm his family's land. He is in the 

UK on a student visa but is working in a warehouse and has not undertaken any 

studies. He has an English girlfriend and they are expecting a baby. 

Zi12H+male 

This 32 year old Zimbabwean man is an asylum seeker who has been in the UK 

for two years. He worked as a musician in Zimbabwe where he played the 

drums in and sang in a band. He was forced to leave the country when he \-vas 

accused of singing political songs. He is one of 8 siblings, one sister having died. 

His father is not alive and as the eldest child he feels financial responsibility 

towards his family although is unable to work legally in the UK. His family liyes 

in a rural part of Zimbabwe and it is difficult for him to make contact with thenl 

by telephone. He became unwell and attended the genitourinary medicine clink 

for an HIV test although did not access the results for several months. At the tinlc 

of the interview had not had a confirmatory HIV test or accessed HIV treatnlent 

servIces. 
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Zi13H-male 

This 34 year old Zimbabwean man has been in the UK f 1m thr or a ost ee years, 

being joined by his wife and four year old daughter a year ago. He is the eldest of 

6 children and was educated to diploma level in Business Studies and 

Accountancy. He came to the UK to undertake a degree in Business Studies but 

had to drop out when he couldn't afford the fees. He is now working as a 

Tenancy Support Worker with people with mental health problems and has a 

four year work permit. At present he feels unable to return to Zimbabwe 

because, having left to come to the UK, he would be treated with suspicion. This 

has affected his family at home and his father has had to leave the country; his 

truck driving is now in South Africa. Whilst in Zimbabwe he worked as an 

Accountant for the National Family Planning Council and was given basic 

training about sexually transmitted infections including HIV. 

CalH-female 

This 32 year old woman from Cameroon is a failed asylum seeker, currently 

being supported by the charity of a local Catholic church. Her husband in 

Cameroon was involved in a political opposition party. Her father had also been 

involved in the opposition movement and twelve years earlier CalH-female had 

received burns to her arms when acid was thrown over her. As a result she had 

avoided direct involvement in the opposition but was arrested, and beaten whilst 

in jail, on account of her husband's involvement. She was helped to escape and 

came to the UK three years ago to seek asylum. Subsequently she heard that her 

husband had been shot and killed. She has three children aged nine, six and thn'l' 

who are being looked after by her mother. She is well educated, with a degree in 

Business Administration and was employed as a systems manager for a shipping 

company. She is not permitted to work in the UK and spent two months in a 

detention centre when her application for asylum was denied. Her solicitor 

secured her release and she is currently appealing against the decision, fearful for 

her life if she is forced to return to Cameroon. 
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APPENDIX 6. TOPIC GUIDE USED WITH 

PROFESSION ALS 

Introduction 

• Give introductio.n.and provide background to the research, including its 
purpose and anticIpated length of the interview. Assure of 
anonymity / confidentiality. Obtain written consent including consent to 
record. 

Background details about the informant 

• Description of informant's professional role and experience relating to HIV. 
Specifically explore role in HIV testing. Relationship with other professionals 
in the field. 

• Description of knowledge and experience of working with African people in 
relation to HIV. 

General background to HIV nationally and locally 

• What's happened nationally and locally in relation to HIV in recent years
say, in the last five years? 

• What, if anything, is different about the numbers/backgrounds of people 
being tested for HIV? 

• How does a person access HIV testing and care in Bristol? 

Focusing on HIV in Mrican people 

• What are the main reasons for testing and route to testing (eg SII screening, 
illness, antenatal, contact/partner of HIV+)? 

• Can you identify particular characteristics of African people with HIV locally 
(e.g. countries of origin, how long have they been in country, occupation, 
immigration status, stage of illness, any other characteristics)? 

• When you raise the subject of HIV testing what is the response (probe for e.g. 
their perception of their risk/ knowledge of the disease/ treatment)? If they 

decline what are the reasons? 

• Are you aware of particular cultural factors or issues when dealing with 

African people? 
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Improving the uptake of HIV testing amongst Mricans 

• What, if any, are the barriers to HIV testing for African people? How can they 
be overcome? 

• Are there opportunities to improve the uptake of HIV testing by African 
people? (Probe - e.g. primary care, outreach clinics, information/ education) 

• Are African patients generally registered with a GP or accessing health 
services elsewhere? 

• What is the role of GPs in HIV testing? Could this be expanded? 

• What do you feel about targeted voluntary HIV testing based on country of 
origin? 

Conclusion 

• Any other issues 
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APPENDIX 7. TOPIC GUIDE USED WITH AFRICAN 

PARTICIPANTS 

Introduction 

• Give introductio?and provide background to the research, including its 
purpose and anticIpated length of the interview. Assure of 
anonymity / confidentiality. Obtain written consent including consent to 
record. 

Background details about the participant 

• Age and family background, country of origin, reason for migration, length of 
time in UK, educational level/ occupation, immigration status. 

• Current social and economic circumstances. Explore issues relating to being a 
migrant. Future plans. 

Knowledge and experience of HIV 

• HIV in country of origin. Explore experience and knowledge. Explore HIV 
related beliefs and practice in country of origin. 

• Knowledge of disease presentation, risk factors, prognosis, treatment. (If HIV 
positive explore knowledge prior to testing) 

HIV testing (For participants who have undergone an HIV test) 

• When and where did you have an HIV test? What was the result? 

• What made you decide to get a test? Why at that time? Were you surprised by 
the result? Can you take me through what happened? 

• Explore perception of personal risk at time of testing, knowledge of HIV and 

benefits of testing. 

• Who else knows about your test result? What support is available to you? 

• What do family / friends/ community think about HIV? Are there any 

particular issues discussing HIV. 

• On balance, are you pleased that you had the test? What are the ~in~s that 
could have been done better? Do you feel you would have benefIted It you 

had taken the test before you actually did? 
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HIV testing (for participants who have not been tested) 

• 
• 
• 
• 

Have you ever considered being tested for HIV? 

What might make you think about undertaking a test? 

Are there any benefits of being tested for HIV? If so, what are they? 

If you wanted an HIV test, how would you go about it? 

Improving the uptake of HIV testing 

• What would have encouraged you to test sooner (or if untested, to consider 
testing)? 

• Do you think African people are at any higher risk of carrying the infection 
than other groups in the UK? If so, why? Do you know African people who 
you would want to encourage to be tested? 

• Do you think the health service could do more to make the test more widely 
available/ easier to access? If so, how? 

• Are you registered with a GP? Have you consulted the GP (probe for details) 
How easy/difficult was it to register with a GP. Does your GP know about 
your HIV status/ test (if tested)? Could GPs be more involved in offering HIV 
testing. (Probe - how, when) 

• How would you feel if a health professional suggested you consider an HIV 
test because you come from an African country? Would you be offended if 
you were offered the test because you are African? 

Conclusion 

• Any other issues 
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APPENDIX 8. COLLABORATION AND ETHICAL 

APPROVAL 

Colla boration 

From the earliest stages of study design and throughout the h , researc process,a 

number of individuals and organisations collaborated in the research project. 

Such collaboration provided helpful forums for discussion and advice, as well as 

facilitating access to a number of individuals and organisations whose views and 

experience would prove important. 

Formal collaborators in the project were: 

• The Milne Centre - Genitourinary Medicine Clinic 

• 
• 

Terence Higgins Trust South West - HIV / AIDS support charity 

North Bristol NHS Trust HIV Service 

Informal collaborators included the Bristol Zimbabwe Association and the Ujima 

FM Community Radio Project. 

Ethical Approval 

The study was granted ethics approval from the United Bristol Healthcare Trust 

Ethics Committee on 26th February 2003 (Approval Reference Number E5550). 

All written material (study information leaflets and consent forms for African 

and professional participants) were approved by the Committee prior to the 

commencement of fieldwork. Arrangements were made for the translation of 

written material and for interpreters to be available for interviews if required. 

Neither of these provisions was required; all participants had a good command 

of English and none elected for the interview to be conducted in another 

language. 

Locality approval was granted by Southmead Local Research Ethics Conlnlittee 

in March 2003. North Bristol Primary Care Trust and Bristol South and \\'est 
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Primary Care Trust also granted approval for the research in accordance with the 

requirements of research governance. 

In May 2004 a further submission was made to the Ethics Committee in relation 

to the financial reimbursement of research participants. The Committee agreed 

that the sum of £20 could be paid to research participants to reimburse them for 

their time and travel. In particular, the Committee was satisfied that this did not 

amount to an inappropriate inducement. Publicity material and amended 

information sheets were approved by the Committee. 
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