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ABSTRACT 

 

The limited success of HIV-testing facilities in South Africa means that many 

people are not accessing necessary antiretroviral treatment services.  This 

study investigates the practical implications of HIV exceptionalism inherent in 

Voluntary Counselling and Testing (VCT).    A semi-structured interview 

schedule was used to survey participants for their perspectives on barriers to 

HIV-testing uptake as well as the effects of exceptionalist practices at VCT 

clinics.  Responses showed marked perceptions of gender differences in 

people’s willingness to test and several important barriers including problems 

of access to services.  Significantly, exceptionalism displayed in certain clinic 

procedures was thought to contribute to stigma, and attempts to normalise 

HIV practice in order to combat the effects of stigma were being informally 

implemented.  Participants’ views on routine opt-out testing were explored.  

The researcher recommended further investigation on how HIV testing and 

treatment policies can be normalised so as to reduce stigma and increase 

testing uptake. 
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CHAPTER 1:  INTRODUCTION 

 

1.1 BACKGROUND INFORMATION 

 
Some 5.35 million people in South Africa are currently infected with the 

Human Immunodeficiency Virus (HIV) and an estimated 1 500 new infections 

are added daily (Aidsmap 2007; Statistics South Africa 2008).  South Africa 

has one of the worst HIV epidemics in the world, and it is rendered more 

critical by the problem of poor uptake of testing services, as reported in a 

recent survey by the Human Sciences Research Council (HSRC 2005).    

Although HIV testing services have been available in South Africa since the 

early 1990s (Birdsall et al 2004), and despite the provision of antiretroviral 

therapy (ART), only 2% of the population had tested in the year prior to the 

survey (Smart 2007).  Medical practitioners in the field of HIV/AIDS report a 

tendency amongst patients to delay testing for HIV until the onset of 

symptomatic illness, with the result that those who do test sometimes die 

before they access treatment (Aidsmap 2006).   

 

Several reasons have been identified for people’s reluctance to be tested, 

including a false sense of security related to HIV infection (HSRC 2005), 

psychosocial barriers such as stigma and feelings of fatalism (Van Dyk & Van 

Dyk 2003b) and service-related barriers (Van Dyk & Van Dyk 2003a).  Half of 

the respondents who tested positive in the HSRC survey (2005) indicated 

prior to testing that they did not believe that they were at risk.  This false 

sense of security means that over two million HIV-positive people in South 

Africa are unaware of their serostatus and do not even think they need to be 

tested (HSRC 2005).   

 

Stigma and discrimination play a significant role in low uptake of testing 

(Buchanan 2005).  Historical factors have led to an association between HIV 

and marginalised groups such as gays, prostitutes and injecting drug users 

(Skinner & Mfecane 2004).  Partly because of this link, a diagnosis of “HIV 
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positive” carries a significant stigma and in many instances may lead to 

discrimination, rejection and even abuse, particularly for women (Nolen 2007).  

Fear of such prejudiced reactions is a major cause of poor uptake of testing 

services.  The association with ostracised groups also contributes to the 

inaccurate perception of personal risk, as people who do not identify with 

these groups believe themselves not to be in danger of infection.   

 

A number of service-related barriers to testing were identified in a study of 

Voluntary Counselling and Testing (VCT) services in South Africa (Van Dyk & 

Van Dyk 2003b).  Indeed there is concern amongst experts (Aidsmap 2006) 

that features of the current approach to HIV testing, namely VCT, may be 

unintentionally contributing to poor uptake by inadvertently adding to the 

existing stigma through procedures which can be described as “exceptionalist” 

(Cameron 2006; De Cock et al 2002).    In response to poor uptake of VCT in 

many African countries, the World Health Organisation (WHO) issued 

guidelines in 2007 for an expanded testing approach referred to as Provider-

initiated Testing and Counselling (PITC), or “routine opt-out testing” (WHO 

2007).  In line with this, South Africa’s new National Strategic HIV and AIDS 

Plan for 2007 to 2011 recommends that HIV testing be offered routinely to 

people visiting health services (Aidsmap 2007).  However, there is still a 

significant gap between recommended strategy and the current 

implementation of testing. 

 

1.1.1 Chapter overview 

 

This chapter presents a perspective on the development of the VCT model 

against the backdrop of human rights concerns, and introduces the concept of 

HIV exceptionalism.  Central characteristics of the VCT model are described, 

as well as the main features of PITC or routine opt-out testing.  This provides 

the context for the formulation of the research problem.  Background 

information is given on the clinics and nurses in the uMgungundlovu Health 

District where the research was undertaken.  A case study describing the 

experiences of two brothers living in the Pietermaritzburg area is added to 
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illustrate some of the difficulties which beset current testing practice.  The 

chapter ends with an outline of the remainder of the dissertation. 

 

1.1.2 Human rights concerns and HIV exceptionalism 

 

Since the early days of the HIV epidemic, constructive response has been 

grounded in a foundation of human rights concerns (Bayer & Fairchild 2006; 

Danziger 1996).   Health care workers and researchers employed in the field 

of HIV testing are required to uphold basic human rights to equality, life, 

privacy and health care which are enshrined in several human rights 

instruments including the South African Bill of Rights  (Constitution of the 

Republic of South Africa 1996).  The basic ethical principles of respect for 

persons, beneficence and justice as outlined in the Belmont Report of 1979 

(US National Institutes of Health 1979) are expressions of these rights, and 

provide a useful framework of analysis for examination of HIV testing 

procedures.  These principles are explored in greater depth in the literature 

review which can be found in the second chapter of this dissertation. 

 

When the HIV and AIDS epidemic first appeared during the 1980s amongst 

members of the gay community and injecting drug users there were serious 

risks associated with being identified as HIV-positive in the United States 

because of discrimination against people with AIDS in areas of housing, 

employment, insurance and medical care (Wolf et al 2007).  There were also 

few benefits of knowing one’s status, since no treatment was available.  Public 

health officials were nevertheless concerned that testing should be 

encouraged in the hope that it would reduce transmission rates.   However 

they feared what might happen if standard public health procedures were 

enforced (De Cock et al 2002). Such policies, which include targeted testing, 

surveillance and partner notification, if applied to people already stigmatised, 

were likely to drive the epidemic underground (Bayer & Fairchild 2006; De 

Cock et al 2002).   

 



 4

In addition, human rights activists were outspoken on behalf of groups which 

suffered discrimination, particularly the gay community, and insisted on the 

inclusion of specific informed consent and confidentiality procedures in any 

approach to testing (De Cock et al 2002).  This differs from the common 

practice of medical consent which recognises verbal, non-specific consent for 

many procedures (Wolf et al 2007).  The outcome of this perceived conflict 

between public health officials and human rights activists was the 

recommendation that testing for HIV should only be undertaken after 

counselling and with specific consent, that delivery of test results should be 

accompanied by additional counselling, that test results should be treated with 

a higher level of confidentiality than is common with medical information and 

that people should have the option of testing at separate sites to maintain 

anonymity (Wolf et al 2007). 

 

HIV/AIDS was thus accorded special or “exceptional” status, and this came to 

be known as “HIV exceptionalism”.  The term refers to the tendency to treat 

HIV and AIDS differently from other sexually transmitted or fatal infectious 

diseases (Bayer & Fairchild 2006; De Cock et al 2002).  Out of this 

exceptionalist approach the current model of HIV testing, namely Voluntary 

Counselling and Testing or VCT, was developed.  VCT with its particular 

emphasis on voluntarism, confidentiality and individual rights embodies an 

exceptionalist response and stands in contrast to the standard, medical 

response to infectious diseases (De Cock et al 2002; Wolf et al 2007). 

 

Adoption of the VCT model seemed an obvious route to follow in South Africa, 

where the onset of the HIV and AIDS epidemic coincided with the process of 

democratisation (Thornton 2008).   VCT is characterised by a strong 

voluntarist basis, with the decisions to be tested, to disclose serostatus, and to 

access treatment all being made voluntarily at the initiative of the individual 

(Danziger 1996; Richter 2006).   In the context of a country moving away from 

coercive measures it was natural to adopt an approach which emphasised 

personal freedom.    
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Experts in the field of HIV and historians of the epidemic (De Cock et al 2002; 

Seidel 1996; Thornton 2008) have argued, however, that following the 

example of the developed countries mentioned earlier was inappropriate in 

the African context where the epidemiology of HIV/AIDS is different to the rest 

of the world (De Cock et al 2002; Iliffe 2006). South Africa, it is contended, 

would have done better to find an African response like the informal, 

communication-based approach adopted in Uganda (Seidel 1996; Thornton 

2008).  The characteristics of the VCT and PITC (routine opt-out) models of 

testing are considered in the next section. 

 

1.1.3 Voluntary counselling and testing 

 

VCT emphasises that testing should be voluntary (Aidsbuzz.org 2008b).  To 

ensure voluntarism, VCT requires that testing is “client-initiated”, meaning that 

testing is done at the initiative of the client only.  This is a safeguard against 

testing becoming mandatory or compulsory, which is a major concern from a 

human rights point of view (Kippax 2005).   VCT places a high degree of 

importance on counselling as part of the informed consent process and insists 

on a confidential setting for testing and treatment (KwaZulu-Natal Health 

Department 2007).  

 

With post-test counselling and ongoing treatment VCT aims to maximise the 

possible benefits and minimise the risks of knowing one’s status, through 

adopting a “positive” attitude to living with HIV (KZN Health Department 2007).  

VCT was designed to protect human rights, and has the following 

characteristic features, sometimes referred to as the “Three Cs” for consent, 

counselling and confidentiality (Csete & Elliott 2006): 

 

1. Informed client consent; 

2. Comprehensive pre- and post-test counselling; 

3. Confidentiality.  

 

The emphasis on choice and free will implicit in the VCT model is intended as 

a protection against stigma and discrimination.  It gives individuals 
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responsibility for making their own decisions about difficult health issues.  In 

so doing, however, it enables people to delay finding out the truth about their 

status.  Often it is only when severe illness or pregnancy forces further 

investigation that the reality becomes known.   Kamya et al (2008) report that 

90% of HIV infected people worldwide do not know their status, despite two 

decades of VCT availability.  Many experts in HIV testing (Bayer & Fairchild 

2006; Cameron 2006; De Cock et al 2002; Richter 2006) believe that VCT has 

not performed adequately, and may in fact be discouraging testing.  They 

advocate for implementation of a routine opt-out approach. 

 

1.1.4 Provider-initiated counselling and testing 

 

Guidelines for Provider-Initiated Testing and Counselling, or PITC (WHO 

2007) were published by UNAIDS and WHO in 2007.   This development is in 

response to the seriously low uptake of VCT in most African countries to date, 

where surveys show that a median of 10% of women and 12% of men have 

been tested and received their results (WHO 2007:5).   One of the drafter’s of 

the United Nation’s original 1985 testing policy, David Miller, said of the 

recommended shift to a routine approach (South African Institute of 

International Affairs 2004:4):  “What made us change our position is the fact 

that VCT wasn’t working.” 

 

PITC is proposed by UNAIDS and WHO not as an alternative to VCT, but 

rather as an expansion of it (Richter 2006).  It differs from VCT in one 

important respect, namely, that instead of testing being done only at the 

initiative of the client or patient, testing is initiated routinely by standard clinic 

practice.  Patients are informed of this, and of their right to refuse testing.  The 

onus is then on patients to opt out of testing if that is their choice.  This is 

referred to as an informed “right of refusal” (Richter 2006; WHO 2007).  

Patients who do not exercise this opt-out right are deemed to have given 

implicit consent. 

 

An important aspect of the rationale for PITC is the concern that currently 

many people who present at health care settings showing clinical symptoms 
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of HIV infection are not being offered an HIV test, in line with the VCT 

commitment to testing being client-initiated (WHO 2007).  This is demoralising 

and ethically difficult for health care workers who find themselves in a position 

where they are not truly free to follow the course of clinical action which 

seems most beneficial to the patient (Leitch 2003).  Important opportunities for 

intervention are being lost (Bassett et al 2007; UNAIDS  2007). 

 

PITC comprises two main testing strategies, outlined below (Richter 2006:20-

22): 

 

1) Diagnostic testing :   

 

As with other illnesses the doctor or nurse is guided by the presence of 

medical symptoms and undertakes any testing deemed necessary to lead 

to a diagnosis.  The process involves confidentiality and informed consent, 

as well as limited pre-test and comprehensive post-test counselling. 

  

2) Routine testing with the right to decline : 

 

Patients attending health care facilities are routinely tested for HIV.  There 

is no discrimination based on clinical symptoms.  Patients are informed of 

the testing policy and of their right to decline testing.  They are also 

assured that declining an HIV test will in no way prejudice their ability to 

access medical care in future.  This model is one of informed “right of 

refusal”, and consent is assumed unless the patient expressly objects.  It is 

also known as an “opt-out” approach. 

 

The WHO guidelines recommend that the application of these strategies 

should be determined by the prevalence of HIV in the population, and identify 

three different epidemic levels (WHO 2007:6-7): 

 

• Low-level HIV epidemic , where HIV infection may have been present 

for many years but where it has never spread significantly to a 
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subpopulation group; infections are largely restricted to specific groups 

known to engage in high-risk behaviour; 

 

• Concentrated epidemic,  where HIV infection rates have reached a 

significant level within at least one subpopulation group, but where the 

evidence suggests that this group does not have active networks to the 

general population; 

 

•  HIV epidemic,  where sexual networks within the general population 

allow the spread of HIV infection independently of subpopulation 

groups. 

 

The guidelines recommend that for situations of low-level and concentrated 

epidemics an approach of diagnostic testing be implemented.  HIV testing and 

counselling should not be routine, but should be recommended to all people 

attending health care facilities who present clinical or diagnostic symptoms 

which suggest an underlying HIV infection (Richter 2006; UNAIDS 2007). 

 

It is recommended that in situations where the epidemic is generalised, as is 

the case in sub-Saharan Africa, an approach of routine testing with the right to 

decline should be adopted.   HIV testing and counselling should be presented 

as “part of the normal standard of care provided to the patient”, regardless of 

the presence or absence of any HIV-linked symptoms, and regardless of the 

patient’s expressed reason for attending the facility (UNAIDS 2007:7). 

 

The UNAIDS guidelines make some important provisions to the 

recommendation of routine testing.  Firstly, WHO and UNAIDS distance 

themselves from coercive or mandatory testing and call for comprehensive 

training of medical personnel to ensure that routine testing always includes 

the right to decline.  Secondly, what is termed an “enabling environment” is 

regarded as essential for successful implementation of PITC.  This means that 

HIV testing and counselling should be offered in conjunction with a “package 

of HIV-related prevention, treatment, care and support services” (WHO 
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2007:8), which include interactive pre- and post-test counselling, access to 

antiretroviral therapy, access to interventions to prevent mother-to-child 

transmission and a social and legal framework which offers basic community 

support. This “package” is not yet universally available, and the WHO 

guidelines acknowledge that a phased implementation of PITC may be 

necessary based on constraints of resources and capacity (WHO 2007). 

 

1.1.5 Response to routine testing as advocated in P ITC 

 

PITC signals a move away from the exceptionalism of HIV which is inherent in 

VCT (SAIIA 2004).  Some human rights activists see this move as a threat to 

the rights-based approach which has come to characterise testing policy 

(Buchanan 2005; Csete & Elliott 2006; Kippax 2005).  Others welcome PITC 

as part of the process of normalising HIV which they regard as essential to 

improving testing rates (Basett et al 2007; Kamya et al 2008).  Dr Francois 

Venter, head of the South African Clinicians Society, and Zackie Achmat of 

the Treatment Action Campaign (TAC), both voiced approval for an approach 

which would help to normalise the management of HIV/AIDS in order to 

reduce associated stigma (Integrated Regional Information Networks 2007; 

News 24.com).  There is, however, an ongoing debate over the shift toward 

PITC (Aidsmap 2007), and this is explored in Chapter 2 of this dissertation.  

 

 1.2 THE RESEARCH PROBLEM 
 

The problem which this study seeks to investigate is whether, in the view of 

the research participants, HIV testing rates are being negatively affected by 

the exceptionalism inherent in the VCT approach, and whether PITC could 

offer improved rates of testing without compromising human rights.  

Exceptionalism is currently manifested in the requirements of voluntary 

informed consent, pre- and post-test counselling and strict confidentiality.  In 

addition, many VCT clinics have attempted to minimise effects of stigma and 

discrimination by adopting measures which involve the separation of HIV 

patient facilities from those of general patients.  The PITC approach seeks to 
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normalise HIV and AIDS, bringing management and treatment in line with 

other infectious diseases. 

 

1.3 THE RESEARCH QUESTIONS AND OBJECTIVES 

 

The purpose of this study is to provide insight into the experiences of senior 

nurses who work in the field of HIV testing.  In so doing, the research explores 

their attitudes to the exceptionalism inherent within VCT.  It asks whether the 

twin goals of increasing testing uptake and decreasing stigma might be better 

served by the normalisation of HIV and AIDS through a routine opt-out testing 

model as advocated by PITC.  Finally, it seeks to present the findings in such 

a way as to offer insights which might prove useful in informing decision-

making pertaining to HIV-testing policy. 

 

In the context of face-to-face interviews with nine research participants, the 

study investigates the following research questions: 

 

1. What do the interviewees see as the major barriers to testing for HIV in 

the communities which they serve? 

 

2. In the opinion of the interviewees, how do people feel about the special 

approach to HIV testing, which requires both pre- and post-test 

counselling? 

 

3. How do the interviewees think attitudes to testing might change if an 

HIV test was offered routinely to all patients attending a primary health 

care facility? 

 

4. What perceptions do the interviewees hold regarding the introduction of 

PITC or routine opt-out testing?   Could this increase uptake of HIV 

testing without compromising human rights? 
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1.4 THESIS STATEMENT AND DECLARED BIAS 

 

The following thesis statement expresses the researcher’s position at the start 

of the research project: 

 

The exceptionalism inherent within VCT practice at clinics in South 

Africa is unintentionally increasing stigma and decreasing willingness to 

test. 

 

The researcher wishes at the outset to acknowledge a bias in favour of a 

routine opt-out approach.  This is rooted in her experience as a personnel 

manager for a small business which in the past few years has lost a number 

of valued employees to HIV and AIDS.  The researcher observed a marked 

tendency on the part of these employees to delay seeking testing or 

treatment, despite the availability of these services and a supportive 

employer-employee relationship.  Some of these employees attended clinics 

regularly for minor health matters, but did not get tested for HIV until they had 

become very ill with AIDS-related disease.  These experiences served to 

shape the researcher’s viewpoint and led to the formulation of the thesis 

statement. 

 

1.5 DELINEATION AND LIMITATIONS 

 

This is not a comprehensive investigation of HIV testing models.  It is 

exploratory research, revealing the perceptions of a sample group of nine 

participants on the implications of VCT, and the potential implications of PITC, 

within their clinics.  Mandatory testing and compulsory testing are not 

considered in this study, except for being defined so as to exclude them.  The 

researcher has not attempted a thorough examination of how well VCT is 

working generally, but has merely reported on aspects of VCT practice at the 
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selected clinics.  As this is not quantitative research, the findings cannot be 

generalised to the wider population.   

 

1.6 DEFINITION OF KEY TERMS AND CONCEPTS 

 

The following terms require clarification.  Based on their usage in the literature 

they can be defined as follows: 

 

1.6.1 Compulsory testing :   This refers to testing in which there is no 

voluntary or informed consent element.  It is done at the initiative of a person 

or party other than the one being tested, and sometimes without the 

knowledge of that person (Canadian HIV/AIDS Legal Network 2005). 

 

1.6.2 HIV exceptionalism :  This refers to the tendency to treat HIV and AIDS 

differently from other sexually transmitted or fatal infectious diseases (Bayer & 

Fairchild 2006; De Cock et al 2002).  It emphasises strict clinical 

confidentiality, informed consent and anonymised surveillance systems (De 

Cock & Johnson 1998). 

 

1.6.3 Mandatory testing :  This refers to testing required as a pre-condition for 

some benefit, such as immigration, blood or organ donation, or employment in 

the armed services (Canadian HIV/AIDS Legal Network 2005). 

 

1.6.4 Normalisation of HIV/AIDS :  This refers to treating HIV/AIDS in line 

with procedures common to other infectious diseases, for which early 

diagnosis is essential to appropriate prevention and management policies; it 

acknowledges the need for informed consent and respect for confidentiality 

(De Cock and Johnson 1998). 

  

1.6.5  Voluntary testing and counselling (VCT) :  This is a model of HIV 

testing which emphasis the elements of pre- and post-test counselling, 

informed consent and confidentiality of test results (Aidsbuzz.org 2008b).   
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1.6.6 Provider-initiated testing and counselling (P ITC):  This recommends 

diagnostic testing in areas of low-level HIV epidemic, and routine opt-out 

testing in areas of concentrated epidemic.  It includes limited or implied 

consent (right to decline), counselling and confidentiality (WHO 2007; Wolf et 

al 2007). 

 

1.7 VCT CLINICS IN KWAZULU-NATAL 
 

Public health service in KwaZulu-Natal, as in the rest of South Africa, is tiered 

with some clinics being administered by the provincial health department and 

others by local government.  Primary health care centres (PHCs) offer first 

level health care services.  Community health centres (CHCs) are the next 

level, offering all the services of PHCs but in addition providing 24-hour 

maternity, emergency care and casualty, and a short stay ward.   Patients 

who require higher level care are referred to a district or regional hospital 

(KZN Health Department 2008a).   

 

The uMgungundlovu district where Pietermaritzburg is located has four CHCs, 

23 provincial clinics, 17 local government clinics and 17 mobile clinics.  VCT 

services are available at all PHCs and CHCs.  Initiation of antiretroviral 

treatment (ART) is done at accredited CHCs, of which there are currently nine 

in the uMgungundlovu district, as well as at district and regional hospitals 

(KZN Health Department 2008b). 

 

1.8 PROFESSIONAL NURSES  
 

The South African Nursing Council (SANC 2009) recognises three categories 

of nurses in South Africa.   A “nursing auxiliary” is a nurse who has completed 

a one-year course of study, an “enrolled nurse” is one who has completed two 

years of study, and a “professional nurse” (also known as a registered nurse) 

has completed a four-year course of study.  The training of a professional 

nurse includes courses in general nursing, midwifery, psychiatry and 
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community nursing. The Nursing Act of 2005 (Act No. 33 of 2005) requires 

that all professional nurses in practice be registered with the South African 

Nursing Council (SANC) (Nursing Act 2005).    

 

The SANC stipulates a four-year training programme at an accredited 

institution, but also makes provision for nurses with basic training to upgrade 

their qualifications via a bridging programme (SANC 2007a).  Universities 

which have a Department of Nursing offer degree programmes, and colleges 

which are affiliated to a university offer accredited diploma programmes 

(Kortenbaut 1997).  The South African Nursing Council (SANC) reported a 

ratio of 47:1 for population per qualified nurses at the end of 2007 (SANC 

2007b). 

 

All PHC facilities in the uMgungundlovu district have at least two professional 

nurses.  These nurses hold a diploma in general nursing, midwifery, 

community and psychiatry, as well a diploma in primary health care, which 

includes HIV/AIDS counselling, HIV/AIDS clinical management and integrated 

management of HIV/AIDS, sexually transmitted infections (STI) and 

tuberculosis (TB)  (KZN Health Department 2008b). 

 

1.9 CASE STUDY OF TWO BROTHERS 
 

The following case study tells the true story of Nathi and Vusi (not their real 

names), two brothers from a Pietermaritzburg family known to the researcher.   

The events in the story took place during the course of this research project, 

and serve to illustrate several of the issues affecting HIV testing rates. 

 

Nathi’s story 

 

Nathi, aged 38, worked in Durban but went home to Pietermaritzburg from 

time to time to see his family. In June 2008 Nathi became ill and on a visit 

home he decided to have himself tested for TB.  A family member urged him 

to test for HIV at the same time, which he did.  He attended a clinic in 
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Pietermaritzburg and tested positive for both TB and HIV.  Since he worked in 

Durban he decided to visit a clinic there to have his CD4 count taken, thinking 

this would be more convenient for ongoing treatment.  However, before the 

CD4 count results were returned his health deteriorated further and he had to 

go back to his home in Pietermaritzburg.  He had already begun TB treatment 

but was unable to continue working, and his health worsened over the next 

few weeks.   

 

One morning when his condition had become critical, Nathi’s family took him 

to a local Pietermaritzburg clinic.  They explained to staff at the clinic that he 

had tested positive and that his CD4 count results were available at a Durban 

clinic.  However, the local clinic staff said they did not have a telephone 

number for the Durban clinic.   At this point the researcher, known to the 

family, was asked to help.  The researcher successfully acquired the 

telephone number of the Durban clinic, and then phoned the local 

Pietermaritzburg clinic to give staff there the telephone number.  This clinic 

was one which the researcher had visited in the course of her research 

approximately five weeks earlier.  She explained to a staff member that she 

wanted to give them contact details to assist in getting CD4 count results 

already available at a Durban clinic for a patient who was sitting in the local 

clinic at that moment.  However, the staff member, although apparently 

interested and concerned, explained that CD4 count results could only be sent 

from one clinic to another by fax, not verbally, and that their fax machine was 

broken.  She thought it was unlikely that the results could be sent to another 

fax number (where the researcher worked) due to constraints of 

confidentiality. 

 

Later that day Nathi was admitted to hospital, where he died in the early hours 

of the following day.  He had known he was HIV positive for less than three 

months, and had not yet begun ART.  He left an 18-month old daughter, 

whose young mother informed the family shortly before Nathi’s death that she 

had known she was HIV positive for two years.  Her previous boyfriend had 

died in 2005 of AIDS-related illness. 
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Vusi’s story 

 

Vusi is Nathi’s brother.  When Nathi became ill and was taken to the 

Pietermaritzburg clinic, Vusi had also returned to the family home too ill to 

work.  He had been tested in May and was informed that his CD4 count was 

264.  Clinic staff advised him to return for another test six months later.  He 

also tested positive for TB and was started on TB treatment.  At the time that 

Nathi was taken to the clinic shortly before his death, the family judged Vusi to 

be the more critically ill of the two brothers.  They did not expect him to live, 

although they hoped Nathi might still receive medical intervention in time to 

save his life.  After Nathi died, hopes that Vusi might recover were further 

diminished.  Family members became preoccupied in making Nathi’s funeral 

arrangements.  Vusi’s condition continued to worsen, and he was unable to 

stand or care for himself in any way.  His breathing was difficult and laboured.  

His throat was sore and swollen and the family struggled to get him to eat 

anything. 

 

A week after Nathi’s death at the urging of a sister who is well-informed about 

HIV and AIDS, the family decided to take Vusi to the clinic.  Vusi could not 

walk the distance from the home to where a taxi could collect him, and he was 

being looked after by his elderly mother who was unable to carry him there.  A 

third brother was summoned home to assist, and Vusi was taken to the same 

clinic which had had the broken fax machine.  However, Vusi’s mother and 

brother did not understand that the clinic had separate facilities for VCT and 

ARV located in a park home trailer outside of the main clinic.  They took Vusi 

to the main clinic.  There he was put on a drip, given some tablets and sent 

home.   

 

Later Vusi’s sister called the family from her place of employment for an 

update, only to realise that Vusi had not received the proper attention.  A 

telephone call to the clinic confirmed that Vusi had not been seen in the ARV 

unit.  Two more days passed before the family was able to mobilise resources 

again to get Vusi back to the clinic.  This time, with Vusi’s sister having taken 

leave from work so as to be present to assist and advise, they took Vusi to the 
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ARV unit where he was seen by a doctor and put on co-trimoxazole, an 

antibiotic commonly used to control opportunistic infections for HIV positive 

patients (Aidsmap 2008).   He was told to return for a CD4 count once he had 

completed two months’ TB treatment.  He remains critically ill. 

 

This case study illustrates the tendency to delay testing, and the serious 

consequences which are associated with a late diagnosis (Tolsi 2007).  

Routine testing might have saved Nathi’s life and improved Vusi’s chances by 

alerting them to their positive serostatus several months earlier.  The story 

demonstrates that clinics may be virtually inaccessible to people whose health 

has deteriorated too far to allow them to use public transport. 

 

The case study also raises questions about clinic communications systems.  

Clinics should be equipped to contact each other easily by telephone and fax.  

It should not be necessary for a member of the public to look up the telephone 

number of one clinic for another.  Nor should a working fax machine be 

regarded as a luxury for a clinic.  In the case of a fax machine being 

temporarily out of order, it should be permissible to communicate CD4 count 

results verbally.  

 

Finally, the separation of HIV testing and treatment facilities from standard 

clinic facilities is confusing to patients and may lead to inadequate 

intervention.  As will be discussed in detail later in the dissertation, it may also 

contribute to the stigma surrounding HIV. 

 

1.10 SIGNIFICANCE OF THE STUDY 

 

While HIV exceptionalism has been much debated at a theoretical level, this 

study offers insight into its practical outworking within a clinic setting. 

Professional nurses employed in the South African VCT context are uniquely 

poised to offer comment on the question of poor testing uptake.  A study by 

Van Dyk and Van Dyk (2003a:9) concluded that nurses in South Africa 

already carry a heavy burden in the HIV epidemic, but will be expected to 
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“form the backbone of VCT services.”  It is hoped that by giving professional 

nurses an opportunity to share their insights, this study might not only offer a 

contribution to the debate on HIV testing policy in South Africa but also 

acknowledge the valuable role which nurses play in dealing with the HIV 

epidemic. 

 

On a theoretical level this study examines features of VCT and PITC from a 

human rights viewpoint.  Analysis of the research participants’ perspectives 

aims to offer comment on whether HIV exceptionalism may be compromising 

the effectiveness of VCT. 

 

Finally, in Chapter 2 a set of questions derived from the principles of the 

Belmont Report of 1979 (Zimmerman 1997) is suggested for use in assessing 

whether a particular model of HIV testing is ethically sound.  These questions 

are applied to the research material generated by this study, but their 

foundation in human rights makes them more widely applicable. 

 

1.11 CHAPTER OVERVIEWS 

 

In the next section a brief overview is provided of each of the following 

chapters in order to familiarise the reader with the structure of the dissertation. 

 

1.11.1 Chapter 2:  Literature review 

 

Chapter 2 considers the literature on the debate over HIV testing models, 

focussing on VCT and PITC.  It explores the main concerns of human rights 

activists in relation to HIV testing, and shows why HIV exceptionalism 

developed.  Using a human rights foundation it suggests a framework for 

analysis of any HIV testing model and sets the background for the research 

questions. 
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1.11.2 Chapter 3:  Methodology 

 

In Chapter 3 the rationale behind the research design is articulated.   The 

instruments and techniques used for data-gathering and analysis are 

described, and the procedures undertaken in order to satisfy ethical 

requirements for a study of this nature are detailed.  Nine research 

participants, including seven professional nurses and two counsellors (one 

trained and one informal), were interviewed to elicit attitudes on exceptionalist 

practices within VCT clinics.  The study made use of a qualitative, exploratory 

design. 

 

1.11.3 Chapter 4:  The research context 

 

In Chapter 4 the VCT clinics which were visited for purposes of conducting 

interviews and the characteristics of the research participants are described.  

Standard clinic procedures of VCT and ART are discussed to enable a better 

understanding of the milieu of HIV testing and treatment practice.  This sets 

the context for reporting the research findings in the following chapter. 

 

1.11.4 Chapter 5:  Presentation and analysis of fin dings 

 

The interview material is presented in Chapter 5 according to the major 

themes and sub-themes which emerged during data analysis.  Perceived 

barriers to HIV testing as well as gender-related factors which influence 

willingness to test are discussed.  The effects of stigma and discrimination are 

considered.  Research participants’ attitudes to exceptionalist practices 

currently in operation at VCT clinics are explored.  Additional comments made 

by interviewees are offered to shed light on the question of why some people 

choose to test and others do not. 
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1.11.5 Chapter 6:  Conclusion and recommendations 

 

Chapter 6 offers the researcher’s conclusions regarding the impact of 

exceptionalism on testing rates as portrayed by the research participants’ 

responses.  Based on these conclusions certain recommendations are made 

regarding HIV policy. 

 

1.12 CONCLUSION 

 

In this chapter, the problems pertaining to HIV testing, with particular 

reference to HIV exceptionalism, have been introduced.  Background 

information has been provided on the problem of poor testing uptake, as well 

as the two models considered in this study, namely VCT and PITC.  The 

research problem and the objectives for the study have been named.  In the 

next chapter a detailed review of relevant literature will further acquaint the 

reader with the concerns surrounding the HIV testing debate. 
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CHAPTER 2:  LITERATURE REVIEW 

 

2.1 INTRODUCTION 

 

The emergence of the HIV/AIDS epidemic in countries like France and the 

United States took place in a context already sensitised to human rights 

concerns.  Both countries had complex histories involving the struggle to 

define and protect human rights, and these countries had in the 18th century 

produced declarations which became fundamental precursors to international 

human rights instruments (Human Rights Web 1997).   Common to these and 

later human rights documents such as the Universal Declaration of Human 

Rights (United Nations Organisation 1948), the African Charter on Human and 

People’s Rights (African Commission on Human & People’s Rights 1981) and 

the South African Bill of Rights (Constitution of the Republic of South Africa 

1996) is the assertion of the basic equality of all people before the law, which 

guards against unfair discrimination. 

 

Notwithstanding this history of attention to human rights, some appalling 

human rights atrocities were committed during the course of the last century 

for purposes of research in both Europe and the United States.  These 

resulted in the formulation of three important documents codifying the basic 

ethical considerations necessary for protection of human rights in research.  

The Belmont Report of 1979 was the latest of these documents (Zimmerman 

2001). Although compiled to provide protection in the context of research 

settings, the principles of this report are derived from and correspond closely 

to basic human rights as outlined in various rights documents, including the 

South African Bill of Rights of 1996 and the African Charter on Human and 

People’s Rights of 1981.  The right to health, the right to privacy and the right 

to equality before the law are enshrined in international human rights 

instruments, and it is from these rights that the ethical principles are derived. 
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In this chapter the principles of the Belmont Report are outlined and their 

relevance to the HIV testing debate is illustrated.  The origins and rationale of 

HIV exceptionalism are then described, and it is demonstrated that the tenets 

of the Belmont Report underpin the VCT model of testing.  The debate over 

HIV exceptionalism is considered from both sides and the introduction of 

routine opt-out testing in Botswana is used as a case study.   Finally, a 

framework for analysis of testing models based on the Belmont Report 

principles is suggested. 

 

2.2 HUMAN RIGHTS AND THE BELMONT REPORT OF 1979 

 

The Belmont Report of 1979 followed the international adoption of two earlier 

codes written to guide physicians and scientists in the ethical conduct of 

human research.  The Nuremberg Code of 1947 (Zimmerman 1997) was 

formulated when the atrocities committed by Nazi researchers came to light 

after World War II.   This recognised that the voluntary informed consent of 

any human subject involved in research is an essential human rights 

requirement (Family Health International 2007).  In 1964 the Declaration of 

Helsinki was developed by the World Medical Association (WMA).  This 

document added to and improved on the provisions of the Nuremberg Code, 

in particular highlighting the principle that the well-being of a human research 

participant takes precedence over the interests of science and of society 

(Family Health International 2007; WMA 2004). 

 

The United States was not a signatory of the Helsinki Declaration, but it had 

been the primary sponsor of the Nuremberg Code in 1947 (Zimmerman 

1997).  Yet the United States government chose to ignore the principles 

outlined in these documents, and sponsored unethical research with humans 

in the infamous Tuskegee study.  This took place between 1932 and 1972 in 

the United States and involved, for the purposes of research, the deliberate 

denial of treatment and information by the United States Public Health Service 

to black men suffering effects of long-term syphilis infection (Fairchild & Bayer 
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1999).  The Belmont Report was compiled in response to the exposure of 

these serious human rights abuses. It set forth three universally recognised 

principles, namely respect for persons, beneficence and justice, to be 

discussed in the next section. 

 

The Belmont Report was published in 1979 and would have been fresh in the 

consciousness of human rights activists when HIV and AIDS appeared in the 

early 1980s.  The principles articulated in the Report came to influence the 

response to HIV/AIDS and to shape the development of the resulting VCT 

testing model.  The well-known “three Cs” of VCT, namely consent, 

confidentiality and counselling (Csete & Elliott 2006), are underpinned by the 

universally-recognised principles of human rights articulated in the Belmont 

Declaration of 1979. 

 

2.2.1 Principles of the Belmont Report 

 

The Belmont Report identified three ethical standards for any research 

involving human participants, discussed below (US National Institutes of 

Health 1979).   While not making use of the same terminology, these 

principles are grounded in the rights to health, privacy and equal protection 

and equality before the law, fundamental rights recognised in both the African 

Charter on Human and People’s Rights of 1981and the South African Bill of 

Rights of 1996. 

 

2.2.1.1 Respect for Persons 

 

The principle known as “respect for persons” has two components.  The first is 

the recognition of the autonomy of the individual (South African Medical 

Research Council 2006), which means that competent individuals have the 

right to make their own choices and decisions about matters that affect them.  

For example, a researcher may only include a person in a research study on a 

voluntary basis, with that person’s prior knowledge and consent.  Similarly a 

health care professional may not test a patient for HIV without his or her 

knowledge and consent.  In South Africa, informed consent of the individual 
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prior to testing is a legal requirement except in cases of anonymous 

epidemiological screening programmes by health authorities (Van Dyk 2005). 

 

The second component of the principle follows on from this, and states that if 

an individual is not capable of adequately assessing the factors around which 

he or she must make a choice or take a decision, he or she is entitled to 

protection.  Examples of such persons are children, the mentally handicapped 

or those who are incapacitated by illness.  Less obvious but not less important 

are those for whom cultural factors or lack of education place them in a 

position of being unable to understand and freely choose what is being 

offered (either participation in research, or treatment options).  Respect for 

these people must be guaranteed despite their incapacity, and researchers 

and health care workers are required to act in their best interests (US National 

Institutes of Health 1979).   

 

2.2.1.2 Beneficence 

 

The principle of beneficence means that the researcher or health care worker 

must act in the best interests of the participant or patient, and that the well 

being of the participant or patient must be protected (Family Health 

lnternational 2007).  It encompasses the two concepts of doing no harm and 

maximising possible benefits while minimising possible risks (Zimmerman 

2001). 

 

The South African Medical Research Council’s ethics policy distinguishes 

between these as two separate principles of biomedical ethics, namely:  

beneficence, which refers to the benefit to the research participant, and non-

maleficence which means an absence of harm to the research participant 

(SAMRC2006).    Ethical dilemmas arise when a particular course of action 

offers benefits to participants but also poses the risk of harm.  The principle of 

beneficence directs that in such a case the benefits should outweigh the risks 

(Zimmerman 1997). 
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As with respect for persons, beneficence is a principle rather than a set of 

guidelines.  It requires that the best interests of another person be sought.  

However, this leaves open to interpretation the judgment of what is “good” or 

“better” for another person, and this is where conflicts may occur, particularly 

in a multi-cultural context such as the South African one.   

 

2.2.1.3 Justice 

 

The principle of justice refers to the impartial selection of research participants 

and the fair distribution of the benefits and risks of research (Zimmerman 

2001).  It directs that one group within society should not benefit at the 

expense of another, and access to treatment and intervention should be 

available equally to all sectors.  The principle of justice corresponds to the 

rights of non-discrimination, equal protection and equality before the law, 

which appear in Article 1 of the South African Bill of Rights (Constitution of the 

Republic of South Africa 1996). 

 

Gray et al (1995) identify some major ethical dilemmas for HIV/AIDS 

researchers in the developing world, to which the principle of justice provides 

guidance.  Developing countries often combine features of a generalised HIV 

epidemic with poorly developed regulatory systems which poses a risk of 

exploitation, as unscrupulous researchers may be attracted to situations 

where subjects are readily available but are not well informed of their rights.  

Researchers may also argue that in settings of generalised HIV epidemics the 

situation is so severe that normal regulations protecting individuals should be 

suspended since “they are going to die anyway” (Gray et al 1995:24).    

Alternatively the severity of the epidemic means that experimental vaccines 

are less likely to be “wasted” in these settings than in more developed 

populations (Gray et al 1995).  Such examples illustrate the need for careful 

consideration of and adherence to ethical standards.  The next section 

demonstrates in greater detail what these principles mean in practice. 
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2.2.2 Application of the Belmont Report principles 

 

Each of the theoretical principles described in the Belmont Report of 1979 has 

corresponding practical measures to ensure that procedures are ethically 

correct.  These are considered below. 

 

2.2.2.1 Informed consent and confidentiality 

 

The principle of respect for persons is embodied in the informed consent 

process (US National Institutes of Health 1979).  The first step in this process 

is the disclosure of all relevant information, including the purpose and 

procedures of research, possible harmful effects, possible benefits, alternative 

courses of action, and measures taken to ensure confidentiality (Gray et al 

1995:38).  The emphasis is on making certain that the research participant, or 

medical patient, is fully informed with regard to the nature of the research, the 

testing procedure or the treatment about to be undertaken. 

 

The second and third steps are to ensure comprehension and voluntariness 

(US National Institutes of Health 1979).  In some instances this may involve 

written consent forms which the individual reads before agreeing to 

participate, but in many cases this would prove an inappropriate means of 

ensuring comprehension and the method should be tailored to the specific 

setting in question.  In a culturally complex country such as South Africa, for 

example, this step would require a counsellor fluent in the individual’s 

language and with a good understanding of the cultural matters which might 

have an impact on his or her sense of freedom in making a truly informed 

choice. 

 

The informed consent process is a very important practical application of the 

principle of respect for persons.  However as Gray et al (1995:62) point out, 

no set of guidelines can replace basic ethical common sense:  “Informed 

consent formalities are a necessary but not sufficient means of safeguarding 
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the interests of participants.  Informed consent procedures must necessarily 

go beyond mere formalities if those interests are to be protected adequately.” 

 

Incorporated in the process of informed consent, and yet standing on its own 

as one of the cornerstones of ethical research and practice, is the principle of 

confidentiality (Family Health International 2007).  Confidentiality refers to the 

management of privileged or confidential information imparted by a client or 

patient to a professional caregiver within a situation of trust (Patania 1998).   It 

stems from the “right to privacy” regarded as a universal human right and 

embedded in Section 14 of the South African Bill of Rights which states:   

“Everyone has the right to privacy, which includes the right not to have the 

privacy of their communications infringed.” 

 

Confidentiality is a central aspect of professional relationships in the fields of 

medicine, psychology, psychiatry and social work (Boyd 1992; Patania 1998).  

Through the creation of an atmosphere of trust between a professional 

caregiver and the client, the client is able to communicate information of a 

private and intimate nature in the belief that this information will be protected 

and will not be allowed to pass to a third party without his knowledge and 

consent.   Confidentiality carries an ethical as well as a legal obligation on the 

part of the professional (Patania 1998). 

 

The principle of confidentiality is regarded as essential but not absolute 

(UNAIDS 2000:11).  Amongst experts in socio-medical ethics it is commonly 

recognised that there are some important exceptions to the rule (Family 

Health International 2007; Gray et al 1995; Patania 1998), although not all 

agree which situations call for the exception. In general, however, researchers 

and health care professionals concur that there may be a moral obligation to 

break confidentiality in the case of a third party who is known to be at risk of 

harm at the hands of the client or patient.  This is known as the “Tarasoff 

principle” or “duty to protect” (Patania 1998:251).  It is nonetheless seen as a 

last resort, to be used only after all other avenues have been pursued. 
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Within the HIV/AIDS context, confidentiality applies to knowledge of an 

individual’s serostatus, and requires that an individual’s informed consent be 

obtained before communication of this knowledge to others (UNAIDS 

2000:30). The process of informed consent must ensure that the individual 

understands the degree of confidentiality being offered, whether in a research 

study, an HIV testing procedure or a particular treatment approach.  This 

involves making the person aware of any possible limitations to confidentiality 

(Family Health International 2007).  For example, will test results be shared 

with other staff members?  What course of action will be followed if a person 

tests positive but declines to inform sexual partner(s) of his or her status, even 

after counselling? 

 

As will be seen later in the chapter, in the South African HIV/AIDS context 

there is not universal agreement as to how the principle of confidentiality 

should be implemented.  Some argue that offering a strict guarantee of 

confidentiality is the only way to protect HIV positive people from the stigma 

and discrimination which are currently so devastating (Human Rights Watch 

2007).  Others argue, conversely, that confidentiality is frequently manifest as 

secrecy, which is harmful (UNAIDS 2000:11).  Confidentiality is seen as one 

of several ethical principles which need to be kept in balance.  When it is 

applied inappropriately an atmosphere of secrecy may be created which, it is 

argued, exacerbates stigma and discrimination (Cameron 2006; Nattrass 

2004; Seidel 1996). 

 

2.2.2.2 Assessment of risks and benefits 

 

The application of the principle of beneficence requires a systematic analysis 

of the risks and benefits associated with a particular research study or health 

care intervention (Gray et al 1995; US National Institutes of Health 1979).  

This is relevant to the question of whether an individual chooses to disclose 

his or her serostatus.  The potential benefits of disclosure of a positive test 

result (for example access to treatment and support from friends and family 

members) must be balanced against the risks (possible rejection by friends 

and family and possible discrimination in the workplace). 
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Assessment of risks and benefits can also be applied in measuring the 

appropriateness and efficacy of an HIV testing model.  The principle of 

beneficence requires that risks and benefits should be balanced.  “In general, 

risks to the subject should be outweighed by the sum of anticipated benefits to 

the subject and to society” (Zimmerman 1997:4).  HIV testing services should 

therefore be structured in such a way that any risks posed to patients in 

making use of them are more than balanced by the benefits offered. 

 

2.2.2.3 Fair distribution of risks and benefits 

 

The application of the principle of justice requires the fair distribution of risks 

and benefits at the levels of both individual and society, and states:  “An 

injustice occurs when a benefit to which a person is entitled is denied without 

good reason or when an excessive burden is imposed” (Zimmerman 1997:3). 

 

With respect to the question of HIV testing models, application of the principle 

of justice suggests that the benefits of testing, i.e. access to treatment and 

support, should be equally accessible to all individuals.  No one should be 

denied the advantages offered by testing and treatment, nor should the 

process of accessing such testing and treatment impose on the recipients an 

excessive burden. 

 

An illustration of one area within the HIV/AIDS context where the principle of 

justice is not adhered to is that of paediatric research and treatment.  Because 

AIDS in children is not a significant problem in the developed world, it attracts 

little attention or funding for research (Nolen 2007).  Testing procedures and 

medicines specifically for children are not readily available.  Yet in African 

countries, children make up a significant percentage of the HIV positive 

population.  For example, of the 2.6 million children living with HIV worldwide, 

90% are Africans (Nolen 2007).   

 

South Africa is one of the few countries in the world with a rising infant 

mortality rate due to the HIV/AIDS epidemic (Kahn 2007).  Because of their 
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immature immune systems, children who are HIV positive are less able to 

cope with the impact of opportunistic illnesses and half of all HIV-infected 

children die before they reach their second birthdays.  Children are at a 

disadvantage in the areas of both testing and treatment.  Tests suitable for 

babies (up to the age of 18 months) are far more expensive than those used 

for adults ($120 compared with $2).  Paediatric ARVs have only recently 

become available and generally require refrigeration, an unavailable luxury in 

poorer homes.  Paediatric ARVs are also exorbitantly priced, costing between 

five and twelve times more than the same treatment for adults (Nolen 

2007:204). 

 

Prejudice in the way the benefits of research are distributed in the field of 

paediatrics is just one example of how the principle of justice has been 

breached in HIV/AIDS testing and treatment.  Later in the chapter the question 

will be asked whether the current testing approach adequately adheres to this 

important principle. 

 

2.2.3 Principles in conflict 

 

Application of the principles identified in the Belmont Report of 1979 can in 

practice lead to serious disagreements amongst health experts and human 

rights activists who perceive their goals to be mutually exclusive.  In this 

regard Boyd (1992:173) mentions:  “The moral reasons for maintaining or 

breaching medical confidentiality have not been changed by the advent of 

AIDS.  HIV infection, however, has the potential not only to create a medical 

pandemic, but also to provoke social prejudice.  This makes it especially 

important to protect patients with HIV infection or AIDS from casual or 

unintentional breaches of confidentiality.  At the same time, the need to 

control the spread of infection makes it vital that maintaining confidentiality 

should serve the common good as well as that of the individual patient.  In 

some cases these goals may be, or may be perceived to be, in conflict.”  
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The two requirements of serving the common good as well as that of the 

individual lead to many ethical dilemmas in the area of HIV testing.  This 

tension is manifest in questions such as: 

 

• Whether HIV/AIDS should be made a notifiable disease.  In South 

Africa this is an old debate that was recently reopened at the African 

National Congress Conference in June 2007 (African National 

Congress 2007). 

 

• What the moral imperatives are surrounding the benefits and risks of 

disclosure versus non-disclosure of HIV serostatus.  This is another 

area of ongoing dispute with strong arguments on each side (UNAIDS 

2000; USAID Synergy Project 2003),  

 

• Which model of HIV testing best serves the interests of both the 

individual and public health, a question at the centre of this research 

and pivotal to the discussion on HIV exceptionalism (Richter 2006; 

WHO 2007). 

 

These questions embody a dissonance between the principles of respect for 

persons, beneficence and justice, as the protection of confidentiality for one 

individual may result in an unfair burden being placed on other individuals 

through becoming infected unnecessarily with HIV.  Health care practitioners 

find themselves faced with a moral dilemma when put in the position of having 

to allow people to remain ignorant of their status when their symptoms 

suggest they are infected with HIV, and when treatment is available (Leitch 

2003). 

 

In this part of the chapter the three basic principles of ethics expounded in the 

Belmont Report of 1979 and founded in universally recognised human rights 

have been reviewed and illustrated.   The concepts and language of these 

rights are essential to the development of an understanding of the origins and 

rationale of HIV exceptionalism, which will be discussed in the next section. 
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2.3 EMERGENCE OF HIV EXCEPTIONALISM 

 

The origins and rationale of HIV exceptionalism are discussed in this section.  

Benefits which have accrued from an exceptionalist approach are 

acknowledged, and the debate around exceptionalism in the literature is 

explored and considered with special attention to the practical implications for 

HIV testing as manifest in distinctions between VCT and routine opt-out 

testing. 

 

2.3.1 Origins 

 

AIDS emerged in the United States in the 1980s as a disease amongst gays 

and injecting drug users.  The stigma and discrimination associated with a 

positive diagnosis were intense, and public attitudes were unsympathetic (De 

Cock et al 2002).  There were several reasons for this.  Firstly, its association 

with members of already stigmatised groups meant that infection with HIV 

inherited the negative social attitudes already held about those groups 

(Skinner & Mfecane 2004).  Secondly, little was known about the disease, 

how it was transmitted or how to treat it (De Cock et al 2002).  This ignorance 

bred fear and hatred, which were directed toward HIV positive people in these 

already stigmatised groups. 

 

The shocking disclosure of the Tuskegee study, which gave rise to the 

Belmont Report of 1979 (Zimmerman 1997), was a recent event as the 

HIV/AIDS epidemic came to light, and awareness of human rights in medical 

contexts was heightened.  Application of a traditional public health approach 

to manage the HIV/AIDS would have involved mandatory testing, notification, 

contact tracing, quarantine and directly observed therapy (Kippax 2005).  

Because of the link with groups already vulnerable and stigmatised yet with 

highly articulate activist members (De Cock et al 2002), there were compelling 

reasons not to apply this standard model of disease management.  Firstly, 

health care professionals were motivated by concern for their patients’ 
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wellbeing and correctly foresaw how the introduction of coercive measures 

would curtail patients’ access to medical assistance (Cameron 2006).   Fear of 

being identified through testing and the subsequent discrimination would keep 

people from seeking medical help.  Secondly, no cure or treatment was 

available.  Widespread testing in the absence of any form of treatment was 

though to offer little value (SAIIA 2004) and appeared unnecessarily punitive 

(Cameron 2006).   

 

Thirdly, it was evident to health care professionals as well as public health 

officials that there was a great risk of driving the epidemic underground if 

coercive measures were enforced (Bayer & Fairchild 2006).  This would be 

harmful to HIV positive patients themselves but would also increase the 

possibility of spreading the epidemic to others in the risk categories.  Finally, 

the epidemic was not thought to pose a significant danger to the general 

population because its concentration amongst minorities as well as its primary 

mode of transmission through sexual contact made it easy to avoid (Iliffe 

2006). 

 

By the late 1980s discussion of HIV and AIDS began to involve human rights 

concepts (De Cock et al 2002:68), as it became evident that epidemiological 

differences in the pandemic were linked to vulnerability arising from conditions 

of gender and poverty.  Public health officials and advocates of human rights 

came to be seen as opponents in the debate on rights versus disease 

containment.  De Cock et al (2002) refer to an “unusual coalition” which 

developed amongst the gay community, medical and health care practitioners 

and proponents of civil liberties to avoid the adoption of public health 

prevention measures which might increase discrimination against already 

stigmatised groups.  This alliance effectively placed a shroud of secrecy and 

anonymity over the diagnostic process and led to an “exceptionalist 

perspective” (Bayer & Fairchild 2006:648). 

 

The term “HIV exceptionalism” was first used in 1991 by Ronald Bayer to refer 

to the special or unusual way in which HIV/AIDS was treated in comparison 

with other sexually transmitted or lethal infectious diseases (De Cock et al 
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2002).  He noted that the exceptionalist approach was applied in areas of HIV 

testing, surveillance and contact investigation.  Whereas in the case of 

infectious diseases such as syphilis or hepatitis B, consent for testing is 

regarded as implicitly assumed when a patient presents for a medical 

consultation, for HIV and AIDS there was always an emphasis on the 

importance of counselling, confidentiality and the informed consent process.  

These “three Cs” (Csete & Elliott 2006) which are foundational to the current 

HIV testing policy of VCT are rooted in the principle of respect for persons. 

 

However, the definition of HIV exceptionalism given below hints at the 

problems of polarity between public health authorities and human rights 

activists which have existed since the earliest days of HIV and AIDS: 

 

HIV exceptionalism .  Public health.  A stance in which health care 

policies favour the rights for privacy of HIV-infected individuals over 

concerns for public safety.        (McGraw-Hill Concise Dictionary of 

Modern Medicine 2002) 

 

The perceived conflict between public health and human rights led to the 

development in industrialized countries of an exceptionalist approach to HIV.  

This stance toward HIV infection was not seriously contested in countries 

which were more heavily affected with HIV, and so exceptionalism became 

the global standard (De Cock et al 2002; Iliffe 2006).  In the following section 

the way in which HIV exceptionalism was transferred to the South African 

setting is explored. 

 

2.3.2 HIV exceptionalism in the South African conte xt 

 

HIV exceptionalism emerged in the United States out of concern that coercive 

public health measures, applied to HIV/AIDS within the minority gay and drug 

communities, would lead to stigma and discrimination and thus drive the 

epidemic underground (De Cock et al 2002).   The VCT model was developed 

in the mid-1980s in response to these concerns (SAIIA 2004), and was 

adopted in South Africa, for use in what would later be recognised as a very 
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different context (Iliffe 2006; Thornton 2008).  In fact, adoption in Africa of the 

disease-management strategies designed by Western countries for their own 

much smaller epidemics has been described as “one of the most striking 

modern examples of globalisation” (Iliffe 2006:65). 

 

The reasons VCT was implemented in South Africa are several and varied.  

Firstly, as South Africa’s own HIV epidemic began, the country was in the 

process of leaving behind a history of repression and human rights abuses.  It 

made sense to introduce testing measures that emphasized individual 

freedom and moved away from coercion.  Many of the same people who had 

fought for political freedom took up the cause of protecting people infected 

with HIV or living with AIDS.  For example in 1992 the HIV and AIDS Charter 

was drawn by up by a group of political activists and was founded on the 

Freedom Charter (Thornton 2008). This served to entrench a politicised 

approach to AIDS which encouraged exceptionalism and “prevented the 

possibility that AIDS might be seen as a disease like any other,” something 

which Mandela pleaded for (Thornton 2008:123).  In the same year the WHO 

passed a resolution that no public health rationale existed for limiting 

individual freedoms through mandatory testing (Iliffe 2006). 

 

Secondly, South Africa’s new leaders compared the country to the developed 

west, rather than to countries to the north (Thornton 2008).  Uganda’s 

response to the HIV/AIDS crisis was decentralised and informal, and yet 

remains an arguably instructive example of a country which sought 

appropriate solutions to the emerging health crisis (Epstein 2007; Iliffe 2006; 

Thornton 2008).  South Africa, by contrast, was influenced by international 

health organisations who introduced VCT in the country roughly a decade 

after it had emerged in the US (SAIIA 2004).   

 

Thirdly, when VCT was introduced to South Africa, no treatment was yet 

available.  It was thought that widespread testing for HIV in a medical context 

served little purpose (SAIIA 2004).  Thus, the early testing sites were largely 

in non-medical settings.  AIDS Training, Information and Counselling Centres 

(ATICCs) offered counselling and testing services (Birdsall et al 2004), but 
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overworked clinics and hospitals battled to meet the counselling requirements 

of VCT (SAIIA 2004).  This separation of HIV testing from other medical 

services persists today even at VCT clinics, as will be seen in later chapters. 

 

In the next section the literature on the ongoing debate over exceptionalism 

will be reviewed, with particular reference to the South African context. 

 

2.4 THE DEBATE ABOUT EXCEPTIONALISM 

 

HIV exceptionalism has critics and defenders and both sides have debated 

their positions convincingly.  Their arguments are outlined below, but attention 

is first given to the undeniable benefits which have resulted from the 

exceptionalist position.   These have been identified in the literature by several 

of the strongest critics of exceptionalism, notably Cameron (2006), De Cock & 

Johnson (1998) and Frieden et al (2005). 

 

2.4.1 Benefits of HIV exceptionalism 

 

Significant advantages have resulted from the exceptionalist approach to HIV 

and AIDS.   De Cock and Johnson (1998) write of the enhanced autonomy 

and confidence of patients as they have taken choices about their own health 

that were previously made for them by medical professionals.  They remark 

on the improved communication between patients and doctors and increased 

respect for principles of informed consent and confidentiality.  Taking stock of 

these gains, Cameron (2006) asserts that the exceptionalism of HIV and AIDS 

has had a beneficial influence on what is now regarded as normal for all 

diseases. 

 

The exceptionalist approach has also meant that HIV/AIDS has attracted 

considerable resources for research and funding (Frieden et al 2005).   The 

focus on the epidemic as unique, special and apart from other medical 

conditions has meant that funding for HIV prevention and AIDS treatment is 
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frequently prioritised, instead of having to compete for attention with other 

causes (England 2008; Frieden et al 2005). 

 

Despite these obvious gains, HIV exceptionalism attracts considerable 

criticism.  Some detractors assert that exceptionalism never was the correct 

response to the HIV epidemic or has outgrown its usefulness now that 

treatment is available (Bayer & Fairchild 2006; Halpern 2005), while others 

argue that exceptionalism represents a Western approach and is 

inappropriate and unsuitable in the African context (Iliffe 2006; Thornton 

2008). 

 

2.4.2 Criticism of exceptionalism 

 

Critics of HIV exceptionalism argue that it has deep inconsistencies and 

inadvertently hurts the very people it is trying to protect (Bayer & Fairchild 

2006; Cameron 2006; Danziger 1996; De Cock et al 2002).  They claim it is 

not well-adapted to the African HIV context, which is characterised by a 

generalised heterosexual epidemic and quite unlike the setting which first 

gave rise to exceptionalism (De Cock et al 2002; Iliffe 2006; Thornton 2008).    

They believe exceptionalist practices are responsible at least in part for poor 

testing uptake (Frieden et al 2005), and argue that strict exceptionalist 

practices should give way to an approach of routine opt-out testing in order to 

save lives by making treatment more widely available (Kamya et al 2008). 

 

Several authors have identified an inherent contradiction within HIV 

exceptionalism (Cameron 2006; Danziger 1996; De Cock et al 2002).    They 

point to the unusual treatment of HIV and AIDS as a strong factor in 

enhancing rather than reducing stigma.   The very practices which are 

implemented to protect patients from stigma and discrimination (strict 

adherence to voluntarism, informed consent and pre-and post-test 

counselling) may inadvertently increase stigma by drawing unwanted attention 

to patients.  This inconsistency, whereby a human rights point of view actually  

undermines human rights, is discussed in detail by De Cock et al  (2002: 68-

71).  They demonstrate that a reluctance to address HIV and AIDS as a public 
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health and infectious disease issue increases vulnerability to HIV both at an 

individual level and at the level of society.  They argue for the infected 

person’s right to privacy to be weighed against the rights of the uninfected not 

to be infected.  They also draw attention to the rights of the infected person to 

be diagnosed in time to receive treatment. 

 

Danziger (1996) noted as early as 1996 a growing recognition of inherent 

weakness in a strictly voluntarist approach.  She argued that by denoting 

measures which were essential to health “elective” or voluntary, the most 

vulnerable sectors of society were disadvantaged.   Women in some cultures, 

for example, may not be in a position to negotiate the use of condoms.  

Similarly, the very voluntariness of VCT may be in question for some, as is 

discussed in Chapter 5 of this dissertation. 

 

Edwin Cameron, one of the founders of the HIV and AIDS Charter of 1992 

(Thornton 2008), was originally in favour of an exceptionalist approach which 

he regarded as providing essential protection from the effects of external 

stigma and discrimination.  However, more recently he has argued that the 

basic rationale for the exceptionalist approach has been eroded as conditions 

have changed.  In situations where treatment is available, “the 

exceptionalisation of HIV, designed to protect from needless discrimination, 

may constitute a barrier to diagnosis and treatment” (Cameron 2006:7).  In his 

view, ongoing exceptionalist practices contribute to and reinforce the “internal 

dimension of stigma” (Cameron 2006:5).  This has significant implications for 

testing uptake since stigma is a major barrier to testing (Leitch 2003; Skinner 

& Mfecane 2004).   As UN Secretary-General Ban Ki Moon has said 

(AVERT.org 2008c):  “Stigma remains the single most important barrier to 

public action.  It is a main reason why too many people are afraid to see a 

doctor to determine whether they have the disease, or to seek treatment if so.  

It helps make AIDS the silent killer, because people fear the social disgrace of 

speaking about it, or taking easily available precautions.  Stigma is a chief 

reason why the AIDS epidemic continues to devastate societies around the 

world.” 
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2.4.3 Poor uptake of VCT in South Africa 

 

Cameron (2006:8) argues that testing protocols such as those for VCT, 

although intended for the protection of patients, “may be colluding with the 

patient’s inner fear and denial, with all too often fatal consequences”.  He sees 

this as compromising the principle of beneficence, which requires the health 

care provider to give accurate, early diagnosis of a treatable condition to the 

patient.   Others have also voiced their concerns that VCT has not fulfilled its 

promise to make testing truly accessible, or is in fact to blame for the current 

low levels of testing.  Frieden et al (2005:2397) warn that “25 years into the 

epidemic, progress is stalled”.  These authors and others (Kamya et al 2008) 

urge a reconsideration of the current testing model.  They call for a 

normalisation of the understanding of the epidemic and a move to a routine 

opt-out testing approach. 

 

Dr Francois Venter, president of the SA HIV Clinicians Society, recently urged 

an approach of confidential mandatory testing based on his experience that 

most patients learned of their HIV infection only on their deathbeds (News 

24.com 2006).  Dr Venter asserted that ignorance, in this case regarding 

serostatus, could not be regarded as a human right.  A similar statement was 

heard from a completely different quarter when Titus Kgatoke, secretary of an 

Ndebele initiation school near Johannesburg, was quoted as saying “HIV 

testing in our ingoma is a prerequisite.  You need to know your status, it is not 

negotiable” (Flanagan 2006). 

 

A number of service-related barriers as well as psychosocial barriers have 

been identified as posing problems for VCT in South Africa (Van Dyk & Van 

Dyk 2003a; Van Dyk & Van Dyk 2003b).  Psychosocial barriers highlighted in 

the research include poor counselling services, lack of confidentiality, lack of 

follow-up services, problems of access, lack of incentive to test and fears that 

knowledge of HIV status might hasten death (Van Dyk & Van Dyk 2003a).  

Participants in this study said they would prefer to visit a VCT centre where 

they would not be known.  An associated investigation identified uncertainties 

related to confidentiality, disclosure and rejection as posing obstacles to 
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people’s use of VCT services (Van Dyk & Van Dyk 2003b).  Such fears are 

exactly what the VCT approach is designed to mitigate, and it is a matter of 

concern that these apprehensions are not being adequately dealt with, 

suggesting a fault either in design or implementation of VCT services. 

 

Research conducted at the outpatient department of McCord Hospital near 

Durban showed that many HIV-infected patients who make contact with health 

care services are not being referred by doctors for testing, or are not following 

through with the referral (Bassett et al 2007).   Routine testing was introduced 

on an experimental basis for a 12-week test period following a 14-week 

“standard of care” period.  The numbers of patients who accepted testing and 

the numbers of new cases of HIV infection identified during the “standard of 

care” period and the test period were measured and compared.  The 

researchers concluded that a routine voluntary approach to HIV testing led to 

significantly higher rates of detection of HIV positive patients, and 

recommended that a routine opt-out strategy be practised more widely 

(Bassett et al 2007). 

 

2.4.3 Defence of exceptionalism 

 

The rationale for expanding or modifying VCT to include a routine opt-out 

testing approach is the fact that poor uptake of testing means that people do 

not access treatment in time (Bassett et al 2007; IRIN 2007; Richter 2006).  

Defenders of exceptionalism and a strict voluntarist approach to testing are 

aware of this concern (Csete & Elliott 2006) but claim exceptionalism is still 

warranted because the disease is not yet normalised.  They say a routine 

approach incorporates potential for violation of human rights because of a 

diminished emphasis on informed consent (Rennie & Behets 2006). 

 

Kippax (2005) warns that moving toward a traditional public health approach 

would be a mistake.  She fears that routine opt-out testing would in effect 

become mandatory testing.   Kaldor and Millwood (2005) frame questions 

about the effect of socio-cultural factors on the informed consent process, and 

ask whether people really would be free to opt in or to opt out.  Rennie and 
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Behets (2006) argue that a model of routine testing could violate rights 

because many people in resource-poor settings do not have the liberty to say 

“no” or to opt out. 

 

Authors Csete and Elliott (2006), writing for the Canadian HIV/AIDS Legal 

Network, acknowledge that poor testing uptake is a concern but warn that 

increased testing uptake should not be a goal in itself.  They fear that 

knowledge of serostatus in the absence of well-developed medical and 

counselling support services could be more harmful than beneficial.  They 

mention depression, suicide, abandonment and violence as possible negative 

outcomes (Csete & Elliott 2006:6).  Buchanan (2005) similarly urges 

sensitivity in the approach to HIV testing, and warns against scaling up testing 

at the cost of human rights. 

 

2.4.4 Which rights matter most? 

 

Kamya et al (2008) point out that the right to opt out of testing is not the only 

right that matters.  Additional rights to consider are the rights of people not to 

be infected by others, as well as people’s right to health which includes the 

right to receive care and treatment for opportunistic infections even in the 

absence of ARVs, something which a routine model would enable.  Brewster 

(2007:60) predicts that in Britain:  “A court may soon find that the right to be 

born free of HIV infection outweighs all other considerations.” 

 

Csete and Elliott (2006:9), arguing for adherence to a strict voluntarist 

approach, assert that people should have the right to consent to a medical 

procedure which has “great consequences in their lives”.  However, this 

position seems to overlook the fact that not choosing such a medical 

procedure can also have great consequences, for the individual concerned 

and also for sexual partners, children infected through mother-to-child-

transmission, and family members and health care staff who must assist the 

infected individual when AIDS leads to severe illness and death (Kamya et al 

2008; Nolen 2006; SAIIA 2004). 
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Csete and Elliott’s (2006) insistence that people may not be able to handle the 

knowledge of their serostatus, and so should not be given too much 

encouragement to know their status is suggestive of paternalism, as illustrated 

in the following quote by a Zimbabwean doctor (Nolen 2006:3):  “You can’t 

say that because a woman is poor and African, she is not capable of truly 

consenting to a test she is offered.” 

 

Metz (2005:405) presents a detailed defence of routine testing from a human 

rights point of view.  Arguing from the principle of respect for persons Metz 

asserts that “routine testing is morally justified because it is necessary to fulfil 

citizens’ right to health care.”  He goes on to argue that routine testing is 

morally justified even in instances where treatment is not yet available, since it 

informs people of their serostatus and may help diminish transmission.  He 

maintains that routine testing is “likely to achieve these ends”, and that no 

other means could realize the same goals. 

 

Finally, the debate about testing models is often cast as a choice between 

rights and coercion (Aidsbuzz.org 2008a).  This is an unnecessary and false 

dichotomy according to Cameron (2006) and De Cock et al (2002) who argue 

that routine testing should be introduced not in spite of risks to human rights, 

but because of risks to human rights.  Dr Eric Goemaere, medical co-ordinator 

for Medecins Sans Frontieres (MSF) in South Africa, in a recent interview 

about the integration of HIV and TB services at clinics in the Western Cape 

argued that the advantages of a routine, opt-out approach in this context far 

outweigh the potential disadvantages (MSF 2008). 

 

2.4.5 The costs of inaction 

 
A compelling reason for finding a strategy to encourage testing is the 

consequences of inaction.  The United Nations predicted that unchecked the 

HIV epidemic would result in 20 million orphans in sub-Saharan Africa and a 

labour force diminished by some 35% by 2010 (SAIIA 2004).  In terms of 

medical costs, HIV is cheaper and easier to treat when diagnosed early and 

before complications arising from opportunistic illness set in (IRIN 2008b).  
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Despite increased staffing costs, a routine approach has been found by 

studies in the United States to be cost-effective because early detection saves 

on health care expenditure (Frieden et al 2005; Medscape 2008). 

 

2.5 THE EXAMPLE OF BOTSWANA 

 

In 2004 Botswana became the first African country to introduce a policy of 

routine opt-out testing (AVERT.org 2008a).  This was in response to 

continued low uptake of testing and treatment even though anti-retroviral 

treatment had been made available since 2002 through the national health 

programme (Smart 2006b).  Health care workers and experts in the field of 

HIV became convinced that stigma would be better combated by introduction 

of a routine approach rather than simply relying on education and provision of 

information (Smart 2006a).  In addition, according to Ernest Darkoh, head of 

the retroviral programme (Leithead 2004:1):  “People were assuming that if 

they had seen a doctor, the doctor would have told them if they had AIDS.  

They presumed they had been tested.” 

 

A recent study by Weiser et al (2006) indicated that the routine approach in 

Botswana appears to be widely supported and is making a difference to 

stigmatising attitudes.  Ongoing education and information campaigns remain 

a priority, but routine testing addresses the need for stigma-reducing efforts at 

a structural level (Smart 2006a).  Similarly, Steen et al (2007) reported after 

two and a half years of routine testing in Botswana that a rapid scale up of 

testing had been accompanied by wide acceptance of the routine approach 

with no accounts of adverse effects. 

 

In this model the burden for initiating testing is shifted from the patient to the 

health care provider and limited pre-test counselling is offered, with greater 

emphasis being placed on post-test counselling.  Patients are provided with 

essential information on HIV, and informed of their right to refuse the test 

which is otherwise routine (Weiser et al 2006).  Weiser et al (2006) report that 

a majority of their respondents indicated favourable attitudes toward routine 
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testing, as well as the perception that it led to decreased HIV/AIDS-related 

discrimination and increased testing uptake.  In support of this Zembowicz 

(2008:2) suggests that:  “By transforming HIV testing into a common hospital 

procedure rather than a specialized service, the social stigma of infection is 

slowly dissolving.” 

 

Botswana provides a useful example of the process of normalisation of HIV 

through adopting a routine opt-out approach to testing.  As more people are 

tested and learn their status, the levels of stigma in society are expected to 

decrease (Richter 2006).   Former president, Festus Mogae, under whose 

leadership the country introduced routine testing, was recently awarded the 

Mo Ibrahim Prize for Achievement in African Leadership in recognition of his 

visionary contribution on the issue of HIV/AIDS (Dugger 2008). 

 

 2.6 A SUGGESTED FRAMEWORK FOR AN ETHICAL ANALYSIS 

 

Respect for persons means that the informed consent and protection of 

confidentially must be allowed for in any ethics-based testing model.  

Furthermore, since testing is the entry point to treatment, the effectiveness of 

a testing model can be assessed by its ability to make ART accessible, in line 

with the principle of beneficence.  The principle of justice requires that health 

care benefits should not be denied without good reason, nor should an 

excessive burden be associated with accessing them.  If a particular model of 

HIV testing effectively discourages testing through use of stigmatising 

procedures, then it might be said to be in contravention of ethical 

requirements. 

 

Based on the principles of the Belmont Report of 1979, the following three 

questions are suggested for use in this dissertation in assessing whether an 

HIV testing model is upholding basic human rights: 
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1. Does it rely on voluntary participation, and does it follow the informed 

consent process, by providing information in a manner which enables 

comprehension? 

 

2. Does it balance risks and benefits, by providing a sufficient return on 

health-seeking behaviour to compensate for possible risks?  Do the 

promised benefits outweigh the risk of harm? 

 

3. Does it deny to any group of people the benefits to which they are 

entitled, or does it place on them an excessive burden? 

 

These questions will be considered again in the final chapter once the findings 

of the research have been presented. 

 

2.7 CONCLUSION 

 

This chapter has explored the context of the debate over HIV testing, 

illustrating that while in theory VCT adheres to basic ethical principles, in 

implementation there may be a conflict which is producing unintended 

negative consequences (Cameron 2006; De Cock et al 2002).  Specifically, 

the measures which were designed to protect people from the effects of 

stigma may be inadvertently increasing stigma and thus acting as a barrier to 

testing uptake (Leitch 2003).  Furthermore, at present many HIV infected 

people who make contact with the health system are not being tested for HIV, 

which means opportunities for intervention are lost (Bassett et al 2007). 

 

For these reasons there is a growing acceptance of the need for “re-

conceptualisation of the requirements for consent” (Bayer & Fairchild 

2006:647).  PITC, or routine opt-out testing, as outlined in the 

recommendations issued by the WHO (2007) is supported by many experts in 

the field of HIV (Basset et al 2007; Cameron 2006; Kamya et al 2008; MSF 

2008) even though some human rights activists express concern over whether 

it may lead to rights abuses (Csete & Elliott 2006; Rennie & Behets 2006).  
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Botswana’s example shows that implementation of a routine testing approach, 

alongside measures to ensure true informed consent and protection from 

discrimination (Richter 2006; Weiser et al 2006) can have a significant impact 

in normalising attitudes to HIV and encouraging testing uptake. 

 

Through a review of the relevant literature this chapter has demonstrated the 

need for appropriately addressing the barriers which keep people in South 

Africa from accessing HIV testing and treatment services.  In so doing it has 

provided a background to this study of the perceptions of nurses and 

counsellors regarding exceptionalism in current policy and practice. 
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CHAPTER 3:  RESEARCH  METHODOLOGY 

 

3.1 INTRODUCTION 

 

Despite the availability of ARVs, many people who are HIV positive do not 

access treatment in time to prevent serious illness or death.    Since testing is 

regarded as the gateway to treatment (Nieburg et al 2005; Rennie & Behets 

2006;) there is an urgent need to explore why people are reluctant to be 

tested, and to find ways to increase testing uptake and concomitant ARV 

initiation.   Professional nurses employed at VCT clinics are in a unique 

position to provide comment on the reasons why people delay or avoid 

testing, as they are located between the patients and the larger health system.  

In this study, professional nurses were interviewed to explore their views on 

poor testing uptake, with the purpose of informing HIV testing policy. 

 

This chapter describes the design and methodology employed in the study.  

The selected research design, sample type and sampling procedures and 

techniques for data collection and analysis are reviewed.  Attention is given to 

the process of gaining permission to conduct the research. Ethical 

considerations and issues pertaining to the rigour and trustworthiness of the 

study are discussed, and consideration is given to strengths and weaknesses 

inherent in the design. 

 

3.2 RESEARCH DESIGN 

 

A qualitative, exploratory research design was chosen to survey the 

perspectives of professional nurses employed in VCT clinics in 

Pietermaritzburg and surrounding districts.   Qualitative research was a 

natural choice since the intention was to seek an explanation for a social 

phenomenon (Hancock 1998).  Although the question of different testing 

approaches has been much debated at a theoretical level, little empirical 
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research has been conducted in South African clinics.   For this reason 

exploratory research was appropriate. 

 

Grounded theory offers a methodology well-suited to understanding the type 

of social phenomenon which is the focus of this research (Hancock 1998; 

Ryan & Bernard 2000).  Two of the most common data-collection techniques 

described in grounded theory are interviews and observation (Hancock 1998; 

Pope et al 2000).  This study made use of face-to-face interviews with 

participants in a small purposive sample, and engaged an interview schedule 

as the research instrument.  The interview schedule was chosen in preference 

to a formal questionnaire because it offered more flexibility, which is a 

hallmark of qualitative research (Holloway 2003).  Meeting the participants 

face-to-face gave the researcher an opportunity to view the clinic milieu first 

hand, and to witness the participants’ working environment.  This enabled a 

process of direct observations on the part of the researcher, which would have 

been absent from the study if a telephone interview or mailed questionnaire 

had been used instead. 

 

The study made use of constant comparative analysis, an important feature of 

grounded theory which allows emergent data to guide the research process 

(Hancock 1998; Pope et al 2000).  Finally, data analysis was accomplished by 

the classic grounded theory methods of theme analysis and the building of a 

codebook (Ryan & Bernard 2000). 

 

3.2.1 Delimitation of the study 

 

The proposed units of observation in this study were professional nurses 

employed at primary health care clinics (PHC clinics) and community health 

centres (CHCs) in the uMgungundlovu district.  The uMgungundlovu Health 

District administers seven municipalities in the Pietermaritzburg area where 

the research was conducted, and there are currently 240 professional nurses 

employed at provincial clinics within the district (KZN Health Department 

2008b). 
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There were several reasons for choosing to interview professional nurses 

rather than doctors.  Firstly, they are present at the clinic every day, whereas 

many clinics have a doctor only once a week.  This meant the nurses were 

more easily accessible for interviews.  Secondly, because of their regular 

presence at the clinics nurses would be in a better position to comment on the 

day-to-day clinic routines and practices of HIV testing and treatment, which 

are of relevance to the study.   Thirdly, although their training places them at a 

different level to most of the patients who attend the clinics, it is likely that the 

professional nurses are more aware than doctors might be of the attitudes and 

feelings of members of the communities which the clinics serve.  Professional 

nurses are thus well located to provide perspectives on the question of 

whether HIV exceptionalism is having an impact on testing uptake. 

 

For reasons discussed later on in the chapter, two additional participants 

falling outside of this delimitation were also interviewed.  One was a trained 

VCT counsellor employed at one of the clinics, and the other was an informal 

workplace counsellor known to the researcher.  Although they did not match 

the selection criteria, they expressed a willingness to be included in the 

research and their interview transcripts were thought to offer a meaningful 

contribution to the study.  The qualitative nature of the research design and its 

orientation within grounded theory allow for such flexibility, as long as the 

inner coherence and consistency of the study is not compromised (Holloway 

2003). 

 

3.2.2 Geographical area 

 

Pietermaritzburg, the capital city of KwaZulu-Natal, is situated in the 

uMsunduzi municipality.  uMsunduzi is the largest of seven municipalities or 

sub-districts administered by the uMgungundlovu Health District.  Permission 

was granted by the district to conduct interviews at any of eleven PHC clinics 

or CHCs, five of which were within the uMsunduzi municipality and the other 

six each representing a smaller municipality.  Interviews were conducted at 

seven of these health institutions, three of which were CHCs and the other 

four PHC clinics.  Four of the institutions fell within the uMsunduzi 
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municipality, and the other three were in the municipalities of uMshwati, 

uMgeni and Mpofana.  The seven clinics which were visited for purposes of  

 

 

Figure 1:  Map of uMgungundlovu Health District  (K ZN Health Department 2008c) 

 

interviewing were not selected out of the eleven designated clinics on the 

basis of any particular criteria.  Making contact with specified staff members at 
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certain clinics proved to be difficult, and so the clinics where the correct staff 

member could be reached more easily were those where appointments for 

interviews were made. 

 

3.2.3 Strengths and weaknesses  

 

A major strength inherent in this research design was the flexibility offered by 

semi-structured interviews which enabled the researcher to elicit more in-

depth responses than would have been possible otherwise.  The face-to-face 

element meant the researcher was certain of who had answered the 

questions, which might not have been the case had written questionnaires 

been returned by post or e-mail (Hayden 2006). 

 

A disadvantage of face-to-face interviews was that they were intrusive, 

interrupting the busy schedules of key personnel.  On the part of the 

researcher, they proved costly in terms of time involvement and transport 

expenses. 

 

The qualitative nature of the research is both a strength and a weakness.  The 

richness and depth of information yielded by interview transcripts would have 

been impossible in a quantitative study.  However, the findings of research of 

this type cannot be generalised to the wider population, and serve merely to 

inform further investigation.   

 

3.3 METHODOLOGY 

 

This section describes the development of the research instrument, the 

selection of the population sample and the methods used for collection and 

analysis of the data.  It also explains the researcher’s attempts to ensure 

trustworthiness throughout the process of enquiry using reflection, peer 

debriefing and audit trail, which are accepted strategies for improving rigour in 

qualitative research (Barbour 2001). 



 52

 

3.3.1 Research instrument 

 

The design of the research instrument was grounded in the extensive reading 

and preparation undertaken during the proposal-writing phase, and was 

developed by the researcher in consultation with her supervisor and with the 

assistance of an experienced research coordinator1.  The original design 

underwent a number of revisions before it was accepted, and transcripts of 

the initial interviews were studied carefully to ascertain whether further 

modifications were necessary.   These transcripts were presented to the 

supervisors for comment and it was agreed that the interview schedule 

appeared to be eliciting the required data. 

 

The interview schedule comprised four main questions, each of which dealt 

with a number of specific focus areas which the researcher addressed by 

means of prompts.  Open-ended questions were employed so as to promote 

discussion, and the schedule was engaged as a tool to explore perceptions 

rather than as a rigid list of questions.  The interview schedule is included in 

the Appendix to this dissertation. 

 

The four question areas addressed included: 

 

• Information on the standard procedures for HIV test ing at the 

interviewee’s clinic:   

 

Information sought in this section of the interview related to number of 

patients presenting for testing, number of counsellors, and average waiting 

time for patients and follow-up procedures.  The purpose was to better 

inform the researcher of the testing, treatment and referral processes 

implemented by the clinics, and to form a picture of clinic capacity to 

handle these processes. 

 

                                            
1 The research co-ordinator at a Durban hospital. 



 53

• Perceptions of the interviewee regarding major barr iers to testing 

within that particular community: 

 

Here the researcher asked questions regarding access to the clinic’s 

services, perceived “bottlenecks” in the health care system, issues of 

stigma and perceived gender differences in willingness to test.  This was 

an exploration of practical problems which could contribute to low testing 

uptake, such as transport difficulties or lengthy queues for counselling.  It 

also intended to reveal the operation of stigma in mitigating against testing, 

and in how this played out differently between males and females.  

Another part of this question dealt with perceptions of whether there were 

appropriate incentives which might increase willingness to test. 

 

• Perceptions of the interviewee regarding the except ionalism implicit 

in VCT: 

 

Prompts offered to the interviewee explored attitudes to pre- and post-test 

counselling, issues of confidentiality and privacy, and normalisation of HIV 

testing procedures.  The researcher wanted to establish whether the 

participants themselves identified any links between the special approach 

to HIV and AIDS implicit in VCT and the poor uptake of testing. 

 

• Perceptions of the interviewee regarding impact of routine offer of an 

HIV test on patient willingness to test: 

 

This section of the interview attempted to discover what participants 

thought the effect of a routine offer of testing, in line with the PITC 

guidelines, might have on patients’ attitudes.  It also tried to assess how 

participants felt about normalising HIV and AIDS protocols. 

 

The researcher ended the interview by asking what the participant would 

like to see changed about VCT and the current approach to HIV testing.  

This was worded to elicit as wide a response as possible, using a phrase 

such as, “If you were the Minister of Health, or had power to change 
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anything you liked about HIV testing and treatment procedures, what 

would you do?”   

 

3.3.2 Research population 

 

The study’s population included all professional nurses employed in HIV 

testing or ART units at PHC clinics and CHCs in the uMgungundlovu district, 

to which the researcher had been granted access by the uMgungundlovu 

Health District Primary Health Care Co-ordinator.  The researcher was given a 

letter of permission to make contact with eleven institutions within the district. 

 

3.3.3 Sampling procedure   

 

Non-probability purposive sampling was used to select a group of participants 

on the basis of the following selection criteria: 

 

• They should be adult females over 30 years of age: 

 

Most professional nurses are female; however this criterion was included to 

provide homogeneity.  The age specification was intended to ensure a basis 

of experience in the field. 

 

• They should be professional nurses: 

 

For reasons discussed earlier, professional nurses were seen to be uniquely 

positioned to provide perspectives on the research questions. 

 

• They should be employed at a VCT clinic in the Piet ermaritzburg 

district: 

 

The link to VCT clinics is evident, as the question under investigation relates 

to testing uptake.  VCT clinics are the context in which such testing is 

considered for purposes of this study. 
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Seven participants were chosen according to the selection criteria outlined 

above.  Qualitative research sampling does not attempt to provide statistical 

representation (Pope et al 2000), so sample size is guided instead by 

judgment and experience (Sandelowski 1995).  Small samples are often 

indicated because of the volume of data generated which requires a great 

deal of time to adequately process (Hancock 1998).  The emphasis is on 

depth and richness of investigation in the form of field notes and interview 

transcripts.  For this reason, the value of adding more participants must be 

weighed against the time needed to comprehensively process the material 

generated.  In consultation with her supervisor, the researcher decided to 

conduct between five and seven interviews.  Since interviews were 

transcribed immediately after each interview, it became apparent to the 

researcher during the interviewing process that seven interviews would 

produce a rich amount of data. 

 

As the investigation progressed, two additional unplanned interviews were 

conducted with participants who did not fit the criteria but whose experience 

was deemed by the researcher to add value to the study.  The inclusion of 

these participants did not represent a deliberate change in the sampling 

strategy, but rather embodied the flexibility inherent in qualitative research  

which allows for data coming to the researcher.  The first additional 

participant, a VCT counsellor employed at one of the clinics, was introduced 

to the researcher by a professional nurse who, following her own interview, 

recommended further consultation with the counsellor.  The other additional 

participant was an informal workplace counsellor known to the researcher, 

who learnt of the research being conducted and expressed an interest in 

being included.  She discovered last year that she is HIV positive, and her 

own recent experience of the process of testing and initiation onto ART was 

thought to be of relevance to the study. 

 

As has been noted, the researcher intended to conduct between five and 

seven interviews.   Permission was granted by the Primary Health Care 

Coordinator to make contact with clinic managers at any of the eleven 

institutions identified.  Clinic managers would then identify the person to be 
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interviewed, and set up an appointment for the researcher to visit the clinic.  

Depending on the perceived success of the scheduled interviews, in the view 

of the researcher, four to six additional interviews could be arranged if 

necessary.  It was anticipated that difficulties might arise in some instances, 

such as appointments not being kept, or an interview being cut short due to a 

participant being needed elsewhere in the clinic.    These predicted difficulties 

did not, in fact occur, and all of the original seven interviews booked were 

completed and the interview material was used in the data analysis. 

 

The selection of the seven institutions where interviews were conducted out of 

the total eleven designated clinics was based simply on where telephone 

contact was successful.  Some clinics were telephoned by the researcher but 

the designated person could not be reached, and contact was made at 

another clinic instead.  In other instances there appeared to be problems with 

the telephone line, and the researcher could not get through.  It is 

acknowledged that this might have prejudiced the study toward those 

institutions with better communication systems. 

 

Throughout the period of conducting interviews the researcher maintained 

close contact with her supervisors, reporting on progress and presenting 

samples of the interview transcripts.  It became evident that sufficient rich data 

had been generated by the time the seventh scheduled interview was 

conducted so that further interviewing was not needed as saturation of the 

themes had been reached.  In consultation with her supervisors it was also 

decided to include the material from the interviews with counsellors which had 

already taken place. 

 

3.3.4 Data collection 

 

Data was collected for the study by means of audio-taped face-to-face 

interviews.  The researcher used an interview schedule to guide the dialogue, 

and a dictaphone recorder was placed, with the participants’ permission, on a 

nearby surface (usually a desk).   Notes were jotted down on the interview 

schedule during the interview and written up during the transcription to 



 57

capture the researcher’s own feelings and observations.  These observations 

made during data collection assisted the researcher during data analysis, 

providing additional insight into emergent themes and sub-themes. 

 

Use of the dictaphone recorder offered several advantages:   

 

a) It gave the researcher the exact wording of a participant’s responses, 

not just hastily jotted notes. 

 

b) It allowed the researcher to review a particular comment or observation 

several times by replaying it later. 

 

c) It enabled the interview to be conducted as a conversation rather than 

a question-and-answer session, thus eliciting more from the participant. 

 

d) It allowed an auditory expression of the interview setting to be 

captured.  The background noises recorded on the tape served to 

enhance the researcher’s understanding of the participant’s work 

environment, including frequent interruptions by colleagues or phone 

calls, and, in one instance, the continuous crowing of a rooster directly 

outside the office window. 

 

e) The emotional component of a participant’s reply to a question was not 

lost.  Some interviewees became excited, or saddened, by certain 

topics, and this feeling was preserved in the recording.  

 

f) The lengthy process of transcription served to familiarise the 

researcher with the interview content. 

 

There were also some disadvantages to this data collection method: 

 

a) Parts of some interviews did not record clearly, due to the dictaphone 

being placed too far from the participant, or background noises 

interfering. 
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b) Some questions were omitted or overlooked due to the conversational 

nature of the interview, rather than note-taking with strict adherence to 

the schedule. 

 

c) Recording offered no filters to the interview content which might have 

been imposed by hand-written notes.  Thus, a certain amount of 

irrelevant material was also recorded. 

 

The researcher’s observations were noted in the margin or on the back of the 

interview schedule during interviews.   Each taped interview was then typed 

by the researcher in the form of a verbatim transcript.  The researcher 

attempted to type the transcripts within a few days of the interview, and to 

complete the transcript of one before the next interview was conducted, 

although this was not possible in every case. 

 

Transcription proved to be a valuable exercise in processing the interview 

material, and had the effect of ongoing moderation of the interview schedule.  

Thus, responses offered by each participant influenced the questions and 

style of later interviews.  This fits into the constant comparative method which 

is a hallmark of grounded theory (Moghaddam 2006).  As the researcher grew 

more familiar with clinic procedure, for example, questions became more 

focussed and appropriate.  With better understanding of the issues pertaining 

to HIV testing models, new themes for questions emerged.  Also, becoming 

more confident in using the recording equipment meant that the researcher 

was more at ease, if the participant’s voice dropped, in pushing the 

dictaphone closer with a comment such as, “What you are saying is really 

interesting.  I don’t want to miss it.”   

   

Another advantage of the sequencing of the interviews was that it enabled the 

researcher to check attitudes of participants against each other.   For 

example, the researcher might say, “A previous participant told me that 

women are generally more willing to have an HIV test than men.  Do you 

agree with this?”  Or, “Others have told me that publicity testing is nothing 
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more than a waste of time.  What do you think?”   This served to highlight 

areas of common ground as well as areas of difference, and gave participants 

a way of validating or questioning each other’s perceptions.  Building a 

conceptual model by making use of such constant comparison and negative 

case analysis is a well described procedure in grounded theory design (Ryan 

& Bernard 2000). 

 

3.3.5 Data analysis and interpretation 

 

A system of thematic analysis similar to the framework approach described by 

Pope et al (2000) was used to reduce and sort the data.  The process of 

transcription assisted with familiarisation of the material.  Interview transcripts 

were carefully studied to identify emerging themes which linked to the 

research problem.  There were general themes suggested ahead of time by 

the literature survey, themes which had been specifically looked for through 

the design of the interview schedule.  However, a number of unanticipated 

themes and sub-themes emerged, both during the interviewing process and 

during analysis.  As themes and sub-themes were identified, they were 

arranged in a table using numerical codes, which allowed for convenient 

addition of new themes. 

 

This process yielded a first-level analytical framework comprising twelve major 

themes and twenty-nine sub-themes.  Each of the sub-themes was assigned 

a numerical code, and the transcript material was then carefully marked 

according to the codes.  After consultation with two experts in the field, a 

senior doctor and a researcher, the framework was simplified by grouping 

certain themes.  The final framework enabled classification of the transcript 

material into five major themes and twenty-seven sub-themes.  This thematic 

framework can be seen in the Appendix.  Numbers were assigned to each 

theme and sub-theme, and these were used to index the original transcript 

material. 

 

Once indexing was complete, a master code-book (Ryan & Bernard 2000) 

was created as a compilation of material from all transcripts in categories 
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according to the themes and sub-themes detailed in the framework.   This 

charting enabled comparison of data across interviewees within a particular 

theme, while examination of individual transcripts enabled comparison of data 

from a given participant.  By applying the codes to the original interview 

schedule it was also possible to illustrate which themes had not been 

anticipated beforehand.  Once the code-book was complete it became 

possible to look for relationships between themes, the mapping and 

interpretation described by Pope et al (2000). 

 

3.3.6 Trustworthiness and rigour 

 

Throughout the phases of data-gathering and data analysis the researcher 

worked in close collaboration with her supervisors, referring samples of 

interview transcripts and coded analysis for comment and guidance.  In 

addition, three strategies for ensuring rigour and trustworthiness in a 

qualitative study, namely reflexivity, audit trail and peer debriefing (Lietz et al 

2006), were applied to this research. 

 

During the process of conducting the interviews, the researcher was aware of 

the interaction occurring between herself and the “data”.  Acknowledgement 

and analysis of this process is called reflexivity (Lietz et al 2006).  Feelings of 

nervousness and inadequacy prior to the first interview were replaced with a 

sensation of euphoria upon discovering the participant to be far more 

interested, articulate and co-operative than had been hoped for.  The second 

interview ended with the researcher feeling an overwhelming sense of 

obligation to the participant, who seemed to believe enthusiastically that the 

researcher was in a position to implement her suggestions and 

recommendations.   

 

At some clinics the researcher felt painfully conspicuous, carrying a 

dictaphone and clipboard, walking past queues of patients who sat and 

stared.  The researcher found herself wondering whether to make eye-contact 

and smile, which seemed condescending, or to avoid eye-contact all together, 

which seemed cold and uncaring.   In these instances the researcher was 
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highly sensitised to her position as an outsider, someone who did not belong 

in that context.  This led to much inner reflection on whether the personal gain 

to the researcher (completion of a research project) could be compensated for 

to the patient community.  It was hoped that the findings of the study could, in 

time, lead to decisions being made which would benefit the patients 

themselves. 

 

Most research participants were welcoming, and appeared to enjoy the 

opportunity of expressing their observations.   Some, however, seemed 

politely annoyed by the interruption.  One sister commented: 

 

“Especially because they (provincial and national health authorities) 

just want a report, and what, what, what, and when they come, they will 

come just like you, they will interview me and then it is over.” 

 

The comment “just like you” effectively put the researcher in the category of 

people who caused bothersome outside interruptions and offered no return.  

Such experiences affected the researcher’s sense of ease and confidence in 

the interview setting. 

 

The use of an audit trail, as described by Lietz et al (2006), involves keeping 

track of the decisions which led to the choice of particular steps in the 

research procedure.  Reasons for the choice of research design, sampling 

type and sample size, and methods of data collection and analysis have been 

outlined earlier.  The purpose of an audit trail is to document the stages of 

investigation and provide justification for each decision so as to increase 

transparency and ultimately trustworthiness in the enquiry. 

 

Finally, the strategy of peer debriefing as discussed by Lietz et al (2006) was 

used.  Prior to adoption of the final analytical framework, the first-level 

analysis was discussed with two consultants.  One, a senior doctor familiar 

with VCT and ARV services at clinics in the district, was asked to comment on 

the researcher’s understanding of clinic procedure, and whether the code 

words and thematic units employed in the framework described a typical 
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professional nurse’s experience in this setting.  The second consultant was a 

researcher with considerable understanding of public health services.  This 

consultation process resulted in some changes being made to the framework, 

with certain codes being grouped together.  It also resulted in corrections to a 

few misperceptions which the researcher had gained regarding the referral 

process and the status of some of the clinics. 

 

3.3.7 Limitations 

 

A study such as this is limited in wider applicability by virtue of the small 

sample size.   The findings reported in the next two chapters cannot be 

generalised to the wider population (International Development Research 

Centre 2008), although they are still of value in uncovering areas for further 

investigation.  A second limitation lies in the fact that rigour is difficult to 

achieve in qualitative research.  Barbour (2001) warns that checklists of 

strategies for improving qualitative research methodology can be misused to 

confer credibility where it is not due.  Lack of experience on the part of the 

researcher cannot be fully compensated for by what Barbour terms the 

“technical fixes” of purposive sampling, grounded theory, multiple coding, 

triangulation and respondent validation (2001:115).   In a study of this nature, 

the researcher is learning skills at the same time as she is collecting the data.  

Thus, an additional and important limitation is that the quality of the research 

is heavily dependant of the prior knowledge and experience of the researcher 

(International Development Research Centre 2008). 

 

3.4 ETHICAL CONSIDERATIONS 

 

Ethical considerations for this study included gaining permission to conduct 

the research from the relevant university and health authorities, as well as 

gaining consent from the participants.  The procedures followed for achieving 

this are outlined in the next section. 
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3.4.1 Permission to conduct research 

 

The research proposal for this study was submitted to the UNISA Research 

and Ethics Committee in April 2008, and approval was received in May 2008.  

Health authorities for uMgungundlovu District and KwaZulu-Natal Province 

were then approached, and permission to conduct the research was granted 

in June 2008.  The Primary Health Care Coordinator for uMgungundlovu 

Health District issued the researcher with a letter of authority to visit PHC 

clinics and CHCs, and undertook to notify these institutions of the permission 

to conduct research via a faxed letter.  Interviews with the professional nurses 

were arranged by the researcher, usually in consultation with the clinic 

manager, at a time convenient to both the participant and the clinic as a 

whole. 

 

3.4.2 Informed consent 

 

The Primary Health Care Coordinator informed the researcher that faxes 

would be sent to the relevant institutions, notifying the managers at the clinics 

that the proposed research had been approved.  The researcher would then 

contact the clinic manager and ask that an appropriate participant be 

identified.  However, many of the clinic managers said they did not receive the 

faxed permission letter from the PHC Coordinator due to their fax machines 

not being in working order.  The researcher found that the managers were 

nevertheless willing to arrange appointments without seeing the PHC 

Coordinator’s letter, as long as a copy of the letter could be produced by the 

researcher at the time of the interview.  While the absence of a working fax 

machine was nothing more than a minor inconvenience to the researcher, as 

illustrated in the case study from Chapter one, the implications for patients 

may be serious indeed. 

 

Before each interview participants were provided with verbal and written 

information on the research, and were given consent forms to read through 

and sign (see Appendix).  The consent form assured participants that their 

involvement in the interview was voluntary, that they had the right not to 
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answer any question they did not like or to withdraw answers later and that 

they could contact the researcher with any further questions.  Participants 

were asked to indicate whether they agreed to being audio-recorded, and to 

being quoted provided they could not be identified.   All participants indicated 

that they agreed. 

 

While standard procedures for obtaining informed consent were used, the 

researcher was left with some questions related to how this had played out in 

reality.  For example, the researcher was asked to deal with the clinic 

manager in setting up interviews.  The clinic manager identified a professional 

nurse who was suitable, and in most instances then arranged the date and 

time of the appointment with the researcher.  The researcher expected that 

these arrangements would be discussed between the manager and the 

participant within the clinic setting.  In some instances the researcher was 

able to speak to the participant herself ahead of time in order to confirm the 

appointment, but frequently communication occurred only between the 

researcher and the clinic manager. 

 

In at least two instances the channel of communication between manager and 

participant appeared to have been poor, and the researcher arrived to find 

herself not expected at that time.  This was nothing more than a minor 

inconvenience to the researcher, and the possibility had been anticipated in 

advance.  What was of more interest and concern to the researcher was the 

impression that participants felt that permission for the interview was 

ultimately vested in the manager rather than the interviewee herself.  Thus, a 

participant might express surprise at the arrival of the researcher, but say, 

“Did you get permission from the clinic manager?  Yes?  All right, then, no 

problem, I can speak with you.”  Very few were interested in seeing the letter 

of authority, and very few seemed to feel that they were being asked whether 

they personally gave permission for the interview to proceed.   

 

This raised questions for the researcher about attitudes to authority, 

suggesting that individual nurses believed that if their superiors had granted 

permission for the interview, their own opinion was not relevant.  The 
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researcher felt she compensated for this in the interview setting by going 

through the informed consent form with participants.  However, the parallel 

between the interview setting and required consent, and the HIV testing 

occurring elsewhere in the clinic with its voluntary consent, were noted, and 

the researcher wondered how well developed patients’ own ideas of consent 

were.  Did they sometimes feel themselves to be in the hands of people in 

authority over them, who either did or did not grant permission for them to be 

tested?  Did the over-arching policy of the clinic shape their willingness to 

test? 

 

3.4.3 Confidentiality 

 

Names of all participants were kept confidential.  In presentation and analysis 

of data, pseudonyms are used for participants, and names of the PHC clinics 

and CHCs where they were employed are withheld to protect them from 

identification. 

 

 

 

3.4.4 Provision of debriefing, counselling and addi tional information 

 

Participants were provided with a brief background to the study prior to the 

interview commencing.  They were asked whether they wished to receive a 

summary of the interview transcript or the findings of the study.  Participants 

were also given contact details for the researcher in case they required further 

information at a later date. 

 

3.5 CONCLUSION 

 

This chapter has given an account of the selected research design and 

methodology for the study, as well as the rationale for making such a 

selection.  The instruments and techniques for data gathering and the 
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strategies for data analysis have been described and explained.  Attention 

has been given to how requirements for correct ethical procedure were 

complied with.  Finally, observations on the limitations inherent in the research 

were discussed. 

 

In the next two chapters the findings of the research will be presented.  The 

reader will be introduced to the research participants and the clinics where 

they are employed.  The themes which emerged from interview transcripts are 

then discussed and analysed, and the research participants’ own 

recommendations are reviewed.  
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CHAPTER 4: THE RESEARCH CONTEXT 

 

4.1 INTRODUCTION 

 

This chapter begins with a description of how the interviews were arranged 

and conducted.  It goes on to give a short biographical sketch of each of the 

interviewees, enabling the reader to better understand who the research 

participants were.  An overview of standard clinic procedures is then offered to 

give the reader an appreciation of the context in which the interviewees work.  

The final section addresses the important themes and sub-themes which 

emerged from analysis of the interview material and discusses these with 

reference to the research objectives as outlined in Chapter 1.   These 

objectives were:  

 

1. To provide insight into the experiences of professional nurses working in 

the field of HIV testing. 

 

2. To identify attitudes of the research participants with regard to implications 

of the exceptionalism inherent within VCT. 

 

3. To explore the research participants’ perspectives on normalisation of HIV 

and AIDS through PITC, specifically with respect to improving testing rates 

and decreasing the stigma associated with a sero-positive status.   

 

4. To present the findings in such a way as to offer insights which might 

prove useful in informing decision-making pertaining to HIV-testing policy. 
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4.2 THE INTERVIEW PROCESS 

 

Nine face-to-face interviews were conducted, seven of which were held with 

interviewees who matched the characteristics outlined in the research design, 

namely: 

 

• They were adult females over 30 years of age. 

• They were professional nurses.  

• They were employed at a VCT clinic in the Pietermaritzburg district. 

 

Although not part of the original research design, two additional interviews 

were conducted.  Of these, one was held with a senior VCT counsellor at one 

of the clinics, and the other was held with an informal workplace HIV 

counsellor employed by a Pietermaritzburg-based company. 

 

Interviews with the senior nurses were arranged ahead of time by contacting 

their clinic managers who set up the appointments.  This was the procedure 

which had been specified by the Department of Health authority who had 

granted permission for the interviews.  Where possible, these appointments 

were followed up and confirmed before-hand by fax or phone-call.  

Confirmation was not always possible because many clinics did not have 

working fax lines, nor could the interviewee always be reached by telephone 

due to the line being engaged.  In two instances the researcher was not 

expected at the time arranged, due to the agreed appointment time not having 

been communicated to the interviewee by the clinic manager.  In one case it 

was necessary to reschedule the appointment, and in another instance the 

researcher was asked to wait until she could be seen.  From these 

experiences, as well as from observations made by the researcher during the 

interviews, it was evident to the researcher that health care professionals 
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working in a public health setting need to be highly flexible individuals, able to 

adapt themselves to a variety of situations and unpredictable demands. 

 

Upon arrival at a clinic for an interview, the researcher would ask either for the 

clinic manager or the designated interviewee.   In most instances the clinic 

manager took the researcher to meet the interviewee, but in cases where the 

clinic manager was not available another staff member would assist.  In such 

a case the interviewee would typically ask whether permission had been 

granted by the clinic manager for such an interview.  It was clearly a matter of 

some importance to the research participants that permission had been 

granted, and once this was established they were generally well-disposed to 

meet with the researcher. 

 

In the case of the VCT counsellor, the interview had not been planned ahead 

of time but was set spontaneously by a senior nurse who had just been 

interviewed.  This was her suggestion, as she felt the counsellor was in a 

better position to answer some of the interview questions.  She approached 

the VCT counsellor to ask whether he was willing to be interviewed and he 

agreed.  The final interview, conducted with an informal workplace counsellor 

known to the researcher, was arranged after this person showed an interest in 

the research being undertaken and expressed a desire to articulate her own 

observations.  The interview was held at the interviewee’s place of work. 

 

Interviews were conducted privately in offices with closed doors, although in 

one instance the interviewee chose to leave the door open.  A brief 

introduction was given by the researcher, stating the purpose and objectives 

of the research, and the interviewee was given a letter from the researcher 

which provided additional background to the study as well as contact details 

for the researcher.  Interviewees were asked to sign informed consent sheets 

and to indicate whether they wished to receive a summary of the main points 

of the interview.  They were also asked whether they would agree to the 

interview being recorded, and all agreed.   
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In all interviews with the professional nurses as well as with the VCT 

counsellor, there were repeated interruptions throughout the interviews, either 

by colleagues who had questions to ask, or by telephone calls.  At times the 

interviewee might be called away for a short time to attend to something.  

Throughout one interview a rooster could be heard crowing loudly and 

continuously directly outside the open office window.  It was evident to the 

researcher by her observations made at all of the clinics that this atmosphere 

of noise and constant interruption constituted a normal working environment 

for the interviewees.  Although this was distracting to the researcher it did not 

seem to be a source of difficulty to the interviewees who carried on expressing 

their insights apparently unperturbed.   However, it occurred to the researcher 

that this could have implications for patients undergoing counselling, for whom 

a quieter environment might more easily facilitate the experience of receiving 

an HIV test result. 

 

4.3 BIOGRAPHICAL INFORMATION ON THE INTERVIEWEES 

 

Here a brief biographical description is given of each interviewee.  In all cases 

pseudonyms have been used and their places of work have not been 

identified in order to protect confidentiality. 

 

4.3.1 Eva 

 

Eva is a professional nurse in her early thirties who is in charge of the VCT 

and ARV programmes at a city clinic.  Her ambition was to become a social 

worker, but after undergoing a school guidance course she developed an 

interest in nursing.  She completed her training at a Durban hospital, and has 

experience working at a private hospital as well as a state hospital.  She has 

worked at the present clinic for the last seven years.  Eva described herself as 

satisfied with her chosen profession but said it was demanding, commenting, 

“I am happy, though the challenge is very high.  People are really sick out 

there.”  Nevertheless, she believed that the benefits to her family, friends and 

particularly the community made her work worthwhile. 
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The researcher experienced her as a strong and compassionate person who 

was able to articulate her thoughts clearly.  Interactions observed between her 

and both staff and patients revealed her to be a person of warmth, who was 

viewed with respect and appreciation by colleagues and patients. 

 

4.3.2 Nancy 

 

Nancy is a professional nurse in her forties who completed her basic nursing 

training at a state hospital in 1999.  Thereafter she was employed at a clinic in 

a rural area, and during this time she studied further to become a professional 

nurse.  She has experience working in a state hospital as well as for a private 

non-governmental organisation, and has been employed at the clinic for one 

year.  It was evident to the researcher that Nancy is a woman of great 

compassion who feels overwhelmed by the health and social needs of the 

community she serves.  She expressed frustration at what she perceived as 

the unwillingness of patients to do what was in their best interests, and 

frustration at the health care system which is unable to offer a better service 

due to staff shortages and budget constraints. 

 

Although she initially appeared to be reluctant to speak to the researcher, 

wanting to know how much of her time it would take, she warmed to the 

opportunity to articulate her observations and the researcher ultimately had to 

bring the interview to a close.  Nancy expressed the need to receive 

counselling herself because of stress experienced in her job.  She also offered 

her assistance if any sort of community outreach was planned.   

 

4.3.3 Gertrude 

 

Gertrude is in her sixties, and has been working at a rural clinic for two years, 

having come out of retirement to take up the post.  She completed her nursing 

training in Pretoria in the 1970s.  She lives in Pietermaritzburg but stays in 

accommodation at the clinic during the week. 
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As in other interview situations, interruptions afforded the researcher 

opportunities to observe Gertrude in interactions with both colleagues and 

patients, and Gertrude, like the other professional nurses, gave the researcher 

a clear impression of her dedication and caring nature.  What was unique 

about this interview was Gertrude’s habit of answering many of the 

researcher’s questions in a dramatic whisper, often turning her head slightly 

away and looking out the office window.  This had the effect of emphasising to 

the researcher the difficult nature of the subject material.  She often spoke in 

the voice of an anonymous patient in order to illustrate a particular attitude or 

belief. The whispering served to add an element of emotion to the message of 

the unknown patient, underscoring the painful feelings of censure and stigma.  

She also demonstrated to the researcher a hand gesture which is used by 

local residents to refer to HIV testing without having to speak openly.    

 

4.3.4 Miriam 

 

Miriam, the acting head of the ARV section in a semi-urban clinic, is in her late 

thirties.  She completed her nursing training at a state hospital, and furthered 

her qualifications at a university outside of KwaZulu-Natal, necessitating 

weekly trips to attend lectures.   Like Gertrude she stays at the clinic during 

the week and returns to her home on weekends.  Miriam would have preferred 

to have studied in the field of business or economics, but was not able to 

afford it.  She described herself as having adjusted to her current profession, 

and said she likes her job, but would be willing to leave the health services if 

there were an alternative. 

 

Miriam’s work setting was the most visually attractive to the researcher of all 

the sites visited.  The clinic grounds were neat and clean, with flowerbeds 

filled with freshly planted annuals and vegetables.  The park home in which 

the interview was conducted was warm and well lit.  Nevertheless a sense of 

disengagement on Miriam’s part was noted by the researcher.  It is possible 

that this was due to Miriam’s perception that the researcher was getting a 

report out of the interview but leaving nothing behind.  Miriam commented in 

the context of her recommendations that senior health officials should be 
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visiting the clinic and showing more concrete support, noting her perception 

that visits from senior health care personnel were simply to collect reports. 

 

The interview was interrupted repeatedly, and at one point had to be moved to 

another venue.  Miriam referred the researcher to the clinic’s senior counsellor 

for additional information. 

 

4.3.5 Thomas 

 

Thomas is a senior counsellor at the clinic where Miriam is employed.  No 

arrangement had been made ahead of time to meet with him, but he gave his 

consent to be interviewed.  Thomas is a man in his forties who has worked 

with several non-governmental organisations and has considerable 

counselling experience.  He was articulate and communicative during the 

interview, and described himself as having a love for people.  However, he 

showed a tendency to dominate the interview, leading the researcher to 

speculate about what might occur in a counselling situation with a quiet or 

reticent patient. 

 

4.3.6 Dorothy 

 

Dorothy is a professional nurse in her mid-thirties who runs the VCT and ARV 

programmes at a township clinic which serves a large area.  Like Eva, 

Dorothy would have liked to become a social worker, or a teacher, but due to 

financial considerations chose to do nursing instead.  Also like Eva, Dorothy 

feels that there are personal gains to family members because of her 

knowledge and experience as a nurse.  Dorothy lives in some thirty minutes 

drive from the clinic and commutes daily. 

 

Dorothy was very softly spoken and appeared tired and possibly depressed.  

Although the interview was conducted in a private setting with a door which 

could be closed, Dorothy left it open throughout the interview.  She had strong 

views and opinions about the issues pertaining to HIV testing which she 

expressed articulately. 
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4.3.7 Elizabeth 

 

Elizabeth is in her mid forties and heads the VCT and ARV programmes at a 

large and busy township clinic.  Her training took place at a rural hospital in 

the 1980s, and she has worked in many different settings.  Like Eva, she 

impressed the researcher as a particularly strong and effective leader, 

motivated by compassion and guided by her own experiences.  She lives 

openly as an HIV-positive person and has found senior staff and colleagues to 

be supportive.  She had not been informed by her supervisor of the time of the 

appointment, and it was necessary to reschedule the interview for the 

following day.   

 

4.3.8 Theresa 

 

Theresa is in her late thirties and works at a semi-rural clinic near 

Pietermaritzburg.  She trained as a nurse at a state hospital in 

Pietermaritzburg, and has had several years’ experience working overseas.  

Although she found the overseas work to be financially rewarding, she chose 

to return to her home area for family reasons.  Like Elizabeth, Theresa had 

not been told when to expect the researcher, and was initially annoyed at 

being interrupted during lunch.  However, after a short wait on the part of the 

researcher, Theresa was prepared to conduct the interview.  This interview 

setting was possibly the least conducive of all the interviews.  The room was 

small and cramped, and colleagues repeatedly came in and out to use office 

equipment and make telephone calls.  The researcher’s impression, however, 

was that this was less of a distraction to Theresa than to the researcher, and 

as the interview progressed Theresa was willing to share her impressions and 

observations most articulately. 

 

4.3.9 Lily 

 

Lily is not a nurse and was not selected to be interviewed on the basis of the 

research criteria.  She is a domestic worker known to the researcher, and is 
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employed by a small Pietermaritzburg-based company.  During the past year 

she became extremely ill and was forced to take extended sick leave.  She 

tested positive for HIV and began ART in September 2007.   Some eight 

months after leaving work she was able to return on a part-time basis.    She 

has done very well on ART and now acts as an informal workplace counsellor 

amongst her colleagues.  She expressed a willingness to be interviewed after 

learning of the research being conducted, because she felt her own 

experiences made her opinions relevant. 

 

4.4 BACKGROUND INFORMATION ON CLINIC PROCEDURES 

 

In this section a brief overview is provided to the reader on the standard 

procedures and operations of the clinic with regard to HIV testing and 

provision of ARVs, as described to the researcher by the interviewees.  The 

researcher verified her understanding of these procedures following 

completion of the interviews in consultation with a senior doctor employed by 

the KwaZulu-Natal Department of Health.  Literature sources were also 

consulted to confirm the procedures and to offer a more complete account. 

 

All of the clinics represented in this study offered VCT services and had an 

ART programme in operation.  The numbers of patients presenting daily for 

VCT ranged between 10 and 50, depending on clinic size and whether it was 

urban or rural (higher numbers of patients attended VCT at the urban 

centres).  Patient numbers for ARVs also varied as some clinics had been 

running programmes longer than others.  The clinic with the highest figure 

reported approximately 350 patients on anti-retroviral therapy. 

 

The number of counsellors employed varied between one and ten, depending 

on the size of the clinic.  Counsellors had attended a 10-day training course, 

and it was reported that they received additional training through workshops 

from time to time.  Their responsibilities included: 
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• VCT (pre-counselling, testing, and post-test counselling); 

• Group counselling of pregnant mothers at antenatal clinics; 

• Conducting ARV treatment adherence classes, known to patients and 

staff as “Classes 1, 2 and 3”.  These classes are a required part of the 

ART initiation programme during which patients are given essential 

information about HIV and AIDS, and are taught about basic nutrition, 

opportunistic infections, antiretroviral medicines and how to take them 

and how to live positively with AIDS (AIDSbuzz.org 2008a). 

• Counselling patients on anti-retroviral therapy who return monthly to 

collect medication; 

• Formal/informal group counselling and information-giving to patients 

waiting in the general clinic. 

 

Interviewees at all clinics reported that patients requesting VCT were attended 

to on the same day and in a matter of hours.  Clinics are sometimes busier on 

certain days, and then waiting times are longer.  None of the respondents felt 

that patients waited an unreasonable length of time to be counselled, and 

none believed patients who presented for testing were ever turned away 

because of staff shortages.  This is encouraging when compared with the 

findings of a study conducted in 2004 which analysed calls to the national 

AIDS helpline and reported that counselling services were not universally 

available (Birdsall et al 2004). 

 

Patients who tested positive were immediately sent to have blood samples 

taken to test their CD4 counts.  The purpose of the CD4 count is to assess the 

strength of the patient’s immune system (AIDSbuzz.org 2008b) and is used to 

determine whether the patient should be initiated onto ART.  Currently in 

South Africa a patient is eligible for free treatment when presenting with either 

of the following:  the CD4 count has dropped to 200 or below, or symptoms 

manifest of stage 4, the final stage of HIV disease, which include profound 

weight loss and/or an AIDS-defining illness (AIDSbuzz.org 2008b).  The South 

African Clinicians Society recommended earlier this year that these guidelines 

be revised to fall in line with those of the World Health Organisation, which 
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advocate treatment at a CD4 count of 350 and/or stage 3 of the disease (IRIN 

2008b).    

 

Results of the patient’s CD4 count were reportedly returned to the clinic after 

two or three weeks unless there were technical problems at the laboratory, in 

which case a second blood sample would need to be taken.  Patients who 

qualified for ART would be given an appointment to start attending treatment 

adherence classes at the clinic where they had tested.  Attendance at these 

classes is a prerequisite for treatment (AIDSbuzz.org 2008b).  Another 

requirement is that the patient identifies a treatment partner or “buddy” to 

attend classes with them.  The purpose of the treatment buddy is to assist the 

patient in learning the treatment regimen and being aware of possible side 

effects. 

 

The next step was to book the patient for initiation of ART at the nearest 

hospital.  The patient would first be seen by a doctor at the clinic, and since 

some clinics had doctors available only once a week, this was regarded by the 

interviewees as a potentially significant delay.  However the senior doctor who 

was consulted later informed the researcher that if a patient’s health indicated 

immediate attention based on the clinical markers mentioned earlier (CD4 

count below 200 and/or stage 4 illnesses) the patient did not have to be seen 

by a doctor first.  In such cases referral could be arranged by the professional 

nurses. 

 

For most clinics, patients beginning ART would be referred to the nearest 

hospital and this was known as “up-referral”.  The appointment might be 

anywhere from one to three months later, due to high numbers of people 

being initiated onto ART.  In some instances, interviewees said they were able 

to “fast-track” patients who presented with low CD4 counts and stage 4 

symptoms, in order to ensure that the waiting time was not too long.  Of the 

seven clinics, one clinic had its own initiation programme, and it was not 

necessary to refer patients elsewhere.   One other clinic had been accredited 

as an initiation site and was due to begin initiation soon, but the process had 
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been delayed as certain equipment was awaited.  The researcher learned 

shortly after her visit to this clinic that staff had begun initiation there. 

 

A patient who had been referred to start initiation remained under care of the 

hospital (or, in the cases mentioned above, the clinics) for a period of 

approximately three months during which time they were monitored closely for 

opportunistic infections and adverse reactions to the therapy.  Thereafter they 

were referred back to the clinic where they had originally been tested.   This 

was known as being “down-referred” or “decanted”, and the patient’s further 

treatment would be managed by the clinic. 

 

The procedures surrounding this progression, from pre-test counselling to 

down-referral after initiation of ART, provide the background for the research 

participants’ experiences as revealed in the interview material. 

 

4.5 THEMES EMERGING FROM THE INTERVIEWS 

 

In the next section the major themes and sub-themes which emerged from 

analysis of the interview transcripts are introduced.  These are explored and 

discussed in depth in Chapter 5, but are outlined briefly here.   

 

4.5.1 Barriers to testing 

 

This explores participants’ perspectives regarding what might act as barriers 

to testing uptake.  Stigma, problems of access to clinic facilities, “bottlenecks” 

in the health care system and issues of reliance on traditional medicine are 

sub-themes dealt with. 

 

4.5.2 Willingness to test 

 

This category addresses the question of why people may or may not be willing 

to test.  The researcher attempts to interpret the transcription material which 

was coded under the following sub-themes:   
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• The tendency to delay testing 

• Male reluctance to test 

• Factors affecting female willingness to test 

• Public awareness of HIV issues and appropriate health-maintaining 

behaviours 

• Declining testing after pre-test counselling 

• Publicity testing and incentive schemes 

 

4.5.3 Attitudes to VCT and other testing models 

 

Here the perceptions of participants are reviewed with respect to the 

counselling procedures and demands of confidentiality inherent in VCT.  Their 

views on the normalisation of HIV testing and integration of services is 

discussed and contrasted with an exceptionalist approach.  One sub-theme of 

particular interest in this section is the perceived inconsistency in clinic 

procedure between the intention to protect patients’ confidentiality regarding 

HIV status, and the de facto practice of singling them out. 

 

4.5.4 Participants’ observations and recommendation s 

 

This category groups together several sub-themes which dealt with personal 

comments and insights offered by the participants.  It also discusses the 

interviewees’ own recommendations for changes to the current system of HIV 

testing and treatment. 

4.6 CONCLUSION 

 

The purpose of this chapter has been to introduce to the reader the context in 

which the study was conducted by offering descriptions of the interview 

process, the research participants and the clinic settings.  This is intended to 

form a basis for understanding the research findings which are presented and 

discussed in the next chapter. 

 



 80

 

CHAPTER 5: PRESENTATION AND ANALYSIS OF FINDINGS 

 

5.1 INTRODUCTION 

 

This chapter presents the findings of the study under four main sections, each 

with two subsections.  The first three sections relate directly to the research 

questions, namely: 

 

1. What do the interviewees see as the major barriers to testing for HIV in the 

communities which they serve? 

 

2. In the opinion of the interviewees, how do people feel about the special 

approach to HIV testing, which requires both pre- and post-test 

counselling? 

 

3. How do the interviewees think attitudes to testing might change if an HIV 

test was offered routinely to all patients attending a primary health care 

facility? 

 

4. What perceptions do the interviewees hold regarding the introduction of 

PITC or routine opt-out testing?  Could this increase uptake of HIV testing 

without compromising human rights? 

 

The fourth section deals with additional comments made by the research 

participants about patterns of patient behaviour which are perceived to have 

an impact on testing uptake.  Finally, the recommendations for changes which 

interviewees were invited to make are reported and discussed. 
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5.2 BARRIERS TO TESTING 

 

All of the interviewees agreed that people generally delayed testing, often 

waiting until they had become very ill before seeking intervention.  This finding 

is in agreement with a report from the Reproductive Health & HIV Research 

Unit of the University of the Witwatersrand which found that more than 20 

percent of patients at the clinic studied never reached the treatment stage, 

succumbing to illness before treatment could commence (IRIN 2008a). One 

sister, known as Eva in this report,  described the problem of late testing 

graphically when she commented that it would help so much if people tested 

earlier, as then they could get to the clinic when they were still walking, rather 

than having to use a wheelchair.  Another interviewee, Dorothy, referred to 

patients’ deteriorating health as the “push” which would get them to test.  The 

following section explores participants’ responses to the question of why 

people delay testing even in communities where ART is freely available.  A 

number of issues emerged, and these are grouped under the headings of 

stigma and other barriers.   Stigma is discussed first. 

 

5.2.1 Stigma 

 

Stigma was by far the prime barrier to testing identified by the research 

participants.  It is pervasive, deeply rooted and effective in keeping people 

from accessing treatment through testing (AVERT.org 2008c).   As noted by 

Skinner and Mfecane (2004) the discrimination which follows from stigma can 

result in people believing there is no benefit in testing because of the negative 

consequences of a positive diagnosis.  The stigma may be feared more that 

the disease itself, thus blocking access to available treatment. 

 

Several participants explained to the researcher their understanding of the 

origins of the stigma surrounding HIV and AIDS.  They identified two main 

roots, both stemming from the early days of HIV and AIDS in South Africa: 

 

• The belief that testing positive meant death, as there was no cure; 
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• The belief that testing positive linked a person with risky behaviours 

such as commercial sex work, alcoholism or drug addiction. 

 

Thomas described what people felt in this way: 

 

“It is for those people with drugs, those people who are commercial sex 

workers, those who are alcoholics, those people in prison, not us.” 

 

The association of HIV and AIDS with already marginalized groups such as 

sex workers, gay men or drug users is well documented (Parker and Aggleton 

2002; Skinner & Mfecane 2004).  Research participants believed that this 

message had been communicated by the government, through radio 

broadcasts in the early years, as well as by health workers trying to warn 

people of the risks.  Indeed, “AIDS kills” and “AIDS cannot be cured” were 

slogans used in initial government warnings in Zimbabwe (Iliffe 2006:81).  The 

implication was that a person who rejected commercial sex work and 

substance abuse also rejected HIV and all that went with it.  To willingly 

present for an HIV test would immediately suggest one had engaged in one of 

these taboo behaviours.  A secondary effect of this perception was that 

people who were not part of these epidemiological risk groups genuinely did 

not believe they were in danger of HIV infection.   

 

Stigma and discrimination push the epidemic underground and counteract 

trust in relationships (Skinner & Mfecane 2004).   In her interview, Nancy 

explained that people become too confused by the conflict between the need 

to know their status and fear of the possible consequences to actually follow 

through.  Another source of confusion is the long incubation and lack of 

distinctive symptoms associated with HIV (Iliffe 2006).  In order to cope with 

these conflicting pressures, people pretended they were not at risk.  Some 

who had tested pretended they had not.   Gertrude commented: 

 

“Some stay at home until they are sick, very sick . . . I think some have 

tested long ago and they found that they are HIV positive, and they are 



 83

scared to tell their family members that no, I know what is wrong with 

me.  So they just keep quiet and stay at home.” 

 

And Miriam explained it like this: 

 

“I think they pretend they don’t know.  Some are scared to disclose to 

family members, to friends, even some are scared that they will be 

chased away from work if they ever disclose that they are positive.” 

 

In addition to the fears of rejection by family or employer, people feared the 

sense of imminent death which they associated with a positive diagnosis.  As 

Lily put it: 

 

“The thing is that they know that ‘AIDS kills’.  That’s the only thing, the 

words they say, ‘AIDS kills’.  If I know that I’m having it, I will die.” 

 

This comment may be directly linked to the slogan mentioned earlier which 

was used in Zimbabwe in the early days of the epidemic.  The fear and 

hopelessness associated with this perception often lead to denial, “a coping 

device by which to preserve dignity in unspeakable circumstances” (Iliffe 

2006:81).  At least three types of denial were identified by the research 

participants:   

 

1. The denial of risk status, when the person adopts the attitude, “It 

won’t happen to me!” despite engaging in behaviour known to be risky.  

For example Gertrude observed: 

 

“. . . others, they don’t believe they’ve got that virus.  Especially 

pregnant ones, they don’t.” 

 

In some instances this is not denial but genuine ignorance, where the 

person does not perceive herself to be in danger of HIV infection 

because she herself does not engage in risky behaviour, but may 

nevertheless be at risk through the behaviour of her partner. 
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2. The denial of a known serostatus,  where the person, having tested 

and received a positive test result, claims he or she does not know his 

or her status. This is a defence against the discrimination and rejection 

associated with a positive diagnosis.  Interviewees described people 

denying previous tests, or moving from one clinic to another, possibly 

seeking a negative result after testing positive elsewhere.   Miriam said: 

 

“Most of them they just run away from the truth.  You will see that 

maybe they have been counselled somewhere else, like Johannesburg 

or Durban, or somewhere else, and they also come here being not 

counselled. So you only find out when the patient is sick.  You enquire 

about whether the patient was counselled or not, sometimes he will 

say, no, fear of the family, that they will know the truth that he is HIV 

positive.” 

 

3. The denial of another person’s self-proclaimed stat us, where 

people were unwilling to believe another person who made a claim 

about their serostatus, either positive or negative.  A person who 

claimed to be negative might be suspected of lying, particularly if they 

showed symptoms of ill health.  If a person claimed to be positive, it 

was likely to be believed only if that person was visibly ill.  Thus, an 

HIV-positive person who was receiving ART and looked healthy would 

find it difficult to convince another person that they were in fact HIV-

positive.   Lily, having been initiated onto ART a year ago, said: 

 

“But if I go to maybe the area where people don’t know me, they won’t 

believe that I am HIV positive.  If I can tell them, they won’t believe.” 

 

And Dorothy commented: 

 

“Because they don’t trust you.  Like people who are talking on TV, they 

see those people who are telling them they are HIV positive . . . Yes, 

unless you look sick and then you tell them, ‘I am HIV positive.’” 
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Because of the fear of stigma and discrimination, patients often prefer to 

attend a clinic which is not in their own area.  The chance to remain 

anonymous when testing, rather than run the risk of meeting up with a 

neighbour, is less threatening.  This has been noted in a previous study on 

barriers to VCT in South Africa (Van Dyk & Van Dyk 2003a), and was 

expressed by Eva who works at a city clinic in this way: 

 

“I think it is easier to come here (rather than to attend a clinic in the 

community) because of the transport.  Number two, it is not nice, you 

know people can talk in your community.  They know this room is for 

testing, this room is for what, you know for you to be free, patients 

prefer to come to town.” 

 

And later in the interview: 

 

“Imagine I am here at the clinic.  My neighbour is sitting next to me.  I 

don’t want my neighbour to know I am HIV positive, you know.  I 

haven’t accepted the condition, that I am HIV positive.  I am slowly 

going there, I am adjusting myself.   Now I am sitting next to her.” 

 

The fear of stigma with the resulting discrimination served to keep people in a 

state of turmoil and denial, and so to act as a barrier to testing.  It also meant 

that people who had tested were unwilling to disclose their status to family 

members and friends, and were thus denied access to significant sources of 

potential support (Skinner & Mfecane 2004).  Men were regarded as 

particularly prone to denial, and this is discussed in more detail in section 

5.3.1. 

 

5.2.2 Other barriers to testing 

 

While stigma was seen as the greatest barrier to testing, other significant 

obstacles were highlighted by the participants.  These included the physical 

accessibility of clinic services, problems of access related to time, bottlenecks 
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in the system which meant lengthy waits on the part of patients, and the 

conflict posed by traditional medicine.  An additional potential barrier, that of 

perceived inconsistencies in some procedures and policies within the VCT 

model, is discussed in section 5.3. 

 

5.2.2.1 Physical accessibility 

 

Access to facilities was regarded by interviewees as a problem for some 

communities, both in terms of getting to the clinic and travelling between 

home and the hospital where ART was initiated.  Miriam explained: 

 

“There is no access on this road, because the taxis drop them quite far.  

We are faced with that problem . . . If they are not well, they have to 

hire private cars, or they have to call us . . .Yes, it (the hospital) is quite 

far.  Patients are not having enough money.  Usually we are having a 

bus here which only goes on Thursdays, so if the patient has been 

booked for Monday, Tuesday, or Friday, they must go on their own.  

Because they have to book the bus, if it is full for this coming 

Wednesday, they must do it for another Wednesday when it is their 

date.  That is a problem.” 

 

If a person became too ill to make use of public transport, a private taxi would 

need to be hired.  Once treatment adherence classes were begun, and 

sometimes for the process of initiation onto ART, both the patient and a 

“treatment buddy” or support-giver must travel to the clinic or hospital, thus 

doubling transport costs, as described by Gertrude: 

 

“It costs too much for transport, and the people are not working, they 

don’t have money and it is too expensive to go hospital.  And they must 

go, the person who is sick, and the treatment buddy too.  So they pay a 

lot of money.  We don’t have transport to take them to the hospital.” 
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5.2.2.2 Time accessibility 

 

In addition to the problems of physical accessibility, it was mentioned that 

clinics did not offer testing on a Saturday.  The provision of VCT services at 

public health care clinics only during the standard working week is a deterrent 

to testing which has been highlighted in a previous study (Birdsall et al 2004).  

The implication of testing not being available on weekends is that employed 

people are effectively denied access to testing unless they arrange leave with 

their employers.  Elizabeth felt strongly about this, saying: 

 

“I have been negotiating with management to include VCT counsellors 

on the weekends.  I don’t know what came up in their meeting this 

week, but I have seen that there is a need.  Some of these people are 

working, they cannot miss their work.  These people come on 

weekends and they do request testing, and we will say, “No, we don’t 

do the testing on weekends.” 

 

Because the process of getting onto treatment for a sero-positive person 

involves many repeat visits to the clinic or hospital (testing, collection of CD4 

count results, attending three adherence classes and multiple appointments 

for initiation of ART), an employed person who must arrange leave for each 

appointment might feel this was a threat to confidentiality, or might simply be 

unable to negotiate the necessary leave.   

 

5.2.2.3 “Bottlenecks” 

 

Research participants identified several points of delay in the progression 

from testing to treatment:   

 

1. The waiting period for CD4 count results:   While this usually took 

approximately two weeks, in some instances delays of several weeks 

or even months were noted.  Some interviewees reported blood 

samples sent for CD4 count results going missing, such that when 
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results were not returned for a particular patient and enquiries were 

directed to the laboratory, the laboratory staff insisted the sample had 

not been received.  In other cases the laboratory might contact the 

clinic to inform staff that there were technical problems delaying the 

release of CD4 count results.   Nancy explained: 

 

“(Getting CD4 count results) takes two to three weeks.  But we 

are still having a problem with the results.  Sometimes it takes a 

month and sometimes it doesn’t come back at all, so we have to 

repeat . . . Sometimes they do tell us that it is a technical 

problem, but sometimes it is just quiet, and we don’t know what 

is happening.  Even if you phone them, they will tell us that they 

didn’t receive that sample.  And then you will have to repeat the 

test again.” 

 

2. The waiting period to see a doctor after testing po sitive:    Patients 

who are eligible for ART are usually booked to be seen by a doctor at 

the clinic before they are referred for initiation of treatment.  Many 

clinics have a doctor available only once a week and this means 

another delay between time of testing and initiation of ART.    Gertrude 

expressed her feelings like this: 

 

“If I could do this, I would like each and every clinic to have a 

doctor to initiate ARVs!” 

 

 And Elizabeth commented: 

 

“Yes, the problem then is with the shortage of doctors that 

makes it impossible to initiate new patients.” 

 

However, while this was described by the interviewees as a problem, a 

doctor who was asked later to comment on this stated that in urgent 

cases a patient did not have to be seen by a doctor, since the nursing 
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staff could make an appointment directly with the hospital for initiation 

of ART.   

 

3. The time spent waiting for an appointment to start initiation of 

ART:    Interviewees reported that it often took two to three months for a 

patient to begin the process of initiation of ART.  This was due to the 

shortage of doctors at the hospitals, according to Elizabeth:   

 

“You will find that there are still patients that are booked for 

November (to start initiation of ART).  (Interview took place in 

July.)  We may book them, but along the line we try to see the 

patient’s condition; if we see there is a need to push, we go and 

negotiate with the doctor, to try and squeeze them in.  And 

depending on the CD4 count – if the CD4 count is very low, no, 

we try and squeeze, we fight with the doctors, we squeeze, we 

squeeze.” 

 

A factor contributing to the pressure on doctors’ services is that a 

patient on antiretroviral therapy requires life-long maintenance.  

Elizabeth went on to say: 

 

“Because with ARVs it is not like you initiate and then, ‘Bye, 

bye’.  The patient is still going to come back every six months for 

the bloods, for the assessment, handling all the problems he has 

whilst on treatment.” 

 

Waiting for a counsellor was not thought to cause a bottleneck at any of the 

clinics in this study.  All of the research participants reported that their 

counsellors were able to counsel clients within a few hours of arrival and said 

that the counselling did not serve to appreciably slow the process of 

accessing testing.  This is in contrast to an analysis of calls to the National 

AIDS Helpline undertaken in 2004 which found that counsellors were not 

always available (Birdsall et al 2004).  It should  however be noted that in this 

study the perceptions of nurses and counsellors were investigated, and that 



 90

patients themselves did not have the opportunity to comment on their 

experiences at the clinics. 

 

5.2.2.4 Reliance on traditional medicine 

 

Preference for a traditional approach to illness, and traditional remedies, kept 

some people away from testing.  Thomas explained: 

 

“I think the reason for the low number of people coming, one of the 

reasons is the stigma attached to the disease.  And the other one is the 

traditional culture.  Most people who live in the rural areas, they still 

believe that if they are sick, they have been bewitched by somebody.  

And the first people they go to is the inyanga and the sangoma, and 

once they get there, they have hope that everything will be OK for 

them, that they will be healed, they will be right, and because of the 

reason that there is stigma attached to HIV, they feel that HIV is not 

something that they should associate themselves with.” 

 

The availability of traditional remedies, such as “uBhejane” which was 

mentioned by several interviewees, confused people.  Some participants 

spoke of patients who had been initiated onto ART, but who secretly 

continued with a traditional medicine, either in conjunction with ART or in the 

place of ART.  Elizabeth explained: 

 

“Because we find that a client who is on ARVs, taking them and sees 

that they are working, two months, three months down the line, she’s 

wearing this sangoma attire.  We really don’t know what is happening 

in their minds, or they want to grab both – this side and this side, this 

side and this side.” 

 

Nancy attributed this to upbringing: 

 

“Others are still relying on the herbal medicine.  They don’t want to use 

ARVs.  They just go to these inyangas and take the bottle, herbal 
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bottle.  Then you’ll find that the person will die quickly, because they 

were supposed to take the ARVs instead of this bottle, because it won’t 

help . . . It is because they rely on inyangas, the majority rely on 

inyangas.  That is how they were brought up.” 

 

The researcher was informed by one interviewee that a month’s supply of 

“uBhejane” would cost approximately R1 000, whereas ART is supplied to 

patients free of charge.  This led the researcher to wonder whether some 

patients feel more confidence in a remedy for which they are charged.  The 

idea that nothing valuable is offered free might cast suspicion on the efficacy 

of ART.   

 

The fact that the Minister of Health has issued a number of misleading 

statements regarding the toxicity of ARVs, while at the same time joining the 

KZN Health MEC and eThekwini’s mayor in encouraging people to use 

uBhejane (Cullinan 2006; IRIN 2006), must contribute to people’s uncertainty 

about how to manage their health.    Another factor is that ART requires strict 

lifelong adherence, whereas some traditional remedies are thought to effect a 

cure, or at least provide an easier treatment (IRIN 2006).  A traditional 

approach to illness is preferred by some people because of its cultural 

acceptability (AVERT.org 2008b).  Finally, traditional healers can offer the 

personal attention which may be lacking in busy clinics and overcrowded 

hospitals (Iliffe 2006). 

 

5.3 WILLINGNESS TO TEST 

 

The barriers to testing uptake even where testing services are relatively easily 

available and ART is on offer are numerous and complex, as has been 

discussed.  What remains in question is how some people overcome the 

barriers already mentioned and choose to test while others do not.  In this 

section gender differences are explored and ideas for effecting attitude 

changes are discussed. 
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5.3.1 Male reluctance and female willingness to tes t 

 

When asked whether they noticed any gender differences in willingness to 

test, all of the participants stated that women were more prepared to test than 

men.   Elizabeth replied to the question like this: 

 

“Eh, that’s a given!  The health institution is a women’s thing.” 

 

At least seven different reasons were put forward to support the perception of 

higher female willingness to test: 

 

1. Women are encouraged to test during pregnancy since HIV testing is 

offered routinely as part of antenatal care (Aidsmap 2004).   

 

2. Because women use health care facilities more often than men, both 

for pregnancy and for child-health issues, women feel more 

comfortable in a clinic setting.   A clinic is more familiar and thus less 

threatening to a woman than to a man. 

 

3. Women are the primary caregivers in the communities, and the sense 

of responsibility for their children acts to override the effects of stigma.  

They will do for the sake of their children what they would not do for 

themselves.  Eva responded in this way to the question of why 

willingness to go for testing is higher amongst women: 

 

“A woman thinks of the unborn child.  I am saying ‘I am positive, 

but what about my child?’  You know that thing for the child?  My 

child, I must protect, my baby, from being HIV positive.  Then I 

will decide, ‘Let me go and test, so that I will see where I stand, 

because of my unborn baby.’” 

 

4. Women were perceived by some interviewees as being fundamentally 

different to men in their ability to talk amongst themselves about the 

problem of HIV and AIDS.  As Eva put it: 
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“Women are people who don’t keep things to themselves.  They 

really preach the word, ‘Hey, you go and test, you go and test!’   

Men are very contained and selfish and they don’t expose their 

feelings anyhow, they are not like us.”  You know, we talk and 

talk and you know I think that makes the women come and test.” 

 

5. Nancy and Elizabeth believed that HIV-positive women became sick 

more quickly than HIV-positive men.  Physical symptoms motivated 

them to test.  The reasons given for this difference were the belief that 

a woman’s body traps infected body fluids and thus increases exposure 

and that women experience more stressful living conditions than men. 

 

6. Men may find it more difficult to attend a clinic because of their 

employment situation.  In some communities the men are away for the 

working week, or even for a whole month at a time.  Testing is not 

available on Saturdays, so leave from work must be negotiated in order 

to test, then again to collect CD4 count results if a positive serostatus is 

found.  Thereafter more leave will be needed in order to attend 

adherence classes and to be initiated onto ART.  This is inconvenient 

and acts as a deterrent to employed men. 

 

7. Men were also seen as more likely to engage in denial.   Gertrude 

reported: 

 

“They don’t like to test.  They tell you that they are just sick, they 

don’t want to test, they say, ‘Why should I?  Eh, it is only that 

I’ve got ‘flu today, not that I’m sick.’” 

 

Another manifestation of male denial noted by Gertrude was in the 

perceived unwillingness of men to make use of condoms at the female 

partner’s suggestion, accusing her in turn of unfaithfulness: 
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“If their wife wants to use condoms, ‘I don’t think we should use 

condoms!  Why?!  Why?!  You don’t behave well, you have other 

friends . . . !” 

 

Such gender differences can be self-perpetuating as women who have tested 

speak to other women and encourage them to test as well.  This was 

highlighted in the excerpt from Eva’s interview transcript quoted earlier when 

she described women’s to testing in evangelistic term, “Women . . . really 

preach the word!” 

 

5.3.2 Changing attitudes to testing 

 

Participants had many different ideas of how testing uptake could be 

increased.  There was, however, general agreement that ignorance was not to 

blame.  The respondents portrayed a picture of communities remarkably well-

informed about health issues, yet unwilling or unable to make the necessary 

changes in behaviour.    This insufficiency of the provision of information to 

alter the effects of stigma and discrimination and to effect behaviour change 

has been noted by other researchers (Iliffe 2006; Skinner & Mfecane 2004), 

and has been ascribed to a lack of personal autonomy and the fact that 

increased awareness of AIDS does not necessarily result in an increased 

sense of personal risk (Day et al 2003; Iliffe 2006). 

 

The perceived mismatch between knowledge of HIV and low voluntary testing 

uptake presented a problem to the interviewees.  The opinion was that if a 

lack of knowledge could account for the poor response in the face of available 

health care, then the obvious remedy would be further health education.  

What was clearly disturbing to all of the research participants was the 

conviction that people did not automatically act on the information received.  

As long as this applied to the communities in which they served, it 

engendered a powerful professional frustration.  Nancy commented with 

strong feeling: 
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“You know, these people can amaze you!  They know everything, but 

they don’t want to do what is supposed to be done for their life.” 

 

However for several research participants the experience was especially 

poignant because it was personalised.  They spoke of close family members, 

friends, and even spouses who were fully aware of the facts about HIV and 

AIDS and yet did not access the health care on offer to them.  Interviewees 

expressed grief and bewilderment at the persistent denial amongst those 

nearest to them.  Miriam said with feeling: 

 

“I don’t know, I don’t know, because even in my place there is one 

person who is having all kinds of HIV symptoms, but when you confront 

her and say, ‘You must test for HIV and do this and this,’ she will say, 

‘No, I’ve done everything and they say I have nothing, that’s all.’  But 

she is dying.  She is skin and bone.  I don’t know what really to do . . . I 

don’t know.” 

 

Elizabeth spoke of the conflicts which ensued at home: 

 

“At a community level, yes, we can shout, we can say . . . but it is 

another thing in my home!  Truly speaking, even for myself it is very, 

very difficult at home.  I can preach it to the next person:  ‘Condomise, 

come test yourselves’ . . . but at home, it is a struggle . . . I have tried to 

counsel him (her husband) but I am not winning, so I have just given up 

trying.” 

 

Despite these frustrations, the participants offered suggestions for what might 

help to change attitudes.  Nancy believed that health authorities seriously 

underestimated the extent of the problem in the rural districts, and 

recommended that campaigns be held in these areas.  She envisioned 

working with local leaders and indunas, and planning a big community event 

with special speakers.  An on-the-spot HIV testing service would be available: 
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“The best way is to go there in the rural areas.  They must call the very big 

Imbizo, then you have a tent there, others are addressing the Imbizo, and 

others are busy testing.” 

  

Schemes which offered a reward in the form of material or financial incentives 

(payment or gifts) were also seen by some respondents as likely to increase 

testing uptake.  Gertrude responded enthusiastically to the idea of a financial 

incentive: 

 

“Oh!  Because everybody wants money, they will come!  Everybody!  

They will even push their children, ‘You go and test!’, because they 

want money.” 

 

However if a competition was involved, for example the “Right to Know” 

campaign sponsored by Discovery Health and Sunday Times 

(www.righttoknow.co.za), some interviewees were uncertain whether people 

in rural areas really would benefit.  Thomas expressed scepticism: 

 

“It may confuse people.  People from the rural areas, how are they 

going to follow the instructions?   Are they going to understand 

everything? . . . So I want to say, the competition is ok, but it is only 

helping people who have got cell phones, land lines, faxes, whatever, 

so that you can really get communication.”   

 

A competition was also seen as potentially open to corruption.  Miriam had 

heard of CD4 counts being bought in order to access disability grants, and 

thought something similar might result. 

 

Elizabeth saw potential in school outreaches, where testing would be 

portrayed as “cool”.  She reported groups of children coming to test during 

school holidays, and noted that these groups demonstrated cohesion and 

offered their members support.  
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Thomas described an approach characterised by caring and integration of 

services at clinics.  Clinic staff should be proactive in meeting patients at their 

point of immediate need, he felt, and he described it like this: 

 

“For example, the client might come for burn wounds, for a dressing.  

Try to help them.  Get a wheelchair for the client, find out how did it 

happen, has he seen the doctor, find out who the patient stays with at 

home.  Ok, then you can integrate the HIV/AIDS issue:  ‘Have you ever 

been tested?  How about testing today?  Or are you in pain today, 

would you be able to come next month to test?’  A couple of days or 

weeks down the line, when the person has healed a bit, you will see 

him coming and saying, ‘Can I test?’” 

 

He argued that by establishing rapport, by demonstrating interest and concern 

for the patient, a relationship of trust could be developed.  In this manner, he 

felt, the issue of testing would not be isolated from the broader context of 

health services, but would be presented as a natural part of the whole. 

 

5.4 ATTITUDES TO VCT AND OTHER TESTING MODELS 

 

This section of the chapter deals with interviewees’ responses to questions 

related to the second and third research objectives, namely: 

 

• How do people feel about the special approach to HIV testing, which 

requires both pre- and post-test counselling? 

 

• How might attitudes to testing change if an HIV test was offered 

routinely to all patients attending a primary health care facility? 

 

Proponents of routine testing argue that the pre-test counselling required by 

VCT protocol may act as a barrier to testing (Koo et al 2006).  The researcher 

hypothesised that the pre- and post-test counselling coupled with the 

emphasis on confidentiality might inadvertently serve to increase the stigma 
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surrounding HIV testing.  Whereas other life-threatening or chronic health 

problems were diagnosed and treated in a standard way, HIV testing and 

treatment were “hedged around” with unique procedures designed to protect 

patients from discrimination (Cameron 2006:7).  The researcher anticipated 

that patients could harbour negative feelings about the counselling process 

because it added a time delay or that the counselling drew attention to them 

and thus increased the risk of stigma.  It was considered that a “normalised” 

approach would be preferable, and this idea was explored with interviewees 

using the questions and prompts from the interview schedule.  These 

questions encouraged the research participants to express a range of 

attitudes to the current approach to HIV testing, which are discussed in the 

next section. 

 

5.4.1 Counselling and confidentiality 

 

Counselling was regarded by all of the interviewees as “good” and 

“necessary”.  The counselling process was seen to provide essential 

information about HIV, AIDS and ART.  But, for the research participants, 

counselling offered far more than information, presenting an opportunity for 

the creation of a rare environment of trust and honesty in a climate of doubt, 

fear, suspicion and intrigue.  Long after the initial pre-test counselling, ongoing 

counselling at follow-up appointments provided, amongst other benefits, a 

“confessional”.  

 

The value of having someone to confide in was illustrated in a story told by 

Nancy.  Earlier that day she had counselled a repeat client, a man well-known 

to her from his regular visits to collect ARVs.  He had come in presenting with 

symptoms of a STI and during the course of the counselling session he 

confessed to her that he had recently had unprotected sex.   While he found it 

difficult to talk about his actions to the sister he also wanted to tell her what he 

had done.  Nancy emphasized the importance of counselling within the clinic 

setting, commenting at one point that “people are not just sick in body, they 

are sick in their minds”.   Another interview, Lily, herself HIV positive, said of a 

counsellor, “You can tell her anything”. 
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In his book, “The African AIDS Epidemic,” author John Iliffe (2006) describes 

nurses who were hostile to enforced confidentiality because of the secrecy 

which they felt was in conflict with full performance of their professional 

responsibility to contain the epidemic.  By contrast most interviewees in this 

study saw the privacy and confidentiality of individual counselling as very 

important.  One sister described it as a “conducive environment”.  Because of 

the ever-present problem of stigma, nearly all of the research participants 

believed that one-to-one counselling was essential.  Some felt that pre-test 

counselling could be offered in a group if patient numbers rendered individual 

counselling impossible.  In this case group counselling could have its place as 

an emergency response, but not instead of individual counselling.  Eva felt 

that people would not be able to concentrate on information given during pre-

test counselling if this was done in a group, as they would be distracted by the 

presence of others.  Theresa felt that only within the safety of individual 

counselling would a patient be likely to speak about important personal 

issues, such as rape. 

 

Dorothy had a different perspective.  She believed there were serious 

negative effects associated with the emphasis on confidentiality and thought it 

contributed significantly to stigma: 

 

“To me, I think it is the way it was started – ‘This testing is confidential, 

nobody is going to be told’ – as if this thing is something private.  To 

me, that is part of it that contributed to people not coming . . . the 

minute you tell a person that it is confidential . . . to me, I think that is 

one of the things that has contributed to the stigma . . . I think the 

confidentiality of it is not good, because really, they must talk, they 

must really talk.” 

 

Elizabeth expressed similar sentiments about the secrecy surrounding testing.  

She felt that openness was preferable to strict confidentiality.  Nevertheless 

she believed that people differed greatly in what they were able to cope with, 
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and for the sake of some it was necessary to maintain the protection offered 

by individual counselling. 

 

Interviewees were asked whether there was a noticeable difference in time 

spent in post-test counselling of sero-positive patients as opposed to sero-

negative patients.  The researcher referred during the interview to a 

community where it was claimed that sero-positive patients could easily be 

identified by the length of time they stayed in post-test counselling.  

Responses to this question were varied.  Some interviewees insisted that 

similar amounts of time were spent in post-test counselling regardless of 

whether patients had tested positive or negative.  Eva denied that negative 

patients received “shorter” counselling, insisting: 

 

“When someone is negative, we become happy.  ‘Let me keep this 

person negative!’ you really emphasise”.   

 

Nancy, on the other hand, felt there could well be a difference in counselling 

time, saying that a patient who learned that she or he was negative would go 

running out of the counselling room to celebrate the good news.   Several 

participants felt that the post-test counselling time was determined largely by 

the patient herself or himself and how much she or he wanted to discuss. 

 

Interviewees were also asked whether patients sometimes declined testing 

after receiving pre-test counselling.  Several participants responded that they 

had not experienced this.  Other participants said that it did happen but very 

rarely.  Eva said she felt it would reflect poorly on the counsellor who had 

conducted pre-test counselling.  Theresa was particularly encouraging about 

the effectiveness of pre-test counselling: 

 

“You know, after the pre-test counselling we are surprised.  Everybody 

wants to go, everyone, in such a way that when you say, ‘the first one 

must come’, they all rush” (she then clapped her hands together to 

suggest hurry).   
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In summary, the counselling currently offered at HIV testing facilities was 

regarded by all the research participants as very important.  Information could 

be given in a group setting but individual counselling offered trust, a rare 

commodity in communities impaired by fear and suspicion.   Whether the 

emphasis on confidentiality might be having unintended consequences, 

however, was a matter of concern to some research participants. 

 

5.4.2 VCT and routine testing:  observations on HIV  exceptionalism   

 

In this section the interviewees’ comments on the effects of HIV 

exceptionalism within current clinic policy are explored.   Several perceived 

programmatic inconsistencies are highlighted, and the implications for patient 

willingness to test are discussed.  A process of normalisation of procedures 

which appears to be occurring spontaneously is also described.  Finally, 

participants’ attitudes to a policy of routine testing are reviewed. 

 

5.4.2.1 Exceptionalism of HIV procedures 

 

“HIV exceptionalism” was not a term with which interviewees were familiar.  

However, certain procedures of VCT which rendered HIV testing and 

treatment exceptional they could easily identify such as voluntary testing, 

confidentiality, double counselling and the separation of facilities for HIV 

patients.   This partition of facilities has its roots in the time before treatment 

was available when there seemed little point in widespread testing within a 

medical context (SAIIA 2004).  However, this separation has been 

encouraged by an exceptionalist approach.   Although not often articulated as 

such, a strange discrepancy appears in the current testing model.  HIV 

exceptionalism insists on confidentiality for the client.  It also insists on special 

procedures (pre-test counselling and informed consent) which in practice 

results in a protocol of separation (Cameron 2006).  Far from being an act of 

discrimination, the separation is intended for the good of the patients 

themselves:  a private entrance to VCT testing, away from the eyes of other 

patients; a special fast queue for collection of ARVs; a separate venue to 
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guard against stigma, possibly even to offer protection from infections which 

could be picked up from other patients. 

 

In addition, for reasons not understood by the interviewees, HIV and AIDS 

patients are issued with clinic files that are a different colour to the standard 

clinic files.  A patient walking through the clinic with an “HIV file” held under 

his or her arm might just as well be wearing a T-shirt proclaiming his or her 

status, as Thomas commented: 

 

“I can see that it could create a stigma . . .  When those that are HIV 

positive are running around the clinic with the white files, and only 

those that are negative have the brown folders.  You can see that it is a 

problem . . .  It shows, yes.  ‘Why do you have a white file?  Why do I 

have a brown folder?’  We are trying by all means to avoid that.  And 

look, people want to scrutinise everything.” 

 

Theresa expressed her thoughts about it like this: 

 

“And also with the file.  I don’t get the idea why the clients are 

separated.  I really don’t understand why.   Because these files here in 

the clinic, they are brown, mine are yellow or white.  And even the 

clients, when they carry this file, he is ashamed, because he knows 

these are files for ARV clinic, so everybody knows I am attending that 

clinic.” 

 

Many clinics have a separate park home or trailer which is used for HIV 

patients.  To the researcher this looked as if it was there to provide additional 

space, to accommodate increased patient numbers resulting from a health 

crisis unforeseen at the time the clinics were built.  Gertrude explained that 

the park home at her clinic had been a donation from a non-governmental 

organisation.  It did not yet have electricity, and it was cold and dark on the 

day of the interview, yet she expressed gratitude for the facility.  However, the 

physical separation from the main clinic seemed to the researcher to underline 

the partition between patients who did, or did not have, HIV. 
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Theresa explained how patients were seen inside the main clinic, and might 

then be referred to the HIV unit if it was thought they needed to be tested.  

The act of walking out of the main building directly to the HIV unit would make 

it obvious to any onlooker that the patient was going for an HIV test.  For 

many, this would be too difficult and they would choose to leave.  She said: 

 

“The client won’t go there; he will just go out the gate.” 

 

She argued for an all-in-one type of consultation, in which the nurse attending 

to any patient would be able to follow through with counselling and an HIV test 

without the patient leaving the consulting room. 

 

Elizabeth similarly expressed exasperation with the policy of running a 

separate clinic for patients on ARVs, arguing that it did not provide the 

intended protection at all.  She said separate queues were operated so that 

people’s differently-coloured cards or files were not noticed by other patients, 

and a separate dispensary was provided to offer privacy and faster collection, 

but the effect was to make the person’s serostatus all the more obvious. 

 

Interviewees were also aware of a non-physical separation of patients, a 

distinction in the way patients were treated.  Theresa gave the following 

example: 

 

“I think for instance in the other clinic it is very easy for the nurses to 

say (in a loud voice, as if speaking across a hall), ‘Hey, check the sugar 

for me for that patient!’  But you cannot say, (loudly), ‘Please take HIV 

for that patient!’” 

 

The interviewees explained that many of the measures designed to offer HIV 

patients protection from being identified and possibly stigmatised within the 

clinic setting were in fact betraying their identity through a policy of separation.  

This was evident to the interviewees, and while they appreciated the intention 
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to guard against discrimination, the inconsistencies which occurred in practice 

were discernible to them and caused them frustration. 

 

5.4.2.2 The move toward normalisation 

 

In nearly all of the interviews participants described measures they were 

implementing to compensate for exceptionalism.  Several explained how they 

used other chronic conditions, such as diabetes or hypertension, as reference 

points by which to “normalise” HIV and AIDS for patients.  Nancy put it this 

way: 

 

“. . . These are lifelong conditions, both of them, high blood pressure 

and diabetes . . . That is what we tell them.  We tell them that HIV is 

like the other conditions, because you will be taking the tablets on a 

daily basis, like the diabetic people, you will be taking the treatment like 

hypertensive people . . . Do you remember long ago there was a very 

big stigma if you had TB?  It is like that now.  They prefer to be called 

TB patients rather than HIV.” 

 

Gertrude described the approach at her clinic: 

 

“You know what we do, we are trying to mix them so that nobody can 

say, Oh that one goes to that clinic; he or she is HIV positive.  We are 

trying to do away with that.  So we mix them.  We take all the chronic, 

who have come to collect treatment . . . Why do we do that?  Because 

of stigma.  HIV.  So we just mix them so that nobody can see, those 

are HIV patients . . . It’s much, much, much better.  Because nobody 

knows, that one has HIV.” 

 

However, Dorothy felt that the confidentiality required by VCT protocol meant 

that HIV and AIDS were never really treated like other chronic conditions.  

Special procedures set HIV and AIDS apart.  She argued for an increase in 

openness and disclosure for HIV testing: 
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“With me, I would stop the confidentiality.  Go for testing like sugar and 

blood pressure.” 

 

Gertrude described all chronic patients being grouped in the park home with 

the deliberate purpose of “mixing them up” to combat stigma.  Elizabeth 

bemoaned the ineffectual efforts at her clinic to disguise HIV patients.  As she 

put it: 

 

“We try to mask it by including TB, and other communicable diseases, 

but it is obvious.” 

 

Eva disagreed with this approach.  She felt the risk of cross-infection posed by 

integrating patients was too great: 

 

“The procedures and systems running in HIV, they need their space.  

It’s the same like TB, we cannot say TB must go and mix with other 

people, because with us, HIV, our people are prone to infections.  Our 

people are having TB.  Imagine now, we are mixing them with other 

people.  What about the infections?   Because now we are translating 

the infections to other patients.” 

 

The risk of nosocomial infection was discussed recently in an interview with Dr 

Eric Goemaere, medical co-ordinator for MSF in South Africa (MSF 2008).  At 

several clinics in Khayelitsha which have recently begun providing fully 

integrated TB and HIV services it has been shown that the relative risk of such 

infection has hardly increased, since many undiagnosed patients have in fact 

been sharing waiting rooms for some time.  In the Khayelitsha clinics the 

extensive use of natural ventilation, controlled patient flow and ultra-violet light 

have been employed successfully for infection control. 

 

Many interviewees argued the benefits of a normalised, integrated approach.  

Lily explained that having a mother who was diabetic and a nephew with 

chronic cardiac problems had helped her to place her own diagnosis within 
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the context of other manageable lifelong health problems.  She expressed it in 

this way: 

 

“You know that (name of her nephew) is using his tablets for the whole 

of his life, from thirteen years up until the full of his life.  Now he is 21.  

He accepted, and he has got something like a washer – you can hear it 

beating.  But he did accept it.  That’s the thing that I did ask myself the 

time I went for testing.  There is this young boy, accepting his disease.  

Why must I not accept my disease?  So I think maybe just because I 

was living with my mum who has sugar, so he is using the tablets for 

the rest of his life.  And that young boy, what about me?” 

 

In summary, the research participants expressed views in favour of a 

normalised approach to testing and treatment for HIV and AIDS, for the 

purpose of reducing stigma and discrimination. 

 

5.4.2.3 Attitudes to routine testing  

 

During discussion about perceptions of HIV testing and treatment 

programmes the researcher asked interviewees for their comments on a 

routine opt-out approach.  Some had heard of PITC but were not sure what 

was meant by it.  To make certain that there was a common understanding of 

the term, the researcher presented a simple description of routine testing and 

how it might operate in their clinic, and asked for observations on whether 

such an approach would be effective and acceptable.  Since HIV tests are 

offered routinely to pregnant women as part of standard antenatal care, the 

concept was easy to communicate to interviewees.  Several interviewees 

expressed their approval, for example: 

 

Thomas:   “So I think, yes, the routine testing is a good idea, an ideal 

kind of activity.” 

 

Gertrude:  “I think it is a good idea . . . a good thing, yes.” 
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Eva:  “This is nice . . . it’s a good thing . . . they will come, because at 

antenatal care clinic, that is exactly what we are doing!” 

 

Elizabeth:  Actually, what we should be saying for every person, ‘Have 

you tested for HIV?’” 

 

They welcomed the suggestion of measures which might increase testing 

uptake.  However, some had reservations, saying that while they would 

personally be in favour of such a policy they did not think patients would 

accept it.  Theresa felt it might lead to people not attending the clinic.  She 

said: 

 

“It is like forcing them.  And that thing might decrease the number of 

people coming to the clinic.” 

 

Gertrude pointed out that in order to be effective, routine testing had to be an 

overt clinic policy, something which was publicly known.  A patient who 

returned home from the clinic and reported she had been tested, under 

current policy might draw criticism.  In Gertrude’s words, a partner may 

demand:   

 

“Did you do testing?  Why?!!”    

 

Gertrude’s comments suggested to the researcher that voluntary testing may 

be perceived by some patients as a burden.  To voluntarily have oneself 

tested indicates a perception of personal risk, which the researcher surmised 

could pose problems of trust within a relationship.  The researcher reasoned 

that voluntary testing implies either that the person’s own behaviour has 

placed them at risk, or that their partner’s behaviour has placed them at risk.  

Choosing to test could then be construed as pointing a finger at one’s partner 

or as an admission about one’s own behaviour.  This is illustrated by 

Gertrude’s earlier quote, where the patient’s partner demands to know why 

the patient has been tested and hints at a breach of trust.     

 



 108

Gertrude suggested that if routine testing were official policy it would be easier 

for some patients: 

 

“Others will tell you that, No, if it is a policy it will be much better, but at 

the present moment . . . we were told, if I feel like, I can go for testing, if 

I don’t feel like, I don’t.” 

 

Within the context of routine testing a person who returns home from the clinic 

having tested has not done anything to suggest they perceive themselves to 

be at risk either through their own behaviour or their partner’s.   They have 

merely complied with stated clinic policy.  Gertrude’s views imply that for 

some patients routine testing could in fact be more “voluntary” than VCT 

because it takes the burden of a stigmatising choice off the individual.   

 

The purpose of routine testing is to integrate and normalise the disease 

(SAIIA 2004) by communicating to patients that HIV testing is a standard part 

of health care.  As this discussion has attempted to illustrate, the research 

participants in general showed a warm interest in moving toward such an 

approach. 

 

5.5 OBSERVATIONS REGARDING PATIENT BEHAVIOUR 

 

This section reports additional observations made by the research participants 

on two characteristics of patient behaviour relevant to the question of 

willingness to test:  firstly, that where people are concerned, “one size does 

not fit all”, and secondly, that patients’ behaviour may be influenced by their 

“need to please” clinic staff and authority figures.   

 

5.5.1 “People are not the same” 

 

The researcher noted that interviewees often modified their replies to a 

question or prompt.   An answer describing a particular behaviour, for 
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example male willingness to test, would be given in general terms and would 

be followed by the proviso:  “ . . . but others are not like this”.   

 

Elizabeth, commenting on her own experience of being HIV positive, put it 

eloquently: 

 

“Ever since I found out, it’s not an issue.  I’m free.  I can talk about it.  

But there is one thing I understand, that we are not the same.  For 

other people, it’s not like me . . .” 

 

Thomas, referring to delayed uptake of testing, said: 

 

“People are starting to change now, and the reason for that is many 

people have died in front of them . . . but people are not the same, as I 

have said to you, the huge majority of people are still attached to 

stigma, they still see themselves as not being part of it.” 

 

Miriam, commenting on publicity testing and claims made by public figures 

about their serostatus, said: 

 

 “Some will believe, some don’t.”  And later:  “People are not the same.” 

 

Dorothy, also on publicity testing: 

 

 “Some are being encouraged.  People are not the same.” 

 

It was the researcher’s impression that this was not offered as a disclaimer in 

the sense that an interviewee wanted to excuse a potential inaccuracy.  

Rather, it appeared to be a genuine observation about how much people 

differed.  Iliffe (2006:80) quotes a Ugandan woman who said, “Everybody 

suffers from ‘silimu’ (a local term for AIDS) differently”.   

 

The phrase, “people are not the same” was repeated by nearly all of the 

interviewees, and it served as a reminder to the researcher of the need for 
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humility in a study of this nature.  There is no simple answer to the question of 

why people display an unwillingness to test. 

 

5.5.2 The need to please 

 

Against the background of patient individuality, one particular pattern of 

behaviour described by many of the interviewees stood out to the researcher, 

that of the patients’ need to please clinic authorities.  Elizabeth related the 

story of a patient on ART who despite faithfully attending all appointments and 

collecting medication on designated days for two years, had come in and 

admitted that she had actually been using “uBhejane” and not ARVs.  She 

presented the sister with all the medication she should have used, and 

begged to be forgiven and allowed to continue with treatment.  The sister’s 

interpretation of this behaviour was that the patient wanted to keep both 

options open, and needed to please the clinic staff in case she decided to 

return there later.   

 

Miriam reported a similar observation: 

 

“Some will come and collect treatment but they never take it.  They will 

just keep it.  We only recognise it from their CD4 count when we find 

there is no improvement . . . I think that is to please us.  I don’t know 

why they are lying about their life.  They’re giving us the wrong 

impression.” 

 

Thomas described patients taking health information pamphlets which were 

later found torn up outside the clinic. 

 

Apart from frustration to clinic staff, there were other important implications of 

this trend which occurred to the researcher.  Firstly, the patients’ need to 

please staff suggests they could be susceptible to the attitudes projected by 

nurses and counsellors.  For example, a counsellor saying, “This is a secret 

between the two of us” in reference to a positive test result might 

communicate to that patient, “This is something to keep secret”.   An African 
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proverb states:  When deeds speak, words are nothing (The Quote Garden 

2008).  So, although sisters and counsellors would verbally encourage 

patients to disclose their status to a supportive friend or relative, their 

assurances of confidentiality might colour the experience “private”.  A point of 

interest is that in isiZulu the word “imfilho” is used for both “secrecy” and 

“confidentiality” (Seidel 1996:423). 

 

Secondly, the overall policy at a clinic would, in the researcher’s opinion, send 

a strong signal to patients who feel the need to please.  For example, if people 

expect to be told what to do by figures of authority, and are not often 

encouraged to evaluate health care decisions for themselves, testing which is 

emphasised as “voluntary” in nature could be construed by them as “not 

necessarily recommended”.  It occurred to the researcher that a VCT 

approach with its emphasis on individual choice might thus inadvertently be 

telling patients, “It doesn’t matter to us”, or even, “We don’t think you need to 

test,” whereas a clinic which offers routine testing tells them, “We really think 

you should test”.  This illustrates how difficult it is to ensure that the choice to 

test or not is truly voluntary, as is the question of whether socio-cultural 

factors confuse the informed consent process (Kaldor & Millwood 2005). 

 

These additional observations made by research participants, namely that 

each patient is unique and “one size does not fit all”, but that for some there is 

a need to please clinic staff, are offered to increase understanding of the 

central question of testing uptake.  In the next section the interviewees’ 

suggestions for improving health service related to HIV testing and treatment 

are reviewed. 

  

5.6 RESEARCH PARTICIPANTS’ RECOMMENDATIONS 

 

At the end of each interview, participants were asked to share their 

recommendations.  The researcher encouraged a broad range of ideas by 

saying, “If you had the power to change one thing about HIV testing policy. . .” 

or “If you were the Minister of Health and had the power to make changes to 
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existing testing and treatment programmes . . . what would you do?”  This 

served to generate a wide array of suggestions.  All interviewees had many 

ideas and appeared to enjoy the chance to articulate them.  One sister 

admonished the researcher for relying on the dictaphone recording, and urged 

that the recommendations be written down. 

 

The participants’ recommendations have been grouped into three categories:  

suggested changes involving staff numbers or training, suggested changes to 

clinic procedure, and suggestions for community level interventions. 

 

5.6.1 Staff changes 

 

Interviewee’s recommendations about staff improvements were numerous, 

mostly signifying the perception that clinics were understaffed.  Both nurses 

and doctors were felt to be in short supply, and it was mentioned that higher 

salaries would act as an incentive.  Gertrude and Theresa advised that clinics 

should offer outreach services into the communities where orphans lived with 

grannies who were often poorly informed about the facts of HIV and AIDS.   

Theresa suggested that more community workers should be made available, 

but stressed the need for close supervision.    

 

Eva spoke passionately about the potential benefits of developing the 

professional nurses’ training so that they could be used to initiate ART.  She 

saw this as an attainable means by which waiting time for patients could be 

reduced. 

 

Miriam articulated the sense of isolation experienced by professional staff at 

remote clinics.  She felt that it would be helpful if there could be more support 

offered in the form of contact with provincial and national health care officials.  

Nancy referred to the stresses she experienced in her work and expressed 

her need to receive counselling support herself. 
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5.6.2 Changes to procedures 

 

Many interviewees’ suggestions involved changes in the way clinic 

procedures were conducted.  A common focus was the problem of separation 

of services between HIV patients and general patients, with the 

recommendation being to integrate the approach.  Some urged a move to 

routine testing. 

 

A few suggestions sounded impractical or even impossible to the researcher, 

such as Miriam’s idea that ART should not be contingent on attending 

adherence classes, or Gertrude saying that CD4 count results should be 

returned on the same day.  While these recommendations may not be 

realistic, they do illustrate the frustration experienced by the research 

participants due to delays in treatment availability. 

 

Many suggestions related to how testing could be increased.  Mobile clinics 

and community outreach programmes were thought by Nancy and Theresa to 

be an effective way of reaching rural areas.  School awareness programmes 

were advised by Elizabeth, who also felt there would be an advantage in 

offering food parcels to patients on ART.    She saw this as an acceptable 

incentive, and preferable to a financial reward. 

 

The need for patient tracing was highlighted by Dorothy.  She reported that 

patients sometimes simply disappear, and staff members are left wondering 

whether they have died, moved away, or started attending another clinic.   

This is a problem which has been written about elsewhere (IRIN 2008a).  

 

Much debate occurred over the question of disability grant regulations.  

Dorothy and Gertrude reported that some patients deliberately tried to keep 

their CD4 counts low so as to retain their grants.  The obvious conflict to 

health care was of great concern to interviewees. 
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5.6.3 Community level changes 

 

This final category of participants’ recommendations focuses on changes 

needed at a community level.  A wide variety of opinions was held on the 

question of incentive schemes.  Some participants felt there was merit in 

offering incentives, even fairly minor incentives such as a food parcel or small 

household gift.  Thomas referred to the National Blood Donation Service’s free 

tea and biscuits given to donors, and suggested something similar as an 

encouragement to people testing for HIV. 

 

Whether public figures going for testing served as an inducement was an area 

of divergent opinion.  Most agreed that it could only be of benefit if the public 

person involved was willing to disclose their status after testing.  Some felt 

that public testing of community leaders, also with disclosure, would be helpful 

in sending a message of support. 

 

Nancy spoke passionately about the need for greater intervention in issues of 

drug and alcohol abuse.   A person battling AIDS-related illness or trying to 

adhere to a strict ARV regimen can ill afford the potential health risks of 

substance abuse (AIDSbuzz.org 2008a).  Nancy believed health authorities 

should direct greater efforts at combating problems of this nature. 

 

The recommendations put forward by the research participants illustrate their 

perception that there is a need for public health care authorities to actively 

address the issues which were identified as obstacles to HIV testing uptake.  

Their readiness to engage in discussion directed at seeking solutions 

demonstrates the research participants’ commitment to improving the level of 

health care service provided to the public. 

 

5.7 CONCLUSION 

 

In this chapter the major findings of the study have been presented according 

to the themes which emerged during data analysis.   These have shown that 
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in the view of the research participants there are significant barriers to testing 

uptake, including stigma and discrimination, difficulties with access to clinic 

facilities, bottlenecks in the public health care system and an inclination 

toward traditional medicine.  There is a perception that willingness to test is 

currently influenced by gender-related factors.  Attitudes to VCT were 

discussed, with emphasis given to the research participants’ observations on 

the exceptionalism displayed in certain clinic procedures and the attempts 

being made to normalise practice in order to reduce stigma.  Interviewee’s 

views on routine opt-out testing were explored.  Additional observations made 

by the research participants on patient behaviour were reviewed, and 

attention was given to suggestions and recommendations which were made 

for improving testing uptake.  In the next section these findings will be 

developed to inform the conclusions and recommendations of the study. 
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CHAPTER 6:  CONCLUSIONS AND RECOMMENDATIONS 

 

 

The central research question of this study was whether, in the view of the 

research participants, HIV testing rates are being negatively affected by HIV 

exceptionalism demonstrated in current VCT practice in public health facilities.  

In this last chapter the findings of the study are presented in summarised form 

in order to introduce the major conclusions and recommendations which 

follow from the research.    

 

6.1 SUMMARY OF FINDINGS 

 

This part of the chapter has two sections.  The first contains a review of the 

main themes reported in the interviews.  The second contains a brief analysis 

of current testing practice using the questions suggested in Chapter 2, which 

are based on the ethical standards of respect for persons, beneficence and 

justice. 

 

6.1.1 Summary of major themes 

 

Participants reported that, in their experience, many people postpone testing 

for HIV until the onset of symptomatic illness.  Stigma and the fear of 

discrimination were perceived by the research participants to present major 

obstacles to both the uptake of testing for HIV and the beneficial disclosure of 

a positive serostatus.  Interviewees said that they observed gender 

differences in willingness to be tested, with women generally more likely to 

make use of available health care services than men.  Men appeared to the 

research participants to be more susceptible than women to the effects of 

stigma and resultant denial. 
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The research participants identified several other barriers which were thought 

to be significant factors in poor testing uptake.  These included difficulties with 

physical access, particularly when patients are too sick to make use of public 

transport;  problems with time access, since VCT and ARV services are not 

available at public clinics during weekends or public holidays; delays and long 

waiting lists between time of testing and initiation onto ART, which sometimes 

results in the death of the patient before ART is started, or the patient being 

otherwise “lost” to the health care system; and claims that traditional medicine 

offers a cure or an easier treatment regimen, which confuses people and can 

lead to poor uptake of testing as well as poor compliance with ART. 

 

Educational efforts to increase awareness of HIV/AIDS were thought by the 

research participants to be essential but not sufficient to bring about change in 

willingness to be tested.  There was limited support amongst interviewees for 

incentive schemes to encourage testing uptake, with some participants feeling 

anything that increased testing was worthwhile and others expressing 

scepticism. 

 

Other studies (Birdsall et al 2004; Van Dyk & Van Dyk 2003a) have reported 

that problems with counselling quality and availability may partly account for 

poor rates of testing.  Participants in this study did not identify counselling 

services as problematic, and instead testified to the vital role it plays.  

However, it must be remembered that this study reflects the views of nurses 

and counsellors rather than patients. 

 

While all participants believed counselling was valuable and indeed essential, 

some participants felt that the emphasis on confidentiality had unintended 

negative consequences by creating an atmosphere of secrecy that could 

increase stigma. 

 

Exceptionalist procedures at clinics, specifically the provision of separate 

facilities for HIV/AIDS and patient files of different colours to other patients, 

were thought by participants to discriminate against rather than to protect 

patients presenting for testing or treatment.  The introduction at clinics of 
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informal measures intended to normalise HIV/AIDS, such as the integration of 

all chronic patients, illustrates the belief amongst staff members that reduction 

of stigma is more successfully achieved by normalisation of HIV/AIDS than by 

exceptionalist procedures.  Routine opt-out testing was generally regarded in 

a positive light.   

 

The importance of pleasing authority figures was illustrated in two aspects of 

the study.  Firstly, the researcher noted in the interview context that 

participants wanted to ascertain that permission had been granted by a senior 

staff member before agreeing to participate in the interview.  Secondly, 

participants reported that patients’ behaviour was sometimes motivated by a 

wish to please clinic staff, such that an appearance of compliance might be 

created even when the patient was not compliant. 

 

Participants made suggestions for changes in the areas of clinic staffing and 

clinic procedures and recommended interventions at community level. 

 

6.1.2 Analysis of current testing model 

 

In Chapter 2, three questions based on the principles of the Belmont Report of 

1979 were suggested for assessment of an HIV testing model.   This section 

tries to answer these questions using the research material generated in the 

study. Each of the three questions is considered in turn. 

 

1. Does the testing model rely on voluntary participation, and does it 

follow the informed consent process, by providing information in a 

manner which enables comprehension? 

 

The current HIV testing policy emphasises voluntarism and the informed 

consent process.  However, the findings of this study suggest that there may 

be instances where the voluntary nature of current practice makes testing 

more difficult.  Testing voluntarily, except in the case of rape, implies a 

perception of personal risk attributable either to own risky sexual behaviour or 

that of a partner.  For some people, women in particular, the act of voluntarily 
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being tested could be construed by a partner as either an admission, or an 

accusation, of unfaithfulness.  Where this is the case, the researcher contends 

that a routine opt-out model of testing may make it easier (and in this sense 

more “voluntary”) for a person to be tested, since it removes the burden of a 

stigmatising choice. 

 

2. Does the approach to testing balance risks and benefits, by 

providing a sufficient return on health-seeking behaviour to 

compensate for possible risks?  Do the promised benefits outweigh 

the risk of harm? 

 

In general, the benefits offered by current testing practice sufficiently outweigh 

the attendant risks.  Specifically, the advantages of knowing one’s status and 

gaining access to treatment outweigh the risks of discrimination, delays and 

the mental anguish which may follow positive diagnosis (Van Dyk & Van Dyk 

2003b).  However, the exceptionalist policy of separation of facilities adds to 

existing barriers to testing by further increasing stigma.  In this sense it may 

be in breach of the principle of beneficence. 

 

3. Does it deny to any group of people the benefits to which they are 

entitled, or does it place on them an excessive burden? 

 

The multiple barriers to testing uptake which have been detailed in this study 

constitute a burden which can reasonably be described as excessive.  

Cumulatively, they may be seen to deny to certain people the benefits of 

treatment access to which they are entitled.  However, the researcher 

contends that this burden is exacerbated by certain features of current testing 

practice.  Firstly, the exceptionalist measures outlined in Chapter 5 serve to 

increase the stigma related to a positive serostatus, and this acts as an 

additional burden, possibly sufficient even to deny some people the benefit of 

access to treatment. 

 

Secondly,  Rennie and Behets (2006:84) suggest that:  “The establishment of 

any opt-out testing policy sends a powerful normative message:  it appears as 
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an institutionally sanctioned judgment that being tested for HIV is the correct 

thing to do.”  Given that both clinic staff and patients are influenced by the 

need to please authority figures, the current emphasis within the VCT model 

on strict voluntarism can be argued to send the wrong message, creating the 

impression that testing for HIV is a personal, private affair and is not officially 

sanctioned.   This places upon an already encumbered patient population the 

additional burden of having to actively make a stigmatising choice to be 

tested.  By contrast, a routine opt-out model alters the situation by shifting the 

burden of choice to not being tested. 

 

6.2 RESEARCH CONCLUSIONS 

 

Analysis of the research findings suggests that, in the experiences of nurses,  

there are significant barriers to HIV testing uptake which result in many people 

delaying testing until the onset of symptomatic illness.  Exceptionalist 

procedures within current clinic practice, including the separation of facilities 

and patients, serve to increase stigma and therefore constitute a barrier to 

testing uptake.  This may represent a violation of the ethical principle of 

beneficence. 

 

In this study, counselling was not identified as a barrier to testing.  However, a 

strict emphasis on confidentiality may be counterproductive to testing uptake 

because it creates an atmosphere of secrecy which increases stigma. 

 

In certain instances VCT may not be truly voluntary.  Current HIV testing 

practice requires an active opting-in which may pose too much of a threat for 

some patients because of the implications regarding their partners.  This may 

pose a threat to the ethical principle of respect for persons. 

 

A strict emphasis on voluntarism places an unfair burden on the patient 

population because it requires a stigmatising decision to be made.  This 

suggests that the ethical principle of justice is not being upheld.   Routine opt-

out testing as outlined in the World Health Organisation guidelines (2007) 
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shifts the burden from opting in, to opting out and in so doing may provide 

relief from stigma. 

 

6.3 RECOMMENDATIONS 

 

Many people in South Africa have no alternative to public health care service.  

In order to bring current HIV testing practice in public health care facilities in 

line with the ethical injunctions of respect for persons, beneficence and 

justice, the following recommendations are suggested: 

 

1) The difficulties which patients experience in terms of physical access to 

public health care services should be addressed. This could involve 

improved clinic transport services as well as the wider implementation 

of mobile clinics, which would bring prevention, testing and treatment 

services within reach of people isolated through their distance from a 

public health care facility or by their inability to use public transport due 

to advanced illness. 

 

2) Public health care facilities which offer VCT and HIV treatment services 

must be made available on weekends if testing uptake is to be 

increased.  This will necessitate additional staff and possibly longer 

working hours for existing staff, with associated cost implications for the 

national budget.  However, it should be remembered that routine opt-

out testing has been found to be a cost-effective approach because 

early detection of HIV infection saves money (IRIN 2008b; Medscape 

2008).  The need for increased expenditure must be viewed in the light 

of the costs of inaction, which were highlighted in Chapter one. 

 

3) Delays in the steps from testing to treatment illustrate the shortage of 

staff at public health care facilities.  The newly appointed Health 

Minister, Barbara Hogan, referred recently to the current vacancy rate 

in the public health sector of some 46 000 nurses and 10 000 doctors, 

commenting on the impact which this has on morale (Health-e news 
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2008).  Addressing this deficiency may involve incentives such as 

higher salaries.  It should be also be considered whether professional 

nurses can be trained in initiation of ART so as to improve capacity 

within the clinic setting. 

 

4) The practice of separation of facilities for HIV patients from those of 

other patients should be abandoned.  Integration of HIV/AIDS within 

regular clinic services would help to normalise perceptions around the 

epidemic and so decrease stigma. 

 

5) Testing for HIV should be presented as a standard part of health care.   

This process of normalisation can be encouraged through the provision 

of a routine opt-out approach to testing in line with the 

recommendations of the World Health Organisation (2007). 

 

6.4 SUMMARY OF CONTRIBUTIONS 

 

This study has used the perceptions of professional nurses as well as 

counsellors involved in VCT and ART to investigate the effects of 

exceptionalist practices in the current testing model, for the purpose of 

identifying the impact of such exceptionalism on testing uptake.   

 

It has also proposed a framework for analysis of HIV testing models which 

makes use of the ethical principles outlined in the Belmont Report of 1979.  

Application of this framework to the current HIV testing practice as presented 

by the study’s interview material suggests that despite the origins of VCT in 

human rights concerns, current practice may be in contravention of ethical 

requirements. 
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6.5 SUGGESTIONS FOR FURTHER RESEARCH 

 

The conclusions and recommendations reported in this chapter suggest that 

further research should be done to investigate how clinic procedures can be 

more fully integrated so as to minimise HIV-related stigma and thus facilitate 

an increase in testing uptake.  In addition, the way forward with regard to 

implementation of a routine opt-out testing approach as described in the WHO 

guidelines should be explored.   It should be noted that a revised approach to 

HIV testing would carry all the same ethical constraints and requirements 

outlined earlier.   Thus, introduction of a new model must include careful 

monitoring to ensure that it adheres to the principles of respect for persons, 

beneficence and justice. 

 

6.6 CONCLUSION 
 
In a recent interview Barbara Hogan, the new Minister of Health, declared that 

HIV/AIDS must be a priority for government (Health-e news 2008).  Despite 

serious staff shortages and reports that some twenty health districts need 

urgent attention, Hogan promised to effect a turnaround in health care 

services within five years.  She praised existing health care workers saying 

(Health-e news 2008:1): 

 

“We are blessed with incredible skills and dedication in this country.” 

 

Of those who had made personal sacrifices in order to care for people 

affected by HIV, which includes the research participants in this study, Hogan 

said (Health-e news 2008:2): 

 

“They are the silent heroes of our country.” 
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PARTICIPANT CONSENT FORM2 
 
Name:______________ Date:_______________ Clinic:________________ 

• The interviewer has explained to me the purpose of the research, and has 

given me an opportunity to ask questions. 

• I understand that my participation in this interview is voluntary.  

• I have the right to not answer any question I do not like, or to stop the 

interview and withdraw my answers, at any stage of the interview, without 

having to explain why.  

• I understand that what I say will be kept confidential and will only be used 

for research purposes.  

• I understand that if I have any further questions I can contact the 

interviewer. 

• I agree to the interview being audio recorded YES / NO  

• I agree to some of my comments or statements being quoted in the report, 

provided that I cannot be identified YES / NO  

• I would like to receive a summary of the main points of the interview YES / 

NO  

If YES, please record your address below. 

_________________________________________________________

_________________________________________________________ 

Declaration: 

 I, ____________________________________________ agree to be 

interviewed for this evaluation. 

Signed: ___________________________(Participant)    Date: _________ 

Signed: ___________________________(Researcher)    Date: _________ 

                                            
2 Adapted from Key informant consent form, New Zealand Ministry of Justice 2008) 
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INTERVIEW SCHEDULE 

 

L J Still  

MA (Social and behavioural studies in HIV-AIDS) 

Student no 5799414 

July - August 2008  

 

Interview schedule 

______________________________________________________________ 

 

1. Please describe the standard procedures for HIV tes ting at 

your facility . 

 

Prompts: 

 

How many patients, on average, attend your facility each day? 

How many counsellors do you have?  Do you have both 

professional and lay counsellors? 

• What is the average waiting time for a patient who 

presents for counselling and testing? 

• What is the next step for a person who has tested 

positive (referral elsewhere / entry to treatment 

programme)? 

 

2. What do you see as the major barriers to testing wi thin this 

community?  

 

Prompts: 

 

• Basic access – can community members get to the clinic easily? 

• Denial, fear, stigma – what role do these play amongst people in 

your community? 
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• Are there “bottlenecks” in the system which discourage people; 

for example, waiting to see the counsellor, waiting to be put on 

antiretroviral treatment? 

• Are there gender differences in willingness to test (e.g. male 

reluctance)? 

• What could motivate more people to get themselves tested? 

 

3. How do people feel about the special approach to HI V testing, 

which requires both pre- and post-test counselling?  

 

Prompts: 

 

• Do you think patients understand why they are given 

counselling? 

• Do they see the counselling process as something positive or 

negative? 

• Do people feel the privacy offered by one-on-one counselling is 

important for confidentiality? 

• Do you think patients would be willing to have pre-test 

counselling in a group, as long as the testing and post-test 

counselling were conducted privately? 

• In one community people felt that the length of time spent in 

post-test counselling made it obvious whether the patient had 

tested positive or negative.  What is your response to this? 

• Do people undergo pre-test counselling and then decline 

testing?  If so, why do you think this occurs? 

• If I were to say to you that some experts think that because we 

treat HIV-testing so differently (voluntary testing, confidentiality, 

double counselling), people are more reluctant to test, what 

would you say? 

1. Do you agree? 

2. Do you think we should normalise HIV-testing? 

3. Why / why not? 
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4. Have you ever heard the term “HIV 

exceptionalism”?  What do you understand it to 

imply? 

 

 

4. How would attitudes to testing change if an HIV tes t was 

offered routinely to all patients attending a prima ry health care 

facility?  

 

Prompts: 

 

• Do many people come for testing only when they are already 

very sick? 

• Would patients benefit by learning their HIV status earlier? 

• Do pregnant women see an HIV-test as a normal part of 

antenatal care? 

1. HIV testing uptake at antenatal clinics is much 

higher than in the general population.  Why do you 

think this is so? 

• Now that antiretrovirals are generally available, do you think 

HIV-testing and AIDS intervention could be seen as a normal 

part of health care? 

• Would people accept an HIV test more easily if it were offered 

as part of the standard procedure to everyone who attended the 

clinic? 

• There are campaigns that encourage people to test publicly to 

encourage others to test confidentially.  Do these campaigns 

work? 

• If there was ONE think which you had the power to change 

today about HIV testing or VCT, what would that be? 
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