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1. Introduction 

1.1 Problem statement  

Ambitious goals and global targets have been set by the international community to combat 

the AIDS epidemic in Sub-Saharan Africa, the region which homes almost 70 percent of 

persons living with HIV/AIDS (PLWHA). One of these global targets was the “3 by 5” 

initiative launched by the Joint United Nations Program on HIV/AIDS (UNAIDS) and the 

World Health Organization (WHO) in 2003. This initiative aimed to provide three million 

people, living with HIV/AIDS in low- and middle-income countries, with life-prolonging 

anti-retroviral treatments (ARVs) by the end of 2005. This was seen as a vital step towards 

providing universal access to HIV/AIDS prevention and treatment for all by 2010; an ultimate 

goal set by G8 leaders in 2005 and the UN General Assembly in 2006 (WHO 2005). In 

sequence the WHO and UNAIDS argued that increased access to HIV testing and counseling 

is essential to achieve this ambition.  

   Traditionally, healthcare providers made testing available through Voluntary Counseling 

and Testing services (VCT). In this “client-initiated” mode of testing individuals must 

purposely seek out and voluntary request an HIV test. Surveys done in Sub-Saharan Africa 

show a low uptake of VCT services, resulting in low levels of knowledge of HIV status and 

access to treatment (WHO 2007a). It was estimated that by mid-2005 only 10 % of the 

Africans in need of treatment had access to ARVs (WHO 2005 in Hardon 2005: 604). 

Recognizing the need for additional approaches to scale up HIV testing and counseling, WHO 

and UNAIDS developed the “Guidance on Provider-Initiated HIV Testing and Counseling in 

Health Facilities” (WHO 2007a). Provider-Initiated HIV Testing and Counseling (PITC) 

entails “HIV testing and counseling which is recommended by health care providers to 

persons attending health care facilities as a standard component of medical care.” (WHO 

2007: 19).  

   One such “provider-initiated” approach on which this thesis focuses is Routine HIV 

Counseling and Testing (RCT). RCT is offered to pregnant women in antenatal clinics. The 

WHO considers antenatal clinics one of the most important entry points for PITC because of 

their potential to reach large numbers of women whilst enabling them to receive interventions 

to prevent HIV transmission to their children (WHO 2008: 95). Prevention of Mother-to-

Child HIV Transmission (PMTCT) programs have been introduced globally from 1994 

onwards when scientists discovered that the administration of the antiretroviral drug 

Zidovudine (AZT) to HIV-positive women during pregnancy greatly reduced the chance of 
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mother-to-child transmission of HIV (Gruskin et al 2007: 2). Since then pregnant women 

have been a key target group for HIV testing.  

 

When rights collide 

During routine testing, healthcare providers recommend HIV testing to individuals attending 

health care facilities, irrespective of their presented complaint(s), as a standard component of 

care. The healthcare providers offer the patient a choice between proceeding with a HIV test 

or “opting out” of a test (WHO 2007a: 19). Public health advocates have written 

enthusiastically about the prospects of provider-initiated testing services. Articles entitled 

“Scaling up treatment, why we can‟t wait” by Kim and Gilks (2005) and “Unfinished 

Business- Expanding HIV Testing” by De Cock et al (2006), campaign for a public health 

approach to HIV testing. Both the WHO and these advocates support the shift towards PITC 

on basis of the internationally recognized human rights to health and access to treatment and 

the “human right to know your status” (WHO 2003). However, the WHO and PITC 

advocates are not the only ones justifying their claims on the human rights perspective to 

health. A qualitative research article by Bell et al (2007) elucidates the experience of HIV-

positive women and men with HIV testing and thereby also calls for a human rights-based 

approach for HIV related programs such as RCT. In this article the human rights perspective 

is used to validate the claim that people with HIV have a right not to be tested for HIV. Other 

scholars have voiced concern over the justification of RCT based on a universalistic 

applicability of human rights (Rennie & Behets 2006; Csete & Elliott 2006). By seeing human 

rights as a “given”, one passes by the life realities of people in different settings. Specifically, 

these scholars point to the complexities associated with the implementation of RCT in 

resource-poor settings, often characterized by poverty, gender inequalities, weak health care 

infrastructure and poor access to antiretroviral treatment (ART) (Rennie & Behets 2006: 55). 

Rennie and Behets question the possibility for women to make an informed choice to be 

tested and refer to possible adverse social consequences after learning one‟s status through 

RCT.  

   Thus, despite agreement on the need to scale-up of HIV testing as a means of increasing the  

numbers of people accessing ART, the debate centers on what the best approach to do this is 

and what the consequences are for different populations in diverse contexts (Gruskin et al 

2007). More specifically, there are ethical concerns on whether individual pre-test counseling 

should be required and about whether informed consent to be tested for HIV must be explicit 

and individually obtained (Brockway 2007: 281).  
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Uganda‟s response to HIV/AIDS  

Uganda was the first African country to identify AIDS in 1982 (Parkhurst 2005: 574). From 

that time onwards the HIV epidemic raged through the country and by the mid 1980s Uganda 

had one of the highest prevalence rates of the world, as high as 30 % in urban sites (UNAIDS 

2008). However, since the early 1990s the prevalence rates have been falling dramatically, 

which made all eyes turn towards Uganda to discover the crucial elements behind this 

“success-story”. Although it was not until 2000 when the first statistically significant evidence 

of declining incidence rates in Masaka district were presented by a longitudinal rural cohort-

study (Mbulaiteye et al 2002), many theories evolved to account for the alleged success 

(Parkhurst 2001: 72). Many ascribed the success to the ABC approach Uganda coined, 

advising people to avoid HIV infection by Abstaining from sexual contact until marriage, 

Being faithful to one‟s partner in marriage and/or using a Condom. Still considerable debates 

exist on how to interpret the data and how to explain Uganda‟s achievement in reducing the 

prevalence of HIV (see for example Kinsman 2008 and Epstein 2007). Presently the country 

still experiences a generalized epidemic with an HIV prevalence rate of 5.4 percent (UNAIDS 

2008). 

   Uganda has been one of the first resource-poor countries to introduce RCT and PMTCT 

programs countrywide since 2004. In Uganda up to 90% of pregnant women make contact 

with a health care provider at least once during their pregnancy (MOH 2006: 5). Hence there 

is a huge potential to scale up testing and treatment and simultaneously preventing babies 

from acquiring the HIV infection. Despite this great potential of PMTCT, one should pay 

attention to the socio-cultural realities which can diminish their effectiveness (Hardon 2005: 

604). A striking result from a meta-analysis study done in low-income countries in Sub-

Saharan Africa, by Medley et al (2004), signified that women in antenatal clinics were the 

least likely of any population to disclose their HIV status to their partners, seemingly related 

to fear of stigma, discrimination and violence. They explained that women in an antenatal 

setting were not voluntarily seeking an HIV test and presumably have not considered to be 

tested for HIV before they came to the clinic (Ibid: 304). Because women, and especially 

pregnant women, used health services more than men they were often diagnosed with HIV 

before their male partners were tested. Due to this bias in testing Kmietowitcz (2004), cited in 

Gruskin et al (2007), argued that women were being blamed for bringing HIV into the 

relationship, even in circumstances where their partner(s) may have contracted the virus first 

(p. 9). Insightful studies done in the field have shown how stigma and discrimination 
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associated with HIV/AIDS influenced the decision and ability to go for an HIV test (Bell et al 

2007; Karamagi et al 2006: 8).  

   Although studies have shown that acceptance levels for routine testing are high in Uganda, 

respectively 95% (Nakanjako et al 2007) and 98% (Wanyenze et al 2008), so far a meager 

base of qualitative data exists on the experiences of women being tested through RCT in the 

context of antenatal care. In addition, few have studied the daily practices of RCT within the 

antenatal clinic and investigated the perspectives of health care providers involved. Also there 

exists limited in-depth information regarding processes of HIV serostatus disclosure and 

follow-up services after being tested through RCT (King et al 2007; Brou et al 2007). The aim 

of this study is therefore to investigate the policy of RCT in practice within a resource-poor 

context and understand the experiences of providers and recipients involved.  

This study is carried out within a framework, the IS Academy, intended to strengthen the 

relationship between qualitative research and policy-making within the HIV/AIDS field.
1
 One 

of the goals of the IS Academy is to incorporate local practices in global policies. Local 

practices are often investigated by qualitative researchers and offer detailed insights into the 

workings of policies on the ground. Yet the integration of qualitative research in public health 

policy making has been limited by a preference for quantitative experimental research 

methods (Béhague & Storeng 2008). I belief there lies great unexplored potential between the 

integration of these two fields and seek to contribute to this overarching goal. 

1.2 Research questions 

The core question of this study is: “How is RCT being offered by health providers and 

experienced by pregnant women within an antenatal clinic in a resource-poor context in rural 

Uganda?”  

 

To answer the research question the following sub-questions have been formulated: 

1. How do the health personnel understand and practice the policy of RCT in their work?  

2. What are the experiences and perspectives of pregnant women, health providers and 

members of post-test clubs with the practices of RCT, in particular; 

 The pre-test counseling? 

 Obtaining informed consent and opting out of the test? 

                                                 
1
 The IS Academy is a cooperation program between the Ministry of Foreign Affairs (BZ) and academic and 

knowledge institutes in the Netherlands. The aim of the program is to encourage policymakers and academics to 

work together on international cooperation issues (www.minbuza.nl).  
 

http://www.minbuza.nl/
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 Disclosure and post-test services 

3. How are power imbalances, gender inequalities, poverty and stigma affecting the 

implementation of the policy and experiences of pregnant women being offered RCT? 

4. What are the social consequences for women learning their HIV-status through RCT 

and how are the social consequences of disclosure related to the testing approach?  

5. What are the gaps between policy and practice and what are their implications? 

1.3 Thesis outline 

This thesis consists of eight chapters. I shall start by laying down the theoretical framework in 

the first chapter. The multi-level perspective will be discussed which provides the structure 

for comparing the policies with the local practices. Also, several theoretical concepts are 

explained which will be applied to study the empirical data at each level. Chapter three 

discusses the study methodology. Chapter four focuses on processes of the RCT and PMTCT 

policy developments at national and international level and explore the content of each policy 

in detail.  

   Chapters five, six and seven focus on the local level and are based on the empirical data 

derived from three months of fieldwork. Chapter five unveils the local practices of the 

policies of RCT and PMTCT and discusses the perspectives of health workers involved. 

Chapter six investigates the experiences and perspectives of pregnant women about RCT and 

PMTCT services. The last empirical chapter looks at the experiences of post-test club 

members regarding disclosure and social consequences after being tested for HIV. Each 

empirical chapter is concluded with a short discussion of its contents.  

   Finally, in the conclusion I will formulate an answer to the research questions and end with 

a discussion on the integration of qualitative research with policy-making within the field of 

HIV/AIDS.  
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2. Theoretical framework  

To be able to analyze my findings I will use several theoretical concepts which fit into the 

critical medical anthropology framework
2
. To contextualize the policy of RCT within the 

local realities of a resource-poor setting a multi-level perspective will be useful.  

2.1 The multi-level perspective with an interpretative approach 

Explaining the need for a research strategy for the study and comparison of health care ideas 

at different levels of social organization, van der Geest (1997) argued that “health policy is 

usually conceived and pushed by discussions on the level of national ministries and 

supranational organizations, where the interests and ideas of the local population hardly get 

through” (p. 907). The multi-level perspective can be used as a methodological approach to 

do research at different levels of social organization, but also as a theoretical perspective 

providing a framework for understanding contrasting views between people and health care 

practices at different levels (Ibid). The multi-level perspective insists that “the object of 

research should not be isolated but rather be seen as linked to „higher‟ and „lower‟ levels of 

social organization. It could therefore also be called „linkages perspective‟” (Van der Geest, 

Speckmann & Streefland 1990: 1026). The linkages in this interpretation of the multi-level 

perspective are international agencies, national government, regional centers of health care 

and local communities. One assumption underlying this perspective is that to understand what 

is happening at one level one has to look at related developments at the other levels. 

According to Van der Geest et al., another assumption is that objects, concepts and policies 

change as they move from one level to another.  

   In his critical evaluation of evidence-based AIDS control in Uganda, Kinsman applied the 

multi-level perspective by distinguishing between four types of linkages; vertical, horizontal, 

temporal and missing links (Kinsman 2008: 21-22). Vertical linkages address a flow of events 

from high levels to lower levels and vice versa. Horizontal linkages relate to the interactions 

of different actors and institutions within one level. Time-bound linkages focus on 

developments through time. The last category of what Kinsman called “missing links” address 

for example gaps between national policy makers and local level implementers (Ibid: 22).  

                                                 
2
 Critical anthropology was born out of the rejection of the positivist notion of „value-free‟ aims of research and 

strives to politicize medical anthropology. The field of critical anthropology is concerned with unpacking the 

social, political and economic forces that influence health conditions and institutions (Green and Thorogood 

2004). 
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This thesis investigates all four types of linkages. By discussing policy development at 

international and national levels it becomes possible to unveil the missing links between these 

higher levels and the practices at lower levels of the antenatal clinic and the local community.  

  Although the multi-level perspective can explain the linkages between the levels it does 

not offer an understanding of the experiences of the actors within each level. By focusing on 

the perspectives of health works and lived experiences of pregnant women and post-test club 

members I wish to take a more interpretative approach to expose their faced realities. Fassin 

(2008) called for an ethnographical approach to understand gaps between policies and 

practices. Based on his ethnographical fieldwork on ethics of care in emergency and 

admission wards in a South African hospital, Fassin argued in favor of an ethnographical 

approach to discuss ethics in care. This approach looks at ethics in care as everyday practice 

and studies the routines of professionals (health care personnel) to discover their logic. This 

interpretative approach coupled with the multi-level perspective will be my framework for 

analysis.  

2.2 Theoretical concepts 

Multiple realities  

The first theoretical concept builds on the multi-level perspective. Although all four types of 

linkages of the multi-level perspective are investigated in this thesis, the horizontal level of 

the antenatal clinic forms the heart of the study. I approach the clinic as a field in which the 

realities from higher (international agencies and national policy makers) and lower levels 

(health workers and patients) are meeting and competing with each other. In their article on 

rationalities and realities, Hunt and Mattingly (1998) see different modes of thinking 

(rationalities) not as an abstract principle of reason but as variably constituted in the political-

economic, social and cultural context in which it is produced (p. 271). Hunt and Mattingly 

argue that when the goal of reasoning is prediction or control the more abstract and scientific 

types of reasoning are at the forefront. The authors note that these kinds of “rational” 

scientific explanations are inadequate to integrate interventions with real-life circumstances.   

   From this one may comprehend that in health interventions certain realities -that of the 

provider or planner- overpower and simplify other realities for the purpose of (disease) 

control and health planning. An empirical study by medical anthropologist Judith Justice has 

convincingly shown this to be true for the implementation of a Primary Health Care (PHC) 

project in Nepal. Justice (1986) investigated how a rural health program was implemented 

“top-down”, from the international level of WHO to the grassroots‟ level of rural Nepal. She 
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argued that the bureaucratic “culture” of the WHO led to unrealistic goals for which national 

governments lack the means to realize them. This bureaucratic reality purely focused on 

achieving targets, accountability, transparency and administrative registration determines the 

need for quantitative “measurable” data. She showed that the Nepalese population and local 

implementers of PHC expect and implement something quite different from PHC than what 

was planned at higher levels. Hence, Justice concluded that this mode of health planning 

passes over local realities.  

Currently, this argument is echoed in the debate on Evidence Based Policy Making (EBPM) 

in public health. EBPM in public health has strongly been influenced by the concept of 

Evidence Based Medicine (EBM), which refers to “the explicit use of scientific evidence by 

health professionals to make decisions about care for individual patients and evaluate clinical 

practice” (www.towards4and5.org.uk). Critics argue that the preference for experimental 

research methods in EBPM, originally developed to assess the effect of clinical interventions, 

is unsuitable for investigating the context-specific health system fields (Béhague & Storeng 

2008: 644).  

Applying the idea of existence of multiple realities in an antenatal clinic an interesting point 

is made by Rennie and Behets (2006). They have argued that in interaction with their patients 

health care professionals may be tempted to “sell” the benefits of HIV testing because of their 

training to “promote health” (p.54), whilst for pregnant women the social consequences of a 

possible HIV-infection relating to marital relationship, family and community acceptance, 

future of the child and the availability of treatment may be of paramount concern.  

 

Power relations in doctor-patient relationship 

A striking result from an empirical cross-sectional study in Botswana was that more than two-

thirds (68%) of the people tested by either RCT or VCT felt that they could not refuse an HIV 

test (Weiser et al 2006: 1019). Since this figure combined VCT and RCT testing percentages, 

one cannot argue that this percentage is attributable to the voluntariness part of testing only. A 

possible explanation for these alarming findings are the power imbalances often found within 

a clinical setting. Because of the high social status of medical professionals in many countries 

in Sub-Sahara Africa and the natural tendency to comply with authority patients, Rennie and 

Behets (2006) have argued that many patients will be unlikely to oppose to a 

“recommendation” of an HIV test. 

This explanation fits into the critical medical anthropological approach of the doctor-patient 

relationship. Within this analytical field, scholars consider doctor-patient interactions in 

http://www.towards4and5.org.uk/
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medicine as an extension of power relations in societal structures (Lazarus 1988: 45). Hence, 

the relation between a doctor and a pregnant women seeking medical care in a resource-poor 

setting marked by poverty and gender inequalities is believed to be asymmetrical. Nichter 

(1986) discussed how power struggles between different levels of staff led to program 

outcomes antithetical to what was promoted under the umbrella of Primary Health Care 

(PHC) in India and Sri Lanka. RCT entails that patients have the choice to either proceed with 

the HIV test or to opt out after receiving pre-test counseling. The relationship between doctor 

and patient influences the patient‟s perception of his or her freedom to choose. In this respect 

power should not be seen as a static possession of someone or a condition of something. 

Rather it should be looked at in relational terms. Power relations exist in interactions between 

people within a defined structure. These structures and practices within structures can 

constrain but also enable human agency.  

 

Stigma  

The traditional definition of the concept of stigma as a “significantly discrediting attribute” 

was provided by the sociologist Erving Goffman (Goffman 1963 in Holzemer et al 2007: 

542). Based on Goffman‟s definition Alonzo and Reynolds (1995) defined stigma as “a 

powerful discrediting and tainting social label that radically changes the way individuals 

view themselves and are viewed as persons” (Alonzo and Reynolds 1995: 304 in Holzemer et 

al 2007: 542). Scholars interpreting the expression of stigma and aiming to unravel the 

concept of stigma in the context of AIDS often distinguished between enacted, felt or feared 

and internalised or self stigma (Herek 2007: 905). Enacted stigma refers to the adverse 

response from others towards a stigmatized individual. Felt or feared stigma contains the fear 

to be stigmatised and may lead a person to self exclusion of health-related services (Holzemer 

& Uys 2004). Internalised or self stigma refers to the thoughts and behaviors stemming from 

the person‟s own negative perceptions about themselves based on their HIV status (Holzemer 

et al 2007: 547). 

   One of the arguments made by advocates of RCT is that it would decrease HIV-related 

stigma. Weiser et al (2006) argued that their study showed that more testing will lead to a 

reduction in HIV-related stigma; 60% of their respondents agreed with their claim that routine 

testing would result in less discrimination and stigmatization of HIV-positive people (p.1015). 

According to Weiser et al there is an association between poor information of HIV testing 

services and HIV-related stigma which will be adjusted when a greater number of people test 

via RCT. Kippax (2006) argued that implementing RCT without addressing underlying 
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sources of stigma can counteract the purpose why the policy was created in the first place - to 

increase access to treatment. Although Kippax did not back up this claim empirically, it might 

be a plausible conclusion to the result of Weiser et al (2006) that 43% of the respondents 

believed that RCT would cause people to avoid seeing their health provider for fear of being 

tested (Weiser et al 2006: 1017).  

Trying to understand the source of stigma Castro and Farmer (2005) discussed its role as 

barrier to HIV testing and care. Castro and Farmer argued that structural violence is at heart of 

determining HIV/AIDS-related stigma and discrimination. Structural violence consists of 

forces like racism, political violence, poverty and other social inequalities that are rooted in 

historical and economic processes (p. 55). Structural violence determines who suffers from 

AIDS-related stigma and who has access to HIV testing. Others in favor of a political 

economy framework for understanding HIV-related stigma have argued that in the past stigma 

has been too much conceived as an individual process – “as what some individuals do to each 

other” (Parker & Aggleton 2003: 16). According to these scholars stigma should be 

understood as a social process that takes shape in specific contexts of power and culture. A 

point made by Parker and Aggleton with regard to the social order of stigma I found to be 

very constructive. They stated that stigma has a history and to understand the form stigma 

takes, one has to look at the history and its consequences for individuals and communities. 

This should not be read in a way that stigma is a fixed notion, pre-determined by history. 

Rather, it means stigma is relational and context-bound; it is a social process which has roots 

in the past and is changing within the multiple realities of the present. Although the political 

economy perspective might be useful for identifying structural sources of stigma, it does not 

provide detailed insights in the workings of stigma in the daily lives of individuals. Therefore 

an interpretative perspective with a focus on the lived experiences of people is necessary to 

understand how stigma influences the process of being tested through RCT.  

Campbell et al (2005) signified that without addressing the social causes of stigma the 

potential impact of treatment on stigma will be reduced. Based on their case study of 

HIV/AIDS management among young people in a South African community, Campbell et al 

argued that even when treatment is available and HIV/AIDS is no longer associated with 

death, the link between HIV/AIDS and “bad” behavior will continue to exist. Therefore, the 

disease will still be associated with shame and embarrassment (Campbell et al 2005: 814). But 

they also pointed to the educational power from collective action by members of stigmatized 

groups. They argued that participation of local community groups in critical thinking 

programs, which defy fictional notions (for example about women as the source of the 
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epidemic), will challenge the unequal social relations based on and sustained by stigma 

(p.814). Based on these theoretical insights it is important to study the social consequences of 

HIV testing and include the views and experiences of members from the post-test club 

because of their potential to tackle HIV-related stigma. 

    

Gender inequalities 

The social and cultural definition of what constitutes the male or female sex, as well as one‟s 

individual self-perception is labeled by the term gender (Helman 2000). In Uganda gender 

relations are based on the traditional role pattern descending from a patrilineal system in 

which women occupy a subordinate position to men. This subordinate position includes 

political (rights to land ownership extend only to men), economical (limited control over 

independent income) and socio-cultural elements (marriage practices such as bride-wealth 

payments give men a sense of ownership over their wives) (Koenig et al 2004: 788). Koenig 

et al argued that “the subordinate position of women limits their ability to negotiate sexual 

decisions and behavior and correspondingly increases their vulnerability to the risk of 

HIV/AIDS” (Ibid). This subordinate position is the driving force of gender inequalities in 

Uganda. Helman (2000) has argued that gender relations are not rigid and often change under 

the influence of urbanization, hence this discussion on gender inequalities is limited to rural 

areas. 

   Longitudinal cohort studies conducted in Rakai and Masaka Districts in south-west Uganda 

have shown that between 1990 and 1999 HIV prevalence rates declined for all age groups 

except for women aged 30 to 34 (increase from 11.5 % to 20.0%) and 35 to 39 years (increase 

from 9.0 % to  14.7%) (Mbulaiteye et al 2002 in Parikh 2007: 1199). These age groups were 

comprised mostly of married or ever previously-married women. In a rural population cohort 

study of 2200 married adults living in south-west Uganda, the researchers found that men are 

twice as likely as women to bring HIV infection into a marriage, presumably through extra-

marital sexual behavior (Carpenter et al. 1999: 1083). Additionally, the study discovered that 

within discordant marriages women are infected twice as fast as men, ascribed to the greater 

biological susceptibility of women to the virus. The latest WHO/UNAIDS HIV 

epidemiological factsheet on Uganda estimated that women account for 59% of all HIV/AIDS 

cases among people aged 15 to 49 years (WHO 2009). Hence, women and especially married 

women in Uganda are at higher risk of HIV infection than men.  

   Studies have suggested that some women felt that they could not refuse an HIV test when 

offered one (Weiser et al 2006). It was assumed that power imbalances between healthcare 
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providers and recipients are attributing to this. Therefore the routine offering of an HIV test 

should not been seen outside the societal context. As gender relations are not rigid and can 

change over time they are important to investigate because they influence the experience of 

being offered an HIV test in an antenatal clinic.  
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3. Methodology  

3.1 Study type, location and population  

This qualitative case study is of an exploratory and descriptive nature. The term case study 

exemplifies a study design which studies phenomenon explicitly within its context (Yin 1994 

in Green and Thorogood 2004: 37). The aim of this study is to investigate the policy of RCT 

in practice within a resource-poor context and understand the experiences of providers and 

recipients involved. The study is exploratory because until now a meager base of qualitative 

data exists which focuses on the dynamics of care within an antenatal clinic, takes the 

experiences of pregnant women being offered RCT into account and investigates the 

experiences with follow-up care after receiving a positive diagnosis. This study is descriptive 

because it uses qualitative data collection methods to map out the practices of RCT in an 

antenatal clinic whilst describing the views and experiences of people involved with RCT.  

   I arrived in Uganda the 24
th

 of March 2008. To identify a suitable site and receive 

governmental clearance to execute my field research, I was assisted by two senior Ugandan 

researchers who coordinate the research-project “HIV Testing and Counseling: a multisite 

study”
3
 in Uganda. They had completed their pilot study in Kayunga district and nurtured 

good contacts with the district‟s health officer and introduced me to him. In the first week I 

went to his office and presented my research protocol after which he identified a clinic which 

suited my needs
4
. I opted to execute my research in a government health centre with an 

antenatal clinic offering PMTCT services and a post-test club, preferably small-sized so I 

could get acquainted with all of the working staff members during my three month stay.   

   Health care delivery in Uganda is highly decentralized. There are national governmental 

referral Hospitals (2), regional referral hospitals (11), general (district) hospitals (55) and 179 

Health Centers (HC) ranging from HC I – HC IV. The health centre‟s grading depends on the 

administrative zone served by the facility; HC I serves a village, HC II a parish, HC III a sub-

county and HC IV a health sub-district. They provide different types of services 

(www.health.go.ug/health_units.htm). HC IV provides all the services of Health Centre III. 

Additionally it carries out surgeries, supervises the lower level units HC IIs and IIIs, collects, 

plans and analyses data on health. 

                                                 
3
 This research-project is a cooperation of the Amsterdam School of Social Science Research and the World 

Health Organization (www2.fmg.uva.nl/assr/aids/research/testingand counseling forHIVamulti-sitestudy.html).  
4
 The sub-county and name of the health centre will not appear in the thesis to safeguard the privacy of the site 

and people involved.  I will refer to the research-site as the Health Centre IV (HC IV). 

http://www.health.go.ug/health_units.htm
http://www.2.fmg.uva.nl/assr/aids/research/testingandcounselingforHIVamulti-sitestudy.html
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   Kayunga district is situated in the central part of Uganda, 74 kilometers East of Kampala 

city
5
. It consists of two counties (Ntenjeru and Bbaale), which are accordingly divided into six 

sub-counties. Kayunga is a rural district with the majority of households (73%) engaged in 

subsistence farming, 4% in business enterprise, and 9% in other forms of employment income 

(Kayunga District Mapping Report 2007: 9). The population in Kayunga district is unevenly 

distributed with the southern county being densely populated compared to the northern 

county. In the southern county Ntenjeru the farming activities consist of growing crops and 

fruits. Towards the North one finds mostly pastoral communities engaging in livestock 

farming and fishing communities on the shores of Lake Kyoga. Kayunga‟s population 

primarily consist of the Baganda, the largest ethnic group in Uganda who speak the tribal 

language called Luganda. The HIV prevalence of Kayunga district is estimated at 6.5% (Ibid). 

   I moved to the research-site on the 2
nd

 of April and stayed there for three months, living in a 

doctor‟s house at the compound of the health centre which had been vacant over the last 

years.  

    

Sampling of research population 

The study population consists of three groups: health personnel of the antenatal clinic, 

pregnant women being offered RCT in the antenatal clinic, and members of the post-test club. 

   For the interviews with health personnel involved with RCT I used a combination of two 

forms of nonprobability sampling; quota and purposive sampling. In quota sampling the 

researcher specifies strata from the research population to include diverse elements of the 

population while in purposive samples specific cases are picked which are believed to be most 

satisfactory in relation to the researcher‟s needs (Hoyle et al. 2001: 187). My strategy was to 

either speak to all staff members involved with RCT or when the numbers were too big to 

speak to at least two people of each stratum of staff involved in RCT. I spoke to both 

managers, the two contracted counselors, the two lab technicians and finally the two expert 

clients
6
. Since there were four midwives I purposely selected the two persons whom I fostered 

the best contact with. Among the group of 25 Community Counselors Aides (CCAs), 

community members who are trained to create awareness and mobilize the community to go 

for PMTCT, I intentionally selected one person because of his 10 year working experience 

and another person because of a well-established personal bond.  

                                                 
5
 See figure 1 for a map of Uganda. 

6
 In chapter five the job descriptions of the different cadres of health workers will be explained in detail. 
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   The 15 pregnant women were selected by two different sampling strategies. I sampled the 

first seven women in two days; Thursday 17
th

 April and Tuesday the 20
th

 of May. After the 

pre-test counseling I explained the nature of my research to the women and asked whether 

they were interested in talking to me about their experiences of being counseled and tested. I 

did not include any selection criteria during these sessions. After seven interviews I realized 

all women I spoke to were HIV-negative, which presumably influenced their experience of 

RCT and did not provide me with information on preventing HIV transmission to their babies. 

Consequently, I decided to sample on the ART-days when women came to pick up their HIV 

medications. The selection criteria included women that had been tested for HIV at this 

antenatal clinic and had gone through all the PMTCT stages. 

   The post-test club members were selected through convenience sampling; meaning the 

respondents are selected on the basis of convenience and accessibility (Hoyle et al. 2001: 

195). The post-test club is located in the antenatal clinic and is held every first Monday of the 

month in the group counseling room. After the post-test club meeting I explained my research 

and announced that whoever was interested to make an appointment could follow my 

interpreter and me outside. Not expecting to be followed by a group of approximately 30 

women I was faced with the difficult challenge of selecting a feasible group of informants. 

Luckily an educative play, organized by The AIDS Support Organization (TASO), the largest 

Ugandan NGO providing HIV/AIDS services, came to my rescue. I suggested all women 

would go see the play and those still interested in participating in my research study could 

return to see me afterwards to make appointments for interviews. This greatly reduced the 

pool of potential informants for only 15 women returned after the play. The implications of 

these sampling strategies on the data gathered will be discussed in the reflection.  

3.2 Data collection methods 

In qualitative research it is a prerequisite to apply triangulation to increase the validity of the 

data. For that reason I used a combination of qualitative research methods including 

(participant and nonparticipant) observations, semi-structured interviews, group discussions 

and thorough reviews of existing documents. In addition I did several presentations about my 

preliminary findings to allow the informants to correct or respond to them.  

 

Observations 

During the first two weeks I carried out participant and non-participant observations inside the 

antenatal clinic to gain an understanding of the way RCT is being carried out and to build up 
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rapport
7
 with the staff. I did non-participant observations in the group-counseling and pre-test 

counseling sessions, during HIV-testing, pregnancy check-ups, laboratory tests, the maternity 

ward and at the post-test club. During this period I did not have an interpreter so when I was 

present at a group- or pre-test counseling session the counselor usually translated bits of 

Luganda into English for me. These observations allowed me to observe the process of RCT 

as well as the interaction between patients and the health personnel.  

   I met my interpreter in the first week at the clinic when I introduced myself to the members 

of the post-test club and announced I was interested in talking about their experiences after 

testing, and would come back the next month to make appointments for interviews. 

Afterwards one member of the post-test club came to me and started telling her experiences to 

me in perfect English, so I made an appointment to talk with her more extensively the next 

week. At the same time I had asked the managers of the health centre and antenatal clinic to 

look for an interpreter. They knew a secretary of a primary school, who had prior experience 

in translating for church-missionaries, was born in the area and was looking for a temporary 

job because the school where she worked was closed during the school-holidays. Coincidently 

this was the same person who had initially contacted me after my introduction at the post-test 

club.  

   After I had found my interpreter we did three observations at group- and pre-test counseling 

sessions, which provided me with a better understanding of what was being said in the 

sessions. Outside the clinic my interpreter and I went along with a community mobilization 

and sensitization outreach as well as an antenatal follow-up visit and a community counselor‟s 

follow-up visit to pregnant women. 

   I did participant observation inside the antenatal clinic over the course of three days when 

the antenatal clinic functioned as an ART clinic. Before people receive their medication there 

is adherence counseling in the group counseling room. After the adherence counseling I 

assisted a midwife, counselor and general assistant with the preparation of medications. 

   These observations are an important element in the data-collection, they allowed me to 

acquire an insight into the daily routine of RCT in the clinic and compare this to the 

information derived from the semi-structured interviews.  

 

Semi-structured interviews 

                                                 
7
 Rapport is defined as a sense of trust between the interviewee and interviewer (Green and Thorogood 2004: 

97).   
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I conducted semi-structured interviews with four different groups of people; (1) staff involved 

with RCT and PMTCT, (2) pregnant women, (3) members of the post-test club and (4) the 

sponsors of the PMTCT program. The latter was an unplanned group which I added because 

they were very involved at the health centre and were interested in my findings. This provided 

me with the unique opportunity to learn their perspective on the policy side, yet it also put me 

in a difficult position as researcher which will be discussed in the paragraph on ethical 

dilemmas.  

   The interviews with health personnel from the clinic were all conducted in English, using a 

semi-structured interview guide (Appendix A). Most interviews took place in my house, two 

persons wanted to do the interview at the clinic and I visited one person in his home. The 

interviews were face-to-face and varied in length, ranging between 45 minutes and two hours. 

The data generated from the 12 interviews is qualitative in nature and deals with the 

personnel‟s role in PMTCT and their perspectives on the policy and practice of PMTCT. 

   The interviews with pregnant women and post-test club members were conducted in 

Luganda and directly translated to English by the interpreter. These interviews varied in 

length from 30 minutes to one and a half hours, with an average length of 45 minutes. The 

interviews focused on the emic
8
 experiences and perspectives regarding informed consent and 

opting out in pre-test counseling, male involvement in PMTCT and experiences taking 

medications that prevent HIV transmission from mother to child, disclosing one‟s HIV status 

and social consequences after being tested (Appendix A). All the interviews took place at the 

informants‟ homes, which allowed me to observe the context and environment in which the 

women were living. Because most women were poor subsistence farmers I did not want to 

come to their homes empty-handed, so I brought them half a kilogram of sugar and a bar of 

soap.  

   Finally, I conducted semi-structured interviews with sponsors of the PMTCT program. One 

of the driving actors between the move towards RCT and the scaling up of PMTCT programs 

in Uganda was the United States‟ Center for Disease Control and Prevention (CDC). CDC 

Uganda was tasked by (former US) President Bush's Emergency Plan for AIDS Relief 

(PEPFAR) with supporting the establishment of an Ugandan NGO that could partner with the 

Ministry of Health in responding to the bottlenecks affecting the roll-out of PMTCT 

programs. The new NGO Protecting Families Against AIDS (PREFA) was mandated with the 

                                                 
8
 The emic perspective is that of the “insiders”, the explanation of the world provided by a participant in it 

(Green and Thorogood 2004: 135).  In anthropology the emic perspective is weighted against the “etic”, outsider, 

perspective to bring analytical depth to studying social life (Ibid).  
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countrywide implementation of quality PMTCT programs. When PREFA came to Kayunga 

district they chose this HC IV to function as a model-site for the district. Because of this 

representatives of both organizations paid regular visits to the clinic. I interviewed two 

representatives of CDC in their office in Kampala and PREFA‟s program coordinator in his 

office in Kayunga. The third interview was with the coordinator of MUWRP (Makarere 

University Walter Reed Project) and was conducted at the HC IV. The three interviews 

provided me with information on the institutional and policy context of PMTCT in Uganda 

and provided me with insights in the power relations between the different players involved at 

international, national and local level.  

 

Group discussions 

During the interviews with pregnant women I was told there were women who did not visit 

the governmental antenatal clinic because they did not want to undergo an HIV test. Instead 

these women went to the private antenatal clinics where they do not perform routine HIV 

testing. In an attempt to include these women and their experiences in my research I went to 

the only private clinic in the village. The midwife in charge was enthusiastic and organized a 

room next to her clinic where my interpreter and I facilitated two group-discussions. We 

visited the clinic twice and waited until there were four women present upon which we started 

the group-discussion. Topics of discussion were their perspectives on HIV testing and reasons 

for coming to this clinic. Because the discussions were chaotic and translated poorly, the data 

it produced is not explicitly used in the thesis. It merely allowed me to see the contrast in 

socio-economic status with the women who visit governmental clinics and the influence this 

has on the experience of HIV testing and counseling.    

   I intended to end my research with a focus group discussion with members of the post-test 

club to validate my research insights and perceptions. On Monday, the 2
nd

 of June, I visited 

the post-test club meeting for the last time, being surprised by the overwhelming number of 

around 80 people present that day. I held a short presentation about my research and prepared 

some questions but with the large number of people in the room it did not evolve into a solid 

group discussion. Because I did not speak to a lot of men, I took this as my opportunity to 

focus on their perspectives on issues concerning HIV/AIDS. I did not focus on HIV testing 

specifically but more on broader themes influencing HIV related behavior such as condom 

use, sexuality and discrimination.  

 

Documents review 
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Since all the data from the clinic is collected and analyzed by PREFA at the end of each 

month, I asked them about some background statistics of the area and the antenatal clinic. 

Eventually I received the data a few months after I left Uganda. The latest HCT and PMTCT 

policies I was only able to obtain after two months into my fieldwork through a contact 

person from PREFA. The fact that I acquired these national policies after I started my 

research led to an insufficient preparation for the interviews with sponsors. I lacked 

knowledge of the national policies and had based my research protocol on the international 

WHO guidance‟s on Provider-Initiated Testing and Counseling. 

3.4 Data processing and analysis 

During my fieldwork I kept a fieldwork diary in which I recorded and reflected on my 

research activities. In addition I kept a personal diary which functioned as a record of daily 

activities and personal reflections. On my computer I created a file in which I kept the data 

obtained from observations within and outside the clinic. For the presentation at CDC I did a 

preliminary data analysis based on my research questions presented in PowerPoint. All 

interviews and the group discussions at the private clinic were recorded. After I transcribed 

one third of the data I switched to a less time consuming summarization of the interviews 

based on the interview topics and new topics arising from the interviews (see Appendix A for 

topic list). I summarized by organizing the answers in topics while I was listening (pre-set 

topics such as experiences of testing, informed consent and new topics such as role in the 

program, male involvement, difficulties taking ARVs) leaving my own questions out. Still 

however, I continued to transcribe important pieces of every interview to be able to increase 

the credibility of the findings and validity of the analysis.  

   I refrained from using computer software to manage the data because of its time consuming 

character. Since the analysis was split between the three research populations the amount of 

the data was manageable using a framework analysis. Framework analysis provides an 

appropriate approach in studies where the research questions are pre-determined and the aim 

is generating policy and practice-oriented findings (Green and Thorogood 2004: 184). Due to 

my well-defined research questions the interviews were firmly structured according to my 

research questions and objectives. Analyzing the dataset from the health personnel I compared 

the reemerging themes in the interviews between the different groups of health workers 

Following, I compared the differences within the group with the observations of the daily 

routine in the clinic.  
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   The interviews with pregnant women and post-test club members were less structured and 

therefore more difficult to analyze. The starting point in the analysis was testing my 

hypothesis against the findings. My hypothesis, based on the literature review, was twofold 

(1) that women who are tested through RCT are not voluntary seeking an HIV test and 

possibly experience difficulties with accepting to be tested, and (2) this leaves them less 

prepared for possible shocking test results, therefore have more difficulties disclosing in fear 

of experiencing negative social consequences. In this process I schematized characteristics of 

the respondents to enable comparison within the groups of women (see appendix C for 

interview schemes). Schematizing the data led to new insights and restructuration of the data.  

3.5 Ethical dilemmas 

Although qualitative research is guided by ethical principles such as respecting the autonomy 

of the respondents and doing no harm to them, my fieldwork generated an ethical dilemma 

which is not simply solved by reference to ethical principles or codes of practice.  

   My ethical dilemma concerned my position as researcher between the participants, sponsors 

and policy makers. I was granted permission to do the research by the District Government‟s 

Health Officer. When I went to the HC IV, I was not aware that CDC was the lead sponsor of 

the PMTCT program and this site was picked to function as their best practice. The third day 

of my stay at the health centre, national representatives of CDC paid an evaluation visit to 

monitor the PMTCT program. They were upset I was doing research in the clinic without 

their prior knowledge. I was instructed to send my research-protocol and research instruments 

and debrief with them before I left Uganda. They argued that my data could be of benefit to 

them because it would provide them with detailed information about the workings of their 

program. As a prominent sponsor but also as an important partner in policy formulation at the 

national level, CDC‟s technical advisor of PMTCT argued: “For us as sponsors it is very 

interesting to know whether the health workers follow the opt-out strategy as set out in the 

policy or that for instance the midwives implement HIV testing in a mandatory way.”  This 

placed me in a difficult position as researcher, because if my findings would reveal any 

incongruence between policy and practice, this could have possible negative consequences for 

the management of the clinic, or even the future funding. On the other hand I posed myself 

the question; was it not my aim to expose gaps between policy and practice? This situation 

provided me with a unique opportunity to inform national policy makers of my findings. 

Here, the question of responsibility arose; which purpose and audience does medical 

anthropological research serve? The participants, the funders, the discipline or the policy 
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makers at national and international level? The issue of responsibility is made more difficult 

when the participants are not a homogenous group, as was the case with three different 

research populations.  

   Since I set out to surface potential gaps between policy and practice in order to improve the 

services for pregnant women in resource-poor settings, I decided to encourage the contacts 

with CDC and discussed my findings with them. However, before our meeting I first 

discussed my findings with the manager of the clinic and the district government. I had a good 

relationship with this manager who reassured me they were used to evaluation and monitoring 

because of all the sponsors involved. Hence, she was not afraid that I would tell CDC 

anything that she did not want them to know. A reflection of CDC‟s reaction to my 

presentation will be discussed further on in the thesis.   

   With regard to obtaining informed consent from the pregnant women and post-test club 

members, I intentionally approached the participants myself and instructed my interpreter to 

emphasize that I was not working for the clinic and that they were free to say no if they did 

not want to participate. Visiting the women at their homes I explained the content my research 

again and asked consent to do the interview. Additionally I asked for approval to tape-record 

the conversation, which was always granted. I guaranteed their privacy by using pseudonyms 

and changing personal details in the thesis when necessary. 

3.6 Reflection 

Implications of sampling strategy on data gathering 

An aspect that influences the representativeness of this case study is the sampling strategy. 

Because the participants were selected by making use of nonprobability sampling, the 

research populations are not representative outside the study context. One aspect of the 

chosen research-site influences the representativeness of the case study; the fact that the 

health centre is a model-site, a best practice sponsored by several international donors. An 

abundance of money was being invested into renovating the health centre to adjust to the 

increasing flow of patients because of RCT and to ensure that quality services could be 

offered. Although I did not compare different governmental sites, I was told by the managers 

that the site was privileged in the sense that all staff members received adequate training, 

medicine-stock outs for PMTCT have rarely happened and there are adequate post-test 

services which include free provision of ARVs. 

   Another aspect which influenced the data gathered was the selection criteria applied with 

sampling the pregnant women and post-test club members. For the pregnant women I used 
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different selection criteria to include diverse groups of women. Although this makes the 

sample less homogeneous, it led to more information on different aspects of PMTCT. Another 

limitation of the study is that the data on social consequences might not be representative for 

non-post-test club members. 

 

Position in the clinic and working with an interpreter 

Due to the absence of the person in charge of the PMTCT program there was one counselor 

appointed to introduce me to the staff members. This person was not very interested in me and 

my research. Later I learned that this lacking interest was caused by a misunderstanding. Staff 

members were unsure whether I was working for PREFA or CDC or came to evaluate their 

performance. This misconception only worsened after my acquaintance with CDC. Several 

people asked me who had sent me to come to check up on them. Therefore I decided to 

postpone the interviews with them until the last phase of my research, meanwhile trying to 

build up rapport. To try to create a more trusting relationship I invited the health workers to 

visit me in my house, have lunch at the clinic every day and helped out with making 

presentations for workshops on my computer. After people realized that I could be helpful to 

them they were more willing to give me some of their time for an interview. 

   To be able to do the research my interpreter, Darlison, was crucial. Both practically (e.g. 

finding my way to the informants‟ houses) and in regards to the content of my study (e.g. 

translating and providing meaning to foreign words) Darlison was pivotal. She was born in 

the area and therefore more easily accepted than an interpreter from outside the area. After 

one month Darlison started working in the clinic as a community counselor. At first I feared 

this was going to affect my research, in the sense that people would not feel free to talk about 

their experience at the clinic to her. This problem did crop up but it was mainly facilitated 

because people thought I was the doctor. I was living alone in the doctor‟s house at the 

compound of the health centre. Although my housing situation was suitable to make contact 

with the community, it caused the pregnant women and post-test club members to associate 

me with the clinic. Sometimes I was awoken at night by people knocking on my door and 

asking for the doctor. However, I also saw more positive sides to Darlison‟s new job. The 

staff liked her and this made their attitude to me nicer as well.  

   Perhaps I became too dependent on my interpreter. When she had to start working for her 

old job earlier than expected we could not do the follow-up interviews we had planned. I 

realized it was not me but Darlison who played a key role in the creation of rapport. Because 

we went to remote places where they had rarely been visited by foreigners, she was the one 
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who could bridge the cultural barrier between the interviewees and me. Also, she was a 

cultural broker and able to explain to me some of the reasons behind the answers given by the 

women. After a while I noticed that she was summarizing the answers the women gave me. It 

was impossible for her to translate everything literally because she explained that the women 

used three times as much words in their vocabulary than in English. I had to pay complete 

attention when she was translating for only then I could noticed when she was leaving some 

important information out and ask her about that.  

   Another difficulty during my fieldwork was the relationship with the other participants; the 

pregnant women and post-test club members. After the interviews were finished I asked if the 

women had any questions for me and many of them asked me for medical, social and or 

financial assistance. I found the position of the observant anthropologist and the creation of 

expectations while not being able to meet them the most difficult aspect of doing fieldwork. 

But because my interpreter was trained as a counselor one month after the beginning of my 

fieldwork, we were able to refer the women to follow-up services. Darlison could “counsel” 

the women on social and medical issues related to HIV/AIDS and inform them about other 

organizations which provided assistance, for example an organization that paid school fees for 

HIV-positive children. 

   With the referral information and the presentations of my findings to the health personnel 

and the districts government I intended to let the participants benefit from the research. 
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4. Policies in multi-level perspective 

4.1 Introduction 

The present chapter discusses the context in which the policies of Routine Counseling and 

Testing (RCT) and Prevention of Mother-to-Child HIV Transmission (PMTCT) are 

developed and implemented.  

    I will explore the development of the policies at the national and international level. The 

discussion at both levels centers on the policy shift from VCT towards RCT, and investigates 

the rationale behind the shift and modifications made in the policies over time. Another 

section explores the policies‟ guidelines on how to offer HIV testing in the context of 

antenatal care and how to obtain informed consent to be tested. Additionally the discussion 

focuses on the process of scaling up ART provision in resource-poor settings. The final 

section of this chapter discusses the difficulties surrounding policy guidelines about infant 

feeding options in PMTCT.  

   By examining these policies within a multi-level framework both the vertical and temporal 

linkages between the levels, as well as the missing links will become apparent. In the 

discussion I will reflect on the process of policy formulation. Thereafter it will be possible to 

investigate and compare the policies with actual practices on the local level, which shall be 

done in chapter five.  

4.2 National: a modified testing approach? 

The first HIV Counseling and Testing (HCT) services in Uganda were implemented in 1990 

by the AIDS Information Centre (AIC) as a partner of the Ministry of Health (Wanyenze & 

Kyaddondo 2007: 2). However, it took more than ten years after the opening of the first HCT 

centre before the first HCT policy was developed by the Ministry of Health in 2003. Until that 

time Uganda‟s main approach was making testing available through VCT. However, when 

discovered that in 2004 less than 10% of the 1.1 million people living with HIV in Uganda 

knew their status, a local pilot-program to provide RTC for medical inpatients was introduced 

(Ibid: 3). This, together with the shift of international organizations (e.g. WHO, CDC) 

towards providing provider-initiated modes of testing, led Uganda to revise its testing and 

counseling policy to embrace other forms of testing including RCT (MoH 2005). 

   The latest HCT policy differentiates between Routine Testing and Counseling (RTC) aimed 

at patients seeking general medical care and Routine Counseling and Testing (RCT) a 

program specific designed for pregnant women. The HCT policy states that; “In Uganda, the 
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approach used for prevention of mother-to-child transmission is a modified RTC approach” 

(MoH 2005: 12). Whilst both testing modes are provider-initiated and the HIV test is done 

routinely as part of the health care services, the difference lies in the amount of counseling 

one receives. In settings where patients are not very ill, as usually the case in antenatal care, 

and because of the potential of preventing the baby from becoming infected with HIV, the 

adaptation of the policy entails that pregnant women should receive more detailed pre-test 

counseling than in RTC, hence the C is put before the T.  

 

History of the PMTCT program in Uganda 

In 1998 the Inter-agency Task Team (IATT)
9
 began implementing pilot projects to 

demonstrate the feasibility of integrating PMTCT within the existing health care system in 11 

countries, including Uganda (MoH 2006: 4). An evaluation was conducted in 2002 and 

concluded that PMTCT programs in resource-poor settings are feasible but face many 

challenges (UNICEF 2003: 5). From the 23 Ugandan pilot-sites 75,8% of women visiting an 

antenatal clinic received pre-test counseling and 68% had an HIV test after pre-test counseling 

(Ibid: 17). Only a troubling 26.8% of the HIV-positive pregnant women attending antenatal 

clinics received the PMTCT drugs
10

. This is attributed to a variety of reasons, namely: not 

coming back to the clinic to receive AZT at 36 weeks, partner opposition, delivering at home 

or reaching the clinic in labor and thus missing out on the intrapartum dose. For these reasons 

many programs switched to the simpler NVP regimen which does not require the woman to 

come back to the facility (Ibid: 6).  

   After the evaluation of the pilot phase the PMTCT program was scaled up to all districts by 

December 2004. One year later the PMTCT program was providing counseling to about 35% 

of all pregnant women and tested approximately 20% nationwide (MoH 2006: 5). According 

to the Ugandan government the success of the intervention depends on being implemented in 

the context of a strong antenatal and postnatal care services. In addition they argued that in the 

pilot-program the focus was only on the babies, there was no attention paid to the needs of 

pregnant women living with HIV (MoH 2003: 11). The lessons learned from the pilot-

program, in combination with global developments such as the move towards provider-

                                                 
9
 The overall purpose of IATT is to coordinate and scale up programs to prevent HIV infections in pregnant women, mothers 

and their children, in line with the UNGASS resolutions. The Task Team holds two annual meetings to report on activities 

achieved, discuss future directions and review global strategies. Key partners are the WHO, UNICEF, UNAIDS, UNFPA and 

CDC  (www.who.int/reproductive-health/hiv).  
10 While the PMTCT drugs differ per pilot-site, in Uganda‟ case it was AZT from 36th week of pregnancy, during labor and 

until 1 week after labor and an AZT syrup for the baby for one week after birth. 

http://www.who.int/reproductive-health/hiv
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initiated modes of testing, motivated the Ugandan Ministry of Health to revise and update 

their PMTCT policy in 2006.  

 

Revised PMTCT policy 

Whilst the first PMTCT policy recommended a VCT approach for identifying HIV infection 

in pregnant women, in the revised policy this was changed to RCT. The revised policy argues 

that “it is imperative for health workers to offer all services that promote the well-being of 

women and their babies, therefore routine counseling and testing will be part of the antenatal 

care package.” (MoH 2006: 13). The main goal of the PMTCT program is to achieve a new 

generation free of HIV and AIDS by following the WHO/UNAIDS‟ four-pronged approach: 

(1) primary prevention of HIV (preventing HIV among women and men of reproductive age), 

(2) prevention of unintended pregnancies among women living with HIV, (3) prevention of 

HIV transmission from pregnant women living with HIV to their babies and (4) provision of 

care, treatment and support to women living with HIV and their families (Ibid: 8). Whereas 

the first PMTCT policy mainly focused on preventing the vertical transmission from mother 

to child, the more comprehensive four-pronged approach targets HIV prevention in a family-

centered context and addresses the health of the mother and partner.  

   One important difference since the introduction of RCT in antenatal care is the shift from 

individual to group pre-test counseling. This is because RCT requires that all pregnant women 

seeking antenatal care should receive counseling based on the first two pillars. The more 

detailed counseling, covering topics such as risk reduction and family planning, favors 

counseling in groups due to pragmatic reasons such as shortage of personnel, inadequate 

space/privacy and time constraints (MoH 2006: 12). Another difference in the latest policy is 

the implication of the fourth pillar of providing care, treatment and support to women living 

with HIV and their families. This calls for strengthening the relation between testing and 

treatment services, of which post-test clubs are an example.   

 

Informed consent and opting out 

The general HCT policy clearly states that all HIV testing (except mandatory testing and 

diagnostic testing
11

) should be done with the patient‟s consent in RTC, if possible by the 

patient‟s signature or thumb print, otherwise expressed verbally (MoH 2005:7). It is 

                                                 
11

 Mandatory testing is done in cases of tissue donation and blood transfusion. In the nineties this was approach 

was applied during recruitment in the military, and although officially abolished some reports say it may still 

happen. Diagnostic testing is a form of provider-initiated testing but only offered when a patient has clinical 

signs that suggest an HIV infection (Wanyenze & Kyaddondo 2008: 7). 
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emphasized that “In RCT, patients always have the right to accept, reject or to defer testing. 

Routine testing is not mandatory.” (MoH 2005: 12). In RTC (for sick patients seeking general 

care) full pre-test counseling and specific consent for HIV testing are not required. Because in 

RTC patients are investigated for other diseases besides HIV, the RTC protocol calls for 

“information giving” about all investigations being planned rather than specific pre-test HIV 

counseling (MoH 2005: 12).  

   Since in Uganda the PMTCT program is categorized as a modified RTC approach, the HCT 

policy refers to the revised PMTCT policy for the testing approach specific for pregnant 

women. However, the PMTCT policy is silent on the issue of informed consent and opting out 

of the test. The PMTCT policy formulates the procedure as follows; “All pregnant women 

and their male partners will be routinely offered counseling and testing for HIV as part of the 

basic care package.” (MoH 2006: 18). The policy does not provide details on how and when 

the testing should be offered. Though not specifying how the testing should be offered 

exactly, it consistently uses the word “offering”, implying one still has a choice to accept or 

decline the offer.  

   The lack of detail in the PMTCT policy on informed consent and opting out creates an open 

space for the health workers to fill in and leaves one to wonder how RCT is implemented in 

practice. 

 

Scaling up ART provision  

In 1998, UNAIDS, the Ugandan Ministry of Health, and other partners launched the first 

public health antiretroviral Drug Access Initiative (DAI), aiming to set up necessary 

infrastructure to make HIV-related drugs accessible in Uganda (Kinsman 2008: 125). 

However, in the beginning phase of DAI the drugs were only available for clients who could 

pay the 1000 US dollar per month. Needless to say the vast majority of the Ugandans were 

unable to afford this.  

   In the mean time AIDS activists and organizations like the Clinton Foundation were 

fighting to reduce the price of ARVs for developing countries. When in 2001 the Indian drug 

company Cipla announced that it would sell a generic copy of the branded ARVs for only 350 

US dollars a year, large scale ARV provision became a real possibility for resource-poor 

countries like Uganda (Kinsman 2008: 127). Cipla‟s act forced a competitive market between 

pharmaceutical companies and drove down the price of ARVs for developing countries, 

paving the way for governments to develop national treatment programs (www.avert.org). 

Together with the political and financial support of international organizations like PEPFAR 
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and the Global Fund to Fight AIDS, Tuberculosis and Malaria, a framework for scaling up 

ARV provision in Uganda had been established.  

   In 2003 the Ugandan government produced its first ART policy. The ultimate goal of the 

ART policy is to provide a framework for universal access to ART to all in need (MoH 2003: 

23). To achieve this free ARV drugs are essential. However, the policy argues that there are 

more HIV infected patients than the resources available to provide this service free of charge. 

Hence, they recommend priority access for several groups, including pregnant mothers, their 

unborn babies and their infected family members.  

   Since the start of the PMTCT program in Uganda a single dose of NVP in labor and one to 

the baby has been the foundation of the program (MoH 2006: 13). Following the latest WHO 

recommendation, the revised PMTCT policy now advises the combination regimen as will be 

described in the paragraph 4.3. Due to the decentralized nature of Uganda‟s health care 

delivery system it is dependent on the type of health facility which drugs and services are 

provided for. Only hospitals and HC IV are eligible to provide the new combination regimen 

for PMTCT. HC III offer HIV testing services but are restricted to prescribing a single dose of 

NVP to mother and child (Ibid: 12). As mentioned earlier, the latest PMTCT policy 

emphasizes the relationship between testing and treatment services. Therefore the PMTCT 

policy calls for free provision of Highly Active Antiretroviral Treatment (HAART) to HIV-

infected mothers and to their HIV-infected family members (the so-called PMTCT-plus) 

when applicable
12

. 

   A major challenge in scaling up ART provision is the frequent stock-out of antiretroviral 

drugs (ART and NVP) and HIV testing kits, especially in rural areas (OCHA 2007). As the 

HCT policy calls for the use of rapid tests in RCT, chronic shortage of rapid test kits
13

 have 

been reported in government health centers where no donor is providing assistance (USAID 

2005).  

 

Infant Feeding Issues 

In the first PMTCT policy the government argues that the risks of HIV transmission through 

breastfeeding are not adequately quantified and ideally advise not to breastfeed. This is 

followed by the statement that “if the women must breastfeed because of social or economic 

                                                 
12 There are certain criteria which determine whether HAART is applicable. I have decided not to discuss these criteria in 

detail because it goes beyond the scope of this thesis. It concerns the CD4 count (white blood cells which coordinate the 

immune system‟s response to HIV), disease staging and duration of pregnancy.   
13 HIV rapid test kits providing same-day results replaced the conventional “Elisa” test which results were only available 

after two weeks (Downing et al 2007).     
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reasons, then exclusive breastfeeding for three months is recommended” (MoH 2003a: 17). 

The health workers are requested to individualize infant feeding counseling, taking the needs 

and living conditions in consideration to decide whether breastfeeding or replacement feeding 

is the better option. Studies done in this area show that this is a difficult choice in strong 

breastfeeding cultures where bottle-feeding may lead to unintentional disclosure of HIV 

infection and most women are not able to afford replacement feeding (Raisler & Cohn 2005).    

   To provide poor HIV-positive mothers with an alternative to breastfeeding UNICEF started 

donating free infant formula. UNICEF is one of the main stakeholders from IATT who had 

started the pilot PMTCT program in Uganda in 1998. As part of the pilot program UNICEF 

offered free infant formula to governments that requested such assistance. Uganda requested 

assistance and received free infant formula from 2000 until 2002. After two years UNICEF 

stopped donating the formula to Uganda because of disappointing results. Reasons were that 

the formula distribution was sometimes delayed or inadequate, leading mothers to practice 

mixed feeding, which in turn increased the risk of MTCT (Raisler & Cohn 2005). Besides 

that, the UNICEF representative in Uganda argued that it was expensive and thus not 

sustainable (Wendo 2003: 542).  

   In the revised PMTCT policy the government follows the latest recommendation of the 

WHO and advises women according the “AFASS” criteria to opt for replacement feeding 

only if it is Acceptable, Feasible, Affordable, Sustainable and Safe (AFASS). Otherwise the 

WHO recommends to breastfeed exclusively for six months. Although the first PMTCT 

policy recommended exclusive breastfeeding for three months, the revised policy does not 

specify the ideal duration. Adding to this confusion the revised policy recommends women 

whose child is born HIV-positive to continue with breastfeeding as long as possible.  

4.3  International: shifting policies  

As was argued in the introduction of this thesis, the first international guidance including RCT 

was only published in May 2007 by the two coordinating authorities on international public 

health and HIV/AIDS; the World Health Organization (WHO) and the Joint United Nations 

Programme on HIV/AIDS (UNAIDS) (WHO 2007a). However, the policy options for new 

approaches to HIV testing had already been developed in a document called “The Right To 

Know” (WHO 2003) and in the 2004 UNAIDS/WHO Policy Statement on HIV Testing 

(WHO 2007a: 5). The UNAIDS/WHO policy statement insists that provider-initiated 

approaches must adhere to the ethical underpinning principles of the “3 C‟s” which have been 

advocated since the HIV test became available in 1985; (1) testing must be Confidential; (2) 
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must be accompanied by Counseling before and after the test; and (3) only be conducted with 

informed Consent, meaning that it is both informed and voluntary.” (WHO 2004: 1).    

 

Informed consent 

In the 2004 Policy Statement it was made explicit that with regard to routine testing the 

“voluntariness of testing must remain at the heart of all HIV policies and programs, both to 

comply with human rights principles and to ensure sustained public health benefits” (WHO 

2004 in Rennie & Behets  2006: 54). This 2004 policy document clearly states that the 

implementation of routine testing is only ethically sound under the condition of a rights-based 

approach. Although a definition for this approach is not given, the main focus is on three 

elements in health - availability, accessibility and acceptability. These elements are headed 

under the global human rights principle of autonomy. The idea of autonomy, that individuals 

should have control over what is done to their bodies, has developed into a legal policy of 

informed consent (Rajkumar 2006: 45). Informed consent allows “patients to prevent 

unwanted bodily intrusions by refusing care and to allow patients a right to a certain package 

of information” (Ibid: 46). The WHO states that there should be a healthcare infrastructure in 

place which is able to provide for the increased demand for HIV-testing and treatment and 

that no human rights are being violated (WHO 2004 in Rennie & Behets 2006: 54).  

   The 2007 guidance of WHO and UNAIDS explains that among the minimum information 

required for giving informed consent is “the fact that the patient has the right to decline the 

test and that the test will be performed unless the patient exercises that right” (WHO 2007a: 

36). This means that in RCT, when health care providers recommend an HIV test, they should 

inform the patient of his or her right to refuse. Although the policy guidance speaks of the 

need of additional information being given in pre-test counseling for pregnant women, it does 

not entail a specific approach for testing and counseling of pregnant women. For specific 

guidelines on PMTCT it refers to an international document which will be discussed in the 

next paragraph.  

 

Opting in or opting out 

One of the most elaborate international guides on PMTCT is the reference guide on “Testing 

and Counseling for Prevention of Mother-to-Child Transmission of HIV Support Tools” 

developed by the Centers for Disease Control and Prevention (CDC), WHO, United Nations 

Children‟s Fund (UNICEF) and the United States Agency for International Development 

(USAID). This guide presents educational materials, job aides and training resources to help 
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health care workers in resource-poor settings to deliver accurate HIV testing and counseling 

services in PMTCT programs (CDC 2006: 1). Furthermore, it is one of the few international 

guides which articulates the recommended testing approach for pregnant women in antenatal 

care.  

   The guide advocates a provider-initiated opt-out approach in the context of PMTCT. It 

thereby differentiates between opt-out and opt-in testing in PMTCT programs. The difference 

lies in the way a patient is informed about the possibility of HIV testing in antenatal care. In 

opt-out testing (also referred to as routine testing) the patient is informed during pre-test 

counseling that the HIV test will be performed and that she has the right to decline the 

routinely recommended HIV test. The guide defines the opt-in approach as “the health 

worker asks all patients in a neutral, supportive manner if they would like an HIV test.” The 

opt-in approach therefore requires an active step by the women to agree to be tested (CDC 

2006: 115). Whether a country follows the opt-in or opt-out approach depends on the national 

context and is declared in the national policy. The guide specifically states that regardless of 

the testing approach chosen by a country, testing must always remain voluntary. Another area 

the guide pays specific attention to is how to act when a patient declines a test. Yet again it is 

emphasized that “the client who declines HIV testing should be provided all other routine 

services as part of her care; she should never be coerced into testing nor tested without her 

consent” (Ibid: 34).     

    

Anti-retroviral drugs in PMTCT 

Prevention of mother-to-child HIV transmission efforts experienced a scientific breakthrough 

in 1994 when the Pediatric AIDS Clinical Trials Group study (PACTG 076) showed a two-

thirds reduction of HIV transmission in non-breastfeeding pregnant women using the 

antiretroviral drug Zidovudine (AZT) (Guay 2001: 277). This became the standard care in 

developed countries and facilitated a significant decrease in pediatric HIV infections. 

However, the complexity and AZT regimen costs, approximately 1000 US dollars per mother-

infant pair, made this treatment inaccessible for developing countries. Several studies were 

carried out to find alternative cost-effective treatments for resource-poor settings. One of the 

most significant among them was the 1997 NIH-HIVNET 012 study done in Uganda. This 

study found that a simple, 4$, single dose of an anti-retroviral drug called Nevirapine (NVP) 

administered to the mother at the onset of labor and one to the baby after delivery reduced 

HIV transmission by 47% (Ibid). Since this study the single dose NVP regimen has been the 

mainstay of many PMTCT programs in resource-poor settings.  
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   WHO first produced guidelines for the use of Antiretroviral (ARV) drugs for PMTCT in 

2000 (WHO 2006: 9). Since that publication research has been ongoing to find more effective 

ARV drugs which led to a revision of the guidelines in 2004 and 2006. The current regimen 

recommended for PMTCT in resource-poor settings is AZT from 28 weeks of pregnancy plus 

a single dose NVP and Lamivudine (3TC) at onset of labor, with a seven-day tail of AZT plus 

3TC. The baby should receive a single dose NVP immediately after birth, followed by a 

seven-day course of AZT (WHO 2006: 27). This combination regimen is more difficult to 

administer than a single dose NVP on its own but it is also significantly more effective; (1) it 

can reduce the risk of transmission during pregnancy and labor to 2-4%, which is similar to 

the more complex triple ARV combinations given to women in high-income countries which 

reduces the risk of transmission to under 2%, and (2) it is less likely to lead to drug resistance 

(Ibid). 

   Although this is only a simplified outline of the numerous studies done in this area, it 

demonstrates that research is ongoing and recommendations regarding PMTCT drugs for 

resource-poor settings are subject to change. Another important topic causing fierce debates 

among scientists and policy makers is breastfeeding.    

 

Infant feeding policy 

Studies have shown that in the absence of breastfeeding about 30% of infant HIV infections 

occur in the uterus and 70% during labor and delivery (De Cock et al. 2000: 1176). 

Unfortunately, a high proportion of HIV infections is due to breastfeeding. Confusion 

surrounds the exact transmission risk attributed to breastfeeding. This confusion is caused by 

the inability to compare results between different study designs and the difficulties with early 

diagnoses of pediatric infections (De Cock et al 2000: 1177). According to the WHO, the 

general range of HIV transmission without any interventions is between 5% and 20% (WHO 

2006: 2). In a critical review of numerous studies, De Cock et al (2000) argue that an alarming 

one third to one half of pediatric HIV infections in sub-Sahara Africa are due to breastfeeding.  

    Due to the high risk of transmitting the virus through breast milk, HIV-positive women in 

high-income countries are advised to avoid breastfeeding altogether. The risk of transmission 

outweighs the risks associated with replacement feeding (optimal nutrition, reduced morbidity 

and mortality due to infections other than HIV and delayed return of fertility) (WHO 2001: 

11). Nonetheless, in resource-poor settings breastfeeding has nutritional, economical, 

logistical and socio-cultural advantages which influence the mother‟s choice (Magoni et al. 

2005: 433). The current WHO guidelines on infant feeding in resource-poor settings are based 
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on the AFASS criteria; “When replacement feeding is Acceptable, Feasible, Affordable, 

Sustainable and Safe, avoidance of all breastfeeding by HIV-infected mothers is 

recommended. Otherwise, exclusive breastfeeding is recommended during the first six months 

of life.” (WHO 2001: 12). But the final decision lies with the mother;  

 

All HIV-infected mothers should receive counseling, which includes provision of 

general information about the risks and benefits of various infant feeding options, and 

specific guidance in selecting the option most likely to be suitable for their situation. 

Whatever a mother decides, she should be supported in her choice. 

(WHO 2001: 13).  

The latest international recommendations on HIV and infant feeding are found in a document 

based on the technical consultation held in October 2006 on behalf of the IATT on Prevention 

of HIV Infection in Pregnant Women, Mothers and their Infants. The document generally 

endorsed the recommendations from the 2001 guidelines but clarified and updated some of 

them. Most important is the increasing evidence that exclusive breastfeeding carries a lower 

risk of HIV transmission than mixed feeding (WHO 2007c: 2). However, a study of nearly 

1000 HIV-positive mothers in South Africa showed that many women have difficulties to 

adhere to either exclusive breastfeeding or replacement feeding (Doherty et al. 2007). Of the 

women who chose to exclusively breastfeed only 13% were still exclusively breastfeeding at 

12 weeks, and among the women who chose replacement feeding 29% breastfed their child. 

Doherty et al. argue that the ineffective implementation of the AFASS criteria from the WHO 

guidelines led to inappropriate infant-feeding choices and consequently lower infant HIV-free 

survival. Hence, more research is desirable on the implementation of international guidelines 

in practice.   

4.4 Discussion 

By discussing these policies in a multi-level framework one can investigate the vertical and 

temporal linkages between the policy development at international and national levels. These 

linkages became evident in the discussion on the topics of ART and infant feeding, and 

showed how intertwined the two levels actually are. The national PMTCT policy is heavily 

influenced by international programs since the pilot-program and ART provision are all 

donor-funded. A good example is the revised PMTCT policy adopting the comprehensive 

four-pronged approach, the AFASS criteria as set out by the WHO and the preferred use of 

rapid test kits in RCT. Also at national level there have been several changes in 

recommendations on the topic of infant feeding, partially attributed to the decisions of 

UNICEF regarding free infant formula.  
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   However by emphasizing on the dependency of national governments on international 

funding one runs the risk of describing vertical linkages in policy development as linear top-

down processes. In this light it is helpful to look at the theoretical insights from Walt et al 

(2004). Based on their research on the global policy adoption of STD management Walt et al 

argue that policy formulation is  “diffuse, iterative and „looped‟…It cannot be described as  a 

linear, rational, bottom up or top down, coercive or voluntary process” (p. 206). Rather Walt 

et al explain that different stages of policy formulation, the “policy loops”, display those 

characteristics at different times (Ibid). These “policy loops” are visible in the description of 

the global adaptation of the antiretroviral NVP as the foundation in PMTCT programs in 

resource-poor countries. The evidence derived from the 1997 HIVNET study done in Uganda 

signifies a bottom up loop leading to policy formulation at international level, followed by a 

top-down loop of promoting the policy on a global scale. Similar policy loops can be 

identified in the process leading up to the publication of the WHO‟s international guidance on 

provider-initiated counseling and testing was published.  

   In addition some “missing links” or gaps between the levels became apparent. One 

difference between the levels was the emphasis put on the right to informed consent and 

opting out of the test in RCT at the international level. Although the Ugandan policies state 

that all forms of routine testing are voluntary there is a lack of detail on the issues of informed 

consent and opting out of the test. Another difference is that the Ugandan government argues 

that RCT is a modified testing approach and differentiates between RTC and RCT in their 

national HCT policy.  

   Interestingly, whilst the issues of ART and infant feeding detailed guidelines exist there is a 

lack of resources which leads to implementation problems at the local level. The following 

empirical chapters will therefore investigate the actual practices at the local level of the 

antenatal clinic and the wider community in detail. 



35 

 

5. Practice: RCT at local level 

5.1 Introduction 

This chapter aims to provide the answer to the first part of the research question about the way 

RCT is offered by the health providers working in the antenatal clinic of the Health Centre IV. 

The chapter is divided into three sections; the first section takes a tour along the first three 

stages of PMTCT based on observations done within and outside the antenatal clinic. This 

section therefore shows the practices of how RCT is being offered in the antenatal clinic. The 

second section discusses the perspectives of four different groups of health workers 

(Community Counselor Aides, midwives, counselors and clinical officers) on the policies of 

RCT and PMTCT and their role in carrying out the program(s). There are two groups of 

health workers, laboratory technicians and expert clients, whose perspectives I do not discuss 

because of their limited interaction with the pregnant women in the antenatal clinic. By 

discussing the different professional logics and interactions between actors involved with 

RCT, I investigate the horizontal linkages at the level of the antenatal clinic. The concluding 

part of the chapter discusses the gaps I observed between policy and practice. I will connect 

the daily routine of the clinic to the existing policies to show the linkages and “missing links” 

between these two levels as the multi-level perspective implies. 

5.2 The routine of the clinic 

In Uganda the PMTCT program in Health Centers IV consists of six stages; community 

mobilization and sensitization, group counseling, pre-test counseling, HIV testing, post-test 

counseling and referral and follow-up care. Because the main focus of my research is on the 

stages leading up to HIV testing, this section discusses the first three stages of community 

mobilization, group counseling and pre-test counseling based on my observations in and 

outside the clinic. However throughout the chapter attention will be paid to the other stages of 

the program, though these will be discussed most extensively in chapter seven on disclosure 

and social consequences. 

 

Community mobilization and sensitization  

The first step in PMTCT is to mobilize the community to utilize the available antenatal 

services at the clinic. When the CDC-supported NGO, Protecting Families Against AIDS 

(PREFA), was mandated with the countrywide implementation of quality PMTCT programs, 

they quickly realized there was not enough manpower available in the health centers to create 
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awareness and mobilize the community. Therefore they started training volunteers about 

PMTCT, the so-called Community Counselor Aides (CCAs). There are approximately 25 

active CCAs working in the sub-county of the research-site, which roughly translates to one 

person per two villages. The CCAs either visit women door-to-door or organize group-

sessions wherein they educate the community about the benefits of seeking antenatal care. 

Here it is relevant to note that CCA‟s often experience hurdles to reach pregnant women, for 

women need to seek permission from their husbands to attend counseling sessions. This is 

related to the traditions within Kiganda culture. As a traditional rule Baganda women are 

inferior to men. In the first ethnography on the pre-colonial Kiganda culture, missionary and 

anthropologist John Roscoe observed that male consent was required for women to move out 

of the house and women were supposed to kneel down when greeting a man (Roscoe 1911 in 

Schiller 1990: 457). Although gender relations change over time, these two examples of 

traditional rules are still in place and observed in the sub-county today. 

   The fact that the CCAs have to obtain consent from the husbands before talking to their 

wives has implications for the practices of PMTCT. This means that when women are 

mobilized through the CCAs their husbands are aware they will be tested for HIV, and they 

may enquire about the test results after women come back. Resultantly, part of the decision to 

test is made by the husbands when they give consent to be sensitized on PMTCT, and it has 

implications with regard to disclosure and possible social consequences of an HIV-positive 

diagnosis. As an important focus of PREFA is to increase men‟s role in the program they are 

also invited to join the session, but few do so. My observations indicate that the CCAs explain 

testing in antenatal care is compulsory if one wants to obtain antenatal services. All women 

seem to be aware of this, mostly due to the fact they have been tested in earlier pregnancies or 

because of a general awareness in the community that in government clinics pregnant women 

have to be tested for HIV. When women are sensitized in the community they receive a 

referral form from the CCAs which contains basic information on their personal situation and 

indicates the purpose of the visit (VCT, PMTCT, RTC).  

 

Group counseling in the antenatal clinic 

On Tuesdays and Thursdays there is PMTCT group counseling in the waiting area of the 

antenatal clinic. From nine o‟clock women start arriving at the center. The two CCAs wait 

until there are around 15 people before they start the counseling. The CCAs have to be 

adaptive in their counseling because women come in irregularly. Especially during the rainy 

season many women come in late because they have to work in their gardens in the morning 
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and thus miss out on the group counseling. The CCAs explain what HIV/AIDS and PMTCT 

encompass and how to take medications. They give women advice on healthy nutrition and 

what kind of materials you need to bring to the clinic (six pairs of gloves, cotton wool and 

three pieces of plastic sheets) since the clinic does not provide these goods needed for 

delivery. The counseling sessions are interactive, the CCAs are enthusiastic and put much 

effort in convincing the women to bring their husbands to the clinic and get tested as well.  

   After the group counseling the women are registered. First they are weighed, assisted by the 

CCAs since the vast majority of the women are illiterate and unable to read the scale. Next the 

CCAs write their personal information (name, age, occupation, marital status, tribe, number of 

children) down in the notebooks which the women have to buy themselves. These notebooks 

function as a personal patient file, and have to be kept by the women and brought on every 

visit to the clinic. After this the CCA copies the information to the PREFA form which is 

considered the consent form containing the question: “Do you agree to be tested?”. Here it 

must be noted that during the six times I was present at the group and pre-test counseling 

sessions I never observed the counselors actually asking that question
14

. This means that 

consent to be tested is not explicitly given nor (verbally) articulated by the women.  

   After the group counseling, women are divided into two groups, the women for whom it is 

the first time at the clinic are directed to the smaller pre-test counseling rooms, the women 

who have been tested before and coming for a check-up are directed to the antenatal check-up 

rooms. It is clear that the group counseling and pre-test counseling is compulsory for 

everyone.  

   The PREFA consent form is filled-in at different moments, sometimes after group 

counseling, sometimes after pre-test counseling and sometimes during testing. This is partly 

attributed to the women‟s time of arrival and the availability of CCAs. Hence, it is also related 

to understaffing. On one occasion there was only one counselor and one CCA to do group and 

pre-test counseling on an average of 40 people per day. After group counseling the women 

were directed straight to the testing room without any papers filled out or written consent 

given. The counselor filled in the consent form at the moment of testing without asking her 

patient the consent question. The observation that the consent form, irrespective whether the 

consent is explicitly asked, is sometimes filled before the official pre-test counseling has 

being given or during testing indicates that there is no specific moment for asking informed 

consent at the clinic. 

                                                 
14

 Although I did not understand the Luganda language spoken in the clinic, my interpreter translated the 

information and dialogue between patient and counselor to me.  
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Pre-test counseling 

Women are counseled by the CCAs in groups of three to six people. In the six pre-test 

counseling sessions I noticed that the topics and length (from 10 minutes to 30 minutes) 

differed somewhat between the CCAs. A difference is that male CCAs devoted much time on 

disclosing the testing results whilst rushing over or even leaving out the part on taking the 

nevirapine for prevention of mother to child HIV transmission. The female CCAs spent more 

time on the issue of breastfeeding and went into further detail as to how one should tackle 

disclosing a positive status to one‟s husband. They argue that disclosing is an important part 

in achieving PMTCT. Without the financial support of their husband most women would not 

be able to afford bottle-feeding, nor provide transport to the clinic to deliver under safe 

circumstances and provide the baby the nevirapine syrup, all of which decrease the change of 

infecting the child. This shows the essential importance of the CCAs in PMTCT as they are 

able to relate to the local realities of the women which gives more meaning and weight to 

their counseling. 

  The CCAs create a trusting atmosphere in which most women felt comfortable to ask 

questions. The topics of disclosure and breastfeeding raised most questions. Several women 

asked the male CCA if he could come to their homes and drag their husbands to the clinic 

because they are not able to convince them. Another woman wondered whether the results 

would be written in her notebook so that the husband could read it. Although the CCAs 

explained that they use a specific code their husbands would not be able to read, some 

community members told me that they know the code (CTRR) by now. This shows the many 

difficulties and fears surrounding the disclosure of one‟s status, for it could have serious 

marital and social consequences.  

   The topic of breastfeeding is unclear for both the CCAs and the pregnant women. The 

current recommendation health workers give is three months of exclusive breastfeeding if you 

are not able to afford bottle-feeding. After the three months they advise to switch to cow-milk. 

Women are confused to hear they should breastfeed after being taught this is one of the ways 

in which HIV is transmitted. To make matters worse, the CCAs are unable to explain why this 

is their recommendation. Here, the ambiguity surrounding the preferred method of infant 

feeding at policy levels is reflected in practice.   

    As I have argued in the theoretical framework the interaction between the health worker 

and patient can be perceived as an extension of power relations within the broader society. 

Therefore in a resource-poor setting marked by poverty and gender inequalities the 
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relationship between health worker and patient is believed to be asymmetrical, and this has 

implications for a mother‟s ability to opt out of the test. By observing the interactions between 

the CCAs and women I wanted to understand the power relation between them. One example 

unveiling this relation was the answer many women gave to the standard question asked by 

the CCAs what she would do when she tests HIV-positive. The typical answer to this was 

“You have to do whatever the counselor tells you to do.” This answer shows that the women 

look up to the CCAs and perceive them to be very knowledgeable. This is demonstrated by 

the way pregnant women address the CCAs. The CCAs are called the same as other health 

workers; omusawo, meaning “medical doctor” in Luganda, while CCAs received only minor 

counseling training of two to four weeks. The CCAs take pride in this title and sometimes 

give answers to questions for which they do not possess enough medical knowledge. As 

already mentioned one can literally observe the power relations as most pregnant women 

kneel for their “superior” male and female CCAs, showing this to be not only a gendered 

phenomenon as the women also kneel down for other women superior in status.  

   After pre-test counseling all women are directed to the testing room. Now follows the 

moment of opting out; when a woman does not want to get tested after she received 

counseling she could get up and leave the room. Another option is that a woman tells the 

counselor before drawing the blood that she does not want to be tested, then she will not be 

forced and should be able to obtain the services still. But, since there is not a specific moment 

when the women are asked for consent and because CCAs, who are seen as their superiors, 

directly refer women to the testing room, the opportunity for opting out is, in practice, hardly 

there. And although theoretically one can walk straight into the check-up room without being 

tested, this is unlikely to happen because the first thing the midwives do is to check whether 

someone is tested for HIV. Moreover, when midwives don‟t find the code in their notebook 

they tell the woman to go to the testing room first. This is related to the professional logic of 

the midwives and their perception of routine HIV testing as will be discussed in the next 

section on the perspectives of health workers.  

5.2 Professional ethics and perspectives of the health workers  

Interestingly, the opinions of the different health workers diverge significantly in terms of 

how they report they carry out their work with respect to the governmental policies on RCT 

and PMTCT. I will explain these differences by dividing between four different cadres of 

health workers and discuss their professional logics and the role they play in the program. 

 



40 

 

Community Counselor Aides  

The Community Counselor Aides (CCAs) are in many cases the first introduction pregnant 

women have with RCT and PMTCT services. Their involvement in RCT and PMTCT is 

twofold. First, their duty is to sensitize and mobilize the community about the PMTCT 

services available at the clinic. Second, they provide pre-test counseling, adherence and post-

test club counseling and do post-test follow-up visits to offer support and advice to women 

who have gone for antenatal care.  

   Since the CCAs first goal is to sensitize and mobilize the women to go for antenatal care at 

the clinic it is important to know how they perceive the policy and what they tell the women 

about HIV testing. From the interviews with two CCAs it becomes clear that they believe that 

the policies on RCT and PMTCT entail that every pregnant women has to be tested; it is 

compulsory. This statement is made clear by the answer of one of the CCAs when I asked him 

what kind of questions pregnant women ask him when he is doing outreaches: “When we go 

to mobilize people, women ask us if they [health workers] can check me without testing? Then 

we tell them; „No, it is compulsory, you test when you are pregnant‟.” (Hamidu, male CCA
15

). 

With regard to opting out of the test Hamidu further explains that the choice to be tested is 

made at that moment, when women are still in the village; “The way I see it is like this, you 

are free to remain in the village after we tell you to come, and when you come to the clinic 

you know you will be tested.” This is an important point because it implies that most women 

who come to the clinic are already aware they will be tested for HIV before getting the 

antenatal check up. Even more so this quote opens a discussion on the role of CCAs in 

PMTCT and the way they mobilize pregnant women. It suggests that an important part of the 

pre-test counseling takes place in the community. According to Frances, a CCA who has been 

a community health worker for over 10 years, CCAs indeed play a pivotal role in convincing 

the women to come for PMTCT. They try to convince the women by explaining that you can 

prevent your child from getting infected and get information on how to prevent infection 

and/or live positively. However, Frances makes an interesting point regarding the limitation 

of CCAs ability to mobilize women in relation to the policy shift from VCT to RCT; 

 

At first the mothers were fearing, what we call stigma, they did not want to go for 

testing. So when PREFA came we went on sensitizing on PMTCT, so more women 

came (…) but still many women were fearing: „Will I die when I am positive, how 

will I tell my husband?‟ So we made it compulsory, when the women is pregnant she 

                                                 
15

 I have given each respondent a pseudonym to maintain their anonymity.  
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has to be tested, the husbands are still fearing to test, but they will be coming because 

it is now a common disease. 

 

This quote illustrates how the CCAs interpret the policy shift from VCT towards RCT based 

on their own role and experience in the program. Their goal is to sensitize the community and 

thereby dispose HIV testing of the stigma attached to it. Their experiences showed them that 

sensitization alone was not enough to de-stigmatize and scale up testing, to achieve this a 

national policy shift from VCT towards RCT was needed. Although Frances speaks of the 

national policy shift, he also perceives compulsory HIV testing as a special priority of this 

clinic: “When women come here for the first time they have to be tested, because they cannot 

treat her without first checking them, it seems now, it is a policy.” As was argued in the 

previous section this claim was observed in practice when during the antenatal check-up the 

midwives first checked the notebook of the women and when they do not find the test code 

the women are referred back to the testing room.   

 

Midwives 

The two midwives I interviewed were very outspoken on the RCT policy and their role in the 

PMTCT program. However, some of their interpretations of the policy are in conflict with the 

national RCT and PMTCT policy guidelines. In this section I will address these different 

interpretations by revealing their professional logic and the realities they face as midwives. 

   Similar to the CCAs the midwives argue that the policy shift from VCT to RCT entails that 

HIV testing has become compulsory for pregnant women. The midwives provide three 

justifications to explain their perspective. The first is that they state that it is in fact the 

national policy that all pregnant mothers have to be tested. Ann, a midwife who had been 

working at the clinic since 2004 told me:  

 

It is a routine, RCT, we make sure that we test each and every mother, we give them a 

condition, we are sorry, but the programs have been forwarded on the radio, all 

mothers should test
16

.  

 

The second explanation is given by Sara, a midwife working in the clinic since early 2006, 

that there was a modification in the PMTCT policy after an evaluation visit of PREFA: “They 

[PREFA] came here to do a supervision, and they refused us that side of the policy. The 

                                                 
16

 Because the radio programs are in Luganda I was not able to listen to them myself, hence I don‟t have 

information on the content of the messages. My interpreter did hear the advertisements occasionally and told me 

that the local politicians as well as national governmental representatives are putting out these messages. 
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refusal thing, they stopped us from doing that, they should not refuse, there was inadequate 

counseling.” According to Sara inadequate counseling directly leads to a refusal of testing. 

Midwives are trained to convince the women of testing, if a woman refused to test this was 

seen as a failure on the part of the midwife. Because these first two arguments are not backed 

up by the majority of the health workers at the clinic, most emphasis is paid on the third 

explanation given by the midwives as to why they believe there is compulsory testing for 

pregnant women: all women have to be tested for midwives to be able to follow the protocol 

of PMTCT. 

   Although this may sound like a reverse inference, if one takes the midwives‟ role in the 

program and working circumstances as a starting point for analysis, one can understand the 

logic behind it. This argument is illustrated by the following quote from Ann, a midwife 

working at the clinic since 2004: “It is important to know the HIV status to follow the 

protocol of PMTCT. This is important for our own protection and to follow the protocol of 

PMTCT; to save the baby.”  

   Looking first at the latter claim of saving the baby‟s life, one understands that preventing 

the child from the HIV infection is considered to be their main goal. This goal is achieved by 

counseling HIV-positive women on feeding options, positive living and disclosing during pre-

natal, antenatal and post-natal counseling sessions. More specifically the midwives argue that 

for them to be able to carry out their duties of convincing the women to take the nevirapine 

tablet and to choose a feeding option (exclusive breastfeeding or exclusive bottle-feeding) it is 

a prerequisite that women are tested. The following quote from Sara illustrates this argument, 

while at the same time linking it to the next finding on obtaining test-results:  

 

On the side of a midwife, they are not supposed to refuse to test. Because at least for 

me as a midwife to handle this mother, I am supposed to counsel that lady, until she 

accepts to test. Then it is upon her to refuse the results. But again for me as a midwife 

it is my obligation to convince that mother to accept the results. She is supposed to 

choose a feeding option. She is supposed to accept nevirapine. How will I do this 

unless I re-counsel her to convince her to accept the results? Because my target is to 

have a life baby. To try and prevent transmission. 

          

The statement that pregnant women can refuse their results after they agreed to be tested is 

not written in the existing policies. This interpretation seems to be connected to her idea on 

the compulsoriness of testing: “It is a must, she is supposed to test, but refusal of the results is 

there, possibly she wanted to fail the test, but because I wanted to protect myself she should 

test.” (Sara, midwife). This brings me back to the first part of Ann‟s claim above on the 
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reasons why all women should be tested; to protect the midwives‟ own safety. Both Ann and 

Sara argue that they are not well protected from acquiring HIV when they are doing 

deliveries. They explain that when women are pushing, membranes and blood can spill in 

their eyes and mouth because they don‟t have mouth caps to wear. They do wear gloves, but 

because the gloves can easily rupture they take extra precautions in wearing two pairs when 

they have a wound and are delivering an HIV-positive mother. These risks are the reality for 

midwives working in resource-poor settings with high HIV prevalence rates and lack of 

equipment to ensure full protection. Hence, the justification of compulsory testing is based on 

faced dangers for midwives.  

   Finally there is the question what happens when a woman comes in at night when the 

laboratory is closed or when she comes in during the second stage (pushing) of labor. This is 

an area which lacks attention and guidelines within the existing policies. The midwives 

explain that in this case they deliver the women without testing them and knowing their 

status, but they are supposed to be counseled and tested before they are being discharged. A 

quote from a laboratory technician shows the lack of coherence on this topic and triggers a 

need to investigate this further in future research;  

 

Even in labor they call me for bleeding [to do an HIV test], but they don‟t receive 

counseling. You are in pain, you cannot listen to someone. They advise you; „You 

come back for testing‟. The results are not given, they just write it in the book.  

 

Counselors  

Both counselors argue that the policy on RCT means that HIV testing for pregnant women is 

compulsory. They argue that the government has made HIV testing compulsory for pregnant 

women because they want to protect the baby from getting infected to build a new generation 

free of HIV. But the two counselors differ in their opinion on obtaining informed consent. 

Beatriz argues that she does ask the women to consent for testing after pre-test counseling:  

 

You have to ask her, do you want to be tested for HIV so you get a normal baby? 

….When she agrees you fill the consent-form, when she doesn‟t agree you don‟t fill 

the form. But I have never seen somebody who refuses to test, they know every 

woman must pass though HIV screening because it is announced on all the radios.  

 

This answer demonstrates the friction between obtaining informed consent when you interpret 

RCT as compulsory testing. Asking for consent in this manner resembles more a rhetorical 
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question because one already knows she will be tested. Because of this reason the other 

counselor David argues the opposite:  

 

We don‟t ask them that consent question, because it is compulsory, we don‟t want to 

ask that question because she can say no I don‟t want. Since we know that is our 

policy here, there is no need to ask that question. 

 

David has worked as a counselor for over three years in the antenatal clinic and experienced 

the policy shift from VCT towards RCT, he argues; “At first, we used to ask them, to consent, 

do you want to be tested, they say yes I want to be tested or no I don‟t. That was when there 

was only VCT.” He concludes that the voluntariness of testing has been taken away when the 

V in VCT was substituted for the R in RCT. He agrees with my observation that the question: 

“Do you agree to be tested?” is not asked when filling in the consent form.  

   On obtaining the results the counselors were more like-minded. When I presented a 

summary of my findings to David he was surprised that other health workers had argued that 

women could opt out for the results. He wondered: “Why do we test them if they are not 

supposed to take the results?” The question conceals a different view on the ethics of testing 

than those represented by the midwives. The job of the counselors in PMTCT is to give back 

the results and counsel people on behavior change following the ABC model and living 

positively when found HIV-positive. They promote disclosure and encourage the women to 

bring their partners to test. Both counselors stress lack of male involvement as their biggest 

challenge in PMTCT. Also, the counselors talk about their own potential in dissolving the 

stigma attached to being HIV-positive. Both counselors argue there is still a lot of stigma in 

the community, manifesting itself in fear of getting medication or delivering at the clinic 

because people will start rumors about them or not disclosing to the husband in fear of losing 

him and his financial assistance. Because their duty is to offer ongoing counseling the 

counselors visit the homes of the HIV-positive women to educate and counsel them and their 

partners further. Hence, while midwives focus mainly on the unborn child and the mother, the 

counselors‟ focus is on a bigger and more holistic picture in which the family, social and 

emotional life are taken into account. To tackle issues of stigma and male involvement the 

first step is acceptance of testing results by the pregnant women. Testing without giving back 

the results does not have a purpose within their professional judgment. 

 

Clinical Officer & Manager 
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Officially a Health Center IV should be headed by a Medical Officer (MO), a physician, but 

due to understaffing the centre is managed by one of the two Clinical Officers (CO). A CO 

can diagnose and treat patients in primary healthcare but is not qualified to perform surgeries, 

whereas a MO can. Although the clinical officers do not work in the antenatal clinic they do 

provide Routine Testing and Counseling (RTC) for sick patients, which is similar to RCT but 

without the extensive pre-test counseling. 

   On the compulsoriness of testing within RCT the clinical officer and the manager are the 

only health workers who argue that RCT is not the same compulsory testing. However, the 

next two quotes illustrate the tension between respecting clients‟ rights and health worker‟s 

goal of promoting testing:  

 

As the word sounds routine, it is for everybody. But someone has a right to say no. I 

think that maybe as health workers we are not respecting client's rights, because the 

clients has the right for information, he has the right to know why something is being 

done, he has the right to know which medicine you are giving and for what, he has to 

right to decide to test. …But again if we don‟t tell them we should do it then they 

tended to go away.  

                (Magoma, Clinical Officer) 

 

Someone who refuses to take the test is not forced. But you keep talking to her. 

Especially those midwives, they want to protect the baby…. We don‟t have a policy as 

health centre per se, but the government policy says you are not supposed to force 

someone. They are not supposed to refuse, but they are not forced at the same time. 

         

  (Mary, Clinical Officer/Manager) 

 

These quotes exemplify the ethical human rights discussion whereby the right to opt-out is 

weighted against the right to care and prevention. The medical personnel are drawn towards 

the latter. It is understandable that from this perspective informed consent is not stressed. 

Mary‟s logic supports this; “We don‟t tell them; those who want to take the test go there, 

those who don‟t want to test go there. That one would discourage them I think, because they 

need the services.” Although one can attribute this to a doctor‟s logic of promoting health and 

knowing what it good for the patient, it may also be facilitated by a missing of clarity in the 

policy concerning informed consent and opting out after counseling. This will be discussed 

further in the concluding section of the chapter.  

 

A look at the statistics 
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With all these different opinions it can be helpful to look at the statistics of the antenatal clinic 

on numbers of women counseled, tested and results given in the years 2006 and 2007 

(Appendix B). In 2006, 2619 women were counseled through RCT in the antenatal clinic of 

which 95% accepted to be tested. Hence, the statistics show that 5% of the women chose to 

opt-out after counseling. All the 2501 women who were tested were given back their results in 

2006. In 2007 only 1875 women got tested. Since I acquired these numbers via PREFA 

months after leaving the research-site I was not able to verify this information with the clinic 

and investigate the possible reasons for this big drop in total numbers tested. Collini (2006) 

has argued that the effect of HIV opt-out testing on the popularity of the original non-HIV 

related service where it is introduced has not been adequately assessed. Hence, this is a topic 

on which future research is required. One possible explanation for the fall in numbers tested 

can attributed due to a growing awareness in the community about “compulsory” HIV testing 

in government clinics. Women who fear HIV testing may go to private antenatal clinics where 

they do not perform routine HIV testing. 

   In 2007 there were 15 out of 1875 women (1%) who did not receive their results. This 

finding corresponds with the midwives‟ argument that some women refuse the results after 

they have been tested. Interestingly, in 2007 the acceptance rates of being tested increased up 

to 99%. Thus, more people accept testing compared to 2006 but at the same time 15 women 

refused their results, which did not occur once in 2006. Although the proportion (1%) is 

statistically too small to base any significant conclusion on it does support the argument of 

some of the health workers: there are some women who refuse the results. This leaves one 

wondering whether this is associated with practices around compulsory testing. 

5.4 Gaps between policy and practice  

As has been discussed in the previous chapter, the policy of PMTCT is silent on the issues of 

informed consent and opting out of the test. Here, it is helpful to pay attention to the opinion 

of an important person not yet discussed, the midwife in charge of PMTCT
17

. As the manager 

of the antenatal clinic she is in dialogue with policy makers (in her case PREFA) but at the 

same time she is well aware of the practice on the ground as she also works as a midwife. She 

argues that the policy does not specify a moment for consent which means that ideally woman 

should be asked to consent in all stage(s) of the program or should at the bare minimum be 

provided with the opportunity to opt-out. She gives one policy-related reason and one 
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 Because she was on maternity leave during my fieldwork period I was not able to do a formal recorded 

interview with her, but because we were neighbors I talked to her on several occasions while taking notes.  
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practice-related reason why obtaining informed consent and opting out are problematic in 

practice. On the policy side, because counseling is made compulsory for pregnant women in 

the RCT policy and since counseling and testing are put together as one package it makes 

testing a compulsory component as well. From the practical side, she argues that the high 

workload and the routines counselors and midwives have obtained after some years of 

working, can lead to cutting corners of the official policy guidelines. Resultantly, the query of 

informed concerned may also be rushed over. These acknowledgements demonstrate her 

knowledge of both the policy as well as the practices on the ground. But it also shows that 

although the person in charge may be well aware of the policy, the implementation of the 

program is shaped by and subjected to the realities of the health workers. 

   Another gap between policy and practice is the difference between RCT and RTC. Whilst 

the national policies specifies RCT as a modified RTC version and referred to as such by 

sponsors of the program (CDC, PREFA and MUWRP), at the level of the clinic only the 

clinical officers and the midwife in charge of PMTCT were aware of this difference. The 

health workers most intensely involved in RCT (CCAs, midwives and counselors) were not. 

Both the lack of detail in the policy as well as the lack of awareness on the ground may be an 

justification why some of the health workers argue that informed consent is not needed for 

pregnant women. Another explanation is derived from the observations done within the level 

of the clinic. As was argued by Fassin (2008) in the theoretical framework, it is by studying 

the daily practices and justifications made by health workers one can attempt to understand 

local ethics of care. The health workers in the antenatal clinic developed their own routine in 

offering RCT in which HIV testing is regarded more like a given than a choice. As was shown 

the health workers involved with RCT and PMTCT interpret the policy and justify their 

actions based on their professional logic and role in the program. The counselors‟ first 

concern is the baby. The midwives‟ main goal is preventing the baby from HIV infection, yet 

they are also concerned about their own well-being. The clinical officers take a more cautious 

standpoint aiming to convince the women of the benefits of going for a test but still respecting 

the patient‟s right to opt-out. The ambiguity surrounding RCT is captured adequately in 

Clinical Officer‟s Mary‟s quote: “They are not supposed to refuse, but they are not forced at 

the same time”.   

   As explained in the theoretical framework the anthropologist Nichter (1986) discussed how 

power struggles between different levels of staff led to program outcomes antithetical to what 

was promoted under the umbrella of Primary Health Care (PHC) in India and Sri Lanka. 

Similar to Nichter I observed how different groups of health workers are led by their 
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professional logics in carrying out the program. Through the interactions between health 

workers and between health worker and patient the antenatal clinic created its own routine of 

providing PMTCT services. Gaps between policy and practice therefore cannot be addressed 

by simply comparing the policy to practice but one needs to unveil the horizontal linkages, the 

roles, perspectives and interactions between all the actors in one level to understand the local 

ethics of care.  

   In the next chapter I will investigate what the gaps between policy and practice mean for 

pregnant women and discuss the extent to which RCT enables them to prevent themselves and 

their babies form getting infected within their context of living. 
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6. Experiences of pregnant women with RCT and PMTCT 

6.1 Introduction 

This chapter examines the experiences of pregnant women with RCT and PMTCT in the 

antenatal clinic. The focus lies on the experiences and perspectives regarding informed 

consent and opting out in pre-test counseling, male involvement in PMTCT and experiences 

taking medications that prevent HIV transmission from mother to child. A detailed description 

of the experiences of one of the respondents shows how her testing experiences are connected 

to her socio-cultural and economic realities. The data derived from interviews and 

observations is analyzed by looking at the socio-cultural context in which the women live, in 

particular by discussing the concepts of poverty, gender inequalities and stigma characteristic 

of a resource-poor context.  

6.2 Experiences with RCT and PMTCT 

Informed Consent and Opting Out 

All but one of the 15 women interviewed said they were not asked to give consent to be tested 

when they received pre-test counseling
18

. The sentence most respondents used to describe the 

way they were informed by the health workers about HIV testing was; “We are first going to 

check your blood and then carry out the check-up.” Only one of the respondents explained 

that she was asked to consent for testing after pre-test counseling; “At the clinic they said we 

are first going to carry out blood testing, will you accept the testing before we carry out the 

check-ups? I said I will accept.” (Respondent M). Another respondent describes her 

experience in the clinic as follows;  

 

The medical worker said; „Those who haven‟t been blood checked go in that room, 

then after the bleeding you go to the check-up.‟ It is good that everybody is checked, 

instead of having a choice. If you give people a choice to test some maybe are not 

interested and are not given a chance to prevent the baby.                      

          (Respondent N) 

 

This confirms the observation that health workers do not ask the patients explicitly for 

consent to be tested. Furthermore, the quote from respondent N shows that women might 

interpret a recommendation to have an HIV test given by the health worker as compulsory.  

                                                 
18

 See Appendix A for the interview questions asked and Appendix C for an overview of some of the results of 

the interviews with the pregnant women.  
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   Another result in confirmation with my observations is that there is not a specific moment 

of asking consent, but there is a possibility to opt out of the test when moving from the pre-

test counseling room to the test room. A respondent explains: “The moment I decided to go 

for the test was when I saw the other women going to the test room, when I saw the others 

going I had to agree and followed them” (Respondent O). Hence, women experience a sort of 

peer-pressure to be tested after being counseled in a group. Another woman describes the 

same situation, although she did not feel like there was a possibility to opt-out:  

 

When I was tested for the first time I was 16. I was innocent at that time; I didn‟t feel 

like I could say no to the test. When I reached at the clinic I found people there who 

agreed with the testing, so I also agreed.       

         (Respondent D) 

 

This confirms the observation that the clinic developed a routine whereby HIV testing is 

regarded more like a given than a choice. Illustrative of this is the experience of one of the 

respondents who was tested before she had received pre-test counseling. When I asked her 

opinion about that she responded: “It wasn‟t bad, because after the pre-test counseling you go 

for bleeding anyway, so I did not see the difference.” (Respondent C).  

 

Opinions on RCT and PMTCT services 

Although the experiences described above paint an alarming picture in terms of the patient‟s 

rights to informed consent and opting out, none of the women perceived this to be a problem. 

Rather the women were grateful for the counseling they received and the opportunity given to 

them to learn their HIV status.  

    The most important reasons why women are satisfied with RCT and the PMTCT program 

are the possibility of preventing their babies from getting infected with HIV, the counseling 

they receive on how to live a healthy life, and the assurance and strength given by the 

counselors that there are sufficient treatment possibilities when being HIV-positive so it does 

not mean the end of their lives. 

   An aspect influencing the experiences and opinions of women on RCT is whether they 

knew beforehand they would be offered an HIV test. The women (3) who were not aware of 

the HIV test experienced the testing as scary and found the pre-test counseling was too short. 

A respondent who had been tested more times gave her opinion on this:  
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I can recognize them, those women who are scared. They don‟t know what‟s 

happening, when they find out they will be tested their minds go absent, they can only 

think about the results. They don‟t pick the information told to them in pre-test 

counseling.           

         (Respondent F) 

 

Another aspect influencing the experiences and opinions of the women are the test results. 

The three women who were tested for the first time and did not know they were going to be 

offered an HIV test were all HIV-negative. After learning their status they were relieved and 

said they understood the benefits of testing and thought that every woman should be tested. 

However, for women who were unprepared to be tested and to hear they are infected can be a 

traumatic experience which requires adequate post-test counseling and follow-up counseling. 

   The majority of the respondents (12) knew though they were going to be offered an HIV 

test. They knew about the HIV test because they were tested before, sometimes in earlier 

pregnancies, sometimes when they were sick. Some people were informed by others or heard 

about it through the health education programs broadcasted on the radio. Radio is a popular 

medium to spread HIV/AIDS information messages in Uganda, used by the national and local 

government as well as NGOs. The latest analytical report of the local government of Kayunga 

district estimated that 46% of the households of Kayunga district own a radio (Kayunga 

District Local Government 2008).  

   The women who knew that they were going to be offered a test often used the opportunity 

of going for antenatal care to be tested. The next quote illustrates this: “It is rare to find a 

woman going to the clinic just for blood testing. I could have gone earlier to test my blood but 

I waited until I was pregnant.” (Respondent E). As was written in the theoretical framework, 

health care structure and practices can constrain but also enable human agency. Lock and 

Kaufert (1998) have argued that “the dominant mode of response to medicalization by women 

is ambivalence coupled with pragmatism” (p. 2). This quote expresses both these sentiments. 

A further explanation of this pragmatic use of testing and women‟s agency will be done by 

looking at the socio-cultural realities of these women. I will do this by providing a detailed 

description of the experience of one the respondents with RCT and PMTCT.  

 

Nancy‟s story 

Nancy (Respondent N) lives with her husband and three children in a small village at a 45 

minutes walking-distance from the antenatal clinic. Her husband provides income for his 

family as a businessman, trading in fish. Nancy takes care of the children and works in their 
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garden, cultivating beans, sweet potatoes, cassava and fruits. Nancy takes care of three (step-) 

children, mothered by her co-wife, who recently passed away. She wants to have two or three 

children of her own.  

   The first time she was tested for HIV was about a year ago when she was pregnant from her 

first child. She reached the clinic not knowing that they were doing blood testing. Nancy: 

“When I reached there they said we are first doing blood testing before we do the check-ups. 

They tell you if you don‟t have the blood results in your book you don‟t go for checking.” She 

did not fear the test because she wanted to know her status. Before she was pregnant she had 

thought about going for an HIV test but she never got around to it. She explains that it is 

difficult for women to go for a test because men would say that when you want to go for 

testing you are not sure of your status, suspecting you of promiscuous behavior.  

    Nancy thinks they should test every pregnant mother because of the chance to prevent the 

baby from getting infected. When you give women a choice some would refuse because they 

fear knowing their status. Nancy was told that she was HIV-positive. In post-test counseling 

she was advised to tell her husband to come to the clinic to be tested together. When she went 

home her husband asked for the results. Nancy told him that the health worker had said that 

they have to be tested together. “I did not want to tell my husband about my status, because 

he would think I am the one who brought the disease.” Her husband responded that there was 

no need for him to go to be tested, because only the sick ones go to the clinic. “Men fear that 

when they are told they are HIV-positive they will get scared so much that they die very 

quickly or commit suicide.” But after two months her husband fell sick and she told him to go 

for blood testing. He went and when he came back he disclosed to her that he was HIV-

positive. Nancy disclosed her status to him as well as to her mother and sister. 

   At the gestation of seven months she was given the nevirapine tablet and was told to 

swallow it when the labor-pains start. She delivered her child at the clinic without any 

difficulties and the baby was given the nevirapine syrup. But when the baby was three months 

old it developed a sickness and died abruptly. She does not know what caused the sickness. 

Nancy is three months pregnant now.     

 6.3 Socio-cultural context 

Nancy‟s experience with RCT and PMTCT shows how societal structures are influencing 

decisions to go for testing, experiences during testing, the way women react to the results and 

the outcomes of the program. In her story two socio-cultural realities, HIV-related stigma and 
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gender inequalities, had a significant influence on her experience and will be discussed 

further.  

 

Gendered realities 

Nancy‟s story reveals the gender relation between husband and wife. There is a traditional 

role pattern within the rural communities where women take care of the children, the 

household and do agricultural work while men are responsible for generating income and 

work outside the house. This traditional role pattern descends from the strong patriarchal and 

polygamous culture of the Baganda, the largest ethnic group in Uganda to which most 

respondents belong. According to the traditional Kiganda culture the husband is supreme and 

has the authority over his wife and children. Furthermore, most respondents have one or more 

co-wives, sometimes living in the same house, indicating that polygamy is still widely 

practiced.  

   The husband is responsible for providing the financial means to look after his wife and 

children, for example by paying the school fees and buying replacement feeding when they 

want to prevent HIV transmission through breastfeeding. Whether a woman opts for 

breastfeeding or replacement feeding is thus reliant on the husband‟s involvement and 

income. As Nancy‟s story illustrates it is difficult for women to convince their partners to 

come along to the clinic. This is related to the unequal power relation between husband and 

wife, in which the wife is not in a position to tell the husband what to do. Although I have 

argued that experiences of the women are embedded in societal structures this does not mean 

that women do not actively respond to forces within the society. Often when speaking about 

gender inequalities women are reduced to passive victims of male dominance in society. 

Although they might not be able to convince their husband to get tested or be involved in the 

pregnancy my data shows that women are active agents in taking control over their health and 

their babies‟ health. Women are the main caregivers and do not want to leave their children 

behind. As one respondent explains:   

 

Men, they fear to go to the clinic, they think that when they are told they are HIV-

positive they will develop pressure, whereby they die sooner. But for me, nobody can 

stop me from going to the clinic, because I need to take care of my children.  

 

(Respondent I) 
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The reaction of Nancy‟s husband, refusing the opportunity to get tested; “because only sick 

people go to the clinic” is representative of other husbands‟ reactions. Different explanations 

of lack of male involvement reemerged throughout the interviews which are related to local 

realities such as poverty and stigmatization.  

 

Poisonous ARVs 

As was seen in Nancy‟s story the refusal of men to go for an HIV test is attributed to a belief 

that when men are told they are HIV-positive they will get stressed which leads them to die 

sooner. This fear seems to be connected to a general distrust about using ARVs among men. 

The husband of respondent M explains that some men refer to ARVs as butwa, the Luganda 

word for poison. He explains: “Those men they tell you that they give you ARVs two times but 

the third time they will give you the tablets that will kill you”. Although this notion may seem 

unreasonable or a stigmatized belief at first, this fear of using ARVs has its roots in the past 

when the ART program had just started at the health center.  

   The clinical officer of the clinic affirmed this and explained that at the onset of the ART 

program (since 2006) people living with HIV/AIDS were not thoroughly screened for latent 

opportunistic infections. Because HIV/AIDS attacks the immune system these infections can 

enter and remain in the body without making a person sick, because the immunity is too low 

to fight the infection. When these people were given ARVs the immune system suddenly 

woke up and started producing CD4 cells to attack the infection. But often the infection was 

already far-advanced so that the immune system was not able to fight off the infection. This 

made people severely ill, sometimes leading to death. “So some of their fears are true, people 

saw others dying soon after they had started taking ARVs” (Magoma, Clinical Officer). 

Nowadays they screen everybody on latent infections before someone is eligible for ARVs. 

This shows the challenges of introducing ART programs in resource-poor settings where the 

health care infrastructure is underdeveloped.  

         

Private men 

Another explanation for the lack of male involvement at their wife‟s clinic is given by men 

themselves. Informal conversations with bodaboda drivers (motor-cycle taxis), shop owners 

and male friends informed me about the trend among men of going elsewhere to be tested in 

secret, in private clinics or in bigger towns. The first explanation given by them is that they 

have no time to wait the whole day at the government clinic because they have to work. But 
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more significantly they doubt the confidentiality of the health workers and fear that the health 

workers or people who see them at the clinic will spread rumors saying they are HIV-positive.  

   The fact that men test secretly is mentioned by the pregnant women as well. The women 

link their partners‟ secrecy to another reason; they do not want their wives to know they are 

HIV-positive.  

 

Those men are tested, but they go when they are alone. After knowing their status they 

don‟t tell their wives…. Even some go and get those ARVs in secret. Because the 

problem in Uganda is that the men have many wives, so he fears he is the one that 

brought the disease. 

          (Respondent F) 

   The concern about who was first infected has been found as a significant barrier to 

disclosure for both men and women elsewhere. The combined quantitative and qualitative 

study of King et al (2008) investigated the processes of disclosure to sexual partners among 

PLWHA in Uganda and found that many men and women believed that the partner who tests 

first and disclosed will be seen as the one who was infected first. This was related to fear of 

blame associated with infidelity. Important to note is that my study perspective, focusing on 

women‟s experience, may provide a one-sided picture of speaking about men‟s behavior 

through the eyes of women. King et al (2008) show that secrecy is also a common feature in 

women‟s ways of communicating to men. They quote a woman who chose not to disclose to 

her husband out of fear of stigmatization: “I cannot stand on my two legs and tell him that I 

have HIV, he will think I am the one who infected him….in-laws can blame you for infecting 

[their] son… Even the villagers fear you; they accuse you of being a killer. The whole 

community can hate you and isolate you.” (p. 240).     

    Although secrecy is not a feature typical of men‟s behavior, possibly men have more 

secrets to hide. Research has shown that Ugandan men are twice as likely as women to bring 

HIV infection into a marriage relating to extramarital behaviors (Carpenter et al 1999). 

Although many have argued that polygamous traditions are fading, ethnographical research in 

South Eastern Uganda has demonstrated that extramarital relations are still a common practice 

(Parkih 2007: 1201).  

6.4 Taking nevirapine home 

The main goal of PMTCT is to prevent the child from being infected. At the time of data-

collection the regimen used for PMTCT was a single dose of nevirapine (NVP) at the onset of 

labor and a single dose NVP taken as syrup to be given to the baby within 72 hours after birth. 

One of the strengths of the PMTCT program is that up to 90% of the pregnant women make 
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contact with an antenatal clinic at least once during their pregnancy. However only 38% of 

the women deliver in health facilities (MoH 2006: 5). For Kayunga the percentage of women 

delivering in health facilities is even lower, estimated by PREFA at 20% (Personal 

communication with district coordinator PREFA). Therefore health workers are advised by 

PREFA to give the NVP at the first antenatal visit in case the women do not return after that. 

Confusingly, they are not giving the post-natal syrup at this time, hence there is still a need to 

come back after delivery. Besides this confusion, this unwritten policy is not always executed 

in practice, as illustrated by the experience of the following respondent. One of the HIV-

positive respondents (J) said she did not come back to take the nevirapine tablet. At her first 

antenatal visit she was told by the health workers to come back to the clinic for a checkup at a 

later stage. She had not understood she was supposed to receive NVP to prevent the baby 

from getting infected, and did not return to the clinic. She delivered within her the village. 

This shows the importance of adequate following-up counseling because women do not 

internalize all the information being told to them during pre- and post-test counseling sessions 

at the clinic. 

   The majority of the respondents delivered in the village, at their own house or in a small 

clinic with help of a traditional birth attendant. This is related to the large distances some of 

the respondents have to travel to reach the clinic. Most respondents do not have money to pay 

for transport to the clinic when the labor pains start. Also, many times labor paints start at 

night when there is no transport available. Besides the NVP tablet swallowed at labor the 

women are supposed to return to the clinic within three days to receive the NVP syrup for the 

baby. The experience of respondent M showed that this remains a challenge. M was given the 

NVP tablet and swallowed it when the labor pains started. She delivered at her village. After a 

few days she went back to the clinic to receive the NVP syrup. But when she reached the 

clinic health workers told her it was too late, the 72 hours had passed. Again this shows that 

not all information is picked at the counseling sessions and calls for adequate follow-up 

counseling.  

6.5 Discussion 

The most important reason why women are satisfied with RCT and the PMTCT program is 

the chance of preventing their babies from getting infected with HIV. Important in their 

experiences was the fact that the majority of the women knew they were going to be offered 

an HIV test and used this opportunity to get tested for HIV. Because of this possibility none 

of the women reported the absence of informed consent or opting out to be a problem. By 
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connecting the experiences of women to socio-cultural realities found in a resource-poor 

context I attempted to illustrate how the outcomes of the PMTCT programs are related to 

societal forces like gender inequalities, poverty and stigmatization. Due to HIV still being a 

stigmatized condition, related to promiscuous behaviors and infidelity in marriage, it is 

difficult for women (and men) to get tested for HIV when one is not sick. By being tested in a 

“mandatory” way in RCT, testing is attributed to being pregnant and not to being 

promiscuous. The implications this has for disclosing and social consequences are discussed 

in the next chapter on post-test services.     
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7. Post-test services and social consequences  

7.1 Introduction 

The final component of this study addresses the experiences of 15 women who disclosed their 

HIV status and shared with us the social consequences after being counseled and tested for 

HIV. The chapter is divided into three sections. The first section describes the available post-

test services at the antenatal clinic. The second section looks at the experiences of women 

with disclosing their HIV status to their partners and others. The last section investigates the 

experiences with social consequences of the post-test club members after disclosing their 

status. The discussed social consequences are divorce, domestic violence, stigmatization and 

discrimination. Hereby I will compare between women tested through client-initiated testing 

(VCT) and women tested through provider-initiated testing (RCT/RTC) to investigate 

whether disclosure and social consequences are related to the testing approach.  

   Throughout the chapter I will make use of the interpretative perspective focusing on the 

lived experiences of the women. In so doing I aim to show the importance of post-test 

services for HIV-positive women within the context of a resource-poor setting. 

7.2 Post-test services 

One of the main reasons for HCT is to increase access to HIV/AIDS support, care and 

treatment services for HIV infected individuals (MoH 2005: 10). The content of post-test 

services differs by setting and per testing mode. But irrespective of the mode of testing the 

HCT policy requires health providers to ensure access to or refer for these services through 

ongoing counseling, post-test clubs and medical and psychosocial care/support services (Ibid).  

   The health centre IV has a comprehensive set of post-test services including post-test 

counseling for both HIV-negative and HIV-positive individuals, non-ART care (mosquito 

nets, safe water facilities and treatment of opportunistic infections), ART, TB screening and 

treatment, and a post-test club with peer support groups and income-generating activities. In 

addition one can be referred to the community-based organization CHAI (Community-led 

HIV/AIDS Initiative) to apply for financial support for paying school fees for HIV-positive 

children.  

   All 15 respondents are members of the post-test club situated in the antenatal clinic. The 

post-test club has a monthly meeting which approximately 60 people attend. The majority of 

the post-test club members are women. Although post-test clubs are open to anyone that has 

been tested for HIV (irrespective of the testing results), they are predominantly used by HIV 
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infected individuals. The members of the post-test club are tested through different modes of 

testing (VCT/RTC/RCT). The monthly counseling sessions are facilitated by the Community 

Counselor Aides (CCAs) and usually last around three hours. The post-test club offers a 

package of services that aims to help people cope with the knowledge of their HIV status and 

to “live positively” with their status (MoH 2005: 24). In practical terms “living positively” 

means that clients are encouraged to accept their diagnosis, seek health care and counseling, 

practice safe sex and maintain a healthy lifestyle (balanced diet, adequate sleep and exercise 

and avoidance of alcohol and smoking).      

   The CCAs encourage the members of the post-test club to disclose their status to others and 

speak openly about their HIV status. Also the availability of support and treatment assists in 

the process of disclosure. Through informal conversations I learned that many people only 

disclose after learning about the treatment and income-generating activities at the post-test 

club. Therefore it is probable that members of the post-test club are more likely to have 

disclosed their status than others.  

7.3 Disclosure: comparing groups 

Based on the findings of a meta-analysis study done in low-income countries in Sub Saharan 

Africa by Medley et al (2004), I became interested in comparing disclosure processes between 

women tested through VCT and RCT. Medley et al. found that women tested through RCT in 

antenatal clinics were the least likely of any population to disclose their HIV status to their 

partners, seemingly related to fears of divorce, domestic violence, stigma, and discrimination. 

They explain that women in an antenatal setting are not voluntarily seeking an HIV test and 

presumably have not considered to be tested for HIV before they came to the clinic (Medley 

et al 2004: 304). My findings paint a different picture. 

 

Disclosing after RCT 

When comparing the experiences with disclosing between the women tested through VCT (7) 

and women tested through RCT (8), I discovered that the marital/family situation between the 

two groups differed considerably
19

. The seven women tested through VCT were mostly 

widows and got tested after their husband died. While the eight women tested through RCT 

were younger and all had a partner at the moment of testing. From the eight women tested 

through RCT there was only one who had not disclosed her status to her husband. She tells 

her story:  

                                                 
19

 See Appendix D for an overview of the results of the interviews with the post-test club members. 
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I wanted to know my status when I was pregnant. I wanted to get tested because I had 

a co-wife who was not trustworthy. After they told me I was HIV-positive I disclosed 

my status to my relatives. I failed to disclose to my husband but I told him to go for 

blood testing together. But he refused. I cannot demand him to go for testing. Later a 

counselor, who is a neighbor, went to his house and tried to talk my husband. Still he 

refused to go for testing, he said; „what if I am HIV-positive, I might get scared and 

die very soon, yet I may survive for some years without testing‟.    

         (Respondent K) 

 

A facet representative of other stories is the indirect approach to disclosure adopted by 

respondent K. Instead of disclosing by herself she tells her husband they should go to the 

clinic and get tested together. The intermediate role played by the counselor is a frequently 

applied method and mentioned by other studies done in Uganda about HCT as well (see King 

et al 2008; Menzies et al 2009). Maman et al (2003) have described disclosure as a process 

including multiple decisions about when, how, to whom and under what conditions one 

should disclose. Following with Maman et al my data shows that disclosing does not happen 

at once, it is an iterative process subjected to the reaction of the husband or other person. The 

statement made by Respondent K that she is not in a position to convince her husband to go 

for testing is related to the gender relations found in the polygamous community. Respondent 

H explains; “You see culture here, the man is always up and the woman has to be down, is 

under the man, so for them they think that they are the owner. They think they have the right 

to do what they want at any time.” 

 

Discourse of blame 

The fear of women to disclose their status to their husband has been attributed to the fear of 

being blamed for bringing HIV into the relationship (Kmietowitcz 2004 in Gruskin et al 

2007). They argue that because pregnant women use health services more than men they are 

often diagnosed with HIV before their male partners are tested. Being the only one to have 

been tested, the woman can be blamed for bringing the disease in the relationship (Ibid: 9). 

One respondent explained that only by suggesting to go for an HIV test a woman can be 

blamed, because “men say that when you insist on going for a test that means you are not 

sure of your HIV status, suspecting you of being promiscuous.” (Respondent L).  

   But my findings illustrate a more complex picture. RCT also enables women to be tested for 

HIV without being blamed for bringing in the disease. Most respondents (7) tested through 

RCT did disclose their HIV status to their husbands. Because of the high awareness in the 



61 

 

community about routine testing of pregnant women it is difficult for women to get tested in 

secret. Different respondents explained that their husbands knew about HIV testing for 

pregnant women and asked for the results when they came back. Thus by being tested through 

RCT, going for an HIV test is undone of the stigmatizing belief held by men in the 

community that going for an HIV test means you have something to hide. Being tested is now 

related to being pregnant and not to being promiscuous. This might be another reason why 

pregnant women did not mind to be tested without giving informed consent, as was described 

in the former chapter. It allows women to learn their status without questions being asked and 

without being blamed of going for an HIV test.  

   The discourse of blame is not only distinctive to men. It is the same discourse women use to 

judge their husband‟s behavior.     

 

When I came back from the clinic I disclosed to my husband I tested HIV-positive. I 

told him; „You are the trouble causer!‟ I knew because he had another wife who had 

died recently. First he denied and said: „No, I am not the one who brought the disease‟.  

After a while he accepted that he was positive as well. Still he refused to go for 

testing. A counsellor came and tried to talk to him but he doesn‟t want to go for 

testing.  

         (Respondent M) 

Women tested through VCT 

The discourse of blame is also found in the experiences of women disclosing their status after 

being tested through VCT. Respondent D argues: “One blames the other side and the other 

way around, no one will accept that it is normal that people get the disease, but everybody 

will be blaming each other.” However, because the majority (5) of the VCT group were only 

tested after their husband passed away or separated, women do not have to be concerned 

about their husband‟s reaction to disclosure. The next quote shows how their experience with 

disclosing is related to their marital status: 

 

It is good that they [health workers] try to test partners together, because my husband 

tested in secret and didn‟t tell me he was HIV-positive. When he died in 2005 his 

brother told me he was HIV-positive, and that I should go for the test as well. I 

expected to be positive so I wasn‟t scared. I immediately disclosed to my family. 

Every time a man comes and wants to have sex I disclose to him I am HIV-positive.... 

Some keep coming, some stop coming after I have told them. I think that those ones 

who keep coming are also infected.    

        (Respondent F) 

When respondent F was pregnant after her husband passed away, she received the PMTCT 

medications and gave birth to an HIV-free baby. She is a strong advocate of PMTCT in the 
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community and explains there is still disbelief among women about the workings of PMTCT: 

“People are wondering, they say your husband died, you are positive and yet you delivered a 

healthy baby. So people say there is a secret in the program.” Representative of the story of 

respondent F is the outspokenness and freedom the VCT women have with disclosure. 

Compared with the women who tested through RCT, the women tested through VCT do not 

have to fear judgment by their partners or others as much. When their husband has died, 

presumably of AIDS-related illnesses, women are not blamed by others for being infected 

with HIV. Respondent D ascribes this to a belief often heard in the community that “the first 

one who falls sick is the one who brought the disease”. Although respondent D argues that 

she knows that belief is false, it makes it easier for widows to disclose their status.  

   Another aspect influencing disclosure is whether or not respondents were anticipating to be 

told they are HIV-positive. Since most VCT women only got tested after their husbands died 

of AIDS-related illnesses, they expect to be HIV-positive as well. The following quote from 

respondent F illustrated this: “People ask me, how do you feel, why do you disclose? I‟ll tell 

them you have to go when you are strong enough. I was strong when I went, I expected to be 

HIV-positive.” The implications this has for women who were unprepared to receive their 

HIV-positive results will be discussed in the section on social consequences after testing.  

   In the VCT group there were only two women who were still together with their partner 

when they tested. Respondent B was tested together with her husband when she accompanied 

him to the clinic when he was sick. They are a discordant couple, she is HIV-positive and he 

is HIV-negative. Again the counselors played an intermediate role and counseled her husband 

not to mistreat her. Another respondent (G) went for an HIV test when her baby kept falling 

sick and tested positive. She told me it was not difficult for her to disclose to her husband: 

 

…But for men it is very difficult. After I disclosed to my husband he went for testing. 

When he came back I asked for the results. He told me that the results had fallen on 

the way! Then I told him to go again, when he came back he said he didn‟t receive the 

results. The third time I insisted on going together…. Men fear disclosing because 

they fear the wives will divorce them. 

7.4 Social consequences  

Because the social situations between the groups tested through VCT and RCT are different, it 

is expected that the social consequences differ as well. My interview questions were tuned 

towards finding out if there were negative social consequences, however most women 

interviewed said they experienced no negative consequences after RCT or only positive 
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consequences of access to treatment, acquiring knowledge on how to balance your diet and 

being able to prevent oneself and the baby from getting infected.  

   Four negative social consequences believed to influence the process of disclosure are; 

divorce, domestic violence, stigmatization and discrimination (Rennie & Behets 2006; 

Gruskin 2007). The different social situations between the groups restrict the ability to 

compare the social consequences between the women tested through VCT and RCT. Most 

women tested through VCT in my sample were widows or divorced before being tested, 

hence domestic violence or divorce are uncommon in this group. Therefore, this section draws 

heavily on data derived from the interviews with women tested through RCT. Although I am 

not able to make systematical comparisons between the two groups, there is one obvious 

difference; women tested through VCT experienced less dramatic consequences.  

 

Divorce after disclosure 

The fear of husbands divorcing them after they disclosed their HIV status was not mentioned 

by the respondents tested through RCT. Respondents told me they expected their husband to 

have infected them because they have more wives and/or extra-marital affairs. Therefore the 

women know they are not carrying the blame for bringing the disease and the husbands have 

no reason to leave them. The quote from respondent M articulates this argument: “I wasn‟t 

fearing my husband would leave me because he had a wife who already died, so he knows he 

is positive so he cannot do that.” However, one respondent told me that divorcing after 

disclosure used to happen a lot: “In the past people used to divorce, it was a reality, the one 

who learns first then the other will have to divorce. But now people are sensitized, it does not 

happen as much.”(Respondent J). My observations from the counseling sessions in the post-

test club confirm this view. Counselors encourage couples to stay together and practice safe 

sex instead of divorcing their spouse. The importance of partner counseling is shown by the 

experience of the only discordant couple among the respondents. Respondent N tells her 

story: 

 

The post-test counseling was good because they told me you are HIV-positive but you 

don‟t have AIDS….They told me to be faithful to my partner instead of thinking let 

me go and spread the disease…. When I came home I disclosed to my husband. He 

also went for a test, but he was negative. He had questions: „How did I get infected?‟ 

After he was counseled by the CCAs he accepted the situation. Because I don‟t have 

other men and got married when I was very young I also wondered how I got infected. 

I thought that my husband had infected me, but he was negative.. 
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   Although the respondents do not fear their husbands divorcing them, neither is it common 

for these women to leave their husbands after learning they have been infected by their 

husbands. This is related to the socio-economic context. The demographics of the post-test 

club members are similar to those of the pregnant women, with the majority of the 

respondents being poor housewives. Leaving one‟s husband is therefore very difficult, for 

several reasons. One reason is that men are the main income providers and the women know 

that they will have a hard time taking care of their children by themselves. The influence of 

this economic dependence becomes clear when comparing the views of the post-test club 

members tested in the governmental clinic with the opinions of pregnant women visiting 

private antenatal clinics. On the topic of divorcing one woman from the private clinic argues: 

“It is the women who divorce, not men. Some women even divorce without disclosing, 

because they know they are faithful. They take their things and move out.”Another woman 

argues: “I would leave my husband. After all I was sitting at home not moving, it is him who 

caused the disease, let me leave, I do not die for nothing.” Although these are hypothetical 

scenarios sketched by women not infected with HIV, it shows a level of socioeconomic 

independence the members of the post-test club do not posses.  

   A second aspect challenging the ability to divorce one‟s husband is the dowry paid for 

marriage. When a woman marries it is customary she moves in with the husband and his 

family. The family of the husband has to pay a dowry to the wife‟s family. When a woman 

wants to divorce she normally goes back to her own family. Respondents gave examples of 

stories where the family opposed to the divorce because they did not want to pay the dowry 

back.  

 

Beating as a culture 

Respondents stated that domestic violence is common in the community. Respondent M told 

me that after she disclosed her HIV status she was beaten up by her husband. She argues: 

“Some women fear telling their husband they are HIV-positive because he can end up beating 

you, because beating is a culture here.” The beating culture is also acknowledged by a special 

member of the post-test club, the so-called “expert client”. An expert client is a person who is 

living with HIV/AIDS and is enrolled in care and treatment services. He or she is identified 

by clinical staff based on different criteria (for example good adherence) and received training 

in client-centered communication and counseling for HIV prevention, care and treatment 

services. This expert client is a man who is in charge of the income-generating projects at the 
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pos-test club and highly involved in the community, especially devoted to increase male 

involvement in PMTCT. He argues:  

 

Many ladies fear telling their husband. But even when they don‟t tell, their husbands 

will find out. When you test a pregnant lady you have to write the status somewhere in 

her book. When she goes back, the husbands have a tendency to look in the books. 

They have learned the code, CTRR, meaning you are HIV-positive, so he asks: 

„Where did you get that? It seems like you have slept around.‟ So you get domestic 

violence. 

 

Although domestic violence can be related to disclosure it seems to be more embedded in the 

social structures of the resource-poor setting rather than being a specific consequence of RCT.  

King et al (2008) presented a similar finding showing that ten out of 24 women interviewed 

mentioned having experienced violence related to sex, however none was associated with 

disclosure (p. 240). In another study done in Rakai District in South Western Uganda based 

on a community-based survey of 5109 women of reproductive age, 30 % of the women 

experienced physical threats or physical abuse from their current partner (Koenig et al 2003). 

High levels of domestic violence have been reported by other studies done in East Africa and 

are associated with poverty, alcohol consumption and lack of self-esteem among HIV-positive 

men (Silberschmidt 2004). In this context it is relevant to consider the explanation given by 

the clinical officer Magoma from the health centre about the relationship between domestic 

violence and poverty.  

 

Most of our clients are poor and poverty is associated with so many problems. One of 

the most common is domestic violence. The man is responsible for looking after his 

family so he goes out looking for money. But he fails, he does not gain money, he is 

frustrated. When he comes home his wife is also frustrated because he does not 

provide for the family. So the fight breaks out…. In fact wife beating seems to be a 

culture here. 

 

This shows that when looking at the social consequences one has to take the underlying 

socioeconomic conditions into account which influence human behavior. In addition it 

illustrates that male involvement must receive further attention because their health and 

behavior influences the course of PMTCT drastically.  

 

Feared stigma  

HIV-related stigma has many faces. One aspect of stigma may lead a person to self exclusion 

of health-related services and fear of disclosure. This so-called “feared stigma” (Holzemer & 
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Uys 2004) was common among the respondents. The experience of respondent I (Isabel) 

shows how the different faces of stigma influence the consequences after being tested through 

RCT.  

   Isabel was tested in 2005 when she was pregnant with her first child. She did not have a 

husband and was living with her aunt because her parents passed away when she was young. 

She did not know she was going to be offered an HIV test and was shocked when she found 

out:  

 

I started crying when I found out they were doing HIV tests, I was scared of the 

results. When they told me I was HIV-positive I wanted to commit suicide. I was 

afraid of how others would react…. I knew I was going to die because I knew about 

other people who died or committed suicide when found HIV-positive. In the post-test 

counseling they told me; „Don‟t commit suicide but come back to the clinic for care.‟  

 

But Isabel did not return to the clinic. She was afraid to go back because she feared hearing 

more bad news and she feared to be seen by others. Therefore she did not receive the 

nevirapine tablet and delivered at home. Her baby died soon after delivery. Isabel carries a lot 

of guilt for her baby‟s death and wonders if her baby might still be alive if she had gone back 

to the clinic. She was afraid to disclose her HIV-status to her aunt. Isabel; “I didn‟t want to 

disclose to her because she was a harsh woman and she would be using this thing to abuse 

me.” After a while she decided to tell her aunt because she was advised by a counselor to eat 

a balanced diet. “But disclosing to my auntie didn‟t help me, because now she was saying to 

people; „You see this one has AIDS, they want to eat a lot, they have to eat all the time‟.”  

   The words of Isabel illustrate how important the availability of treatment and ongoing 

counseling are to tackle HIV-related stigma. At the time Isabel was tested the ART clinic was 

not yet running, so there was no free supply of ARVs. One post-test counseling session was 

not able to convince Isabel to come back to the clinic, she was too afraid of receiving more 

bad news. In this context it is interesting to pay attention to the opinion of one of the 

counselors at the clinic concerning the source of stigma. “Stigma is fearing…. Of course it 

has to be there, for those shocking news, but after some time it goes away. When you speak to 

these women and you handle this mother you continue counseling, stigma will go away.” 

Although the PMTCT program had started by the time Isabel was tested in 2005, the relation 

between testing and treatment was not firmly established yet. Therefore Isabel did not receive 

ongoing counseling or postnatal follow-up visits. Although the 2006 PMTCT policy 

advocates for stronger follow-up services, one should take into account that the increased 
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flow of patients due to RCT puts a burden on resource-poor clinics which do not have enough 

staff nor means to follow-up each mother. Mothers who disappear early on in pregnancy are 

likely to miss out on follow-up services whilst they are most in need of ongoing counseling. 

The following quote from a counselor exemplifies this:  

 

Those ones with stigma don‟t come back to deliver from here, they go in private 

clinics. You will not find her anywhere, she will even deceive you about her living 

location…. I know this because I run into them on the streets and then they open up 

and say I don‟t want you to come because I don‟t want my people to know. 

 

This has implications for women tested through RCT who are not aware they will be offered 

an HIV test. Although the chapter on pregnant women has shown that nowadays most women 

are aware they will be offered an HIV test when going for antenatal care, Isabel‟s experiences 

portray that being unprepared to be tested can have dramatic consequences.   

 

Discrimination 

The story of Isabel showed how stigma and discrimination are mutually reinforcing each 

other. Isabel hid her HIV status fearing her aunt would abuse her. The term “abusing” used by 

Isabel shows the association between stigma and discrimination: “Abusing in Uganda is a 

way of responding, for example by saying who are you to say something, you are HIV-

positive, why should I care about you, you are going to die anyway.” In this case stigma is a 

precursor for discrimination. But after she disclosed, her aunt publicly discriminating her by 

telling others that she had AIDS and that she ate all her food. This shows that discrimination 

can also be considered part of enacted stigma (Holzemer & Uys 2004).  

    When assessing the experiences of women it becomes clear that discrimination is a very 

personal process. While one respondent argues there is a lot of discrimination in the village, 

another respondent who lives a few houses further says she never feels discriminated. When 

comparing the accounts of discrimination between the groups of women tested through RCT 

and VCT there was one big difference. None of the women tested through VCT were 

discriminated against whilst the women tested through RCT presented different examples of 

discriminating acts. Similar with the consequences of divorce and domestic violence this 

seems to be more related to the living situation than to the testing approach.  

7.5 Discussion 

One conclusion based on my interviews with post-test club members is that of an alarming 

picture that HIV remains to be stigmatized condition, related to a discourse of blame and fear 
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of dying. Although many scholars have argued that AIDS stigma is diminishing and is 

relatively low in Uganda, other qualitative studies have found similar serious accounts of 

AIDS-related stigma in rural areas (King et al 2008). Both my study as well as King et al 

(2008) study are limited by the fact that the samples exist of post-test club members or in 

King‟s study clients of TASO (The AIDS Support Organization; the largest Ugandan NGO 

providing HIV/AIDS services). It is unclear to what extent these groups are representative of 

HIV-infected individuals not enrolled in an HIV care organization in Uganda. However it is 

likely that they joined these support groups because they have experienced negative social 

consequences and looked for assistance. This can be an explanation for the dramatic social 

consequences experienced by the post-test club members.  

   Returning to the finding of Medley et al (2004) that pregnant women are the least likely to 

disclose, my data challenges some of their underlying assumptions. Their first one is that 

women tested for RCT are unprepared to be tested for HIV. My data shows that most women 

who go for antenatal care know beforehand they will be tested for HIV and go with the 

intention of learning their status. However for the few women who are unprepared to be tested 

in antenatal care it can be very difficult to accept their HIV-positive status and disclose the 

results. Women tested through RCT were sometimes overwhelmed by the experience and 

shocked by the results which led to throwing away medications or not returning to the clinic 

or not swallowing the nevirapine pill to prevent transmission to the baby.  

   Their second assumption is that disclosing is related to the testing approach. Rather than 

being related to the testing approach, my findings indicate that disclosing is related to the 

marital/family situation a woman finds herself in. RCT women were younger than the VCT 

women who were mostly widows. Also, my findings indicate that the women‟s family 

situation is directly related to the testing approach. Again this study is limited by the fact that 

I only spoke to 15 women out of 60 post-test club members. Possibly there are also women 

tested through VCT are in similar family situation as women tested through RCT, but were 

unrepresented in my sample.  

   Their third assumption that disclosure is related to fears of divorce, domestic violence, 

stigma and discrimination partially corresponds with my data. Fear of divorce, domestic 

violence and discrimination were not reported as reasons not to disclose. But the fear of 

stigmatization did seem to influence the disclosure process, especially among women tested 

through RCT as the story of Isabel illustrated. The dramatic experience of Isabel shows that 

ongoing counseling through postnatal follow-ups and post-test services are extremely 

important and should be a prerequisite in PMTCT programs because they are crucial in terms 



69 

 

of providing emotional support, accepting one‟s status, tackling stigma, aiding disclosure 

processes, and preventing further infection HIV infection.  
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8. Conclusion 

8.1 Introduction  

Uganda was one of the first resource-poor countries to introduce RCT and PMTCT programs 

countrywide since 2004. Whilst recognizing the great potential of scaling up testing and 

treatment and simultaneously preventing babies from acquiring the HIV infection, some 

scholars have voiced concern over the complexities of RCT in resource-poor settings. 

Resource-poor settings are often plagued by poverty, gender inequalities, HIV-related stigma, 

weak health care infrastructure and poor access to antiretroviral treatment (Rennie & Behets 

2006: 55). Scholars question the possibility for women to make an informed choice to be 

tested and point to the possible adverse social consequences after learning one‟s status 

through RCT. Motivated by shared concerns this study focused on the experiences and 

interplay between the implementers and recipients of RCT, as well as shedding light on the 

views of post-test club members on disclosing and social consequences for women after being 

tested for HIV. In this final chapter I will provide an answer to the research question: “How is 

RCT being offered by health providers and experienced by pregnant women within an 

antenatal clinic in a resource-poor context in rural Uganda?”  

8.2 Multi-level linkages and missing links 

To contextualize the policy of RCT within the local realities of a resource-poor setting the 

multi-level perspective, characteristic of the critical anthropology tradition, functioned as 

theoretical framework. In the multi-level or “linkages perspective” the object of research 

should not be seen as isolated but rather linked to higher (international) and lower levels 

(national/local) of social organization (Van der Geest, Speckmann & Streefland 1990: 1026). 

Following Kinsman (2008) I distinguished between four types of linkages; vertical, 

horizontal, temporal and “missing links”. Vertical and temporal linkages were discussed in 

chapter four wherein the developments of the policies of RCT and PMTCT at national and 

international level were explored. Although on the topics of ART provision and 

recommendations regarding infant feeding strong linkages exists between national and 

international levels, I also identified missing links between these levels. One missing link 

results from the confusion in understanding the difference between the Ugandan Ministry of 

Health‟s policies on Routine Testing and Counseling (RTC), aimed at patients seeking general 

medical care, and Routine Counseling and Testing (RCT) for a policy specifically designed 

for pregnant women. Because pregnant women are not seen as “sick” patients and due to the 
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potential of preventing their unborn child(ren) from getting infected, the adoption of the RCT 

policy entails that they receive more extensive pre-test counseling than in RTC. In RTC full 

pre-test counseling and specific consent for HIV testing are not required. Although the 

Ugandan government calls the policy for pregnant women a modified testing approach, in 

practice the majority of the health workers are unaware of these differences. This conclusion 

also surfaced when examining the different interpretations of the content of the HCT policy.  

   Another missing link concerns informed consent and the right to opt out of the test. Even as 

international policies stress the right of the patient to informed consent and opting out of the 

test, the national policies miss a comprehensive plan to conquer these two issues. Although 

the national HCT policy clearly states that routine testing is not compulsory, the specific 

policy on PMTCT is silent on the issues of informed consent and opting out of the test. The 

policy‟s protocol does not specify the ways in which tests should be made available to 

women, but it consistently uses the word offering, implying one still has a choice to accept or 

decline the offer. The missing link here is that in practice health workers rarely offer the 

women the opportunity to opt out. The latter is explained by taking an interpretative approach 

investigating the horizontal linkages at the level of the antenatal clinic.     

8.3 Local ethics of care 

With regard to the first part of my research question I distinguished between the two latest 

national policies concerned (Uganda National Policy on HIV Counseling and Testing and the 

revised edition of the Policy Guidelines for Mother to Child Transmission, MoH 2005; 2006) 

and the practices found in the antenatal clinic. My findings show that some of the 12 health 

workers from the antenatal clinic presented a strong understanding that the governmental 

policy on PMTCT implies that HIV testing for pregnant women seeking antenatal services is 

compulsory. Although some health workers differ in their ideas on the voluntariness of 

testing, pre-test counseling is compulsory for everyone. In the pre-test counseling the health 

workers aim to convince women of the benefits of going for an HIV test and explain to them 

what kind of services they offer. In theory the counseling should be followed by inquiring a 

woman‟s (informed) approval to get tested; a woman who does not want to get tested has the 

right to decline the test yet continue to benefit from other antenatal services. My fieldwork 

demonstrated a different reality however. Since there is not a specific moment when women 

are asked for consent and because they are directed straight to the testing room after pre-test 

counseling, the opportunity for opting out is hardly there.  
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   Although one can relate this practice to the lack of detail in the policy and unawareness of 

some health workers of the differences between RTC and RCT as explained above, another 

explanation is more substantial. The health workers developed their own routine in offering 

RCT which is based on their professional logic and the local ethics of care. The antenatal 

clinic is a space where midwives occupy a central and powerful position. The interactions 

between midwives (but also other health workers) and pregnant women are characterized by 

power imbalances. These power imbalances illustrate the antenatal ethics of care in which one 

does not question the omusawo, medical doctor‟s, advise. In this antenatal culture it are the 

midwives who tell pregnant women what to do, and asking for consent is not part of this 

routine. The routine offer of an HIV test in the PMTCT program is incorporated in this pre-

existing ethics of care. Therefore HIV testing is regarded as a “given” rather than a choice in 

antenatal care.  

   Nevertheless the discussion on doctor-patient power relations should not be isolated to what 

is happening inside the clinic but rather be expanded to the wider community. My findings 

suggest that many women make the decision to get tested prior to visiting the clinic, in their 

own communities and homes. This is related to the presence of the Community Counselor 

Aides (CCAs) mobilizing and sensitizing the community about PMTCT services, resulting in 

high levels of awareness about the available HIV testing services at the government clinic. 

Although my findings correspond with the point made by Rennie & Behets (2006) arguing 

that patients will be unlikely to oppose the recommendation of an HIV test due to power 

imbalances between doctor and patient, by taking the wider community in perspective, 

women who are sensitized were able to make an informed choice to be tested. 

   One key assumption underlying the multi-level perspective is that in order to understand 

what is happening in one level one has to look at developments at other levels. Although my 

data confirms the assumption in the case of infant feeding guidelines for example, certain 

practices are not comprehensible by investigating the developments at other levels. Rather one 

needs an ethnographical approach as argued by Fassin (2008) in which the routines of 

professionals are studied to discover their logic and unveil the local ethics of care. While the 

multi-level perspective offers a useful framework to study gaps between policy and practice, 

it should not be applied exclusively as a top-down perspective investigating the policy 

implementation from higher levels to lower levels. One also needs to take the local practices 

as a starting point.       

8.4 Pregnant realities  
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Pregnant women are satisfied with RCT because of the possibility of preventing their babies 

from getting infected with HIV. Women also greatly value the counseling they receive on 

how to live a healthy life and ensure the health of their (unborn) child. Counselors thoroughly 

educate and advice women on several fronts, providing women with a sense of awareness and 

trust which builds up their confidence.  

   But there is another reason why women were satisfied with RCT services in the clinic. The 

majority of the women knew they were going to be offered an HIV test and deliberately used 

the opportunity of going for antenatal care to get to know their status. Many men in the 

community associate going for an HIV test with infidelity. Therefore going for a test outside 

of pregnancy means you have something to hide. In RCT being tested is now related to being 

pregnant and not to being promiscuous. This shows that although women might face severe 

gender inequalities in resource-poor settings this does not reduce them to passive victims. 

Rather they are pragmatic agents in taking control over their health and their babies‟ health.  

   Returning to the discussion in the theoretical framework and the question whether more 

testing through RCT will lead to a decrease in stigma, my findings indicate two things. On the 

one hand by being tested through RCT, the HIV test is undone of the stigma of being 

suspected and blamed of infidelity. It thus reduces the fear of being stigmatized, also known 

as “feared” stigma. In addition the way RCT is being offered in the antenatal clinic allows 

women to learn their status without any questions asked. This is supported by the finding that 

although all but one of the 15 pregnant respondents said they did not have an opportunity to 

refuse the test, none of them considered this to be problematic. Therefore one may argue that 

RCT impacts on the expression of “enacted” stigma, resulting in less adverse responses of 

their husbands or health workers questioning the motives of the women to have an HIV test.  

      On the other hand it became clear from the interviews with pregnant women and health 

workers that there is still a lot of “self” or “internalized” stigma; thoughts and behaviors 

stemming from the person‟s own perception about themselves based on their HIV status 

(Holzemer et al 2007: 547). Some women are undecided at the time of pre-test counseling 

whether they want to be tested, but because they hear and see that everybody is tested, they 

will just follow the other women going into the testing room. When being given a negative 

result the women are of course relieved, and say they understand the benefits of testing and 

think it is good that every woman is tested. But for women who were unprepared to hear a 

seropositive test result, it can be a traumatic experience which requires adequate post-test and 

follow-up counseling. 
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   As women should not be reduced to passive victims of unequal gender relations, men 

should not be solely portrayed as the problem and driving force behind the epidemic. This 

being said, the outcomes of PMTCT depend for a substantial part on the involvement of men. 

Without the financial support of their husbands most women would not be able to afford 

bottle-feeding, nor provide transport to the clinic to deliver under safe circumstances and give 

the baby the nevirapine syrup, all of which decrease the change of infecting the child. Data 

derived from informal conversation with men in the community suggested that men 

experience a lot of self and feared stigma, shying them away of being tested in public places. 

Another reason for lack of male involvement are the rational fears of using ARVs based on 

witnessing people die in the past because of inadequate use of ARVs due to poverty and weak 

healthcare infrastructure.  

 

Follow-up services and social consequences 

My hypothesis stated that women who are tested through RCT are not voluntarily seeking an 

HIV test are less prepared for possible shocking results and therefore have more difficulties 

disclosing in fear of experiencing negative social consequences. My findings indicate a 

different picture though. Firstly, because I found that most women who go for antenatal care 

know beforehand they will be tested for HIV and go with the intention of learning their status. 

Secondly, after comparing the findings between women tested through VCT and RCT, I 

conclude that disclosing is not related to the mode of being tested per se, rather it seems to be 

interlinked to the marital/family situation a woman finds herself in.  

   Another conclusion based on my interviews with post-test club members is that of an 

alarming picture that HIV is still being seen by many as a much stigmatized condition and 

related to a discourse of blame and fear of dying. This conclusion is different from the 

frequent-heard statements that HIV stigma in Uganda is relatively low and declining (Kaleeba 

et al 2003; UNAIDS 2001). Also the argument that provision of free and accessible medical 

treatment to people with AIDS will contribute to the end of stigma is common (Cameron 2003 

in Campbell et al 2005: 813). Although the latter was echoed by my respondents arguing 

stigma in the community is lower today as a result of available treatment, stigma is not 

dissolved by the availability of treatment only. It is a complicated process and has other 

interrelated factors such as views on sexuality and morality, education, poverty and gender 

inequalities that should be addressed as well. Parker and Aggleton (2003) have argued that 

one should understand stigma as a social process which takes place in specific contexts of 

power and culture. My findings show that stigma has not dissolved, rather it has taken on 
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different forms in the context of RCT and PMTCT. From the interviews it became clear that 

for women who were unprepared to be tested it can be very difficult to accept their status and 

disclose the results. Some of these women did not belief the results which can lead to non-

compliance to medications or not returning to the clinic during pregnancy, not swallowing the 

nevirapine pill to prevent transmission to the baby and not going back to the clinic after 

delivery to give the baby nevirapine syrup. Although my research paints a pessimistic picture 

by focusing mostly on negative social consequences after RCT, it is by thoroughly 

investigating the expressions of stigma in daily lives of people that they can be addressed. 

Involving post-test club members and other AIDS-activists in research should therefore be 

encouraged because they are able to challenge these negative manifestations of stigma in local 

contexts.  

   All health workers agreed that following up HIV-positive women and offering ongoing 

counseling is essential to achieve the goals of preventing further HIV transmission (to babies 

and within general population). One reason being that because of high workloads and 

understaffing there is little time to provide enough personal counseling at that moment. 

Another reason is that to the outcomes of PMTCT programs are connected to broader local 

realities, such as male involvement, poverty and stigmatization, which cannot be addressed 

through a counseling session within the clinic. Therefore ongoing counseling through 

postnatal follow-ups and post-test services are important and should be an integrated part 

within PMTCT programs.  

8.5 Incorporating local practices in global policies  

Returning to the overarching goal of incorporating local practices in global policies as set out 

by the IS academy, I will conclude this thesis with a discussion on the integration of 

anthropological research and policy making.  

   Because the research-site functioned as a model-site, a “best practice”, sponsored by CDC, 

regular monitoring visits were paid to evaluate the program. On the way of monitoring one of 

the health workers told me:  

 

The monitoring is too much theoretical, than practical. It doesn‟t help the patient on 

the ground. They come and may get data, which I prepared from my bedroom, not 

from the files, because I want to please them. I am not saying that is what we do, but in 

some places that is what happens. They should look for ways to get accurate data from 

the ground.  

         (Magoma, Clinical Officer)  
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With three months of fieldwork studying the local practices at the clinic, I was in a strong 

position to inform policy makers of the workings of the program and therefore invited to 

present my findings to them. However, my findings showing discrepancies between policy 

and practice were met with resistance. The first difficulty was that policy makers are looking 

for a comprehensive and clear-cut picture, the objective “reality”. Instead my findings show a 

more complex and fractured picture of a clinic in which “multiple realities” are interacting 

with each other and create daily routines which may be antithetical to the policy guidelines.  

   Another difficulty is the need of policy makers for quantitative measurable data. I was asked 

to quantify my findings about the perspectives of health workers, but my argument that health 

workers had different opinions based on their professional logic was not convincing them. 

Hence, qualitative studies need to start combining their data more with quantitative data when 

they want to convince policy makers of their findings and influence policies.  Also qualitative 

researchers should look to present their findings in terminology familiar to policy makers, and 

not cloud their findings in anthropological jargon.  

    It is important to acknowledge the study‟s limitations, being a case-study of only one 

facility, the findings cannot be generalized outside the study context. However an in-depth 

study can raise critical questions which deserve attention and further research. One of the key 

findings which should be investigated at a larger scale is how widespread the non-provision of 

consent is in other parts of Uganda. Another important finding is that most women are 

satisfied with their experience of being tested though RCT without or because they are not 

asked to consent for testing. It is important to include the voices of these women, the 

recipients, in the human rights debate about whether informed consent should be explicit and 

individually obtained in RCT. If this finding is representative of what is felt elsewhere the 

question arises whether it actually matters when the possibility to opt-out is not there. But also 

is what is found elsewhere relevant for the women at this particular clinic? Because the 

realities elsewhere may not exist there. Their realities may even be conflicting with “our” and 

“generally accepted” notion of human rights. This shows the difficulty of promoting policies 

on basis of human rights while in reality these rights are not a given for many people. 

Although informed consent may not be most important to these women, the quality of 

counseling and importance of ongoing counseling are essential for women to accept their 

testing results and face the implications of testing.  

   Another topic which requires future research is the effect of RCT on the popularity of the 

governmental antenatal clinics. Rumors of women who flee to private clinics after learning 

they will be tested for HIV in government clinic need to be explored in detail. Further a 



77 

 

finding which requires more research is the protocol for RCT in labor, both on the policy side 

as well as in practice guidelines on this topic are inadequate.   

   A last finding which needs urgent attention is the difficulties faced by health workers and 

women surrounding infant feeding practices. Health workers are having trouble in advising 

women to appropriate feeding options, and socio-economic factors make it difficult for 

women to adhere to the chosen option.  

 

Final thought 

RCT and PMTCT programs are creating life-saving opportunities for women and their 

families in rural Uganda. Also they are empowering women through counseling and 

participation in post-test clubs. This study however unveiled some of the difficulties with  

implementing the policy and challenges faced by health workers and pregnant women. With 

the prospects of scaling-up the PMTCT program in resource-poor settings these local realities 

need to be taken into account for they influence the outcomes of the program. Furthermore, if 

we want to base policies on true evidence people at the local levels should be part of the 

policy-making and evaluating processes since they live the policies in practice.  
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Abbreviations and acronyms 
 

3TC  Lamivudine 

ABC  Abstain, Be faithful, or use a Condom 

AFASS  Acceptable, feasible, affordable, sustainable and safe 

AIC   AIDS Information Centre  

AIDS  Acquired immunodeficiency syndrome 

ARV  Antiretroviral 

ART  Antiretroviral therapy 

AZT   Zidovudine  

CCA   Community counselor aide  

CDC   Centers for Disease Control and Prevention  

CO   Clinical officer 

EBM  Evidence based medicine 

EBPM  Evidence based policy making 

HAART  Highly active antiretroviral therapy 

HC   Health centre 

HCT   HIV counseling and testing  

HIV  Human immunodeficiency virus 

HSD   Health sub-district  

IATT   Inter-agency task team  

MO  Medical officer 

MoH   Ministry of health 

MTCT  Mother-to-child transmission 

MUWRP  Makarere University Walter Reed Project 

NVP  Nevirapine 

NSA   Network support agents 

PACTG 076  Pediatric AIDS clinical trials group study  

PEPFAR  President Bush's Emergency Plan for AIDS Relief 

PHC   Primary health care  

PITC   Provider-initiated testing and counseling 

PLWHA  People living with HIV/AIDS 

PMTCT Prevention of mother-to-child transmission 

PREFA  Protecting families against HIV/AIDS 

PSI   Population Services International 

RCT  Routine counseling and testing 
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RTC   Routine testing and counseling 

STD  Sexually transmitted infection 

TASO   The AIDS Support Organization  

UAC   Uganda AIDS Commission 

UN  United Nations 

UNAIDS Joint United Nations Programme on HIV/AIDS 

UNICEF United Nations Children‟s Fund  

UNGASS United Nations General Assembly Special Session 

USAID  United States Agency for International Development 

VCT  Voluntary counseling and testing 

WHO  World Health Organization 
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Appendix A - Data collection tools 

 
Topic list for interviews health personnel  
 

Introduction 

Introducing myself, explaining aim of my research and asking verbally informed consent.  

Ensuring confidentiality and ask permission to tape-record interviews. 

Ask if there are any questions. 

 

Working in antenatal clinic 

For how long have you been working here? 

What is your function / daily activities? 

What kind of education/training did you receive to do your current work?  

What is your role in PMTCT? 

 

Policy of RCT/PMTCT 

Since when does this antenatal clinic offers pregnant women an HIV test? 

Has your work changed since the time the “policy” was implemented, and if so how (workload, 

morale)? 

What does RCT mean according to you and how does this differ from VCT? 

What are the procedures for obtaining consent and maintaining confidentiality? 

Who explained you the guidelines for RCT and PMTCT? 

 

Experiences with RCT/PMTCT   

How is informed consent obtained? 

What happens when a women declines testing and counseling? 

Can you describe a positive experience and a negative experience you had with RCT? 

Have you had any experience of screening partners for HIV at the same time? 

How do you experience the offer of an HIV test to pregnant women in this clinic? 

What are according to you reasons for women to either accept or refuse an HIV test? 

What are the challenges in your work? 

 

Opinions on RCT/PMTCT 

How do you feel about this way of testing pregnant women in antenatal clinics? 

What do you think about the possibility of opting out in practice? 

What do you think about women who decline testing and counseling? 

 

Stigma and Disclosure 

How do people in your community treat PLWHA? And how does this influence the ability to accept or 

decline HIV testing? 

What is your opinion on disclosing one‟s HIV status? 

What do you think about screening partners for HIV at the same time? 
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Topic list for interviews pregnant women  
 

Introduction 

Introducing myself, explaining aim of my research and asking verbally informed consent.    

Ensuring confidentiality and ask permission to tape-record interviews. 

Ask if they have any questions. 

 

Knowledge of RCT 

Did you know you will be offered HIV testing and counseling in the antenatal clinic, and if so how did 

you know this? 

Why did you come to this clinic? 

 

Experiences with testing and counseling in the clinic 

How did you experience being offered an HIV test in the antenatal clinic? 

Who (reception, nurses, counselors, etc?) informed you that you will be offered an HIV test? 

What happened in the pre-counseling? 

Why did you choose to get tested or refused to be tested?  

Did you feel that you could decline the test? 

Were you asked if you wanted to be tested/ to give consent? 

In case you declined the HIV test, what happened after that and how did the health personnel respond? 

What happened in the post-counseling? 

What happens after post-counseling (referral to post-test club?) 

How did the health personnel involved in testing and counseling treat you? 

Did you have any difficulties during delivery or taking medications (ART/NVP)? 

 

Opinions about testing and counseling in the clinic 
How do you feel about being (offered) tested for HIV in the antenatal clinic? 

Were you satisfied about the pre- and post-counseling? 

Have you considered the possibility of opting out in practice? 

Have you considered on screening partners at the same time? 

Are there things/services you missed or were not able to use when being offered an HIV test? 

 

Social consequences 

Why did you accept or refuse the offer to be tested? 

What is your opinion on disclosing your HIV status to partner/family/friends? 

In case you disclosed your HIV status to others, how did they react? 

Were you treated differently by people after being tested and disclosing you status? 

 

Personal background 

Married/single/Children? 

Profession 

Age 
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 Topic list for interviews members of post-test clubs 

 
Introduction 

Introducing myself, explaining aim of my research and asking verbally informed. 

Ensuring confidentiality and ask permission to tape-record interviews. 

Ask if they have any questions. 

 

Membership post test club 

Where and how long ago were you tested for HIV? 

How did you join the post-test club? 

Why did you join the post-test club? 

What do you think about the services offered by the post-test club? 

Experience with testing and counseling 

Can you describe your experience with being tested? 

Why did you wanted to be tested? 

How did the health personnel involved with testing and counseling treat you? 

What did you think about the pre-and post counseling? 

Were you able to make an informed choice to be tested? 

 

Social consequences 

Why did you accept or refuse the offer to be tested? 

What is your opinion on disclosing your HIV status to partner/family/friends? 

Did you experience any social consequences after being tested in the antenatal clinic? 

If you disclosed your HIV status to others, how did people react? 

What do you think about screening partners at the same time? 

Did you experience any difficulties with delivering, taking medications (ART/NVP)? 

 

Personal background 

Married/single/Children 

Profession 

Age 
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Observation checklist antenatal clinic 

 
Location  

Place of antenatal clinic within area: in the center of town/ outside of the center, part of inclusive 

health facility or a standalone clinic, busy/quiet surroundings? 

Waiting areas outside or inside? 

 

Statistics 

How many beds? 

How many staff members? Male/female? 

How many women come in every day and are dismissed every day (average)? 

 

Organization inside the clinic 

Busy waiting area, long waiting time? 

Do they need to be registered, pay in advance? 

Separate rooms for testing and counseling? 

Impressions of confidentiality, are patients records are kept behind “close doors”? 

Impression of quality of care, cleanliness, patient/staff ratio, crowded rooms? 

 

Interaction providers and patients  

How are patients approached and treated in public spaces?  

Do patients talk in waiting areas? If so, what do they talk about? 

 

Interaction between providers and patients during testing and counseling 

How long do the counseling-session last? And does this differ much between patients? 

How does the provider explain the available options? 

Do patients ask questions? 

Does the provider ask if patients have any questions? 

Does the same health provider provides both pre- and post-test counseling? 

What is said about post-test services? 
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Appendix B - PMTCT Service outputs at PREFA intervention site 

 

 PREFA INTERVENTION SITE 

PMTCT Service Out-puts 
10/2005 –  
09/ 2006 

10/ 2006 – 
09/ 2007 

    

HIV Counseling and 
Testing   

Total new ANC women 2613 1919 

ANC women counseled 2619 1891 

ANC women tested 2501 1875 

ANC women counseled, 
tested and received 
results 2501 1860 

ANC women who tested 
HIV-positive 137 132 

Partners counseled 55 52 

Partners tested 55 52 

Partners tested positive  9 6 

ARV drug Administration    

HIV-positive women given 
NVP only 93 78 

Labor and Deliveries   

Total deliveries 825 714 

HIV-positive deliveries 105 54 

HIV-positive 
deliveries who swallowed 
NVP only 80 53 

Infants given NVP only 50 140 
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Appendix C - Scheme interviews pregnant women 
 

 

 Age Reason  

for testing 

First 

time 

tested 

Knew  

about  

HIV test 

Asked  

for 

consent 

Current 

Partner 

Disclosed to 

partner 

HIV-

status 

(+/-) 

Partner 

tested 

Resp. A 22 Pregnant Yes No No Yes Yes - No 

Resp. B 18 Pregnant No 

(2
nd

) 

 

Yes No  Yes Yes  - Yes  

Went together 

(HIV -) 

Resp. C 29 Pregnant Yes No No Yes No - No 

Resp. D 20 Pregnant No 

(2
nd

) 

Yes No Yes No - No 

Resp. E 38 Pregnant Yes No No Yes No - No 

Resp. F 32 Pregnant  No 

(3
rd

 ) 

Yes No Yes Yes + Yes (HIV+) 

Resp. G ? Pregnant Yes Yes No Yes Yes  + 

 

Yes 

Tested before 

her (HIV +) 

Resp. H 32 Pregnant  No  

(2
nd 

) 

Yes No Yes  Yes + Yes  

Tested before 

her 

(did not 

disclose) 

Resp. I 33 Pregnant No 

(4
th

) 

Yes No No  

(died) 

 (partner 

died) 

+ Yes 

Tested before 

her 

(died from 

AIDS) 

Resp. J ? Ill (first 

husband 

died) 

No 

(2
nd

) 

Yes No Yes Yes + No 

(does not 

want to go) 

Resp. K 41 Pregnant No 

(2
nd

) 

Yes No No  

(died) 

(partner 

died) 

+ Yes 

(HIV-, tested 

in army 22 

years ago) 

Resp. L 38 Pregnant 

 

Yes Yes No No  

(died) 

(partner 

died) 

+ Yes 

(died of 

AIDS, did not 

disclose to 

her) 

Resp. M 34 Pregnant/ 

ill 

Yes Yes Yes Yes Yes + Yes  

(HIV+) 

Resp. N 25 Pregnant No  

(2
nd

) 

Yes No  Yes Yes + Yes 

(HIV+) 

Resp. O 19 Pregnant No 

(2
nd

) 

Yes No Yes ? ? ? 
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Appendix D - Scheme interviews post-test club members 

 

 

 

 

   

 

VCT   

        

Age Partner Tested  

alone/ 

together 

HIV  

Status 

(+/-) 

Used 

nevirapine 

/ ARVs 

Partner 

tested 

(status) 

Disclosed 

to partner 

(Negative) Social 

Consequences (SQ) 

(divorce, violence, 

stigmatization, 

discrimination)  

Resp. A 33 Yes Together + Yes/ Not 

on ARVs 

Yes (-) Yes no SQ (discordant couple!) 

Resp. B 35 Died Alone + Yes/ on 

ARVs 

No Yes First husband refused to go for 

testing and divorced. 

Disclosed to new partner, he 

refused to go for testing and 

left her when she was 

pregnant. 

Resp. C 32 Died Alone - / No / No SQ 

Resp. D 32 Divorced Alone + Yes/ on 

ARVs 

Yes 

(+) 

Yes Partner left her, does not know 

why, probably not related to 

testing. 

Resp. E 30 Died Alone + Yes/ on 

ARVs 

No / No SQ. Partner denied he was 

HIV +, she was told by his 

family members  

Resp. F 31 Divorced  Alone + No 

(PMTCT 

not yet 

running) 

Not on 

ARVs 

No Yes No SQ. When she disclosed to 

her partner he never 

responded. She disclosed to 

relatives, no discrimination 

and stigmatization these days, 

Resp. G 35 Died Alone + No / On 

ARVs 

No / No SQ herself. 1 of her 

children is infected and is 

discriminated against by other 

children. 
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RCT/ 

PMTCT   

        

Age Partner Tested  

alone/ 

together 

HIV  

Status 

(+/-) 

Used 

NVP/ 

ARVs 

Partner 

tested 

(status) 

Disclosed 

to partner 

Social Consequences (SQ) 

(divorce, violence, 

stigmatization, discrimination)  

Resp. H 31 Divorced Alone 

(RTC) 

+ / ? Yes Husband said he went for a test, 

and that he is negative but she did 

not believe him. He did not want 

to use condoms, so they got in a 

fight and she left him because she 

does not want more children. 

Resp. I 29 Divorced Alone 

PMTCT 

+ No, On 

ARVs 

now. 

No Yes She was afraid of stigma and 

discrimination, so she did not 

disclose, did not go back for 

nevirapine, ended up losing the 

baby. Was discriminated by aunt, 

did not want to give her food 

because she said she was going to 

die anyway. 

Resp. J 28 Yes Alone 

PMTCT 

+ Yes/ 

No, on 

Septrin 

Yes 

(+) 

Yes Was shocked by results so in first 

instance threw away septrin. 

Because of ongoing counseling she 

agreed to take the medications. 

Resp. K 29 Yes Alone 

PMTCT 

+ Yes/ 

No, on 

Septrin  

No No Stigmatized at her old place, 

people whispered when she passes 

by them. She moved to a new 

house and here they don‟t do that. 

Husband refuses to go for testing.  

Resp. L 26 Divorced Alone + Yes/ on 

ARVS 

No Yes Disclosed to husband, refused to 

go. Later they got 

misunderstanding and divorced.  

Resp. M 30 Yes Alone + Yes/ 

ARVs 

Child is 

HIV + 

No Yes Partner blamed her for bringing 

disease at first. Beaten up by 

husband. Later he accepted results, 

but he did not go for the test. Feels 

discriminated by neighbors, 

whispering about her. 

Resp. N 30 Yes Alone + Yes/ 

No, on 

septrin 

Yes 

(-) 

Yes No SQ. Discordant couple (!) 

Resp. O 27 Yes Together + Yes/ 

No, on 

septrin 

? Yes Tested together, but parent did not 

want her to know his results. He 

abandoned her afterwards. 
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Summary 
 

Uganda was one of the first resource-poor countries to introduce Routine Counseling and 

Testing (RCT) and Prevention of Mother-to-Child Transmission (PMTCT) programs 

countrywide since 2004. Whilst recognizing the great potential of scaling up testing and 

treatment and simultaneously preventing babies from acquiring the HIV infection, scholars 

have voiced concern over the complexities of RCT in resource-poor settings. Resource-poor 

settings are often plagued by poverty, gender inequalities, HIV-related stigma, weak health 

care infrastructure and poor access to antiretroviral treatment. Motivated by shared concerns 

this qualitative case-study addressed the following research question; “How is RCT being 

offered by health providers and experienced by pregnant women within an antenatal clinic in 

a resource-poor context in rural Uganda?” Data was obtained over a period of three months, 

from March to June 2008, through a combination of qualitative research methods including 

observations, semi-structured interviews, group discussions and thorough reviews of existing 

documents. The study population consisted of three groups: health personnel at the antenatal 

clinic, pregnant women being offered RTC in the antenatal clinic and members of the post-

test club. The multi-level perspective provided the theoretical structure for comparing the 

policies with local practices.  

    My findings show how health providers interpret the policy of RCT based on their 

professional logic and role in the program. Power relations within the clinic illustrate an 

antenatal ethics of care in which one does not question the health worker‟s advice. Therefore 

HIV testing in antenatal care is regarded as a given rather than a choice. Asking for consent to 

test and the possibility to opt-out are hardly there in practice. However women were satisfied 

with their experience of being tested though RCT and often deliberately used the opportunity 

of going for antenatal care to get to know their status. By being tested through RCT, the HIV 

test is undone of the stigma of being suspected and blamed of infidelity and is now related to 

being pregnant. The interviews with pregnant women and post-test club members indicated 

that following up HIV-positive women and offering ongoing counseling are essential to 

achieve the goals of preventing further HIV transmission. With the prospects of scaling-up the 

PMTCT program in resource-poor settings the local realities of health providers and 

recipients need to be taken into account for they influence the outcomes of the program. 
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Samenvatting 

 
Oeganda was een van de eerste ontwikkelingslanden die vanaf 2004 op grote schaal het 

routinematig counselen en testen (RCT) van zwangere vrouwen op HIV introduceerde ter 

voorkoming van HIV overdracht van moeder op kind (PMTCT). Hoewel het enorme 

potentieel van deze programma‟s door een ieder wordt erkend, maken sommige 

gezondheidswetenschappers zich zorgen over de moeilijkheden omtrent de implementatie van 

RCT in minder ontwikkelde gebieden. Deze gebieden worden vaak geteisterd door armoede, 

gender ongelijkheid, stigma, zwakke gezondheidszorg infrastructuur en slechte toegang tot 

antiretrovirale middelen. Vanuit gedeelde bezorgdheid stelde deze kwalitatieve casestudie de 

centrale vraag: Hoe wordt RCT aangeboden door gezondheidswerkers en ervaren door 

zwangere vrouwen in een zwangerschapskliniek in een minder ontwikkeld gebied op het 

platteland van Oeganda? Data werd verzameld over een periode van drie maanden, van maart 

tot juni 2008, door middel van observaties, semigestructureerde interviews, groepsdiscussies 

en beleid- en document analyse. De studiepopulatie bestond uit drie verschillende groepen: 

gezondheidsmedewerkers van een zwangerschapskliniek, zwangere vrouwen en leden van de 

post-test club. Een multi-level perspectief is gebruikt als theoretisch kader voor de 

vergelijking van beleidsstukken met lokale praktijken.  

   De bevindingen laten zien hoe de interpretatie en uitvoering van het RCT beleid door 

gezondheidsmedewerkers is gebaseerd op hun professionele denkkader en rol in het 

programma. Machtsongelijkheden binnen de kliniek illustreren een ethiek van 

zwangerschapszorg waarbij een advies van de gezondheidsmedewerker niet in twijfel wordt 

getrokken. Hierdoor wordt het ondergaan van een HIV test in zwangerschapszorg niet als 

keuze ervaren maar als een verplicht onderdeel gezien. Het geven van toestemming voor een 

test en de mogelijkheid om de test te weigeren zijn in de praktijk beperkt. Echter waren de 

geïnterviewde vrouwen zeer tevreden over hun ervaring met RCT en maakten pragmatisch 

gebruik van de mogelijkheid om getest te worden op HIV tijdens een bezoek aan de 

zwangerschapskliniek. Door getest te worden via RCT wordt het testen op HIV ontdaan van 

het stigma en wordt nu geassocieerd met zwangerschap. Uit de data bleek dat follow-up van 

zwangere vrouwen en het bieden van langdurige begeleiding essentieel is om verdere HIV 

transmissie te voorkomen. Met de vooruitzichten van uitbreiding van PMTCT programma‟s 

in minder ontwikkelde gebieden moet men de lokale realiteiten van gezondheidsmedewerkers 

en ontvangers in acht nemen omdat deze de uitkomsten van PMTCT drastisch beïnvloeden.  


