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ABSTRACT 
 
 
Testing pregnant women for HIV in order to prevent transmission from infected women to 

infants is increasingly advocated as a routine part of antenatal care, and the HIV test is 

viewed on par with other antenatal tests. Requirements for informed consent to the test 

have been relaxed to promote testing and treatment to reduce the risk of transmission from 

infected women to infants and for their own health. Women have the right to refuse the 

test, and this right is viewed as adequate to protect them from potential stigma and 

discrimination associated with a positive result. 

 
 
However unlike other antenatal tests, testing positive for HIV puts women at significant 

risk of stigma and discrimination, especially if they are tested and diagnosed before their 

male partners as is often the case. Furthermore, there is a large gap between the numbers 

of women diagnosed with HIV within the programme to prevent parent-to-child 

transmission (PPTCT) and access to effective antiretroviral treatment to reduce risk of 

transmission to infants and for their own health. Acknowledging these risks, 

UNAIDS/WHO (2007), and the Indian government (NACO 2007) recommend promoting 

the autonomy of women in decision-making about the test, and testing women only after 

obtaining their informed and voluntary consent to the test. 

 
 
In this thesis, I draw upon the capabilities approach to examine the extent to which 

policies by UN agencies and by the Government of India, and the practice of obtaining 

informed in antenatal care facilities in Tamil Nadu, India, promote women‘s ability to 

make an informed and voluntary decision about the test. Data for the thesis were drawn 

from research conducted between 2006 and 2010. Both qualitative and quantitative 

methods were used. Qualitative methods included content analysis of policy 

recommendations for informed consent to an antenatal HIV test, and of guidelines to 

prevent parent-to-child transmission; and an ethnographic study among stakeholders in 

India between August 2007 and July 2008. A total of 28 focus group discussions, 56 in-

depth interviews, four case studies, and 70 semi-structured observations were conducted 

among women accessing antenatal care at selected health facilities, husbands, community 

members, and heads of non-government organizations, healthcare providers, and state and  
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national level policy makers the quantitative method used to collect data was a 

questionnaire survey among 380 women who accessed antenatal care at selected 

healthcare facilities between May 2007 and January 2008. 

 
 
Results showed that global and Indian policy recommendations for an antenatal test to 

prevent parent-to-child transmission targetted women to the virtual exclusion of male 

partners, and severely restricted women‘s capabilities related to autonomous decision-

making about the test. Furthermore, the PPTCT programme focused almost entirely on 

testing and treatment and ignored components related to primary prevention for women, 

and prevention of unintended pregnancies among infected women. A large proportion of 

pregnant women who tested positive, both globally and in India, did not receive 

antiretroviral prophylaxis to reduce the risk of transmission to the infant or antiretroviral 

treatment for their own heath. In India, infected women who did receive prophylactic 

treatment received the sub-optimal Nevirapine regimen that was less than 50% in the 

absence of exclusive breast feeding. 

 
 
The limitations in policy were exacerbated in practice. Although test acceptance among 

women was 100% test, this was not accompanied by their informed consent of women in 

the overwhelmingly vast majority of cases. In general, both policy makers and healthcare 

providers dismissed women‘s ability to make an informed and voluntary decision about 

the test, and questioned the feasibility of obtaining an informed consent in Indian settings. 

In contrast, women demonstrated their ability to make informed and pragmatic choices by 

identifying alternate approaches to the test that would help to protect infants from the risk 

of transmission, while also protecting infected women from potential stigma an 

discrimination, such as couple counselling and testing, and confidentiality of a positive 

test result. 

 
 
Furthermore, healthcare providers uniformly constructed the test as a compulsory 

requirement of antenatal care, withheld pre-test information about potential stigma and 

discrimination and about the right of the woman to refuse the test, and implicitly 

threatened to withhold access to ongoing antenatal care if women did not complete the  
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test. They justified these actions as necessary to protect infants from the risk of acquiring 

the infection from infected mothers during pregnancy, delivery and breastfeeding, as well 

as to protect themselves from the risk of accidental exposure while providing care. In 

contrast, they did not discuss how women could protect themselves from HIV, even 

though all women respondents who tested positive reported acquiring HIV from infected 

husbands. 

 
 
Based on these findings, I suggest that promoting women‘s autonomy in antenatal testing, 

and in the broader context of HIV prevention and care in resource constrained settings 

such as India, is necessary both to protect their rights and to help them cope with their 

vulnerabilities to HIV and its consequences 
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Chapter 1. Introduction 

 

 

CHAPTER 1  : INTRODUCTION 

 

1.1 Background 

 

In May 2007, the United Nations Joint Programme on AIDS (UNAIDS) and the World 

Health Organization (WHO), issued new guidelines relaxing requirements for informed 

consent to an HIV test, so as to promote testing among patients in healthcare settings 

(UNAIDS/WHO 2007). Pregnant women are a key population group targeted for the test, 

primarily to prevent transmission to infants. In July 2007, India adopted these guidelines 

with a few modifications (NACO 2007a) discussed in Chapter 6. In 2009, UNAIDS 

committed to eliminate parent-to-child transmission by 2015 (WHO 2010b). Provider-

initiated testing and counselling services were identified as the entry point for access to 

HIV prevention and care services for women and children and were to be integrated with 

reproductive health, maternal and child health and family planning services for women 

(ibid). In 2010, the Indian government issued guidelines to extend provider-initiated 

testing and counselling for pregnant women to village level healthcare facilities and 

further relaxed requirements for women‘s informed consent to the test (NACO 2010c). 

 

In this thesis, I examine how global policies influence national policies; how national 

policies shape and reshape local practice; how policies, practices, and social and cultural 

contexts, mediate the understanding and practice of informed consent among pregnant 

women testing for HIV in India; and what these understandings mean for women. 
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HIV infection in India was first identified in the state of Tamil Nadu in 1986 (Simoes et al 

1987). Blood samples taken from women detained in a government remand facility under 

the Immoral Traffic Prevention Act (ITPA) in Madras (now Chennai), the state capital, 

had tested positive. The infection was alleged to have been brought to India by foreigners, 

already infected, who then had sex with the women (India Today 1986). Over the next few 

months, more women detained under the ITPA in Tamil Nadu were found to be positive 

for HIV. In response, the state suspended the rights of the women to trial, and 

promulgated an order that allowed it to indefinitely detain those infected with HIV 

(Nataraj 1990). Under the Act (GoI 1956), selling sex to make a living was not illegal, but 

women could be prosecuted for soliciting in a public place, for trafficking other women, 

or for living off the earnings of a prostitute. However most often, women were arrested for 

selling sex while pimps and brothel owners remained free (NCW 1996). 

 
 

Once charged under the Act, women were held in a remand home before being presented 

in court. Women usually pleaded guilty and were released after posting the bail amount set 

by the court. Money for bail was usually raised by a woman‘s pimp or the owner of the 

brothel where she worked. Sometimes  however, the pimp or brothel owner failed to come 

up with the money and the woman had to raise the amount herself. If she was unable to do 

so, she was sentenced to detention for a minimum period of six months (GoI 1956). 
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While in detention, women underwent a series of medical tests, including tests for 

pregnancy and sexually transmitted infections such as syphilis and gonorrhea. In 1986, 

HIV was added to this list. Women who were found to be infected with HIV were 

detained indefinitely so as to prevent them from transmitting the infection to male clients. 

As the HIV epidemic spread in the country the crackdown on sex workers intensified. 

More women were arrested, tested for HIV, and detained if infected (Nataraj 1990). 

 

In 1990, the detention was challenged in the Madras High Court by an investigative 

journalist who had met with the detained women and had reported on the situation (Panos 

1990). I was that journalist. The petition was filed on behalf of four women who I 

claimed, were being held without their consent. I argued that the detention was illegal, and 

violated the women‘s right to liberty granted by the Indian Constitution (GoI 1950).
1
 

 
 

The petition also argued that the practice of detaining infected women was gender-biased, 

because it did not include the men who had infected the women in the first place, and who 

were now free to infect others. In court, the public prosecutor for Tamil Nadu submitted 

documents showing that the women had agreed to being detained, and had affixed their 

 

1
 Article 19(1) of the Indian Constitution states that ―All citizens shall have the right to freedom 

of speech and expression; to assemble peaceably and without arms; to form associations or unions; 

to move freely throughout the territory of India; to reside and settle in any part of the territory of 

India; and to practice any profession, or to carry on any occupation, trade or business‖ (GOI 1950). 

 

 

-3-  



 

 

Chapter 1. Introduction 

 

thumbprints in lieu of a signature signifying their consent. In response, the Court 

appointed a special commissioner, Sheila Jayaprakash, to meet with the four women and 

report on the situation. 

 

In her report the commissioner stated that the women did not wish to remain under state 

custody and were unaware of what they had agreed to (Jayaprakash 2011). They said they 

had been asked to sign or to affix their thumbprint on a form they could not read, and had 

complied, partly because they assumed it was an administrative requirement, and partly 

because they did not know they could refuse to do so (ibid). In November 1990, the Court 

ruled that the women had been held illegally and ordered their release (IJME 2002). The 

ruling led to the release of nearly 600 infected women detained in Tamil Nadu. 

 
 
The High Court judgment was significant because it was the first time in India that the 

fundamental right to liberty of people infected with HIV had been upheld. But of 

particular relevance to this thesis is the issue of consent itself, and the relative ease with 

which the Indian state was able to manipulate poor, illiterate women to ‘consent‘ to 

interventions of which they were unaware of, or did not want. 

 
 
Twenty years later, the issue of ‘consent‘ in the context of HIV and AIDS continues to be 

under scrutiny in India and elsewhere, provoked by global policy guidelines for HIV 

testing and informed consent. UNAIDS/WHO (2007) suggests that in countries where 

HIV is prevalent, all pregnant women should be offered an HIV test as a standard part of 

antenatal and delivery care irrespective of the availability of ongoing antiretroviral  
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treatment for infected women. The recommendation is that women should be given basic 

information about the test and its implications, its importance in preventing transmission 

to infants, and about their right to refuse to undergo the test (ibid). Informed consent is 

assumed if women do not explicitly refuse the test (ibid). This is called an ‘opt-out‘ 

approach to HIV testing (ibid). 

 
 
 
Discussions about provider-initiated testing and counselling for pregnant women in India 

are particularly relevant because preventing the spread of HIV is a priority. Although adult 

prevalence is stable at a low of 0.29% (NACO 2010a), India‘s population of over a billion 

people implies that a mere 0.1% increase in prevalence would mean an increase of 

approximately one million infected people. Preventing heterosexual transmission among 

women is especially important because this route accounts for 87% of detected cases. 

Furthermore,  over 90% of infected women in India have acquired HIV, not by their own 

actions, but because of the risky behaviours of their husbands and male partners (UNAIDS 

2009d, NACO 2010a). Parent-to-child transmission accounts for 5.4% of all known 

infections followed by injecting drug use (1.6%), unprotected sex between men (1.5%), 

and the use of infected blood and blood products (1.0%) (NACO 2010a). 

 
 
 
The issue of HIV in India is not only about numbers but also about the marginalization 

and discrimination of infected women. As in other low and middle income countries 

(LMICs), most women in India are vulnerable to HIV because of their lower status as  
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compared to men (NACO 2006c), economic dependence on their husbands, inability to 

negotiate safer sex, and lower access to reproductive health services (Kadiyala and Barnett 

2004, Mahal and Rao 2005, NACO 2006c, Mehta and Gupta 2006, Samuel 2006). Poverty 

forces many women into sex work and increases their vulnerability (Kelkar 2004, NACO 

2006c, Moses et al 2006). Other factors exacerbating women‘s risk include early marriage 

and initiation of sexual activity at a younger age, cultural taboos that prevent young 

women from discussing sexuality related matters, sexual violence and exploitation, 

pressures to bear children soon after marriage, high prevalence of sexually transmitted 

infections, and poor access to treatment facilities (Majumdar 2002, Prasad et al 2005, 

NACO 2006c, Kumarasamy et al 2007) 

 

Infected women in LMICs face significant levels of HIV associated stigma and 

discrimination. In India, infected women have reported discrimination by husbands, in-

laws, community members, and healthcare providers. Women are often blamed for the 

infection, verbally, physically, and emotionally abused and/or deserted by husbands, 

rejected by members of his family, socially isolated from the community, lose access to 

housing and shelter, and are denied insurance services (Mawar et al 2005, Moses et al 

2006, Singh 2007, MacQuarrie et al 2006, Urena 2009, Rahangdale 2010). Infected 

women accessing health services also report verbal and physical abuse by providers 

including reluctance to touch, treatment delays, and denial of care (Mahendra et al 2006, 

Chakrapani et al 2008, Steward et al 2008 Kannniappan et al 2008, Thomas et al 2009). 
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Given the magnitude of the damage that a positive HIV test result can mean for a woman, 

recommendations for an ‘opt-out‘ approach to the HIV test, especially for pregnant 

women, have provoked widespread debate among policymakers, ethicists, researchers, 

activists, medical professionals and others. Supporters argue that the antenatal test must be 

made a routine component of antenatal care because the increasing availability of 

antiretroviral treatments can reduce the risk of parent-to-child transmission, and ensure 

ongoing care for infected women (WHO 2002, UNAIDS 2003, Gostin 2006, De Cock et 

al 2002). De Cock and colleagues (2002) have suggested that routine testing should not 

require informed consent or pre-test counselling as long as all clients are informed that it 

is part of the package of services which they are attending voluntarily. According to De 

Cock, making the test routine will help to normalize HIV testing and reduce the stigma 

and discrimination associated with the infection (ibid). UNAIDS and WHO have claimed 

that provision of basic information about HIV before the test, and about the option to 

refuse satisfy commitments to promote the autonomy of women and to ensure an informed 

and voluntary consent to the test (WHO 2003, UNAIDS/WHO 2004), 

 
Those arguing against the opt-out‘ approach cite lack of adequate evidence to support 

assumptions that replacing pre-test counselling with pre-test information and the right to 

refuse the test, will protect women‘s autonomy in decision-making about the test, increase 

access to ongoing treatments, and reduce stigma and discrimination associated with HIV 

(Gruskin & Loff 2002, Kippax 2006). Others argue that women are likely to feel too  
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disempowered to refuse a recommendation to test made by a healthcare provider (Rennie 

& Behets 2006), that positioning the test as institutionally sanctioned will encourage  

providers to emphasize the benefits and play down the risks (Bennett 2006) and that 

pregnant women will be disproportionately exposed to the test due to their need for care 

and, thus, disproportionately exposed to the stigma and discrimination associated with a 

positive result (Gruskin et al 2008). 

 
 
In this thesis, I do not argue against interventions to help prevent HIV transmission to 

infants including an HIV test for pregnant women. Rather, I attempt to understand the 

extent to which current approaches to the test address the issue of women‘s autonomy in 

the situation given their subordination vis-à-vis healthcare providers, and the extent to 

which they help women to protect themselves against acquiring HIV infection from male 

partners 

1.2 Research Question 

 

The primary research question guiding this thesis in as follows:  

Do women accessing antenatal care facilities in India have the ability to make an 

autonomous decision about HIV testing, and do family, community, and healthcare 

systems support them to do so?  

The specific objectives of the study are as follows: 
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1. To assess the extent to which UNAIDS/WHO policies and Indian policies for 

HIV testing promote and protect the capabilities of pregnant women to make 

autonomous decisions about provider-initiated testing.  

2. To identify social and cultural factors that influence the ability of young women 

to develop and exercise their capacity to make autonomous choices in different 

areas of their life, including an antenatal HIV test.  

3. To assess the extent to which healthcare providers in Tamil Nadu adhere to 

policy recommendations to obtain the informed consent of women to an 

antenatal HIV test.  

 

The conceptual framework guiding this thesis is based on the capabilities approach (Sen 

1999, Nussbaum 2000, Nussbaum 2005). This approach implies that any assessment of 

policies that claim to promote the autonomy of individuals must include an assessment of 

the extent to which the policies promote the capabilities necessary for individuals to 

exercise their autonomy. I elaborate on this in Chapter 2. 

1.3 Thesis Overview 

The thesis is set out as follows. In Section 1 (Chapters 2, 3 & 4), I introduce key issues, 

concepts and methods. In Chapter 2, I describe theoretical frameworks related to 

autonomy and informed consent and to the capabilities approach.  These underpin the  
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discussions presented in the thesis. In Chapter 3, I present an overview of the HIV 

epidemic globally and in India, and provide a summary of the literature related to 

antenatal HIV testing for women. In Chapter 4, I describe the methodology used to collect 

and analyze data for this research. 

 

In Section 2 (Chapters 5 and 6), I discuss global and Indian policies related to antenatal 

HIV testing and their interface with policies and programmes to prevent parent-to-child 

transmission. 

 

In Section 3 (Chapters 7-11), I describe and analyze practices of obtaining the informed 

consent of women to an antenatal HIV test at healthcare facilities in Tamil Nadu. Data are 

drawn from an ethnographic study among stakeholders including women, their husbands, 

members of their communities, healthcare providers, staff of non-government 

organizations, and state and national level policy makers. These data were supplemented 

by a questionnaire survey of 380 women who accessed antenatal care in the project area. 

 

In Section 4 (Chapter 12), I draw together findings from earlier chapters in order to 

suggest some changes in informed consent processes that will better promote the 

autonomy of pregnant women in relation to HIV testing in India. 
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CHAPTER 2 : THEORETICAL FRAMEWORKS 

 
The ends and means of development call for placing the perspective of freedom at the 

centre of the stage…people have to be seen as being actively involved – given the 

opportunity - in shaping their own destiny, and not just as passive recipients of cunning 

development programmes. The state and the society have extensive roles in strengthening 

and safeguarding human capabilities. This is a supporting role rather than one of 

readymade delivery (Sen 1999:53). 

 
 
 
In this chapter, I provide an overview of the key concepts related to discussions of 

informed consent to antenatal testing of women. First, I briefly describe the concept of 

autonomy and identify widely accepted indicators of women‘s autonomy in the context of 

reproductive decision-making in South Asia. Next, I discuss issues of patient autonomy 

and informed consent and their application in antenatal HIV testing. Finally, I introduce 

the capabilities approach and discuss its relevance in assessing policies and practices 

related to the ability of women to autonomously decide whether or not to have an 

antenatal HIV test. 

 

 

2.1 About Autonomy 
 

The term ―autonomy‖ is a combination of the Greek words autos (self) and nomos  

-11- 

 



 

 

Chapter 2  Theoretical Frameworks 

 

(custom, law), and essentially refers to an individual‘s capacity for self-governance. 

Dworkin (1988: 6) associates autonomy with a range of overlapping but distinctive 

characteristics. These include dignity, integrity, individuality, independence, 

responsibility, self-knowledge, self-assertion, critical reflection, freedom from external 

causation, self-rule, sovereignty, and freedom of will (ibid). The notion of respect for 

persons is linked to the principle of respect for autonomy (Smilansky 2005, Eddy 

 

2007). Describing persons as ―beings who choose,‖ Smilansky (2005: 249) observes that 

lack of respect for an individual will affect the individual‘s sense of self-respect, and 

affect the ability to make choices. Eddy (2007: 321) similarly observes that a threat to 

self-respect of human beings is not simply a question of hurt feelings and wrongful 

treatment but undermines an individual‘s feelings about her/his own worth, and 

discourages the capacity to choose and act independently. In this thesis, I will demonstrate 

that the sense of self-worth of pregnant women in rural communities in Tamil Nadu is 

damaged by members of their marital families, and by healthcare providers,  and thus 

compromises their ability to make an autonomous decision about an antenatal HIV test. 

 

Traditional definitions of individual autonomy (Table 1) emphasize the ability of 

individuals to act entirely rationally and independently, and without being subject to the 

will of others (Downie & Telfer 1971, Scanlon 1972, Wolff 1970, Feinberg 1986). This 

view fails to acknowledge the social embeddings of individuals, and of external influences  
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on their actions (Sandel 1982, Dworkin 1988, Habermas 1990, Stoljar 1999). 

Furthermore, the traditional emphasis on independence and self-reliance promotes a 

masculine character ideal that valorizes the independent pursuit of one‘s desires and 

dismisses values women consider important such as love, care, compassion, loyalty, and 

friendship (Gilligan 1993, Code 1999, Barclay 1999). 

 

Alternate definitions of autonomy emphasize the capacity of individuals to reflect and to 

participate in decision making (Table 1). Meyers (1999: 166) suggests that discussions on 

autonomy must focus on the skills a person needs to act autonomously 

rather than on the characteristics of an autonomous person. She recommends promoting a 

basic set of ‘autonomy competency‘ skills such as introspection, imagination, memory, 

communication, reasoning, volition, and interpersonal abilities that focus on the context of 

a proposed action and the impact the action can have on an individual‘s relationship with 

others (ibid). This thesis will show that restrictions on these skills can limit women‘s 

ability to participate in decision-making about issues that affect their lives including 

decisions about an antenatal HIV test. 
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Table 1: Autonomy- Definitions, Critiques and Alternate Definitions. 

Traditional Definitions 
 

(1) Autonomy consists of the ability to choose whether to think in a certain way 

insofar as thinking is acting; in freedom from obligation within certain spheres of 

life; and in moral individuality (Downie & Telfer 1971: 301).  

 

(2) To regard himself as autonomous, a person must see himself as sovereign in 

deciding what to believe and in weighing competing reasons for action (Scanlon 

1972: 215).  

 

(3) The autonomous man may do what another tells him, but not because he has been 

told to do it (but because) by accepting as final the commands of others, he 

forfeits his autonomy (Wolff 1970: 14).  

(4) I am autonomous if I rule me, and no one else rules I (Feinberg 1986: 161).  
 

 

Critiques of traditional views of autonomy 

(1) To imagine a person incapable of constructive attachments…is not to conceive an 

ideally free and rational agent, but to imagine a person wholly without character, 

without moral depth (Sandel 1982: 179).  

(2) We know that all individuals have a history. They develop socially and 

psychologically in a given environment with a set of biological endowments. They 

mature slowly, and are therefore, heavily influenced by parents, peers, and culture. 

How, then can we talk of self-determination? (Dworkin 1988: 12) 
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(3) Persons are socially embedded and identities are formed within the contexts of social 

relationships and shaped by a complex of intersecting social determinants such as 

race, class, gender and ethnicity. Thus the focus (of relational approaches) is to 

analyse the implications of the inter-subjective and social dimensions of selfhood and 

identity for conceptions of individual autonomy and moral and political agency 

(Stoljar 1999:5).  

 

(4) The traditional view of autonomy both symbolizes and promotes the character ideal 

of the autonomous man that is based on the notion of self-sufficient independence 

which functions both descriptively and prescriptively to promote a particular 

conception of human nature and a particular conception of the telos of a human life 

(Code 1999: 27).  

 

(5) The conflict between self and other constitutes the central moral problem for 

women…the conflict between compassion and autonomy, between virtue and power, 

which the feminine voice struggles to resolve in its effort to reclaim the self and to 

solve the moral problem in such a way that no one is hurt (Gilligan 1993: 70-71).  

 

(6) Traditional concepts of autonomy benefit men far more than women because 

traditional gender roles encourage men to pursue their desires while exhorting women 

to take care of their responsibilities (Friedman 1999: 36).  
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Newer definitions of autonomy 

(1) The capacity to reflect upon one‘s motivational structure and to make changes in 

that structure. Thus autonomy is not merely a reflective capacity but also includes 

some ability to alter one‘s preferences and to make them effective in action 

(Dworkin 1988: 108).  

 

(2) The difference between an autonomous person and one who fails to be 

autonomous, lies in the fact that the autonomous person reflectively engages with 

societal forces to participate in shaping a life for herself while a non-autonomous 

person may remain a passive receptacle of these forces (Barclay 1999: 55).  

 

(3) Self rule that is free from both controlling interference from others and from 

limitations such as inadequate understanding that limits meaningful choice 

(Beauchamp & Childress 2001: 58).  

 

(4) The focus must be on the skills necessary for individuals to be able to act with 

greater autonomy rather than on a set of pre-determined characteristics that define 

an autonomous person (Meyers: 1999: 166).  

 

 

Newer conceptions of autonomy resonate with ideas of agency as the socio-culturally 

mediated capacity of individuals to act (Ahearn 2001: 113), and the pursuit of goods and 

objectives that a person has reason to value and advance, whether or not they are 

connected with the person‘s own well-being (Sen 2005: 221). 
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Despite the difference in understandings of autonomy, there is a general  agreement that 

individual autonomy is valuable  as an intrinsic component of human dignity as well as 

being an instrument to promote individual and societal development (Feinberg 1986, 

Dworkin 1988, Barclay 1999, Myers 1999, Sen 1999). Feinberg (1986) suggests that the 

ability of human beings to make decisions for themselves is the characteristic that gives 

them the right to live their lives according to the values they choose. Dworkin (1988) 

observes that an individual‘s capacity for autonomy is the feature by which s/he defines 

commitments and promises. According to Sen (1999), the freedom to exercise agency is 

valuable in itself because it is among the constituent components (emphasis original) of 

development, and well as being valuable because it contributes to the economic progress 

and well-being of societies. 

 

While supporting these views, that the I demonstrate in this thesis that despite the value 

attached to autonomy, the ability of young women to exercise it in health care institutions 

is mediated by various factors including the respect of family members, healthcare 

providers, and policy makers; disempowerment  of women vis-à-vis providers, the 

pressures on them to bear a child soon after marriage, and lack of recognition and 

understanding about their right to have the final say regarding a healthcare intervention 

that can significantly affect their lives.   Equally, I demonstrate that despite these 

restrictions, many women reveal a high capacity to reflect and make responsible and 

pragmatic decisions in this context.  
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2.1.1 Autonomy and Women 
 

The anthropological literature on gender describes agency as the ability to affect one‘s 

well being (Mensch 2004), make strategic life decisions (Kabeer 2001), and control 

resources and decisions that shape one‘s life outcomes (Rao Gupta and Malhotra 2006). 

Women‘s autonomy has also been described as the capacity to control significant 

decisions affecting their lives and to have access to the resources to do so (Ravindran 

1999). In this thesis, I define women‘s autonomy as the capacity of women to shape their 

lives through reflecting upon and actively participating in decisions that affect their lives, 

including decisions about protecting themselves and their children from HIV infection.  

 

Women‘s autonomy is a principle factor influencing their decisions about reproductive 

health (Balk 1994, Obermeyer, 1995, Mason 1996, O‘Neill 2002, Woldemicael 2009). 

Reiterating the importance of reproductive freedom, O‘Neill (2002: 50) points out that for 

much of the twentieth century, women have been coerced by families and the state to 

undergo forced marriages, forced sex within marriage, forced sterilizations, forced 

childbearing, and forced abortions. Noting the impact of reproductive coercion, 

 
 

 

O‘Neill observes: 

 

Even if reproductive freedom were only a matter of ending and forbidding these practices, 

it would be ethically significant, and would secure a degree of choice whether or not to  
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have a child. Protecting this choice is of great importance, whether or not those who 

choose are capable of or deploy any very demanding or distinctive form of autonomy… 

reproductive autonomy (in particular)…comprises far more than freedom from coercion in 

reproduction: the idea has been extended to reflect the expansion of possibilities for 

individual self-determination and independence offered by new reproductive technologies 

that began to be used in the last decade of the twentieth century (ibid: 50). 

 
 
Note that O‘Neill emphasizes the importance of promoting women‘s autonomy in 

reproductive decision-making, even where women may be unable to exercise it in 

significant ways. According to her, women must have the freedom to use technology to 

decide if and when to have children because this freedom will influence women’s 

freedoms to make choices about other areas in their lives. In this thesis, I extend O‘Neill‘s 

call for women’s freedom to make a decision about an antenatal HIV test because the 

consequence of the test result can affect women‘s freedom to make decisions about other 

areas in their lives. 

 

2.1.2 Women’s autonomy in reproductive decision making in South Asia 

 

Women‘s ability to make strategic life choices have been evaluated against indicators 

based on factors such as education, marriage, employment, childbearing, participation in 

household decision-making, mobility, and spousal communication (Jejeebhoy 1997, 

Kabeer 2001, Jejeebhoy and Sathar 2001, Woldemicael 2009). Decisions about day-to-day 

activities within and outside the household are also viewed as important proxy measures  
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of autonomy because these reflect women‘s freedoms regarding decisions in their daily 

lives, whereas decisions about education, marriage, and childbearing are made 

infrequently (Malhotra et al 2002, Jejeebhoy et al 2010). 

 

Different scholars have chosen different, and sometimes overlapping indicators to assess 

women‘s autonomy in reproductive decision-making in Asia. Although the choice of 

specific indicators vary in different contexts, most indicators are grouped into the 

following categories (i) Socio-cultural indicators, measured by freedom of movement; (ii) 

Familial/inter-personal indicators, measured by participation in domestic decision-making, 

control over spouse selection, and marriage timing; (iii) Psychological indicators, 

measured by self-esteem and self-efficacy; and (iv) Economic indicators, measured by 

access to, and control over one‘s own and family resources (Jejeebhoy et al 1997, 

Malhotra et al 2002). 

 
 
 
Direct indicators include freedom of mobility, choice of spouse, spousal communication, 

and participation in household decision-making (Jejeebhoy et al2010). Indirect indicators 

include education, income, and employment, post marital contact with natal kin, matri-

local or neo-local post marital residence, later age at marriage, absence of dowry, choice 

of spouse, lower emphasis on bride‘s virginity, equal rights to divorce, and village 

endogamy (Mason 1984, Jejeebhoy & Sathar 2001). Studies show that direct indicators 

influence reproductive decision-making far more strongly than indirect ones (Balk 1997,  

-20- 

 



 

 

Chapter 2  Theoretical Frameworks 

 

Malhotra et al 1995, Jejeebhoy & Sathar 2001). This may be because indirect indicators 

such as education and employment may underestimate the influence of other variables 

such as status of women in patriarchal societies (Presser & Sen 2000). Other scholars 

argue that although education and employment do not sufficiently explain how gender 

mediates the distribution of power between women and men, these variables are important 

predictors of reproductive behaviour among women (Sathar & Kazi 1990, Jejeebhoy 

1991). In this thesis, I consider both direct and indirect indicators because I believe that, 

direct indicators such as freedom of mobility measure the extent to which women have the 

freedom to exercise their autonomy whereas indirect indicators such as factors related to  

education and employment help to assess their potential to do so. 

 

2.1.3 Autonomy and informed consent in healthcare practice 

 

The emphasis on patient autonomy and informed consent in medical practice is relatively 

recent, and marks a shift from paternalistic traditions in which professionals were seen as 

the proper judges of a patient‘s best interests (O‘Neill 2002, Bayer and Fairchild, 2004). 

Paternalism has been defined as the protection of competent adults irrespective of their 

expressed desires, because a higher authority has determined that it is better for them 

(Gostin et al 2009). The shift from paternalism to an autonomy-based model of care was 

provoked by a combination of factors, primarily revelations about the abuse of Jewish 

prisoners as research subjects in Nazi Germany This led to the development of to the 

Nuremberg Code in 1949 (Lenrow et al 2002). The Code specified that the participation of  
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human subjects in medical research must be entirely voluntary, based on sufficient 

knowledge and comprehension of the research, and without any force, fraud, deceit, 

duress, over-reaching, or other ulterior form of constraint or coercion (ibid). The principle 

of respect for autonomy quickly assumed pre-eminence in health care practice, 

superseding other principles such as beneficence, non-maleficence, and justice.
2
 Respect 

for autonomy is primarily associated with the practice of informed consent, although 

confidentiality and privacy of patients also fall under its purview. The term, “informed 

consent”, was originally coined in case law in the USA in 1957 (Faden and Beauchamp 

1986: 87) and has been defined in at least in two ways.  

 

“as an individual‘s autonomous authorisation of a medical intervention or of participation 

in research (where) an informed consent is said to occur if and only if a patient or subject 

with substantial understanding, and in the absence of substantial control by others, 

intentionally authorises a medical professional to do something‖ (Beauchamp and 

Childress 2001: 78).  

 
 
 
2 These four principles-- autonomy, beneficence, non-maleficence and justice--comprise the 

principlist framework in healthcare ethics and are widely acknowledged to govern current practice 

of medicine. The principle of beneficence refers (Beauchamp & Childress 2001) to action taken to 

prevent harm and to promote the significant and legitimate interests (of patients). The principle of 

non-maleficence refers (ibid) to avoiding actions that will place the patient at risk of injury, wrong, 

or harm. The principle of justice refers (ibid) to the issue of inequalities within society and 

particularly to the equitable distribution of limited resources in healthcare practice. 
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This definition notes that patients must understand information about the proposed 

intervention, must decide whether or not to accept it without being forced to do so, and 

must give explicit permission to the healthcare provider to proceed with it. Here the 

emphasis is on information disclosure, understanding, voluntariness, and explicit giving of 

consent. 

 
 
Jonsen et al (1982: 69) define informed consent more literally as ―the willing and 

uncoerced acceptance of a medical intervention by a patient, after adequate disclosure by 

the physician, of the nature of the intervention, its risks and benefits, as well as of 

alternatives, with their risks and benefits‖. This definition equates informed consent by a 

patient, with voluntary acceptance of a proposed intervention, after receiving relevant 

information. The emphasis is on information disclosure and voluntariness, without 

reference to understanding and explicit permission. Faden & Beauchamp (1986) point out 

that even where information is disclosed, voluntariness can be compromised if patients 

have not adequately understood the information. Thus, if one were to follow Jonsen‘s 

criteria, the consent may be informed but may not be voluntary, even in the absence of 

coercion. Discussions in this thesis confirm Faden & Beauchamp‘s observation that mere 

information disclosure does not ensure voluntariness (see Chapters 7, 9 & 10). 

 
 
The differences in the definitions of informed consent reflect conflicting beliefs about 

patient autonomy and informed consent in healthcare practice. One view is that promoting 

patient autonomy is a critical to maintain respect for individuals in medical care (Dworkin 

1988). 
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Human beings are embodied creatures that do not merely have bodies, but ―are bodies,‖ 

to which their values and goals are inextricably tied. Respect for autonomy in healthcare 

may be even more important than in other areas of an individual‘s life, because the body is 

irreplaceable, and the person is tied to the consequences of an intervention to her/his body 

(ibid). Furthermore, people identify themselves primarily with their bodies, and respect for 

the individual must thus include respect for her/his wishes regarding the body (ibid: 113). 

 

Dworkin argues that respect for individual autonomy in healthcare may be more important 

than in other areas of one‘s life because the body is irreplaceable and the consequences of 

any intervention to the body must be borne by the individual alone. 

 
Furthermore, he observes that the body is the primary representative of one‘s identity,  

thus respect for an individual must include respect for her or his wishes regarding her or 

his body. 

 
 
 
Others argue that the right to patient autonomy is illusory because, in practice it means 

only that patients have the right to accept or refuse an intervention recommended by a 

healthcare provider (O‘Neill 2002). According to O‘Neill (ibid:37), the notion of patient 

autonomy may even be disempowering because it transfers formal responsibility for 

choice of treatment and its consequences to patients without giving them the 

corresponding opportunities required to make a real choice. 
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A third view suggests that patient autonomy is important to protect against abuse and 

exploitation, but that criteria for informed consent must address personal, social, and 

cultural factors that influence the ability of patients to exercise their autonomy (Dodds 

1999, Kuczewski and Marshall 2002). According to this view, the event model of consent 

used currently is limited because it focuses on information disclosure, patient 

understanding, and capacity to give a valid informed consent but does not account for 

contextual factors such as influence of other individuals and organizations, processes of 

disclosure, social characteristics of patients, and the values that inform their participation 

(Kuczewski and Marshall 2002: V-46). 

 
 
 
An important area of disagreement on is about the applicability of informed consent in 

diverse cultural settings. One view is that patient autonomy and informed consent may not 

be appropriate in some cultures because they are rooted in Western values of 

individualism and individual rights, and may not apply to many cultures. In Pakistan and 

Nigeria for example, patients have a high degree of trust in their healthcare providers and 

expect physician and family members to make decisions on their behalf (Jaferey et al 

2006, Irabor 2009). Proponents of this view argue that rather than emphasizing autonomy, 

providers must treat patients with respect and dignity (Irabor 2009).  Others (Ezeome and 

Marshall 2009) argue that the principles governing informed consent are universally 

applicable even if the practice is not uniform.  Giving the example of Nigeria, Ezeome and 

Marshall (2009) point out that despite unique social and cultural norms such as religious  
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worship, multiplicity of ethnic grouping, extended family relationships, and respect for 

elders; principles governing informed consent such as the idea of personhood, right to 

self-determination, and respect for persons are supported both legally, and within the 

family and community and thus need to be honoured (ibid).  

 

I agree with the view that principles governing informed consent are universally 

applicable .  For example India shares many of the social and cultural norms described in 

Nigeria, while the culture similarly supports the idea of personhood and the principle of 

respect for persons. 

 

In 2008 the Supreme Court of India upheld directed healthcare providers to give patients 

adequate information about the purpose, benefits, risks, and effects of a proposed 

intervention, available options, and the adverse consequences of refusal, in order to enable 

them to make a balanced judgment about accepting it (Rangaramanujam 2008). Despite 

this ruling, the code of ethics of the Indian Medical Council (MCI 2002) does not specify 

the need for a patient‘s informed consent except in the case of surgery, in-vitro 

fertilization, artificial insemination, or research. Discussions in this thesis will show that 

the MCIs failure to recognize the patients’  right to informed consent is replayed in 

attitudes and practices related to the process of consent taking from women undergoing on 

HIV test.   
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Also in 2008, the International Bioethics Committee of the UNESCO recognized that  

differences in socio-economic, cultural, and structural factors could influence the practice 

of consent taking in different settings (UNESCO 2008). Although informed consent was 

recognized as an important mechanism to educate individuals to become more 

autonomous and individually responsible and  protect their own interests (ibid: 36), the 

committee knowledged the many barriers  to the process of obtaining it in  resource-

limited settings: lack of training, lack of time, high patient loads, and lack of resources for 

care.  In such situations, the committee suggested that healthcare providers should convey 

adequate information using suitable communication methods to help patients make a 

decision about a proposed intervention (ibid: 34). The committee also noted that consent 

must be “express”, or explicit, so that the patient‘s wishes were clear, especially in 

situations where the intervention was invasive, or where it could cause severe physical, 

psychological, or social damages.  Finally the committee suggested that consent could be 

expressed  orally, in writing, or by gesture (ibid: 17-18). 

 
 
 
Beauchamp & Childress (2001) identify criteria for an informed consent to qualify as an 

autonomous act. These include competence; disclosure of information; understanding; 

voluntariness; and authorization (see Table 2) 
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Table 2: Definitions of the key criteria for informed consent as proof of autonomous 

action 

Competence: Patients are held to be competent to make a decision if they have the 

capacity to understand the relevant information, to make a judgment about the 

information in light of their values, to intend a certain outcome, and to communicate 

freely their wishes to care givers. 

 
Disclosure of information: Disclosure refers to the obligation of the physician to 

provide a core set of information that includes at a minimum, the nature and purpose of 

the intervention; alternatives, risks and, benefits; the physician‘s recommendations; the 

meaning of the diagnosis and the likely prognosis; the purpose of seeking consent; and its 

limits as an act of authorization. 

 
Understanding: Patients are held to understand if they have acquired pertinent 

information, and have justified, relevant beliefs about the nature and consequences of 

their actions. While factors intrinsic to themselves such as baseline knowledge and 

capacity play an important role in patient understanding, others such as language, the way 

information is framed, the method of presentation, and the attitude of the provider have 

also been found to influence understanding. 

 
Voluntariness: A person is said to act voluntarily to the degree that that he or she wills 

the action without being under the control of another‘s influence. 

 
Authorization: Intentional giving of permission, either verbally or in writing. 

 
Source: Beauchamp & Childress 2001: 79-104 
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In this thesis, I follow Beauchamp & Childress‘s definition of informed consent as a 

marker of autonomous action primarily because UNAIDS/WHO (2007) and Indian 

recommendations (NACO 2007) explicitly commit to promoting the autonomy of patients 

in provider-initiated HIV testing. I also assume that women satisfy the criteria of 

competence.  Thus following Beanchmp & Childress (2001) assessment of informed 

consent in this thesis in limited to conditions related to information disclosure, 

understanding, voluntariness, and authorization.  I also follow the views of  Dodds (1999) 

and Kuczewski and Marshall (2002) and include criteria related to institutional practice of 

informed consent, and to the socialization of women in healthcare practice as part of the 

assessment (see Chapter 4 for complete list of criteria) 

 

2.1.4 Restrictions to autonomy and informed consent in antenatal testing 
 
It  has been argued that in  public  health,  individual  autonomy  can  be  restricted  under  

certain  conditions (Beauchamp & Childress 2001, O‘Neill 2002, Holland 2007, Gostin et 

al 2009). Examples include the ban on smoking in public places, mandatory motorcycle 

helmet use and seatbelt laws, the criminalization of recreational drugs, fluoridation of 

drinking water, and quarantine of individuals during an epidemic (Gostin et al 2009, Bayer 

& Fairchild 2004). Because the objective of public health interventions is to benefit the 

population as a whole, an emphasis on individual autonomy would simply amount to 

privileging the individual over the community (Holland 2007: 27). It has also been argued 

that in some cases, state paternalism can give individuals more freedoms as compared to 

the freedom to exercise autonomy (Gostin et al 2009). For example, the ban on smoking in  
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a public place has helped to shift social norms, and has potentially contributed to better 

health for all individuals (ibid). It is likely that left to themselves, smokers may not have 

been able to easily assess the levels of harm, or have the willpower to stop smoking, in 

return for long-term health benefits (ibid).  Restricting the autonomy of pregnant women 

to HIV testing is not justified because of the potential for harm that forced/ mandatory 

testing poses to the women. 

 

The need to restrict the autonomy of pregnant women in antenatal HIV testing is actively 

debated. Some claim that routine testing of pregnant women with information disclosure 

and the right to opt-out will protect the autonomy of women, help infected women to 

access treatments to prevent transmission to infants and for their own care, and reduce 

stigma and discrimination associated with HIV (De Cock et al 2002, De Cock et al 2003, 

Clark 2006, De Cock and Lay 2008, Gostin 2006, UNAIDS/WHO 2007, NACO 2007). 

 
 
 
Others call for a suspension of the right to autonomy in antenatal HIV testing in high 

prevalence settings, where access to ARV prophylaxis and to ongoing ART for infected 

women is assured, and where confidentiality can be maintained (Clark 2006, Schuklenk et 

al 2006). Attempting to address the issue of the rights of women to informed consent 

versus the rights of infants to protection, Schuklenk et al (ibid) suggest that women must 

be informed that they will be tested, only if they decide to continue the pregnancy, even 

after being offered access to safe abortion services. This has been contested on the  
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grounds that mandatory testing can be morally acceptable only if it is accompanied by 

mandatory treatment and care, guaranteed confidentiality and privacy, and concrete 

measures to prevent stigma and discrimination (Armstrong 2008). 

 
 
 
Yet others argue that pre-test counselling and opt-in consent must be re-instated in place 

of pre-test information and the right to opt-out (Gruskin et al 2008). Routine‗'opt-out‘ 

testing of women can expose infected women to stigma and discrimination, breach of 

confidentiality and poor quality of care, and lead to loss of confidence in the health service 

(ibid). 

 

Criteria used to assess if specific situations warrant restrictions to individual autonomy 

include  the following: (i) Is the proposed restriction legally sanctioned? (ii) If the 

objective of the restriction is in the general interest; is the restriction strictly necessary to 

achieve the objective? (iii) Is no less intrusive and restrictive means available? (iv) Is the 

action likely to be unreasonable or discriminatory in its application? (v) Have negative 

consequences been minimized? and (vi) Has the proposed policy been reached by a 

transparent process involving all stakeholders?  In this thesis, I demonstrate that 

UNAIDS/WHO (2007) and NACO (2007, 2010) recommendations for informed consent 

for an antenatal HIV test do not meet the above criteria. 
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2.2. A Capabilities Approach to Autonomy 

 

The capabilities approach focuses on the fair distribution of resources and power to enable 

individuals to exercise self–determination and achieve well-being (Sen 1999). It  was 

initially developed to assess quality of life in the context of inequality and gender, and was 

extended  to issues related to social justice, women, and development (Nussbaum 2005).  

The approach is especially useful to assess the extent to which individuals and institutions 

are able to pursue a particular right, choice, or ideal in the context of socio-cultural 

environments in which they live (Sen 1992, Nussbaum 2005). The approach has been used 

to examine a wide variety of situations, including health and gender (Shivakumar 1992, 

Klasen 1994), human resource management (Cornelius and Skinner 2008), social work 

(Morris 2002), employment, income and economics (Sen 1997), and identity politics 

(Laden 1996). 

 

The capabilities approach is based on two defining parameters: capabilities and 

functionings. Capabilities are described as the freedoms that individuals possess in order 

to achieve the kinds of lives they value, and functionings refer to their state of doing or 

being (Sen 1992:49). If we consider well-being as a value, functionings that constitute a 

person‘s well-being would include: being adequately nourished, being in good health, 

avoiding escapable morbidity and premature mortality, being happy, having self-respect, 

taking part in the life of the community and so on. In turn, the set of capabilities that  
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contribute to these functionings will relate, among others,  to personal characteristics such 

as the ability to reflect and to choose, and external conditions such as mobility, education, 

employment, access to healthcare, and opportunities to participate in community life 

(ibid:4-5). 

 
 
 
A person‘s capabilities are related to her/his well-being directly and indirectly (Sen 1992: 

41). For example, the freedoms to reflect and to choose contribute directly to a person‘s 

well-being by providing opportunities to enrich her/his life. Capabilities related to 

education, employment, mobility, and access to healthcare contribute indirectly through 

providing opportunities for well-being (ibid). The set of valuable functionings and 

capabilities for any given variable may be vast, and Sen suggests that the choice of 

specific functionings and capabilities should be left to stakeholders in order to promote 

their own participation and self-determination (ibid). He also notes the importance of 

considering the unequal levels of resources different people may need to achieve the same 

level of capability. For example, a disabled person requires more resources to enter a 

building than one who can walk (1992: 28). According to Sen (ibid), development must be 

seen as a process of increasing real freedoms that people enjoy, and any ethical or political 

analysis of development must necessarily assess the extent of an individual‘s freedoms to 

achieve well-being in terms of her/his own definitions.  I agree with this view, and in this   
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thesis attempt, to assess informed consent of women to an antenatal HIV test through 

accessing their capabilities to provide such consent. 

 

2.2.1 Emphasis on individual autonomy. 

 

A central feature of the capabilities approach is its emphasis on individual autonomy (Sen 

1999, Nussbaum 1999). In the context of development, Sen suggests that the primary role 

of the state ought to be the promotion of the individual capacity to exercise the right to 

self-determination, rather than provision of services alone (ibid: 53). This is echoed by 

Nussbaum (1999:231), who defends the capabilities approach on the grounds of human 

dignity. In her view, to be human is to exert a moral claim to dignity that, in turn, justifies 

the claim to the development of a set of abilities that can help individuals resist 

exploitation (ibid). Like Sen, Nussabum suggests that the role of the state is to actively 

help people to participate fully in shaping their lives rather than being passively shaped or 

pushed around by the world in the manner of a flock or herd animal‖ (ibid: 234). 

 
 
Following Sen, Nussbaum (2003, 2005) suggests that the capabilities approach can 

substantiate the language of human rights by defining the freedoms, or pre-conditions, that 

the state must promote so that rights do not remain on paper. As an example, she describes 

a situation where the right of a woman to political participation is rendered meaningless if 

she is not allowed the freedom to leave her home (2003: 33). Another example is of a 

situation where women may not pursue their right to education because of the lack of  
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economic means to do so. In her view, the capabilities approach can be converted to 

establish conditions that can enable women achieve their rights if they choose to do so. 

 

Thus the capabilities approach emphasizes the promotion and protection of the autonomy 

of the individual through promoting an environment in which the concept of autonomy 

can be converted into everyday practice of self–determination. Both Sen and Nussbaum 

argue that commitments to autonomy cannot be met without corresponding commitments 

to the development of such an environment. According to Nussbaum (2003:39) 

capabilities approach is especially suited to women‘s development because its focus on 

what people are actually able to do, and to be, draws attention to inequalities women 

traditionally suffer in terms of resources and opportunities, educational deprivations, the 

failure of recognition for domestic work, and insults to bodily integrity. 

 
 
 
A major difference between Sen and Nussbaum‘s approach to capabilities lies in the 

identification of capability sets. Sen suggests that the decision about the set of capabilities 

necessary for a desired set of functionings should be left to stakeholders (2004: 77). In his 

view, a pre-determined canonical list of capabilities discourages public participation on 

what should be included and why (ibid). In contrast, Nussbaum suggests that a pursuit of 

the notion of equality, or of a social minimum, necessitates identifying core freedoms that 

cannot be traded off against each other (2003:40, 45). 
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She identifies a core set of central human capabilities‖ (Table 3) related to life, bodily 

health, bodily integrity, senses, imagination and thought, emotions, practical reason, 

affiliation, respect and concern for other species, play, and control over one‘s environment 

(Nusbaum 2005: 41-42). 

 

Table 3: Nussbaum's list of Central Human Capabilities 

 

Central Human Functional Capabilities 

(1) Life. Being able to live to the end of a human life of normal length; not dying 

prematurely, or before one‘s life is so diminished as to be not worth living.  

(2) Bodily health. Being able to have good health, including reproductive health; to 

be adequately nourished; to have adequate shelter.  

(3) Bodily integrity. Being able to move freely from place to place; to be secure against 

violent assault, including sexual assault and domestic violence; having opportunities 

for sexual satisfaction and for choice in matters of reproduction.  

(4) Sense, Imagination and Thought. Being able to use the senses to imagine, think, 

and reason and to do these things in a ―truly human‖ way, a way informed and 

cultivated by an adequate education, including but by no means limited to literacy 

and basic mathematical and scientific training; being able to use imagination and 

thought in connection with experiencing and producing work and events of one‘s 

own choice; being able to use one‘s mind in ways protected by guarantees of 

freedom of expression with respect to both political and artistic speech and 

freedom of religious exercise; being able to have pleasurable experience and to 

avoid non-necessary pain.  

-36- 



 

 

Chapter 2  Theoretical Frameworks 

 

5)    Emotions. Being able to have attachments to things and people outside ourselves; 

to love those who love and care for us; to grieve at their absence in general; to 

love; to grieve; to experience longing, fortitude, and justified anger; not having 

one‘s emotional development blighted by fear and anxiety (supporting this 

capability means supporting forms of human association that can be shown to 

be crucial in peoples development). 

(6)     Practical Reason. Being able to form a conception of the good and to engage in 

critical reflection about the planning of one‘s life (which entails protection for the 

liberty of conscience). 

 
(7)  Affiliation. Being able to live with and toward others; to recognize and show 

concern for other human beings; to engage in various forms of social interaction; to 

be able to imagine the situation of another and to have compassion for that 

situation; to have the capability for both justice and friendship (protecting this 

capability means protecting institutions that constitute and nourish such forms of 

affiliation and also protecting the freedom of assembly and political speech). 

Having the social bases of self-respect and non-humiliation being able to be related 

as a dignified being whose worth is equal to that of others. This entails protections 

against discrimination on the basis of race, sex, sexual orientation, religion, caste, 

ethnicity or national origin. 

 
(8)   Other Species. Being able to live with concern for and in relation to animals, plants, 

and the world of nature. 
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(9)     Play. Being able to laugh, to play, to enjoy recreational activities.  

(10)  Control over one’s environment. Political: being able to participate effectively in 

political choices that govern one‘s life; having the right of political participation, 

protections of free speech, and association. Material: being able to hold property 

(both land movable goods); having the rights to seek employment on an equal basis 

with others; having freedom from unwarranted search and seizure in work. Being 

able to work as a human being, exercising practical reason, and entering into 

meaningful relationships of mutual recognition with other workers.  

 
Source: Nussbaum (2005: 41-42) 

 

 

In this thesis, I allow women to identify the list of capabilities essential for them to make 

autonomous decisions and compare them with Nussbaum‘s list to assess the extent to 

which her recommended set match the women’s. I also assess the UNAIDS /WHO (2007) 

and Indian (NACO 2007) policy guidelines and assess the extent to which they support 

capabilities required to make an autonomous decision about the test.   

 

 

2.2.2 Critiques of the capabilities approach 

 

Critiques of the capabilities approach refer to Sen‘s lack of specificity and to Nussbaum‘s 

lack of flexibility and epistemological rigour (Gasper et al 2003, Alkire 2002). According 

to Gasper and colleagues (2003:144) most people use the term ‘capability‘ to refer to the  
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idea of skills, and the term ‘freedom‘ to indicate choice and intentional action, and Sen’s  

use both terms interchangeably to refer to attainable options is confusing.  Another 

important limitation is Sen’s failure to values related to respect for persons (ibid). In the 

critic’s  view being respected is significantly related to capabilities such as  self-esteem 

and confidence which are necessary to grow out of poverty (ibid) 

 

Following Gasper et al (2003).  I demonstrate in this thesis that women need to be treated 

with respect to enable them to excuse their right to autonomy. 

 

Alkire (2002) identifies three main shortcomings in Nussbaum‘s list of capabilities. First, 

she points out that in addition to being inflexible and prescriptive, Nussbaum‘s list cannot 

be applied across cultures where political freedoms are not valued (ibid). Second, the list 

lacks rigour because Nussbaum does not provide a distinct account of the way it was 

constructed. Nussbaum has claimed that the list was developed after years of cross-

cultural discussion‖ and is open to question (1999: 236). Alkire, however, argues that 

Nussbaum‘s implicit assumption is that all processes of discussion will lead to the same 

list, thus contradicting the likelihood that individuals may identify different functionings 

and capabilities based on their cultural, economic, and political contexts (ibid). Finally, 

she notes that Nussbaum does not specify who should decide on the list.  In her view this 

lack of specificity can result in local elites capturing the decision-making process. 
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Alkire agrees with Sen that participatory methods are important to operationalize the 

capabilities approach, and proposes Ellerman‘s (2001: 22) ‗autonomy-compatible‘ model 

to ensure that ―doers‖ are in the driving seat of development projects. According to 

Ellerman, a participatory method of choosing and weighting valuable capabilities and 

functionings can improve people‘s ability to achieve well-being while still preserving and 

expanding their social and cultural identities (ibid). 

 

In this thesis, I follow Alkire and allow stakeholders to identify the capability sets they 

consider essential to promote autonomy of women in antenatal HIV testing.   In Chapters 

5 & 6 on policy analysis, I identify capabilities based on theoretical readings on informed 

consent.  I use the capabilities approach because of its focus on individual, institutional, 

and environmental conditions related to gender and power that can affect women’s ability 

to give an informed consent. 
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CHAPTER 3 

 

THE HIV EPIDEMIC & A REVIEW OF THE LITERATURE 

 

In this chapter, I discuss the autonomy of women in India, especially in the context of 

reproductive healthcare. I also provide a summary of the HIV and AIDS epidemic the 

patho-physiology of the disease, the status of the epidemic globally and in India, and its 

consequences for women. In addition, I discuss the literature pertaining to the issue of 

informed consent in HIV testing of pregnant women in low and middle income countries 

(LMICs) as part of state and international efforts to prevent transmission from infected 

women to infants. The literature spans across several domains ranging from the bio-

medical, social, ethical, and gender aspects, and illustrates the complexities involved in 

analyzing the practice of HIV testing of pregnant women. 

 

 

3.1 Autonomy of women in India 

 

Levels of women‘s autonomy in a society are one indicator of their ability to make 

informed and voluntary decisions about antenatal HIV testing. Women in India have a far 

lower status as compared to men. This is evident in the declining sex ratio in the country. 

As against a world average of 990 females per 1000 males, the sex ratio in India is 914 

females per 1000 males (Census of India 2011). Overall child sex ratio (0-6 years) fell 

from 927 girls per 1000 boys in 2001 to 914 girls per 1000 boys in 2011 (GoI 2011). The 

gap is greatest in high income states in Northern and Western India such as Punjab,  
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Haryana, and Gujarat, and suggests that the preference for sons is not directly connected 

to low income and education. 

 

Das Gupta et al (2003) have pointed out that the patrilineal and patrilocal nature of Indian 

society is responsible for the low status of women, especially in North India. 

 
‘Patrilineal’ refers to a system where the main productive assets are passed on through the 

male line, while women may be given movable goods in the form of dowry or inheritance. 

This constrains women‘s ability to sustain their economic level without being attached to a 

man (ibid: 160). ‘Patrilocal‘refers to the practice of married couples residing at the man‘s 

home and goes hand in hand with inheritance (ibid). 

 
 

The lower status of women as compared to men has also been noticed among adolescents 

(Jejeebhoy 1998b, Sebastian, Grant and Mensch 2004, Jejeebhoy et al 2010). Adolescent 

girls are especially disadvantaged in terms of food intake and access to healthcare, and are 

grossly underweight by the time they reach adolescence (Jejeebhoy 1998a). A significant 

proportion of women marry under the age of 18 and pregnancy at a young age exacerbates 

the health problems of young women (ibid). 

 
 
 
However, the indicators of autonomy do not always favour males, and women report 

higher levels with regard to some indicators. In urban Gujarat, although more boys than  
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girls reported self-efficacy and mobility, girls were more likely to report access to savings 

(Sebastian, Grant and Mensch 2004). Similarly in rural and urban slums in  Maharashtra 

state, women reported greater autonomy on indicators related to self-worth and self-

respect, while men reported greater freedom in terms of mobility within and outside the 

village, and household decision making (Jejeebhoy et al 2010). 

 
 
 
In general women in Tamil Nadu have reported higher levels of autonomy as compared to 

women in North Indian states (Jejeebhoy 1998b, Jejeebhoy 1991, Sathar et al 2001). They 

are freer to maintain mutually supportive relationships with natal families after marriage, 

and the preference for sons is lower (Das Gupta et al 2003). For example, the juvenile sex 

ratio in Tamil Nadu rose from 942 in 2001, to 946 in 2011, as compared to the national 

average that fell from 927 to 914 in the same period (GoI 2011). The overall sex ratio – 

995 females per 1000 males – is higher than the world average, and the mean age of 

marriage of women (21.3 years), is well above the national legal age of 18 years (IIPS 

2010). 

 
 
Other indicators of higher autonomy levels of women in Tamil Nadu include increasing 

numbers of nuclear households, greater economic independence, fewer restrictions on 

education and occupational choice, freedom to inherit and transfer property, greater 

freedom of movement, and greater participation in decisions affecting the household 

(Jejeebhoy 1991). Nuclear family residence frees a woman from the authority of her  
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mother-in-law and other family elders, and provides her with greater autonomy over 

household matters including reproductive decisions (ibid).  For example women in nuclear 

families were 1.5 times more likely to use contraception as compared to women in 

extended families (ibid) (Balasubramanian et al 2008). In addition, age and parity was 

positively associated with use, although women with no male children have less control 

over use as compared to women with a male child (John et al 2006). Some studies have 

found education to be positively associated with use (Sathar & Jejeebhoy 2001), while 

others have found no association (Balasubramanian et al 2008). 

 

Earlier studies in Tamil Nadu indicate far lower levels of autonomy among young women 

as compared to men, and consequently a gross lack of self-confidence among the women 

(Ravindran 1999). For example, sons were given eggs and meat, while daughters were not. 

In case of financial difficulties within the household, girl children were expected to leave 

school and help with chores or contribute to wage work (ibid). After menarche young 

women could no longer leave the house alone even to visit neighbours, without being 

accompanied by older relatives. They could not sit on their doorsteps in the evenings or 

get together with other girls and have fun (ibid). Even laughing aloud was not permitted in 

some households. They were often forced to discontinue their education if there was no 

high school in the village where they lived (ibid). They were allowed to work only within 

the village if work outside was unavoidable, they were sent out in groups accompanied by  
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older women. Finally, less than 10% of the women said they had been asked for their 

approval of the groom before marriage (ibid). 

 
Scholars have found that autonomy levels of women in India change dramatically over the 

life-cycle (Wadley 1980, Das Gupta 1995) restrictions imposed on a woman‘s autonomy 

are imposed soon after menarche and increase soon after marriage. As a young bride, 

women have very little autonomy in the marital home and in the community (Das Gupta 

1995). This improves with childbirth, especially sons, and women gain fuller access to the 

household‘s resources by the time they complete their desired fertility (ibid). These 

findings are further discussed in Chapter 8. 

 

3.2 Autonomy of women in healthcare: A review of India’s family planning 

 

programme 

 

Despite varying levels of reproductive autonomy, women in India are consistently unable 

to assert themselves in reproductive healthcare environments (Ram 1998, Visaria et al 

1999, Ramachandar 2002, Fochen et al 2006). The inability is based on a long history of 

women‘s infantalization by medical practitioners in British colonies in 

 
 

South and South-east Asia (Manderson 1998). Since the introduction of biomedical 

childbirth practices by the British in their colonies, women in general, and young mothers 

in particular, were viewed as moral but ignorant, and their lack of knowledge resulting in 

harmful displays of affection to their children (ibid). 
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Under British rule, the issue of women‘s health in India was framed entirely in terms of 

pregnancy and motherhood (Ram 1998, Rao 2004). This continued even after 

independence in 1948, and successive health policies for women prioritized family 

planning over other aspects of women‘s health. According to the State, a good Indian 

woman was one who was a chaste wife and a good mother, and who participated in nation 

building by harvesting children as resources (Rao 2004). In rural India, pregnant women 

and newly delivered mothers are viewed as bearers of the next generation of workers 

rather than individuals in their own right. (Jeffery et al 2002). 

 
 
 
The population policy privileged national welfare over women‘s rights and led to the 

establishment of a vertical programme that completely disassociated birth control from 

other socio-economic determinants (Dreze and Sen 1989). Institutions such as the 

National Institute of Family Planning (NIFP), and the National Institute of Health 

Administration Education (NIHAE), were established to exclusively promote the 

programme, and an entire infrastructure was set up to operationalize it locally (Rao 2004). 

The primary health care system, originally envisaged to address general health needs, 

switched its focus to family planning and primary healthcare centres and health sub-

centres focused almost entirely on family planning services (ibid). 

 
 
Rao (2004) argues that the narrow focus on family planning was influenced by external 

donors including the World Bank and UN agencies who recommended that a separate  
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body should be created to administer the programme. The Ministry of Health and Family 

Welfare was thus established in 1965, and in line with recommendations of a UN advisory 

mission, focused almost exclusively on promoting contraception, especially the 

intrauterine device (IUD), sterilization, and condoms (Ram 1998, Rao 2004). Among the 

many limitations to this approach was the fact that only married women would have 

access to birth control information, and women who exercised their sexuality outside 

marriage, for example prostitutes, were distrusted (Ram 1998). These limitations continue 

to be reflected in prevention and care programmes for women (see chapter 6). 

 

 

3.2.1 Target-based approach 

 

Almost since its inception India‘s family planning programme was dominated by a target- 

based approach recommended by foreign experts (Harkavy 1995). States that met the 

target were rewarded with liberal financial grants (ibid). Although women were initially 

targeted for contraceptive use, in 1975 the ruling government under Indira Gandhi 

undertook to forcibly sterilize men (Visaria et al 1999, Rao 2004). District administration 

and health care personnel were given targets for sterilization. 

 

Those who met or surpassed these targets were suitably rewarded while those who failed 

to meet targets lost promotions or had their increments withheld (Rao 2004). Police were 

routinely used to coerce men into getting sterilized and men who approached government 

officials for help with bureaucratic requirements were often targeted (Rao 2004).  
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Approximately eight million people between 1976 and 1977 were sterilized, six million of 

them men.  This led to widespread hostility and the  ruling party as well as Gandhi were 

defeated the next year.  Chastened, the new government reverted to targeting women once 

more (ibid). By 1994 almost 96% of all sterilizations in the country were done on women 

(ibid: 144). Discussions in Chapter 6 show that the targeting of women has carried on into 

the programme to prevent parent-to-child transmission. 

 
 
 
The target-based approach to family planning failed to meet planned outcomes and was 

officially abandoned in 1995, as a result of national and international campaigns against 

the abuse of  women‘s rights and the need to focus on gender equality (Rao 

 
2004). Activists in India demanded that the state abandon all  overt or covert  targets, 

incentives/disincentives schemes that could coerce women, and stop promoting all 

contraceptive technologies that could not be backed up by adequate monitoring of 

women’s health.  They also called for equal sharing of contraceptive responsibility by 

women and men, disclosure of full information about potential side effects of 

contraceptives on offer, and adequate follow up of women who had accepted them.  

(CWDS 1997). Discussions in Chapter 12 suggest that these recommendations are equally 

applicable to the issue of antenatal HIV testing for women.   

 

 
3
 The reference to hormonal technology was made in the context of efforts to introduce 

injectable contraceptives. 
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3.2.2 Absence of choice for women 

 

Even though as a target based approach to family planning was officially dropped in 

practice, women were offered few contraceptive options and healthcare providers 

continued to be pressured to achieve high rates of contraceptive acceptance by women 

(Ram 1998, Visaria et al 1999, Rao 2004, Sowmini et al 2004). While the  national policy 

trumpeted the promotion of individual choice, in practice  women were actively restricted 

from making them  (Ram 1998: 622). For example, women could only  choose between 

IUDs and sensitization, and often these interventions were performed without their 

consent (Visaria et al 1999, Sowmini et al 2004), and  had no control over managing the 

methods they were forced to adopt (Ram 1998). For example, sterilization is irreversible, 

and the insertion or removal of an IUD requires assistance from medical personnel (ibid: 

623).  These factors suggest that the notion of choice was located outside the control of the 

women themselves (Ram 1998:62) 

 

 

3.2.3 Family planning targets in Tamil Nadu 

 

The abuse of choice in family planning for women was particularly visible in Tamil Nadu.  

The state has been committed to a system of targets and incentives in maternal and child 

health care, The state has often recorded the highest rates of contraceptive use by women 

(Van Hollen 2003). This achievement has in turn has allowed the state to attract liberal 

grants from the central government and from international agencies (ibid). Thus for 

example in 1995, the World Bank  funded and administered  an  extensive information,  
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education and communication programme to promote IUDs and sterilization. Women 

acceptors received an incentive of Rs 160 (approximately US$ 3), while the ‘motivating‘ 

healthcare worker received Rs 50 (approximately US$ 1).  Healthcare workers who did 

not  to meet targets their salaries could be cut or with held.  Predictably, this led them to 

coerce women to accept having IUDs inserted or being sterilized, often without their 

knowledge, or against their wish (Van Hollen :2003:149-159). Women received no 

warnings about side effects such as pelvic inflammatory disease (PID) and consequent 

infertility, and often became aware of the procedure Discussions in Chapters 7-10 show 

that lack of only after they began to show symptoms.  The target based approach 

continued in Tamil Nadu even after it was abandoned nationally because policy makers 

argued that the state’s high acceptance rates would fall in their absence (ibid:164).  These 

trends continue to be replicated in the PPTCT programme (see Chapters 6 & 10) 

 

 

3.3 HIV and AIDS—an overview 

 

The issue of HIV/AIDS has dominated global public health discourse in recent decades. 

At the heart of this engagement is the devastation caused by the disease, and the failure of 

attempts to find a vaccine, or an affordable drug to control the spread of infection. AIDS – 

the Acquired Immune Deficiency Syndrome – is an infectious disease caused by the 

human immunodeficiency virus (HIV). Since it was first identified in 1981, more than 60 

million people have been infected with HIV and nearly 30 million people have died of 

AIDS (WHO 2010b). In 2009 alone, nearly 2.6 million people were newly infected with  
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HIV and 1.8 million people died of AIDS (UNAIDS 2010b: 21), and in 2010, 

approximately 33.4 million people were living with HIV infection worldwide (ibid). 

 
 
There are wide disparities in the burden of HIV-related disease and death between low and 

middle income countries (LMICs) and industrialized countries, reflecting links between 

the vulnerability to HIV/AIDS and differences in power, poverty and wealth, gender 

inequalities, policy options, infrastructural and human resources (Rao Gupta et al 2008). 

For example, in 2009, sub-Saharan Africa and Asia together accounted for nearly 80% of 

all global infections, 79% of new infections, and 87% of deaths (UNAIDS 2010b). In 

comparison, North America, Western Europe, and Central Europe together accounted for 

only about 7% of global infections, less than 4% of new infections, and 2% of deaths 

(ibid). 

 
Global prevalence has stabilized at 0.8% (UNAIDS 2010d) and many LMICs countries 

have reported significant fall in new infections (21% between 1999 and 2009) deaths 

(20% between 2004 and 2009) prevalence among young people in 15 of the most affected 

countries fell  25% between 2001 and 2009, and numbers of infants acquiring HIV during 

pregnancy, labour and breastfeeding fell from 500,000 in 2001 to 370,000 in 2009. In 

India adult HIV prevalence fell from 0.9% in 2004 to 0.29% in 2009 (NACO 2010a).  The 

decline in prevalence both globally, and in India, is attributed to delayed age of sexual 

debut among young men and women, fall in numbers of sexual partners, and increased 

condom use among men (UNAIDS 2010d, NACO 2010a). 
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Access to treatments for infected people is also vastly unequal. Highly Active Retroviral 

Therapy (HAART), developed to manage the infection, is widely available in North 

America, and Western and Central Europe where the disease burden is lowest (ibid). In 

contrast, although LMICs carry 90% of the disease burden, only 35% of infected people in 

need in these countries received ART in 2009 (UNAIDS 2010d). Overall, more women 

(60%) than men received ART (UNAIDS 2009d: 59), probably because women were 

more likely to access healthcare facilities for antenatal, postnatal, and child health care 

(Muula and Kataika 2008). In India, only 45.3% of infected people eligible for treatment 

received it as of March 2009 (NACO 2010a). 

 

However access to ART is gradually increasing and the trend has been influenced by 

significant commitments to universal access to prevention and care resources (United 

Nations 2006).  There is growing evidence that early antiretroviral treatments of infected 

people can reduce the risk of transmission to sexual partners by as much as 96% 

(NIH/NID 2011). As a result, support for test-and-treat approaches to control the epidemic 

in high-prevalence settings is growing (Granich et al 2009, Donnell et al 2010, 

Yazdanpanah et al 2010). Researchers note that the approach can increase risk of drug 

resistance where adherence is poor, (Smith et al 2010), may not be applicable in low-

prevalence settings (Walensky et al 2010), and cannot diagnose infected people in the 

window period (Pisani 2010).   

 

-51-  



 

 

Chapter 3. The HIV Epidemic & A Review of the Literature 

 

In addition to these concerns thesis argues that the test and treat approach can also result 

in testing women without their consent, increase the vulnerability of infected women to 

stigma and discrimination, without ensuring access to adequate care services in India.   

 

3.3.1 Routes of transmission 

 

HIV transmission occurs in four main ways: through unprotected sexual intercourse 

involving exchange of bodily fluids such as blood, semen, seminal or vaginal fluids; 

sharing needles and syringes with infected people when injecting drugs; receiving 

transfusions with infected blood or blood products; and from an infected woman to her 

infant during pregnancy, labour, delivery, or breast feeding (CDC 1999: 9). Unprotected 

heterosexual intercourse is the most common route of HIV transmission in most countries 

in Asia, including in India (UNAIDS 2010: 30, 34— GR). Transmission through injecting 

drug use and through unprotected sex between men is also common in specific parts of the 

region, including in India (ibid). 

 

 

 

 

 

 

--------------------------------------------------------------------------------------------------------------------------------- 
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Figure 1: Stages of HIV infection. 

 
Source: Pantaleo et al 1993:6 

 

In the early weeks after infection (Figure 1), individuals are often asymptomatic. Although 

they may be very infectious due to high viral loads they are likely to test negative for 

antibodies. This ‘window‘ period can last between three and eight weeks 

 
(WHO 2005). It is usually followed by the emergence of flu-like symptoms, and from this 

time on, HIV infection can be diagnosed by antibody tests. The third stage – clinical 

latency – can last for many years until the infected person‘s immune system is severely 

compromised and can no longer ward off other infections. The last and final stage is 

AIDS, and the infected person can fall prey to a range of infections which are  usually 

fatal if there is no access to ongoing ART. 

 
-53- 



 

 

 
 
Chapter 3. The HIV Epidemic & A Review of the Literature 

 

Most commonly, HIV infection is detected by antibody tests. However, these tests cannot 

detect the virus during the window period when antibodies are yet to be produced (WHO 

2009). The first reliable antibody test for HIV, the ELISA test (enzyme linked 

immunosorbent assay), widely available since 1985, requires patients to return for results 

a few days after giving their blood samples, as the test can only be run after sufficient 

numbers of samples are available (Greenwald et al 2006). A confirmatory test is used to 

confirm a positive test result. Rapid antibody tests which can return results within 20 

minutes are increasingly used in most countries including India (ibid). Tests that can 

detect the virus soon after infection – antigen tests – are also available, but are expensive 

and require sophisticated equipment, rigorous laboratory conditions, and highly trained 

staff (WHO 2009). These are not often available in most LMICs and antibody tests are 

used in these countries (ibid). 

 

 

3.3.2 HIV and women 

 

Globally, HIV is the leading cause of death and disease among women of reproductive age 

(WHO 2009b). Over 50% of people living with HIV worldwide are women (UNAIDS 

2009b: 88) and over 98% of infected women live in LMICs (Avert 2010). In sub-Saharan 

Africa women account for 60% of all people living with HIV (UNAIDS 2010b), 75% of 

them between 15-24 years of age (UNAIDS 2009b). In Asia, they account for over 35% of 

all infected people, but the proportion has doubled from 17% in 1990 to 35% in 2009  
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(UNAIDS 2010b). In India, women account for 38% of infected people living with 

HIV/AIDS (UNAIDS 2009: 39b). 

 
 
 
Women are far more vulnerable to HIV infection as compared to men due to biological 

and social reasons. Biologically, women are twice as likely as men to become infected 

through vaginal sexual intercourse because of greater concentrations of HIV in semen, and 

the larger surface area of the vagina which allows more exposure to the virus 

(Bhattacharjya 2008). Women below the age of 20 are at even greater levels of risk 

because the cervix is not completely developed and the thinner skin lining the vaginal wall 

is a weaker barrier against HIV (Coombs et al 2003). 

 
 
 
Women‘s biological vulnerability is exacerbated by social factors including persistent 

gender inequality, widespread sexual violence, exclusion from decision-making, limited 

access to livelihood options, safe housing and healthcare, early marriage, forced sex, and 

inability to negotiate safer sex with male partners (UNAIDS 2009d: 12). Over 90% of all 

infected women in Asia are estimated to have acquired the infection from husbands or 

long-term male partners who visit sex workers or inject drugs, and over 50 million women 

in the region are at annual risk of acquiring HIV in this way (UNAIDS 2009d: 8). The 

pressure young women face in many Asian and African cultures to prove their fertility 

soon after marriage further restricts them from using condoms to protect themselves 

against HIV (Evens 2008). Thus younger women may be physiologically and socially 
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at greater risk as compared to older women. 

 

 

3.3.3 HIV and sexually transmitted infections 

 

Preventing and treating sexually transmitted infections (STIs) is one of the most effective 

ways to reduce vulnerability to HIV infection. The presence of an STI increases the risk of 

becoming infected with HIV by as much as two to nine times (Cohen 2006, Kumarasamy 

et al 2008, Mishra et al 2009, UNFPA 2010). STIs increase the concentration of HIV in 

the genital tract and increase the efficiency of transmission. Both ulcerative and non-

ulcerative STIs have been associated with greater risk of HIV transmission (Fleming 

1999), but ulcerative STIs, especially syphilis, chancroid, and herpes simplex virus type 2, 

are the most important cofactors for transmission (Steen et al 2009). In India, HIV 

infection has been strongly associated with lifetime syphilis (Mishra et al 2009). 

 
 
 
Untreated STIs can increase the rate of progression of an infected person towards AIDS 

(Rottingen et al 2001). Effective treatment of gonorrheal or chlamydial infection reduces 

HIV viral load to normal levels and reduces the risk of transmission (ibid). Early 

diagnoses and treatment of STIs can control the spread of HIV in populations where 

sexual transmission of HIV is high (Kumarasamy et al 2008), STIs are widely prevalent, 

and HIV prevalence is still low but slowly rising (Grosskurth et al 1995). However, there 

is limited evidence that all STI prevention interventions will reduce HIV transmission 

(Padian et al 2010). 
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Globally, STIs among women are five times higher than in men (UNFPA 2010). High 

rates of untreated STIs have been found among women of reproductive age in Asia 

(Prasad et al 2005, Patel et al 2006, APAC 2006, Lan et al 2008, Kosambiya et al 2009). 

In the general population of Tamil Nadu, this was estimated at 10.6%, with women 

accounting for over 80% of those reporting clinical symptoms (APAC 2006). Young, 

married women were especially vulnerable as compared to older women because of low 

social status, ignorance about transmission and prevention, and poor access to healthcare 

(Prasad et al 2005). Socio-economic deprivation and dependence on husbands were other 

determinants of vulnerability (Patel et al 2006). 

 
 
 
STI prevention and care services can help women protect against HIV infection because of 

their potential to promote condom use, safer sex, and treatment (Chersich et al 2008). 

However, the association of STIs with immoral behaviour inhibits women from seeking 

treatments (Karu 2001, Sivaram et al 2005). Other barriers to prevention and care include 

poor knowledge, low social status, lack of access to confidential and non-judgmental 

treatments (Prasad et al 2005), social conditioning to ignore ill-health, pain, insult, and 

abuse (Chatterjee 1993), lack of simultaneous treatment of male partners leading to 

potentially recurrent infections in women (Fox et al 2007), and lack of adequate 

discussions by providers about STI-related risk behavior (Hall and Marrazzo 2007). 

 
 
 
In pregnancy, co-infection with syphilis can increase the risk of HIV transmission from  
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infected women to infants (Ishaque et al 2011). Prevention and treatment of syphilis has 

been found to have the strongest impact on reducing stillbirths (ibid). Although screening 

for syphilis is a routine part of antenatal care, prevalence of syphilis is high among 

pregnant women in several LMICs including sub-Saharan Africa (Kumogola et al 2010), 

and parts of the Caribbean (Lomotey et al 2009). In India, rates have declined, possibly 

due to increased attendance and earlier access to care during pregnancy (Sethi et al 2007). 

However, the decline is not uniform throughout the country, and 25% of female sex 

workers in Goa planning a pregnancy, were found positive for syphilis (Wayal et al 2010). 

 

 

3.4 Pregnancy, HIV infection, and Parent-to-child transmission of HIV 

 

A woman can acquire HIV before, during, or after the birth of her child through sexual 

transmission, unscreened blood transfusions, drug use through injection, or rape in 

pregnancy. Pregnancy doubles the risk of women to HIV infection because of biological 

reasons and due to increased risky behaviour of male partners at this time (Gray et al 

2005, Ellsberg 2006, Cripe et al 2008, Ghanatokis 2010). In Uganda, 36%-39% of male 

partners of pregnant women in one study reported having two or more sexual partners as 

compared to one percent of the women (Gray et al 2005). As a consequence, pregnant 

women in the study showed higher HIV incidence compared to women who were not 

pregnant or lactating (ibid). In some societies, the male practice of having multiple or 

alternative partners while wives are pregnant or breastfeeding, increases women‘s risk of 

infection at these times (Ghanatokis 2010). A significant proportion of pregnant women  
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also suffer violence from male partners, thus  increasing their risk of sexual abuse and 

consequently, of HIV infection (Ellsberg 2006, Cripe et al 2008). 

 
 
 
One of the most severe consequences of HIV infection in women is the high risk of 

transmission to infants during pregnancy, labour, delivery, or breast feeding. This 

phenomenon is most commonly referred to as mother-to-child transmission (MTCT), 

vertical transmission, or perinatal transmission. The Indian government uses the term, 

“parent-to-child transmission” (PTCT) in order to acknowledge the role of the male 

partner in this process. In this thesis I use the term “parent-to-child transmission” or 

“transmission from an infected woman to her infant”  to refer to this phenomenon, and the 

term, “Programme to Prevent Parent-to-Child Transmission” (PPTCT) to refer to the 

global and Indian programmes in this regard. 

 
 
 
Parent-to-child transmission is the most important cause of HIV infection in children 

(UNAIDS 2009b: 8). In the absence of any intervention, the risk of transmission from an 

infected woman to her infant is 15%–30% in non-breastfeeding populations (De Cock et al 

2000). Breastfeeding by an infected mother increases the risk to about 20%– 45% overall 

(ibid). Parent-to-child transmission has been virtually eliminated in industrialized 

countries through the routine use of clinical interventions but continues to be the most 

important cause of new infections in children in LMICs (UNAIDS 2010b). In 2009 alone, 

an estimated 370,000 children were born with HIV in these countries and approximately 

18,000 in India alone (ibid: 3). 
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The rates of transmission from an infected woman to her infant depend on two factors: (i) 

the drug regimens used, and (ii) infant feeding practices. For infected pregnant women 

who do not require ART for their own health.  WHO (2010a) recommends triple 

antiretroviral prophylaxis (ARV prophylaxis) for women from 14 weeks of pregnancy 

until delivery.  It also recommends infant ARV prophylaxis daily, from birth until four to 

six weeks of age for replacement fed infants, and until one week after cessation for 

breastfed infants. This regimen can cut risk of transmission to infants to < 2% (ibid), and 

is followed in most industrialized countries. However, many LMICs including India use a 

prophylactic regimen consisting of a single dose of the antiretroviral drug Nevirapine 

administered to women during labour, and to infants soon after birth. In breastfed infants 

this regimen is associated with a 16% risk of transmission (WHO 2007b). Exclusive 

replacement feeding on this regimen cuts risks to 11% (ibid). More recent Indian studies 

found transmission rates reduced by approximately 43% to 66% in women who received 

short-term AZT or used Nevirapine, and who did not exclusively breastfeed their infants 

(Gupta et al 2007b, Mandal et al 2010). With exclusive replacement feeding this figure 

increased to 85% (Mandal et al 2010). Exclusive breast feeding is not common in India 

with rates in Tamil Naduranging between 24% and 39% (NFHS-3 2006, Radhakrishnan et 

al 2002). Currrently no data are available regarding rates of exclusive replacement feeding 

among women in Tamil Nadu, but the cultural practice of mixed feeding suggests that 

these may be low (Karu 2001).  This suggests that infected women in Tamil Nadu will be  
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at significant risk of transmitting HIV to infants even after testing and prophylactic 

treatment. These issues are discussed further in Chapter 6. 

 
 
 
The global programme to prevent parent-to-child transmission was launched in 1998 

(WHO 2007b).  By 2009, it had been scaled up to cover about 26% of pregnant women in 

LMICs (WHO 2010b). The PPTCT programme comprises four prongs: (i) Primary 

prevention of HIV infection among women of childbearing age, (ii) Preventing unintended 

pregnancies among women living with HIV, (iii) Preventing HIV transmission from a 

woman living with HIV to her infant, and (iv) Providing appropriate treatment, care and 

support to mothers living with HIV and their children and families (ibid). These are 

discussed below. 

 

3.5 Primary prevention for women 

 

Protecting women from acquiring HIV infection – primary prevention – is the most 

effective way to prevent parent-to-child transmission (WHO 2003b).  However this 

component is virtually ignored in the implementation of the PPTCT programme in LMICs 

despite women‘s high vulnerability (Goon et al 2001, Agbessi et al 2007, UNAIDS 2009-

IPT). Despite knowledge about effective prevention methods, few  HIV prevention 

programmes address the issue of primary prevention despite the fact that about 7000 

people become infected with HIV daily, because of the complexity of behavior change 

interventions and the limited availability of clinical ones.  Even the UNAIDS reports on 

access to HIV prevention and care services fail to provide data on primary prevention for 

women (Piot et al 2008, UNAIDS 2009, 2010). 
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Behavioural interventions include promoting delay in age of sexual debut, reduction in 

sexual partners, condom use, safer injecting practices, treatment adherence, and reduced 

substance abuse (Holmes 2005, Coates et al 2008). All these areas involve sustainable 

personal, social and structural changes that simultaneously address factors including status 

of women, poverty and patriarchy.  Clinical interventions include sperm washing, 

intrauterine insemination, early antiretroviral treatment for infected male partners, and 

male circumcision (Auvert et al 2005, Gray et al 2007, Bujan et al 2007, NIH/NIAD 

2011). 

 
 
 
A review  reveals that PPTCT programmes are not usually linked with primary prevention 

and family planning services (Goon et al 2001, McIntyre and Lallemont 2008), and 

significant proportions of women testing negative early in the pregnancy  sero-convert 

later in the pregnancy, or in the breastfeeding period.   This is usually due to  unsafe sex 

with male partner, recieving, unscreened blood transfusions, using injecting drugs or being 

raped during pregnancy (Goon et al 2001, Humphrey et al 2006, Vijayakumari et al 2008, 

Keiffer et al 2008, Munjoma et al 2010, Ghanatokis 2010, Firth et al 2010, Venkatesh et al 

2011).  A survey among 247 individuals in South India showed that nearly 33% of sero-

concordant couples had been sero-discordant when they enrolled into care (Venkatesh et 

al 2011). Unprotected sex due to alcohol use and/or desire for children was the primary 

reason for sero-conversion (ibid).  In Tamil Nadu, about 14% of women who had tested  
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negative in an earlier pregnancy had sero-converted by their next pregnancy (Firth et al 

2010). 

 
 
The relative lack of primary prevention programme for young women to HIV is revealed  

in the following statistics; Globally, the proportion of young women in LMICs having sex 

before the age of 15, only fell from about 14% in 2003, to about 12% in  2009 (UNAIDS 

2010b). Among young men the decline was just as low – from about 10% to about 8% in 

the same period (ibid). Falls in the proportion of young men and women reporting 

multiple sexual partners were also low – about three percent among men and less than one 

percent among women between 1999 and 2009 (ibid). 

 
 
 
Condom use 

 

Male and female condoms are 95% effective in preventing STIs and HIV infection if used 

consistently (The Cochrane Collaborative Review Group on HIV Infection and AIDS. 

2004).  However, inconsistent use of condoms has been found to increase risk of 

transmission as compared to no use (Kiddugavu et al 2003).  It has been observed that   

condom use among couples in long-term relationships such as marriage is very low (Ali 

and Cleland 2005, Morrison et al 2009), although it is high in casual and commercial sex 

(Bollinger et al 2004). In India, condom use among married couples was estimated at 

5.2% (NFHS-3 2006) and only 35% of women knewthat consistent condom use could  
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prevent HIV infection (ibid). In Tamil Nadu, the figure was only  2.3% (ibid), although 

condom use in commercial sex in the state was as high as 92.6% (UNAIDS 2010b). 

 
 
Reasons behind low condom use among married or regular partners include the need for 

male cooperation, inability of many women to negotiate use, inadequate access, especially 

in rural areas, and association of condoms with illicit sex, and/or disease prevention rather 

than pleasure (Feldman and Maposhere 2003, Garcia et al 2006, Foss et al 2007, Haddock 

et al 2008, Wechsberg et al 2010). Other factors contributing to low use in India include 

the assumption that marriage is safe because of norms of monogamy, the historical 

emphasis on other forms of contraception such as intrauterine devices (IUDs) and 

sterilization, and the inability of women to negotiate use due to fear of violence and 

desertion by husbands (Kadiyala and Barnett 2004).  However condoms have been 

successfully promoted through counseling for married women in Zimbabwe (Callegari et 

al 2008), couple - based education and skill building in Uganda (Singh et al 2003), and 

integration of an eroticization component in safer sex interventions in Brazil, North 

America and New Zealand (Knerr et al 2009). 

 
 
Low access to female condoms can contribute significantly to women‘s inability to 

negotiate use. Female condoms are currently the only woman-controlled prevention 

method for STIs and HIV prevention (Napierala et al 2008). Modelling exercises estimate 

that correct use of the female condom for one year by a woman having sexual intercourse 

twice per week with an HIV- positive partner can reduce her risk of acquiring HIV by  
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more than 90% (PATH and UNFPA 2006).  Use of female condoms has been associated 

with increase in protected sex in a range of sites across Brazil (Barbosa et al 2007), and 

reduced STIs among women in Madagascar (Hoke et al 2007). Female condoms have also 

been found to be a cost-effective HIV prevention option in Brazil and in South Africa 

(Dowdy et al 2006). However promotion of female condoms remains one of the most 

neglected areas of HIV prevention for women. Only 35 million female condoms were 

provide in 2008 as compared to 10 billon male condoms in the same period (PATH 2011). 

Most of the female condoms were distributed to sex workers and partners of drug users 

(Napierala et al 2008, NACO 2010a). 

 
 
 
Women are most at risk when they cannot use condoms with infected male partners,  

usually because they are not aware of the HIV status of male partner, the belief that their 

fates are tied to their partner‘s, and their inability to negotiate use (Zulu and Chepngeno 

2003, Bunnell et al 2006, McGrath et al 2007, UNAIDS 2009). In India only 30% of sero-

discordant couples reported using condoms (Bunnell et al 2006, McGrath et al 2007). 

Furthermore, a large proportion of infected men who were aware of their status (35%) did 

not disclose it to their wives although all infected women who were aware of their sero- 

status disclosed it to their husbands (UNAIDS 2009d). 

 
 
An important factor that increases vulnerability of women is the low levels of post-test 

counseling for women testing negative.  Although uninfected, women need support to  
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address their fear of violence and inability to assert condom use, this is not provided 

because of staff shortages, work-overload and lack of time (Goon et al 2001, WHO 2002, 

Homsy et al 2006, Evans and Ndirangu 2009, Horwood et al 2010). 

 

Clinical interventions 

 

Clinical interventions are currently available to prevent HIV infection among women, but 

these are unsuited for use in LMICs.  For example sperm washing is safe but the 

technology is not widely available in LMICs (Bujan et al 2007). Similarly, constraints in 

access to ART do not permit early antiretroviral treatment of infected husbands/male 

partners to reduce transmission risks to uninfected women. Although male circumcision 

reduces men‘s vulnerability to HIV infection by as much as 50%-60% (Auvert et al 2005, 

Gray et al 2007), and consequently decreases women‘s risk in the long run, it may 

increase women‘s risk in the short term by affecting their ability to negotiate condom use 

with circumcised men who may think they are completely protected from HIV infection 

(Gruskin et al 2008). 

 

Combination prevention 

 

Combination prevention approaches are based on knowledge of HIV status and include 

individual and small group behavioural interventions, community level interventions, 

clinical interventions, testing and linkages to care, and structural interventions (WHO 

2009). For example, infected people can receive counselling to prevent transmission to 

others, while uninfected people can be offered pre-and post-exposure prophylaxis, male  
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circumcision, counselling, condoms, and safe injecting equipment (ibid). It is also 

suggested that in high-prevalence settings as for example in South Africa where 

prevalence is 30%, prevention should be integrated with treatment interventions rather 

than be offered separately in order to maximize resources (Karim et al 2009). 

 
 
 
Feasible primary prevention options for women in LMICs will need to include short-term 

behavioural interventions as well as longer term structural ones. Behavioural interventions 

include individual and couple-based prevention education and counselling, promoting 

delay in age of sexual debut, promoting partner reduction and safer injecting practices, 

increased access to female and male condoms and skill building for use (Holmes 2005, 

PATH and UNFPA 2006, Coates et al 2008). Structural interventions include promoting 

women‘s autonomy in HIV prevention and care policies (Gruskin et al 2008), promoting 

women‘s economic independence and ability to protect against violence (Rao Gupta et al 

2008), access to STIs and HIV prevention services for young people (UNGASS 2001), 

and funding for adequate access to antiretroviral drugs (Rao Gupta et al 2008). 

 

3.6 Preventing unintended pregnancies among women 

 

More than 80% of all women living with HIV and their partners are in their reproductive 

years (Delvaux at al 2007), and HIV infection often shapes a couple‘s reproductive 

choices (Paiva et al 2003, Kanniappan et al 2008, Van Hollen 2007, Chi et al 2009). 

Infected women make decisions about child bearing  based on the degree of family  
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support available to raise the child, encouragement from networks of positive people, and 

confidence in being able to care for the child (Kanniappan et al 2008, Van Hollen 2007, 

Chi et al 2009). 

 
 
 
Helping to prevent unintended pregnancies is an important option to prevent parent-to-

child transmission (WHO 2003b). Unintended births are composed of both when the 

couple. wanted no more children, and those where  pregnancies occurred earlier than they  

were wanted (Reynolds et al 2008). However the unmet need for family planning services 

for HIV-infected women is often high, especially in high-prevalence countries (Walker et 

al 2001), and about 15%-48% of all births in high-prevalence countries are a result of 

unintended pregnancies (Wilcher et al 2008). Unintended pregnancies among infected can 

be as high as 51% - 90% (UNAIDS 2009b). Modeling in 14 countries with 80% of the 

global proportion of infected women, found that preventing unintended pregnancies cost 

US$26 million annually, while ARV prophylaxis cost US$131 million (Halperin et al 

2009). In Uganda, modeling showed that scaling up administration of single dose 

nevirapine prophylaxis between 2006 and 2015 would avert 23,100 infant deaths, whereas 

preventing unintended pregnancies would avert 33,800 infections and 20,500 deaths 

(Hladik et al 2009). Furthermore, the use of the sub-optimal Nevirapine as prophylaxis 

among infected women and exposed infants would still lead to 72,000 infant infections 

annually (ibid). 
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However PPTCT programmes in LMICs appear to pay little attention to preventing 

unintended pregnancies among infected women. Access to information and resources vary 

among and within countries (De Bruyn 2005, Delvaux et al 2007, McIntyre and Lallemont 

2008, Homsy et al 2009).  Although infected women want to discuss reproductive health 

and decisions about pregnancy with healthcare providers, often they do not have an 

opportunity to do so (Finocchario-Kessler et al 2010). Healthcare providers commonly 

determine the nature and extent of information women receive about contraceptive 

options, and infected women are usually advised to use male condoms (ibid). Knowledge 

of, and access to, emergency contraception is usually limited, and infected women are 

dissuaded from accessing abortion services (ibid). In sub-Saharan Africa, despite training, 

healthcare providers do not consider access to family planning services for infected 

women a priority, although these are well-integrated with PPTCT services in Thailand 

(Rutenberg et al 2004).  Wider access to accurate, non-judgmental and non-directive advice 

about pregnancy and contraception for infected women is essential within PPTCT services 

(Delvaux et al 2007, Wilcher et al 2008, Reynolds et al 2008, Petruney et al 2008), and 

integrating training and services for family planning with treatment for infected people can 

greatly increase access to family planning, and to non-judgmental, respectful, and confidential 

care for infected women and their partners (Searing et al 2008, Orner et al 2008). There is 

currently little data about the unmet need for family planning among HIV positive women in 

India, and more research is required in this area. There is currently little data about the unmet  
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need for family planning among HIV positive women in India, and more research is required 

in this area. 

 

3.7 Preventing HIV transmission from infected pregnant women to infants: 

 

Provider-Initiated Testing and Counselling 

 

Where women are unaware of their status, and want to have children, the most effective 

interventions to prevent transmission to infants include antenatal testing to diagnose HIV 

status, primary prevention for uninfected women, and provision of ARV prophylaxis to 

infected women and exposed infants. The issues related to primary prevention for women 

have been discussed above. The following section focuses on antenatal HIV testing for 

pregnant women. 

 
 
Provider-initiated HIV testing and counselling is viewed as the entry point for both 

prevention and care for women (UNAIDS/WHO 2007, WHO 2010b, Branson 2010, 

Pharris et al 2011). Progress on commitments to universal access to HIV prevention and 

care is measured primarily by the scale up in HIV testing and treatment for example both 

UNAIDS progress reports on access to prevention and care services open with reports on 

the scale up in testing and counselling services worldwide, while simultaneously failing to 

provide information on primary prevention for women or prevention of unintended 

pregnancies among infected women (UNAIDS 2009b: 13, UNAIDS 2010d:13).    
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For example, we are told that in 2009  a little over 90% of reporting countries had adopted 

provider-initiated HIV testing and counselling policies as compared to 70% in 2007 

(UNAIDS 2010d: 13). Globally, the numbers of testing centres rose by approximately 

37% between 2008 and 2009, 22% more people were tested, more women than men 

accessed testing services, and approximately 40% of infected people knew their HIV-

status (ibid). Meanwhile in India, the numbers of testing centres increased by 82% 

between 2007 and 2009, and the numbers of people tested rose by 78% in the same period 

(NACO 2010a: 47-48). 

 

Increasingly, healthcare workers in many countries with generalized epidemics
4
 propose 

testing and counselling to everyone regardless of presenting symptoms and type of 

healthcare facility (UNAIDS 2010b). A number of countries in sub-Saharan Africa have 

launched campaigns to encourage HIV testing as a normal part of healthcare. Campaigns 

in Burkina Faso, Lesotho, Tanzania, Kenya, and Malawi have resulted in multi-fold  

increases in the numbers of people undergoing the test. Despite problems related to quality 

of counselling, availability of kits and funding resources, other countries in the region 

 
 
4
 Generalized epidemics are those where HIV is firmly established in the general population, and 

sexual networking within it is sufficient to sustain the epidemic. HIV prevalence is consistently 

over 1% in pregnant women. In low-level epidemics HIV infection largely confined to 

individuals with higher risk behaviour and prevalence does not exceed 5% in any sub-population. 

In concentrated epidemics, HIV has spread rapidly in defined sub-populations but is not well 

established in the general population. Prevalence is consistently over 5% in at least one defined 

sub-population, but below 1% in pregnant women in urban areas (UNAIDS/WHO 2007: 6). 
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have also adopted this approach (ibid: 15). In 2009, South Africa launched the largest 

global testing campaign, with a testing target of 15 million people by June 2011 (ibid). 

The objective was to halve the rate of infection, and provide ART to at least 80% of those 

who needed it (ibid). 

 

For pregnant women, provider-initiated testing and counselling is viewed as the entry 

point for all aspects of prevention and care, primary prevention, preventing unintended 

pregnancies among infected women, preventing transmission from infected women to 

infants, and increasing access to ongoing treatment and care for infected women, their 

infants, and families (WHO 2006b, WHO 2010b).  Thus scaling up antenatal testing (and 

treatment) is the primary component of scaling up PPTCT services in low and middle 

income countries. Like reports on progress towards universal access, reports of coverage 

of the PPTCT programme largely provide data about testing and treatment scale up for 

pregnant women (UNAIDS 2010d: 83, UNAIDS 2009b: 83). For example, we are told 

that in 2009, about 26% of pregnant women received an antenatal test, as compared to 

21% in 2008 and 18% in 2007 (UNAIDS 2010d: 83). About 53% of women diagnosed 

with HIV received ARV prophylaxis, and about 51% were assessed for eligibility to 

receive ART for their own health (ibid). However, there is no data on primary prevention 

for pregnant women, or on prevention of unintended pregnancies in infected women for 

the same period. Furthermore, the emphasis of the PPTCT programme on preventing  
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transmission from infected pregnant women to infants ignores prevention and care needs 

of women who are not pregnant, or not in the reproductive age group (Eyakuze et al 2008, 

Oosterhoff et al 2008). 

 

 

Disproportionate emphasis on testing women 

 

The targeting of pregnant women for testing has resulted in a disproportionately large 

number of women being tested and aware of their HIV status as compared to men 

(Kershaw et al 2006, Mullick et al 2008, Groves et al 2010). Pregnant women are also 

usually the first to be tested in the family through the PPTCT programme (Medley et al 

2004, Van Hollen 2007). A study among 800 adult men and 800 pregnant women in India 

found that even though women had 80% less knowledge of HIV testing facilities as 

compared to men, they were twice as likely to have had a test (Khale et al 2008). 

Furthermore, women accepted the test, because of recommendations from or coercion by 

healthcare providers, and not because of their own desire. to test, while men tested 

because of concerns about being infected (Sinha et al 2009). 

 

 

3.7.1 Test acceptance among pregnant women 

 

Globally, expansion of provider-initiated HIV testing and counselling in antenatal and 

maternal and child health settings have led to high levels of test acceptance among women 

(Luo et al 2007, Spensley et al 2009). Evidence from 71 LMICs in 2005 found over 90%  
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test acceptance among women (Luo et al 2007). A more recent review of the PPTCT 

programme in six LMICs found acceptance rates among women of almost 83% (Spensley 

et al 2009). In India, these have ranged from 83% in Maharashtra (Shankar et al 2003), 

52% in Karnataka (Rogers et al 2006), and 95%-99.8% at clinics in Tamil Nadu (Samuel 

2006, Gupta et al 2007, Firth et al 2010). Test acceptance is especially high when offered 

as a routine part of antenatal care (Shankar et al 2003, Lee et al 2005, Rogers et al 2006, 

Samuel 2006, Weiser et al 2006, Zimba et al 2006, Perez et al 2006, Homsy et al 2006, 

Kankasa et al 2006, Steen et al 2007, Thior et al 2007, Gupta et al 2007, Chersich et al 

2008). Most women in India underwent testing on their first or second antenatal visit, and 

learnt their HIV status during the pregnancy (Van Hollen 2007). 

 

 

Reasons for test acceptance and refusal 

 

Test acceptance was positively associated with knowledge of parent-to-child transmission 

and of PPTCT services, availability of prophylactic treatment, lower age, living with a 

partner, existence of a PPTCT service at the site of delivery, and knowledge of someone 

on ART (Mfundisi et al 2005, Lee et al 2005, Perez et al 2006, Wringe et al 2008, Firth et 

al 2010). The influence of education varied between studies. In Hong Kong test 

acceptance was positively correlated with education (Lee et al 2005), while studies in 

India found the association to be positive, neutral or negative (Gupta et al 2007, Firth et al 

2010). 
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Most commonly, women accepted the test because they believed that knowledge of HIV 

status would lead to improved care, including access to antiretroviral treatments; have 

clear benefits for their child, trusted of provider recommendations, believed that the test 

was a mandatory part of antenatal care, and/ or were pressured to conform to decisions 

made by peers at antenatal clinics (NACO 2001, Gaillard et al 2002, Mitchell et al 2002, 

Shankar et al 2003, De Paoli et al 2004, Pallikadavath et al 2005, Lee et al 2005, Mfundisi 

et al 2005, Rogers et al 2006, Solomon et al 2006, Daniel et al 2006, Igumbor et al 2006, 

Gupta et al 2007, Van Hollen 2007, Mugore et al 2008, Sinha et al 2009, Pai et al 2009, 

Obermeyer et al 2009, Nyanzi-Wakholi et al 2009, Hardon et al 2011). 

 
 
 
Test refusal was associated with the need to consult with partners before testing, low 

perception of risk, fears including breach of confidentiality of a positive test result, being 

considered unfaithful by male partners and subsequent violence and/or desertion, loss of 

employment and housing, denial of healthcare, discrimination by healthcare providers, 

stigma and social isolation within the family and community, lack of access to treatments, 

not being emotionally ready, and being in a hurry to leave the facility (Bharat 2001, 

Brown et al 2001, Maman et al 2001, Gaillard et al 2002, Shankar et al 2003, Solomon et 

al 2004, Lee et al 2005, Rogers et al 2006, Solomon et al 2006, Weiser et al 2006, 

Obermeyer et al 2007, Mugore et al 2008, Oosterhoff et al 2008, Ersoy and Akpinar 2008, 

Gruskin et al 2008, Thorsen et al 2008, Olebara et al 2008, Turan et al 2008, Towle 2009). 
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3.8 Informed consent of women to an antenatal HIV test 

 

Despite the explosion of literature on antenatal HIV testing for pregnant women, relatively 

few studies have explored the process and extent of informed consent to the test within the 

PPTCT programme. A literature review on the issue shows that the programme does not 

address the issue of decision-making by women (Doull et al 2006).  

 

In the following section, evidence on informed consent to antenatal testing before 2007 

refers to both opt-in and opt-out approaches to the test, while studies after 2007 are largely 

based on the opt-out approach. 

 

 

3.8.1 Pre-test information and understanding 

 

Evidence about informed consent to the antenatal test varies within and across countries 

and settings depending on national policies, levels of healthcare resources, and availability 

and capacity of health care providers. Some studies suggest that many women make 

informed and voluntary decisions to test (Jamieson et al 2003, Shankar et al 2003, 

Bulterys et al 2004, Rogers et al 2006, Samuel 2006, Mugore et al 2008, Obermeyer et al 

2009). Others suggest that they do not receive relevant pre-test information, are not aware 

of the option to refuse the test, are coerced by providers, and/or accept the test because of 

fear that refusal may lead to loss of reduced care, or because they are told that the test is a 

mandatory requirement. (Karim et al 1998, Brown et al 2001, De Paoli et al 2002,  
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Jamieson et al 2003, Sheik et al 2005, Datye et al 2006, Paxton et al 2005, Delva et al 

2006, Van Hollen 2007, Gupta et al 2007, Li et al 2007, Medley et al 2008, Oosterhoff et 

al 2008, Nguyen et al 2008, Evans and Ndirangu 2009, Groves et al 2010, Hardon et al 

2011). Poor women receive lower quality of counselling, and information about primary 

prevention and care services (Obermeyer et al 2007). 

 

In some Indian studies, women have reported receiving adequate pre-test information 

about the test including information about risks, benefits, and confidentiality of test results 

(Shankar et al 2003, Samuel 2006). In contrast, other studies show that women report 

being tested without being informed, an/or tested mandatorily (Datye et al 2006, Paxton et 

al 2005, Gupta et al 2007, Van Hollen 2007, Sinha et al 2008). Van Hollen (2007) 

observes that PPTCT counsellors in Tamil Nadu gloss over the option of abortion, and 

rather than discussing the probability of reducing risk of transmission to infants, stated 

that with medication, infected women would not pass on HIV to the baby. Counsellors 

also avoid discussing stigma in pre-test counselling, and do not explain that there is (at the 

time) no government provision of ongoing ART for infected women (ibid).  

 

Evidence from other low and middle income countries is also mixed, with some women 

reporting adequate information while others report feeling coerced into testing, or not 

being adequately informed (Mugore et al 2008, Ortiz Ibarra et al 2008,  Nguyen et al 

2008, Oosherhoff et al 2008, Evans and Ndirangu 2009, Groves et al 2010, Hardon et al  
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2011, Ujiji et al 2011) . In Zimbabwe, 95% of women reported receiving sufficient 

information to make an informed decision (Mugore et al 2008). Information was held to 

be sufficient if women reported prior knowledge of implementation of routine testing at 

the health centre, awareness of being tested, and knowledge of reasons for being tested 

(ibid: 661). About 94% of the women who were tested knew about it before receiving the 

results. Most women did not want additional time to discuss the information with their 

partners or to think it through (ibid: 662), but about 14% felt that more time could be 

given to pre-test group education sessions, and 2.5% suggested that male partners should 

be sensitized to the importance of HIV testing (ibid: 662). However, the study did not 

report if women received information about risks associated with the test, making it 

difficult to assess if the consent of the women was truly informed. Furthermore six percent 

of women who were tested said they were not aware of having been tested, suggesting that 

a small but significant proportion of women may have been tested without their informed 

consent. 

 
 
 
In Mexico, 92% of women tested as a routine part of antenatal care in several facilities 

between 2007 and 2008 reported receiving clear and sufficient information to decide 

whether or not to accept the test (Ortiz Ibarra et al 2008). However, the study did not 

report details of information received by women. Like the  case above, lack of information 

details affect assessment of informed consent. In South Africa, half the women in a 

qualitative study felt they had adequate information and understood it sufficiently to make  
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an informed decision to test (Groves et al 2010). Most, though not all women who 

reported making a clear choice to test also reported thinking about testing prior to 

attending the clinic (ibid). Approximately 50% of the women reported experiencing little 

or no choice in testing, feeling compelled by healthcare providers to accept the test to 

ensure the well-being of the child, and being told that the test was mandatory. These 

women also reported that providers did not discuss the risks associated with the test. Most 

women who felt compelled to test had not thought about the test prior to their visit to the 

clinic (ibid), showing that time to reflect on the option is an important variable in test 

acceptance.   

 
 
In Kenya and Uganda testing policies require the informed consent of patients, but 

practices do not match official guidelines (Hardon et al 2011, Ujiji et al 2011). Many 

healthcare facilities in both countries did not have official guidelines and providers were 

under pressure to scale-up testing, both from policy makers and from patients (ibid). 

Doctors sometimes did not inform patients that an HIV test was being done while patients 

accepted the test as a routine procedure. Some patients in Kenya reported receiving 

information about being tested for HIV and about the meaning of test results (ibid). In 

other cases however, patients were informed about the testing process at the test centre 

where they had been sent, and although they were told that the test was voluntary, risks 

associated with testing positive were rarely discussed in group health education sessions 

(ibid). 
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A mixed methods study in Kenya among 900 women in their first pregnancy found that 

women were not informed about the risks associated with the test or their right to refuse it 

during pre-test group education (Ujiji et al 2011). The women were referred to as mothers‘ 

and urged to take responsibility to ensure the birth of an HIV-free infant (ibid). In 

Vietnam, a qualitative study among 38 sero-positive pregnant women and mothers and 53 

healthcare workers found that healthcare workers did not discuss issues specific to 

HIV/AIDS with the women (Oosterhoff et al 2008). Another study among 52 HIV-

positive women found that women reported poor knowledge of PPTCT services due to 

inadequate information and poor counselling (Nguyen et al 2008). A review of the 

literature on provider-initiated testing and counselling among nurses in sub-Saharan 

Africa, found that staff and time constraints led to providers giving women limited pre-test 

information (Evans and Ndirangu 2009). 

 

 

3.8.2 Voluntariness & option to refuse 

 

According to UNAIDS/WHO (2007), the option to refuse the test will protect women  

from the risk of coercion by healthcare providers. However a number of studies in Asia 

and Africa suggest that women are not informed about the option (Paxton et al 2005, 

Weiser et al 2006, Bell et al 2007-WW4W, Oosterhoff et al 2008, Groves et al 2010). In 

India, almost 46% of women said they were tested without being given a reason, while 

14% reported feeling coerced into having the test by healthcare providers (Paxton et al  
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2005). Van Hollen (2007) observes that in Tamil Nadu, counsellors failed to mention the 

option to refuse, potential discrimination, and the lack of long-term availability of medical 

treatments for the mother. 

 
 
 
Even where women received information about the option to refuse, they reported being  

unable to do so for a variety of reasons. These included feeling disempowered in their 

relationships with providers and fear that refusal may affect access and quality of care 

(Karim et al 1998, Rennie and Behets 2006, Bennett 2007, Groves et al 2010, Njeru et al 

2011, Ujiji et al 2011). Bennett (2007) points out that women may not refuse because an 

institutional policy of opt-out testing sends a powerful normative message that accepting 

the provider‘s recommendation to test is the right thing to do. Furthermore, the high social 

status of providers vis-à-vis patients in many low resource settings, fear of negative 

reactions from providers, and of lower quality of care; and poor access to alternatives, 

may encourage them to obey recommendations and compromise voluntariness (Karim et 

al 1998, Rennie and Behets 2006, Weiser et al 2006, Groves et al 2010). Women may be 

even less likely to refuse a provider‘s recommendations because of gender norms that 

limit their ability to make independent decisions in healthcare settings, and because of the 

greater distance in social status between women and healthcare providers as compared to 

men (Maman et al 2006). 
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3.8.3 Authorization 

 

Even where women may be given information their consent may not be obtained. About 

80% of women in Nigeria tested between 2004 and 2005 reported that they were not asked 

for their consent to the test (Obi & Ifebunandu 2006). In Burkina Faso, approximately one 

third of both men and women reported not having their consent obtained before the test 

(Obermeyer et al 2009). In Tanzania, a study of 245 women who were enrolled after pre-

test counseling and prior to the collection of test results in Tanzania found that many 

women lacked autonomy to make decisions about HIV testing (Rennie and Behets 2006). 

 
 
 
Few studies in India have documented the consent of women to the test. One study in 

Tamil Nadu reported that nearly 99.8% of the women who participated in individual pre-

test counselling gave their written informed consent to the test (Samuel 2006). Similarly, a 

majority of women in antenatal clinics in Maharashtra and Tamil Nadu said they decided 

to test because of provider recommendations and did not consult with their husbands 

(Shankar et al 2003, Gupta et al 2007). In other cases, women have reported that their 

consent was not asked for (Paxton et al 2005, Van Hollen 2007). 

 

 

3.8.4 Returning for results 

 

A large proportion of women who have undergone the test do not return to collect test 

results where rapid tests are not used.  In sub-Saharan Africa, only about 60% of women 

accepting the test returned to collect results (Weiser et al 2006, Obermeyer and Osborn  
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2007). This was largely due to issues related to costs and time of transportation, and the 

desire to not know their HIV status (Obermeyer and Osborn 2007).  In the southern 

province of Zambia, about 85% of women testing positive in 2007 (and their HIV-exposed 

infants) were lost to follow up after the test (Mwale et al 2008), while in rural Zimbabwe 

nearly one third of the women who had consented to the test did not return for results 

(Perez et al 2006).  The desire to not know HIV status suggests that women may have 

been coerced into having the test, or may have been tested without their informed consent. 

So far studies in India have not explored the discrepancy between women tested and those 

returning for results. 

 
 
 
3.8.5 Consequences of being tested without consent 

 

Few studies have explored the consequences of being tested for HIV without informed 

consent. Paxton et al (2005) reported that people who had been tested with their consent 

experienced less discrimination than those who were coerced into the test or tested without 

their knowledge. In Nigeria, infected women (and men) who were tested without their 

consent reported feelings of fear, disbelief, shock and embarrassment on learning their 

status (Obi & Ifebunandu 2006). 

 

 

3.9 Women’s attitude to provider-initiated antenatal testing 

 

In general, women in LMICs appear to support HIV testing during pregnancy (Ananth and 

Koopman 2003, Steen et al 2007, Mugore et al 2008, Chersich and Reese 2008, 

Obermeyer et al 2009, Creek et al 2009, Hardon et al 2011). A qualitative study in Uganda  
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and Kenya found that women preferred provider-initiated testing because they found it 

hard to initiate the test due to fear of being suspected of having HIV/AIDS or of having 

indulged in pre-marital or extra-marital sex (Hardon et al 2011). Women testing positive 

also felt that provider-initiated testing led to better follow up care, and had no 

disadvantages (ibid). In Burkino Faso, over 75% of women and men surveyed in 19 

healthcare facilities believed that everyone should know their HIV status so as to not 

infect others and to get treatment for themselves (Obermeyer et al 2009). Earlier studies in 

India have shown that 97% of husbands supported their wives decision to test (Shankar et 

al 2003). 

 

 

3.9.1 Women’s satisfaction with testing process 

 

Some studies show that women report being satisfied by testing processes including 

counselling services, waiting time, privacy arrangements, and the disclosure process (Obi 

et al 2006, Lyatuu et al 2008, Obermeyer et al 2009). Satisfaction was also associated with 

perceived reassurance, empathy, quality of post-test information, and confidentiality of 

test result (Obi et al 2006). However, about 25% of the women in one study in Tanzania 

said they were unhappy with long waiting times and lack of counselling services (Lyatu et 

al 2008). Women also did not perceive the difference between provider-initiated and 

client-initiated testing because their decision to test was made with the help of a variety of 

actors—partners, family, friends, peers, and religious leaders (ibid). 
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3.10 Gap between testing and ARV prophylaxis 

 

The proportion of pregnant women tested for HIV in low and middle income countries has 

steadily increased from less than 10% in 2004 (UNAIDS 2004), to 18% in 2007 (UNAIDS 

2008b), 21% in 2008 (UNAIDS 2009c), and 26% in 2009 (UNAIDS 2010b). The 

proportion of women receiving ARV prophylaxis to prevent transmission to infants has 

also increased from 33% in 2007 to 53% in 2009 (UNAIDS 2010b). However, the rate of 

testing scale-up among women far exceeds the rate of prophylactic treatment to prevent 

transmission to infants. For example, globally, about 47% of pregnant women diagnosed 

within PPTCT services in 2009 did not receive ARV prophylaxis. In Vietnam, nearly 18% 

of women testing positive reported receiving no services (Nguyen et al 2008). One study 

in Uganda found that only 14 out of 34 women who had tested positive at an antenatal 

facility in a hospital received their test results and NVP (Homsy et al 2006). 

 

The wide gap between testing and prophylactic treatment is also present in India. In 2009 

about 20% of all pregnant women received the test (NACO 2010a), but only 62% of 

women diagnosed with HIV received single dose Nevirapine, and approximately 18,000 

infants were born with HIV (ibid). Furthermore, data shows that between January 2010 

and September 2010, only 60.3% of the women identified with HIV nationally and 72.5% 

identified in Tamil Nadu underwent CD4 testing
5
 (NACO 2010b). 

5
 In order to be eligible for ongoing ART, women must have a CD4 count of <350 (WHO 2010). 
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No explanation for the wide gap between testing and prophylactic treatment is available.  

 

However, it is likely that a number of women testing positive did not return to the health 

facility for delivery, possibly due to fears of breach of confidentiality, and stigma and 

discrimination by healthcare providers (Paxton et al 2005, Weiser et al 2006, Thomas et al 

2009). 

 

 

3.11 Confidentiality 

 

Infected women and men give high importance to maintaining confidentiality of a positive 

test result (Antelman et al 2001, Maman et al 2003, Pallikadavath et al 2005, Rogers et al 

2006, Thomas et al 2009, Obermeyer et al 2009). Interviews with HIV-positive women in 

rural Maharashtra in India show that they concealed their HIV status for as long as 

possible and from as many people as they could (Pallikadavath et al 2005). There was a 

pattern in the process of revealing HIV status to others. Married woman usually revealed 

the result first to husbands, then to their parents, and finally to in-laws. Parents took 

priority over other family members because women expected economic and social support 

from them (ibid). In general, there was a view that there was no reason to tell another 

person about one‘s HIV status when it was certain to be unwelcome news. Rather, it was 

considered better to let people know about it only when it became obvious. Revealing 

one‘s HIV status to those outside the family had greater social costs than benefits (ibid). 
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Despite people’s concerns about confidentiality, many healthcare providers in LMICs fail 

to maintain confidentiality of test results (Fortenberry et al 2002, Besser et al 2002, 

Mullings et al 2004, Paxton et al 2005, De Bruyn et al 2005, De Bruyn 2006, Datye et al 

2006, Vvan Hollen 2007, Chakrapani et al 2008, Greeff 2008, Oosterhoff et al 2008, 

Ersoy and Akpinar 2008, Thomas et al 2009, Chinkonde et al 2009, CHANGE 2009). 

Results were given to women in front of a friend, family member, or in-laws. Employers, 

government officials, or others including police, media, landlords, or community members 

were sometimes informed without the women‘s consent (Paxton et al 2005, Pallikadavath 

et al 2005, Van Hollen 2007). The physical layout of facilities including crowded 

situations in maternity wards also led to breaches in confidentiality (Besser et al 2002, 

Mullings et al 2004, Turan et al 2010). Routine testing of pregnant women also led to 

inadvertent disclosure of a woman‘s positive status through advice to exclusively 

breastfeed, material incentives for infected women, and home visits by healthcare 

providers (Thorsen et al 2008). Findings discussed in Chapter 11 in this thesis confirm 

lack of efforts by healthcare providers to maintain confidentiality of women testing 

positive. 

 

 

3.12 Stigma and discrimination against infected women 

 

Stigma and discrimination associated with HIV infection is widely acknowledged as a 

leading barrier to access HIV prevention and care services (UNAIDS 2009e), and is a 

fundamental argument against the widespread imposition of provider-initiated testing,  
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especially for women (Rennie and Behets 2006, Obermeyer et al 2007, Gruskin et al 2008, 

Armstrong 2008). Who are often victims of violence from husbands and in laws (Maman 

et al 2001, Paxton et al 2005, Rogers et al 2005, Gupta et al 2008). 

 
 
 
Stigma has been defined as a discrediting attitude that is largely located within social 

relationships (Goffman 1986:3). Because of their inferior social status, people who are 

stigmatized have less power and access to services as compared to non-stigmatized people 

(Herek 2002).  

 

It has been suggested that individuals infected with HIV experience stigma at three levels 

(Steward et al 2008). The first, enacted stigma, is in the realm of interpersonal 

relationships and is observed as overt acts of discrimination directed at the stigmatized 

person. The second,  felt normative stigma is the degree to which stigma is perceived by 

the community as normative. This motivates people with the stigmatized condition to take 

steps that can protect them against enacted stigma. Finally, internalized stigma is  the 

extent to which an individual with the stigmatized condition accepts the stigma as valid 

(ibid). Though  related, discrimination is different from stigma and has been described as 

differential treatment due to real or perceived HIV status (UNAIDS 2009e) 

 

3.12.1 Gender & Stigma 

 

Findings about consistent relationships among gender, stigma, and use of services are not  
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consistent (UNAIDS 2009e). Several studies have found that infected women experience 

more stigma than infected men (Ogden and Nyblade 2003, Bond et al. 2003, Van Hollen 

2010). Infected men also report more experiences of internalized stigma (MacQuarrie et al 

2006), while infected women report more experiences of discrimination (Bharat et al 

2001, Basanti 2004, Paxton et al 2005, MacQuarrie et al 2006, Simbayi et al 2007, Urena 

2009). Women also rated their quality of life as very low and were more depressed as 

compared to men (Solomon et al 2004). Women reported fears of being left alone, either 

through death of, or desertion by husbands (ibid). Men on the other hand expressed 

concerns about being able to maintain sexual relationships, and to have enough energy for 

work (ibid).  

 

Infected women in India receive more support in the community because they are 

acknowledged to be the victims of their husbands‘ improper behaviours (Pallikadavath et 

al 2005, Van Hollen 2010), but are blamed for being the source of the infection by in-laws 

(Van Hollen 2010). In Hindu culture, women are also blamed for the untimely death of 

their husbands, and this adds to the discrimination experienced by them (Van Hollen 

2010). According to Van Hollen (ibid), discrimination of an infected woman serves to 

cloak the intention of in-laws to deprive her of her husband‘s property. Other evidence 

from India and Africa supports this claim and shows that widows are often deprived of 

their right to their husband‘s property, and have insufficient knowledge and resources to  
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claim them (Steinzor 2003, Manchester et al 2004, WambuiWaweru 2004, Mabumba et al 

2007, Devasahayam et al 2008). 

 

3.12.2 Disproportionate stigma and discrimination against infected women. 

 

Compared to men, infected women in India and other Asian and African countries report a 

disproportionate level of perceived and enacted stigma within families and communities, 

as patients, caregivers or widows (Maman et al 2001, Ogden and Nyblade 2003, Paxton et 

al 2005, Pallikadavath et al 2005, Mawar et al 2005, Moses et al 2006, MacQuarrie et al 

2006, Mehta et al. 2006, Pradhan et al 2006, Singh 2007, Lyatuu et al 2008, Bwirere et al 

2008, Mupenda et al 2008, Urena 2009, Obermeyer et al 2009, Nguyen et al 2009, Sinha 

et al 2009, Rahangdale et al 2010, Van Hollen 2010). One reason is that in many societies 

including in India women are expected to uphold moral laws while men have greater 

license to do as they please (Ogden and Nyblade 2003, Van Hollen 2010). Because HIV is 

closely associated with moral impropriety, infected women are more stigmatized as 

compared to men.  

 

Van Hollen (2010) suggests a nuanced experience of stigma by women in India. 

According to her women‘s bodies are viewed as the original source of the infection,and 

thus all sexually transmitted diseases, including HIV, are referred to as “pombalai 

vyaathi” (woman‘s disease).  Within families and communities discrimination of infected 

women can take the form of blame for bringing the infection home, violence and/or  
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desertion by husbands, rejection by family members, enforced return to the natal home 

after the death of the husband, assault, ridicule and harassment, exclusion from social 

functions and from public establishments, being labelled sexually promiscuous, made 

targets of witchcraft, and evicted from homes. The stigma associated with an HIV infected 

woman also affects her family members and can form a barrier to the marriage of siblings 

(Van Hollen 2010). 

 

Infected women in India also bear the burden of caring for their infected husbands and 

finding employment to supplement income lost due to the husband‘s inability to work 

(UNDP 2006). Infected women leave twice as many episodes of illnesses untreated as 

compared with men, are more likely to get treated in public hospitals providing free care, 

and have fewer sources of social support (ibid). Households headed by HIV-positive 

widows reported 40% less earnings as compared to households of other HIV-positive 

people and had significantly higher levels of debt (ibid). 

 
 
 
In rural Maharashtra, infected women reported few economic or physical resources to 

help themselves after the death of their husbands (Pallikadavath et al 2005). When men 

contracted HIV infection, the family used all its economic resources to treat them, and 

wives were expected to take care of their husbands even if they were infected themselves. 

Since husbands utilized most of the economic resources, sometimes plunging families into 

debt, women had few resources to seek medical care for themselves and HIV-positive  
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children, and to manage their day-to-day expenses. Furthermore, they had no one to 

physically support them, adding to their sufferings (ibid).   

 

Infected men in Maharashtra and Tamil Nadu receiving ART reported greater satisfaction 

and optimism, and greater medical and social support compared with women who were 

more frequently depressed, complained of side effects, financial burden, limited ability to 

care for themselves and others, and fears of being left alone, either through death of 

husbands, or desertion by them (Solomon et al 2004, Tarakeshwar et al 2006, 

Pallikadavath et al 2006). 

 
 
In rural Karnataka, most women at an antenatal testing centre were concerned about 

potential breach of confidentiality, violence by husbands and in-laws, and discrimination 

by family and community members (Rogers et al 2005). Risks most commonly associated 

with breach of confidentiality included fear of abuse and abandonment, blame for bringing 

the virus home, and losing custody of the children. Risks of disclosure to the community 

included anger and rejection from parents being perceived as dirty or dangerous, and of 

rejection from friends. One study (Gupta et al 2008) found that 40% of HIV-positive 

women and 30% of HIV-negative women reported being forced to have unwanted sex 

with their husbands, and overall, one in three women reported being hit by their in-laws. 

 
 
Infected women in other low and middle-income countries also report stigma and 

discrimination from husbands, family members, and communities, and from healthcare  

-91-  



 

 

Chapter 3. The HIV Epidemic & A Review of the Literature 

 

providers (Maman et al 2001, Ogden and Nyblade 2003, Paxton et al 2005, Lyatuu et al 

2008, Bwirire et al 2008, Obermeyer et al 2009, Nguyen et al 2009). In Indonesia, 

Thailand and the Philippines, women reported assault, ridicule, insult and harassment 

within the community, and  exclusion from social functions and  public establishments, 

sharing food implements, and sleeping in the same room with others (Paxton et al 2005). 

Women also reported physical assault and being forced to change residence (ibid). Age 

and education did not affect the level of discrimination (ibid). Infected women in Vietnam 

were blamed for being the source of the infection even if they had acquired it from 

husbands who had extra-marital sex (Nguyen et al 2009). In Malawi, HIV-positive women 

were talked about as being sexually promiscuous and could become the target of 

witchcraft (Bwirire et al 2008). 

 
 
 
Women also faced violence, divorce, abandonment, and other adverse outcomes, even if 

they were the negative partner (Mlay et al 2008, Emusu et al 2009). In Uganda, women in 

violent relationships faced increased violence after knowledge of sero-discordant status 

(Emusu et al 2009). Women who were uninfected also reported that husbands often raped 

them in order to infect them so that they could then accuse the woman of being the source 

of the infection (ibid). Those testing positive with a sero-negative husband were told to 

leave their homes (ibid). 
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In contrast, some studies show that the vast majority of women (86%-97%) do not report 

negative reactions from male partners (Gaillard et al 2002, Maman et al 2003, Medley et 

al 2004, Priya and Sathyamala 2007, Steward et al 2008, Subramanian et al 2009, Thomas 

et al 2009). This suggests that women‘s fear of discrimination and violence may lie in 

high levels of HIV associated stigma in general, and in the fact that they are usually the 

first to be diagnosed among the couple as part of antenatal testing within the PPTCT 

programme (Medley et al 2004, Kmietowicz 2004, Thomas et al 2005, Obermeyer et al 

2007, Van Hollen 2007). Simultaneously, the lack of negative reactions from many men 

may be a tacit acknowledgement of their responsibility in transmitting the infection to 

women in the first place (Newmann et al 2000, Solomon et al 2004, Van Hollen 2007). 

These factors suggest the need for counselling and testing male partners along with the 

women. 

 

 

3.12.3 Stigma and discrimination at healthcare facilities 

 

Infected women in India also report discrimination by healthcare providers in the form of 

verbal and physical abuse, reluctance to touch, treatment delays, and denial of care 

(Paxton et al 2005, UNDP 2006, Mahendra et al 2006, Chakrapani et al 2008, Steward et 

al 2008, Kannniappan et al 2008, Thomas et al 2009). Women who had told providers that  

they were not prepared to take the test and/or were coerced into testing, experienced 

significantly more discrimination from health care workers (ibid). In Tamil Nadu, 97% of  
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infected women in one study reported stigmatization by physicians and other health care 

workers, and 50% said they would not return to the facility for ongoing care (Thomas et al 

2009). Healthcare providers refused to touch the women or their infants and to clean them, 

and women reported that their family members had to do the job of cleaning (ibid). Other 

discriminatory actions included sitting at a distance from the infected woman, wearing 

masks when speaking with them, turning their faces away from the women, and placing 

them in a spot with no access to facilities like a fan (ibid). 

 
 
 
Summary of the literature on provider-initiated antenatal testing and the PPTCT 

programme 

 
In summary, the literature discussed thus far indicates that the PPTCT programme as well 

as provider-initiated antenatal testing within it pay little attention to women‘s agency, 

health, or well-being (Eyakuze et al 2008, Gruskin et al 2008). The overwhelming 

emphasis on ARV prophylaxis, subordination of women‘s needs for primary prevention 

and care, disproportionate testing of women, lack of efforts to involve men, routine 

breaches in confidentiality of the HIV status of infected women, disproportionate stigma 

and discrimination of infected women, and lack of prevention and care services for 

women outside PPTCT settings, suggest that UNGASS commitments to comprehensive, 

rights based HIV prevention and care for women are not being met (Eyakuze et al 2008). 
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3.13 Broader  issues 

 

Structural factors are also implicated in the issue of informed consent to an antenatal test 

such as the broader practice of informed consent in healthcare services, relationships 

between healthcare providers and patents, attitudes to informed consent,  involvement of 

male partners in the PPTCT programme, couple counselling and testing, discussions of 

sexuality in HIV prevention and care efforts, and priority accorded to HIV prevention and 

care in low prevalence countries such as India. These are discussed below. 

 

 

3.13.1 Autonomy and informed consent in healthcare practice in LMICs 

 

Despite adoption of Western-based guidelines, the practice of informed consent in 

healthcare in many LMICs is strongly influenced by social and cultural factors in specific 

settings. These include communal traditions that encourage paternalism and obedience to 

those of a higher rank such as healthcare providers, involvement of family members in 

decision-making about healthcare, education levels of patients, urbanization, limited 

recourse to malpractice litigation, knowledge and attitudes about informed consent of 

providers and patients, and availability of necessary staff, time and infrastructural 

resources (Kuczewski and Marshall 2002, Jaferey et al 2006, Rajalakshmi 2007, Ezeome 

and Marshall 2008, Irabor et al 2009). For example, in India, the right to informed consent 

of patients has been upheld by the Supreme Court (Rangaramanujam 2008), but the Code  
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of Ethics of the Medical Council of India (2002) does not recognize it except cases of 

surgery, in-vitro fertilization, artificial insemination, and research (MCI 2002). 

 

Marshall (2008) observes the growing importance accorded to attention to cultural, ethnic, 

and linguistic backgrounds of patients in health research, but notes that guidelines for 

informed consent are similar in both low-resource as well as industrialized countries, 

despite many differences in the two settings. For example, she notes that participation in 

low-resource settings may be influenced by poverty, need for access to care, and/or 

respect for healthcare providers (ibid: 209). Similarly, patients may find it difficult to 

understand research concepts such as ‗placebo‘ and ‗randomization‘, the fact that they 

can withdraw after joining the study, or the need for written consent (ibid). She suggests 

that cultural competency in the area of informed consent requires an ability to 

communicate effectively with participants, and to understand cultural beliefs and values 

including sensitivity to variations within the group (ibid: 212). The findings presented in 

this thesis indicate that these requirements apply to practice of informed consent in 

antenatal testing in India. 

 

 

3.13.2 Relationship between women patients and healthcare providers 

 

Evidence from India shows that providers in public hospitals routinely treat women with 

little or no respect, abuse them verbally and emotionally, and consider women to have 

limited understanding and ability to make an informed decision about healthcare  
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(Ramachandar 2002, Van Hollen 2003, Suresh et al 2003, Nanda 2003, Narasimhan 2006, 

Fochsen et al 2006). For example, women accessing abortion services in Tamil Nadu were 

routinely abused by healthcare providers (Ramachandar 2002). Patient compliance was 

valued and non-compliance resulted in verbal abuse, refusal to treat or both. Van Hollen 

(2003: 177) notes that providers involved in Tamil Nadu maternal and child health 

programme routinely exhibited a condescending and criminalizing tenor in their 

interactions with women. Women who questioned, criticized, or otherwise resisted their 

recommendations were termed as ‘bad mothers‘, and any negative health outcomes were 

attributed to non-compliance (ibid). As a result, most women were quick to accept the 

recommendations for fear of being vociferously scolded or insulted and to avoid the future 

need for medical care (ibid). 

 
 
 
Van Hollen (2003) also notes that healthcare providers in Tamil Nadu justified making 

decisions on behalf of women seeking maternal and child health services by constructing 

them as poor and illiterate, and thus incapable of making appropriate decisions for 

themselves. According to her, this attitude constructed and maintained social and cultural 

structures of hierarchy between women and providers, and justified the enforcement of 

State agendas (ibid). 

 
 

In Rajasthan, doctors experienced patients as being very different from them, and as 

coming from very different strata (Fochsen et al 2006). Cultural beliefs that women were  
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inferior, dependent, and passive, were reproduced in the doctor-patient relationship (ibid). 

Young, married women were normally accompanied to the healthcare facility by in-laws 

or husbands, while unmarried women were accompanied by their parents. Family 

members usually made decisions about treatment without consulting the woman, although 

some female patients were more open in their consultations (ibid). Newly married women 

were seen as particularly vulnerable, with little or no decision-making power in the 

households, and this was reflected in their lack of participation in decision-making about 

healthcare (ibid). These findings are discussed further in Chapters 8-10. 

 

Furthermore, patients were expected to trust the doctor completely and submit to her/his 

superior knowledge because the doctors considered them to be the one benefiting from the 

relationship (ibid). In turn, doctors were expected to behave in certain ways to gain this 

trust. The idea of trust as a mutual exchange between patient and doctors was never 

discussed. Education, status, class, and gender, influenced the degree to which doctors 

trusted their patients (ibid). Men with higher education, professionally employed, or with 

higher socio-economic status commanded a greater degree of trust. Women, poorly 

educated people, and poor people inspired little trust because they were seen as inferior 

and had little social status (ibid). 

 
 
Earlier reviews of the Reproductive Health Programme in primary health care centres in 

Tamil Nadu show that doctors have a very poor perception of the needs of women patients  
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(Nanda 2003). Village health nurses had a far better understanding of women‘s needs, but 

lack the authority and the skills to prioritize and address them (ibid). State policies that 

emphasized targets for antenatal care registrations and institutional deliveries further 

encouraged village health nurses to focus on married and pregnant women, leaving single, 

infertile, or post-sterilized women with little or no access to services (ibid). Over 50% of 

the primary healthcare facilities implementing the RCH programme in some districts of 

Tamil Nadu were difficult to access, had poor overall hygiene, and no access to toilet 

facilities (Nanda 2003). In many healthcare centres, waiting times were long, and auditory 

and visual privacy was limited. Although a more recent evaluation showed that 92.6% of 

villages were within five kilometers of a health sub-centre (IIPS 2010), this study also 

confirmed that a large number of villages were not directly connected to government 

healthcare facilities by public transport (see Chapter 4). Results presented in Chapters 9 & 

10 reflect these findings. 

 

 

3.13.3 Healthcare providers’ attitudes to informed consent to antenatal HIV 

 

 testing 

 

Healthcare providers in many LMICs also consider the emphasis on patient autonomy and 

informed consent, especially for women, irrelevant or impractical in their settings 

(Kalantri 2000, Jafarey et al 2006, Rajalaksmi 2007, Heuvel et al 2008, Irabor et al 2009). 

In Pakistan and Nigeria, providers have argued that patient autonomy is an alien concept 

and that patients expect providers to make decisions on their behalf (Jafarey et al 2006,  
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Irabor et al 2009). Accoording to the providers, it was the duty of the physician to involve 

the patient in decision-making only ensure her/his cooperation, and not to facilitate 

her/him to decide if it was the right thing to do (Jafarey et al 2006). Physicians were 

comfortable withholding information, if they thought this was in the patient‘s best 

interests, and with discussing the issue with the family without the patient’s consent, 

especially if the patient was a woman (ibid).  Irabor and colleagues (2009), have argued 

that informed consent practices in Nigeria may appear to be anti-autonomous in the 

western world but are suited to a culture where patients, especially women, trust 

healthcare providers and husbands to make the right decision on their behalf. In their 

view, the emphasis on informed consent must be replaced by treating patients respectfully, 

and providing quality care services (ibid). Similar views have been expressed by policy 

makers in India (see Chapter 11). 

 

A similar finding emerged from a survey among obstetricians and gynecologists on 

attitudes to informed consent in prenatal testing in Asia and Europe (Heuvel et al 2008). A 

substantial proportion of providers in India, China, and Greece, and a smaller proportion 

in Italy, felt that in general, antenatal testing should reflect the choice of the family, and 

not of the woman (ibid). In contrast, respondents from the United Kingdom and the 

Netherlands almost unanimously believed that antenatal testing should reflect the choice 

of the couple (ibid). 
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Attitudes and practices of informed consent also vary across Asia. For example, a 

comparative study in Malaysia and in India, on the awareness, knowledge, and attitudes 

towards informed consent among doctors, found that awareness was universal (Yousuf et 

al 2007). However, compared to doctors in Malaysia, doctors in India disclosed less 

information, and were ready to withhold it  if they felt it could benefit the patient, or if 

family members asked them to do so (ibid). Information was withheld more often from 

female patients because they were judged to be emotionally fragile (ibid). If patients 

refused to consent to potentially lifesaving interventions, the vast majority of doctors in 

both countries said they would go ahead with the intervention (ibid). Results presented in 

this thesis support these findings (see Chapter 10). 

 
 
 

In other parts of India, women seeking reproductive care such as abortions and 

sterilizations found that providers insisted on receiving consent from spouses or family 

members even though this is not legally required, and the practice often prevented women 

from seeking these services (Gupte et al 1999, Ravindran 1999, Population Council 2004, 

Rajalakshmi 2007). Providers in public healthcare facilities in Tamil Nadu did not seek 

spousal consent for sterilizations but took third party signatures when the newborn was 

premature, when a woman had only one child, or had two children and both were 

daughters (Rajalakshmi 2007). According to them, this protected providers from potential 

litigation in case of an untimely death of a child, and the desire of the woman to have 

another child (ibid). 
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In general, information given to patients was based on ensuring compliance and there was 

very little space for patients to interact with or inform providers about their beliefs and 

concerns. To justify withholding of information, doctors pointed to patients‘ lack of ability 

to understand, especially if they were not well educated (Fochsen et al 2006). 

 

 

Some healthcare providers in LMICs support opt-out testing but do not consider it 

important to obtain informed consent for an HIV test. Guidelines for counselling and 

consent taking were found to be missing in several healthcare facilities in LMICs 

including India (Human Rights Watch 2007, Sogarwal et al 2008, Nguyen et al 2008). 

Over 30% of doctors trained in consent processes in a public hospital in Maharashtra, 

India, maintained that patients could be tested for HIV without their consent   (Mahendra 

et al 2006), and many private practitioners condoned mandatory testing, and often 

practiced mandatory testing (Datye et al 2006). Less than 50% actively mentioned laws or 

guidelines related to informed consent and argued against the practice, because they feared 

it would lead patients to refuse to test (ibid). Others regarded informed consent (and 

confidentiality) as a top-down, imported concept that had little relevance in practice (ibid). 

Even where practitioners agreed that consent was important, they said it was to safeguard 

the physician (ibid). 

 
 
In South Africa over 40% of nursing students were willing  to test a patient for HIV 

without the patient‘s knowledge or informed consent (Relf et al 2009). 
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About 26% were also willing to breach patient confidentiality and inform both relatives 

and sexual partners (ibid). In Malawi, counsellors often altered recommended consent 

procedures to fit their relationship with the client and to minimize risk of transmission 

from potentially infected people (Angotti 2010). One nurse tested her pregnant daughter 

without informing her on the suspicion that she was infected. The daughter had earlier 

refused to have the test (ibid). In other situations, counsellors felt that the rights of families 

to know the HIV status of an individual overrode the rights of the individual to refuse the 

test (ibid). In their view they had a moral duty to persuade clients to have the test if it 

could help prevent transmission to others (ibid). This view may have been influenced by 

the official emphasis on preventing transmission to infants and increasing access to 

ongoing treatment, and by the practice of estimating counselling quality on the basis of 

test acceptance rates (ibid). Counsellors also thought it acceptable to breach 

confidentiality of infected people to prevent transmission (ibid). 

 

 

3.13.4 High client loads, lack of time, resources at healthcare settings 

 

Infrastructural issues such as inadequate numbers of healthcare providers, high client 

loads, and lack of time and privacy have been implicated in limited access to counselling 

and the absence of informed consent of patients to an HIV test, including among pregnant 

women (Kielmann et al 2005, Homsy et al 2006, Datye et al 2006, Van Hollen 2007, 

Sinha et al 2009, Angotti 2010). The quality of counselling and informed consent differed 

between well-resourced facilities and those where HIV testing and counselling were added 

to already stretched healthcare services (Obermeyer and Osborn 2007). In India, Kenya,  
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Malawi and Uganda, providers have reported high client loads, staff shortages, and lack of 

time to provide adequate counselling to patients including to pregnant women (Datye et al 

2006, Homsy et al 2006, Angotti 2010, Ujiji et al 2011). 

 
 
 
3.13.5 Fear of infection and HIV related stigma 

 

Fear of accidental HIV infection and consequent stigma is a major source of concern for 

healthcare workers in LMICs (Horsman and Sheeran 1995, Kermode et al 2005, Datye et 

al 2006, Zelnick and O‘Donnell, 2005, Chan et al 2008, Turan et al 2010), and contributes 

significantly to the coercion of pregnant women into antenatal HIV test acceptance (see 

Chapter 10). The risk of transmission through needle stick injury is estimated to be quite 

low – between 0.1% and 0.5% (Gerberding 1988). However, characterizing the risk as low 

is unhelpful because providers do not consider gradations of risk when exposed to HIV 

(Horsman and Sheeran 1995, Chan et al 2008). Perception of risk is linked to the specific 

role of the provider in patient care; pregnancy and parenthood concerns families and 

friends about infection, fear of HIV-associated stigma and discrimination, and labels of 

sexual promiscuity (Horsman and Sheeran 1995, Chan et al 2008); and age and knowledge 

of HIV (Li et al 2007). 

 
 

Doctors and nurses have been identified as providers most at risk, and in general, fear of 

stigma was most common among nurses (Horsman and Sheeran 1995, Zelnick and 

O‘Donnell, 2005, Chan et al 2008). In sub-Saharan Africa over 80% of nurses in one  
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study reported experiencing one or more HIV-stigma events, with a small increase 

recorded over the year (Holzemer et al 2009). Many healthcare providers in Kenya were 

living with HIV themselves and suffered from stigma, and could not afford the services or 

treatment they prescribed for others (Munene and Simiyu, 2008). In China, younger 

providers and low knowledge of HIV was associated with a negative view of patients (Li 

et al 2007). However, maternity care providers in Kenya reported respect from others for 

their willingness to care for HIV infected people (Turan et al 2010), suggesting that 

experiences of HIV-related stigma among healthcare worker may vary across settings. 

 

 

3.13.6 Poor access to Universal Precautions and Post-Exposure Prophylaxis 

 

Fear of infection among providers is exacerbated by the lack of universal precautions 

(UP)
6
 in many healthcare facilities, lack of belief in UP, and limited access to post-

exposure prophylaxis (PEP)
7
. In many LMICs including India, gowns, gloves and eye 

protection are not used in all examinations, deliveries, or procedures likely to generate the 

splashing of blood or amniotic fluid (Kermode et al 2005, Wu et al 2008, Butsashvili et al 

2008, Ohajinwa 2008, Bankole et al 2008, Mulumba et al 2008, Li et al 2011).  

 
 
6
 Universal precautions (UP), as defined by CDC (1996), are a set of precautions designed to prevent 

transmission of blood borne pathogens including HIV and the hepatitis B virus when providing first aid or 

healthcare. It involves the use of protective barriers such as gloves, gowns, aprons, masks or other protective 

eyewear, which can reduce the exposure of the health care worker‘s skin or mucous membranes to 

potentially infective material such as blood, and other body fluids containing visible blood, semen, and 

vaginal secretions, and cerebrospinal, synovial, pleural, peritoneal, pericardial and amniotic fluids. Feces, 

nasal secretions, sweat, tears, urine, saliva and vomitus are exempted, unless they contain visible blood, or 

are found in dental settings where blood contamination of saliva is predictable (ibid). Providers are also 

recommended to take precautions to prevent injuries caused by needles, scalpels, and other sharp 

instruments or devices (ibid). 

 
7
Post-exposure prophylaxis (PEP) refers to the medical response given to prevent the transmission of 

blood-borne pathogens following a potential exposure to HIV (WHO 2007a:1). It comprises a set of 

services provided to manage specific aspects of the exposure and to help prevent HIV infection in 

exposed individuals. 
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Reasons included inadequate supplies, lack of knowledge about access to PEP, inadequate 

time to put on protective gear, the interference of the gear with medical procedures, lack 

of administrative support, heavy workloads in hospitals, in accurate risk assessment, and a 

belief that compliance with universal precautions was unnecessary, time consuming, and 

costly. Low knowledge about UP and low levels of adherence were significantly 

associated with avoidance attitudes toward infected people and nurses exhibiting the 

greatest avoidance behaviour (Li et al 2011). These issues are discussed in Chapter 10 of 

this thesis. 

 

 

3.13.7 Inadequate training and support for healthcare providers 

 

Healthcare providers also report not receiving adequate training and support to care for 

infected people (Kermode et al 2005, Raisler and Cohn 2005, Sinha et al 2009). Fewer 

than 30% of rural providers in one study in Karnataka state in India had received formal 

HIV training (Kermode et al 2005). Most providers expressed no perceived role in HIV 

prevention and did not agree that treating STIs would aid in prevention (ibid). 

    
In rural northern India, village care workers‘ willingness to provide HIV care was limited 

by lack of training (Sinha et al 2009). In sub-Saharan Africa, nurses and midwives were 

the largest group of health workers involved in the PPTCT programme, but received little 

training and support to provide care and treatment, and were rarely consulted about 

workforce issues and programme expansion (Raisler and Cohn 2005). 
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In general, training programmes for healthcare workers have had a positive impact on 

attitudes towards informed consent and confidentiality, and towards treatment of infected 

people (Mahendra et al 2006, Oanh et al 2008, Lee et al 2008, Li et al 2008). Following 

training, the proportion of doctors in a public hospital in Maharashtra who agreed that 

patients should not be tested for HIV without their informed consent, increased from 37% 

to 67%, the proportion arranging pre-test counselling increased from 31% to 46%, and the 

proportion wearing gloves increased from 64% to 93% (ibid). The proportion of ward staff 

wearing gloves to carry blood samples increased from 29% to 93%, and those reporting 

that HIV was not transmitted through touch increased from 80% to 96% (ibid). 

 

In Vietnam, training for healthcare providers on HIV, universal precautions, and on social 

stigma reduced discriminatory behaviors towards infected people (Oanh et al 2008, Li et 

al 2008). More positive changes were recorded among the group who received the 

additional training on stigma (ibid). Training for service providers in county hospitals in 

China resulted in a stronger belief in patient confidentiality, reduced fear of people living 

with HIV, and better knowledge and practice of universal precautions (Li et al 2008). 

 

 

3.13.8 Low male involvement 

 

The lack of policy attention to male involvement in the PPTCT programme may be an 

important reason for the inability of women to assume a degree of control over protecting  
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themselves and their children from HIV infection and its consequences. For example, 

although the vast majority of women are infected because of the risky behaviour of male 

partners rather than their own (UNAIDS 2009d), the programme places the entire 

responsibility of preventing transmission to infants on women (Homsy et al 2006, Bolu et 

al 2007, Maman et al 2008, Orne-Gliemann et al 2008, Msuya et al 2008, ITPC 2009, 

Msellati 2009, Tonwe-Gold et al 2009, Byamugisha et al 2010, Orne Gliemann et al 2010, 

Ditekemena et al 2011). The lack of male involvement in the PPTCT programme is 

discussed more fully in Chapters 5 & 6). 

 
 

In Tanzania, only 12.5% of the male partners of pregnant women attended voluntary 

counselling and testing (Msuya et al 2008), while in the Democratic Republic of Congo 

only 22% of men accepted voluntary counselling and testing (Ditekemena et al 2011). 

Acceptance was higher outside the clinic especially in bar settings (ibid). In Uganda, only 

5% of men accompanied their wives to the antenatal clinic. Involvement was greater 

among men with secondary education, and lower among those afraid of disclosing their 

own sero-status to their wives (Byamugisha et al 2010). Men were more receptive to the 

test when they accompanied their wives for delivery (Homsy et al 2006).  Factors 

associated with male partner‘s acceptance of counselling and testing included collection 

of test results by the woman, living with the partner, high monthly income, and expressed 

intention to share HIV results with the partner (Msuya et al 2008). 
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Barriers to male involvement in PPTCT services included poor health system efforts to 

involve men, traditional lack of male involvement in women‘s reproductive health issues, 

cultural beliefs that pregnancy related care was women‘s business, and men‘s beliefs that 

that their wives‘ test results would reflect their own (Msellati 2009, Homsy et al 2006, 

Orne- Gliemann et al 2010). 

 

 

3.13.9 Couple counselling and testing 

 

Despite reports that men are willing to be involved in the PPTCT programme and to be 

tested, couple counselling and testing has not been scaled up in most LMICs (Varkey et al 

2004, Desgrees-d‘Lou and Orne-Gliemann et al 2008, Orne-Gliemann et al 2010).  

 
 
 
One of the biggest benefits of couple counselling and testing within the PPTCT 

programme is its effectiveness in promoting safer sex and protecting uninfected women 

from future infection (Maman et al 2001, Varkey et al 2004, Solomon et al 2004, Denison 

et al 2008). In India, couple counselling and testing for HIV has been found to increase 

knowledge and use of condoms among male partners, safer sex practices among couples 

in the post-natal period, and joint decision-making about reproductive health issues 

(Varkey et al 2004, Solomon et al 2004). 

 
 

Other benefits include increase in test acceptance by women, greater proportion of couples 

receiving test results, use of Nevirapine prophylaxis, replacement feeding, adherence to  
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the selected infant feeding method by infected women, decrease in violence from male 

partners, and increase in disclosure rates (Maman et al 2001, Semrau et al 2005, Allen et 

al 2007, Wandera et al 2008, Msuya et al 2008). However, an earlier study in Zambia 

reported no difference in violence between women testing positive who were counselled 

alone, and those counselled along with their male partners, especially in situations when 

violence was a factor in the relationship even before the test (Semrau et al 2005).  

 

 

3.13.10 Sexual morality and HIV 

 

HIV infection continues to be interpreted predominantly through the lens of sexual 

morality.  Warner (1999) observes that the focus on sexual morality leads to judgment, 

stigma and discrimination of infected people, and an absence of public discourse about 

situations and behaviours that put people at risk of infection. It also effectively prevents 

individuals from reflecting on their risk of acquiring HIV, and prevents policy makers 

from supporting a culture of safer sex (ibid).  Moral accusations linked to HIV, especially 

in the case of infected women, have been particularly acute in India and shape the lack of 

discourse on sex and sexuality, and the stigma and discrimination accompanying a 

positive diagnosis (Boyce 2006, Van Hollen 2010), and  families, communities, and 

healthcare providers, are all implicated in the conflation of HIV with sexual morality (Van 

Hollen 2010).  
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These observations are confirmed by findings discussed in Chapter 9 in this thesis. 

 
Within LMICs, moral constructions of HIV/AIDS result in a parallel discourse that 

challenge the bio-medical concepts of causality and replace them with issues related to 

sexual indulgence and promiscuity (Kuhanen 2010). In sub-Saharan Africa for example, 

this view has been promoted by traditional healers and religious leaders excluded from the 

official response to the epidemic (ibid). However, the view is common even among 

religious leaders in Senegal and South Africa, who were involved in efforts to combat 

HIV (Ansari and Geastel 2010, Keikelame et al 2010). Even counsellors in South Africa 

attempt to persuade reluctant clients to accept the test and to use condoms by emphasizing 

their moral need to prevent transmission (Van Rooyen et al 2011). Similar views 

expressed by healthcare providers in this research are discussed in Chapters 8 & 10. 

 
 
 
Heald (2006) draws attention to the relationship between morality-based understandings 

of the epidemic and the adoption of the policy of provider-initiated testing and counselling 

in Botswana. With a rate of 24.8%, the country ranks second in terms of global HIV 

prevalence (UNAIDS 2010b). Botswana was the first country to adopt a policy of 

universal access to testing and counselling as early as in 2004 and achieved universal 

access (89.8%) to antiretroviral therapy for infected people by 2009 (UNAIDS 2010b). 

With over 95% of women reached by the PPTCT programme and with less than four 

percent of babies born with HIV to infected mothers between November 2006 and  

-111-  



 

 

Chapter 3. The HIV Epidemic & A Review of the Literature 

 

February 2007, performance on the programme matched that of industrialized countries 

(The Boston Globe, 2007). 

 

However, the proportions of people using condoms or testing for HIV outside the PPTCT 

programme have remained low (Heald 2006). Heald attributes the low rates to the inability 

of policy makers to acknowledge that the general population equated the promotion of 

condoms with promotion of promiscuity, especially in a culture that valued procreational 

rather than recreational sex (ibid). This led to an alternate discourse positing AIDS as a 

manifestation of an older, local ailment that had grown more virulent due to disregard for 

traditional values (ibid). The high prevalence combined with low rates of condom use and 

client-initiated HIV testing also prompted the government to impose ―opt-out testing as a 

routine part of medical care for all patients (ibid) 

 
 
 
The routinization of HIV testing in Botswana has been supported by a number of 

international agencies including the UNAIDS and WHO, and is advocated as a successful 

example of the opt-out approach (UNAIDS 2010b). However doubts about  informed 

consent to the test persist. A population-based study in 2006 found that although people 

were generally positive about the experience of routine testing, 68% felt that they could 

not refuse the HIV test (Weiser et al 2006). Furthermore, the high uptake of antenatal 

testing and the fall in the proportion of infected infants has not been matched by a 

corresponding fall in the rates of antenatal prevalence. In 2007 for example, three years  
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after the introduction of routine HIV testing and counselling, prevalence was 33.7%, only 

marginally down from 36.2% in 2001 (NACA 2011). Prevalence had fallen to 24.8% at 

the end of 2009 (UNAIDS 2010b), but it is not clear if the fall is entirely the result of 

routine testing and treatment, or influenced by other factors such as the fall in proportions 

of people with multiple partners and increase in safer sex practices. 

 

The example of provider-initiated testing in Botswana can be applied to the issue of 

antenatal testing within the PPTCT programme. For example, an important reason for the 

introduction of ―opt-out‖ antenatal testing was the low uptake of client-initiated testing, 

largely because of fear of stigma and discrimination associated with a positive result, and 

limited access to treatment and care services (UNAIDS/WHO 2007). Rather than address 

these issues, UN agencies chose to scale-up ―opt-out‖ testing (and prophylaxis treatment) 

as the primary way to prevent parent-to-child transmission without adequate efforts to 

safeguard women‘s autonomy (see Chapter 5). Rising prevalence among women in 

LMICs (UNAIDS 2009c) reveals that the strategy has also failed to promote primary 

prevention for women. The issue or protecting women‘s autonomy and wellbeing are thus 

fundamental concerns, not only for this thesis but for global policies for HIV prevention 

and care. 

 

 

3.13.11 Skewed priority to HIV/AIDS programming in India 

 

In some LMICs such as India & Brazil, the scale up in provider-initiated antenatal testing  
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is a reflection of the skewed priorities accorded to HIV/AIDS over other diseases, despite 

relatively low prevalence-0.29% in India and 0.6% in Brazil. Comparing Brazil’s focus on 

HIV to that on TB, Gomez (2007) explains that  the decision to focus on AIDS rather than 

on TB was influenced by the opportunity to be viewed as a global leader on an issue that 

commanded the attention of the global health community, international donors, and the 

media. Noting that it took the influx of significant levels of donor aid, first from the World 

Bank, and later from other international agencies to radically increase the commitment of 

the political elite to the issue, he points out that this transformed a poorly funded and 

organized national programme into a globally recognized, wealthy, highly autonomous, 

and highly effective one (ibid). Furthermore, the issue of HIV/AIDS was far more 

attractive than that of TB because a cure for the disease was still not available, and the 

involvement of well funded and organized civil society networks and a rapidly growing 

pharmaceutical sector gave it a vibrancy missing in the case of TB. 

 
 
 
India‘s response to HIV/AIDS has been similar. For example, although the proportions of 

national disease burden contributed by HIV/AIDS and TB are comparable, the 

government allocated nearly US$ 297 million per year to the national HIV/AIDS 

programme for 2007-2012, as compared to US$39 million for the national TB programme 

in 2009 (Sridhar and Gomez 2010). Although HIV was first identified in the country in 

1986, the first National AIDS Control Project (1992-1999), was launched only after the 

World Bank provided a loan of US$ 84 million. This was soon followed by other grants  
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including a sum of US$ 299 million from the Global Fund to expand PPTCT services, 

US$250 million by the World Bank to promote prevention and care for general 

populations, and US$ 258 million by the Bill & Melinda Gates Foundation, for 

interventions among high risk groups (ibid). The highest share of grants has been directed 

towards the PPTCT programme. 

 

Figure 2: External funding for the HIV/AIDS programme in India. 

 
Source: Sridhar and Gomez 2010:18 

 

External agencies account for nearly 60% of programme funding for HIV/AIDS 

prevention and care efforts in India (Figure 2). While this is one reason for the priority 

accorded to the sector, other reasons have been cited as public acknowledgement of the  
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country‘s successful response to the issue in general (UNAIDS 2010b), and to preventing 

parent-to-child transmission in particular (UNAIDS/UNICEF/UNFPA/WHO 2010); close 

relationships between the government and UN agencies such as UNAIDS, UNICEF, 

UNFPA, and WHO, which have in-country offices and provide resources for surveillance, 

policy guidelines, and technical assistance; and the push by these agencies for universal 

access to provider-initiated antenatal testing and treatment (Sridhar and Gomez 2010). The 

pressure to scale up testing and treatment is exacerbated by the fast growing 

pharmaceutical industry in the country, and the influence of transnational advocacy 

movements for access to ART (ibid). With an annual growth of 8.4%, the pharmaceutical 

industry has the resources to lobby for increased testing and treatment programmes that 

require large supplies of drugs and equipment, rather than on prevention resources, 

because the latter is largely behavioural and will not add to the sector‘s profit margins 

(ibid). These factors are discussed in Chapter 6 in this thesis. 
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CHAPTER 4 :  METHODOLOGY 
 
 
 
Fieldwork: 

 

"That brash, awkward, hit-and-run encounter of one sensibility  

with others." (Nita Kumar 1992:1) 

 
 
 
In this study, I aimed to assess the extent to which pregnant women were able to make an 

autonomous decision with regard to an HIV test offered as a standard part of antenatal 

care at healthcare facilities in Tamil Nadu, India. In doing so, I attempted to answer the 

following interdependent questions: 

 
1. To what extent do UNAIDS/WHO and Indian policies with regard to HIV testing for 

pregnant women promote and protect women‘s capabilities to make an autonomous 

decision about provider-initiated testing and counselling?  

 
2. What social and cultural factors influence the ability of young women to develop 

and exercise their capacity to make autonomous choices in different areas of their 

life, including antenatal HIV testing?  

 
3. To what extent do healthcare providers in Tamil Nadu adhere to policy 

recommendations for obtaining informed consent of pregnant women to the antenatal 

HIV test?  
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4.1 Operationalizing the conceptual framework 

 

The conceptual framework guiding this thesis is based on the capabilities approach. The 

approach assumes that commitments to promote autonomy of women to antenatal testing 

must include commitments to promote necessary capabilities. As discussed in Chapter 1, 

the capabilities approach is based on the concept of capabilities and functionings. 

Capabilities are freedoms or material pre-conditions necessary to allow people to pursue 

their life goals (Sen 1999, Nussbaum 1999). Functionings refer to an individual‘s state of 

actually being or doing (Sen 1999). To use the capabilities approach, Sen (1999) has 

suggested that one must decide on the variable to be evaluated, and to identify associated 

functionings and capabilities. 

In this thesis, I have identified the evaluative variable as the autonomy of pregnant women 

in decision-making within the family and within healthcare facilities. The set of 

functionings for decision-making within the family are drawn from indicators of the 

autonomy of women in reproductive decision-making in South Asia (Jejeebhoy 1997, 

Malhotra et al 2002, Jejeebhoy et al 2010). These include (i) mobility within and outside 

the village, (ii) communication with husbands, and (iii) participation in decisions about 

dress, food, education, employment, choice of spouse, and pregnancy (see Table 4). I 

made the decision to examine participation in decision making about education and  
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employment, rather than to assess the literacy levels, and nature of employment of 

women, because the notion of autonomy is related women‘s abilities to participate in 

decisions, rather than to the outcomes of these decision. 

The set of functionings for autonomy within healthcare facilities are drawn from 

indicators used to assess patient autonomy in healthcare (Beauchamp & Childress 2001), 

and the influence of social and cultural processes on the practice of informed consent 

(Dodds 1999, Kuczewski and Marshall 2002). These include (i) disclosure towomen of 

information about an HIV test, (ii) understanding of the information by women, (iii) 

voluntariness of women‘s informed consent, (iv) authorization of women‘s informed 

consent, (v) culture of informed consent at healthcare facilities, and (vi) socialization of 

women in healthcare practices. Both sets of indicators were used to analyze data in this 

research. 

Table 4: Functionings related to women‘s autonomy in reproductive decision-making 

within households and healthcare settings 

Functionings related to autonomy in Functionings related to autonomy 

healthcare settings within the family and the community 

   Disclosure of information about an 

    antenatal HIV test and its 

    consequences by healthcare providers  

  Mobility within and outside the village 

  Communication with husband 

  Participation in decision making about: 

   Understanding of the implications of 

     the test by women 

 Dress 

 Food 

 Education 

 Employment 

 Choice of husband 

 Pregnancy 
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Functionings related to autonomy in Functionings related to autonomy 

healthcare settings within the family and the community 

   Voluntariness of the decision made by 

     women about the test 

 

   Authorization of the test by women 

   Culture of consent at healthcare     

     facilities 

   Women‘s traditional acceptance of    

     recommendations by healthcare 

       providers 

Following Sen (1999) and Alkire (2001), I used an inductive process to analyze data and 

identify specific capabilities related to the chosen functionings. 

 
 
4.2 Study Area 

 

The study was conducted in Theni district in Tamil Nadu state in India. Tamil Nadu lies 

on the south east coast of India bordering the states of Kerala on the west, and Karnataka 

and Andhra Pradesh on the north. To the south is the Indian Ocean, and to the east is the 

Bay of Bengal (Figure 3). Tamil is the official state language, and is spoken by over 90% 

of the population (GoTN 2010).  

 

 

 

 

 

 

 

Figure 3: Map of India and Tamil Nadu. Source: www.mapsofindia.com, www.tn.gov.in 
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Four factors influenced the choice of Tamil Nadu state for this study. As discussed in 

Chapter 3, the autonomy of women in Tamil Nadu is higher than in many other parts of 

India (Jeejebhoy and Sathar 2001). Thus I reasoned that the informed consent of women in 

Tamil Nadu to an antenatal test would illustrate the highest available standards of the 

practice of informed consent in India. 

 
 
 
Second, Tamil Nadu is a consistently high performer in antenatal care and recorded 99.7% 

institutional deliveries in 2010 (GoTN 2011). The state was the first to have reversed the 

HIV epidemic in the country, and antenatal prevalence fell from a peak of 1.2% in 2001 to 

0.2% in 2009 (UNICEF 2009). Nearly 99% of women who had their last live/still birth 

between 2004 and 2007 received at least one antenatal check (IIPS 2010). Tamil Nadu has 

also consistently counselled and tested among the largest proportions of pregnant women 

at antenatal clinics in India (NACO 2009a). Thus I reasoned that the state was likely to be 

an early implementer of the national guidelines for provider-initiated antenatal testing and 

counselling  (NACO 2007a). 

 
 
Third, development indicators for Tamil Nadu are higher than national averages (Table 5). 

For example it is the most urbanized in the country, (GoI 2011), has the fifth highest GDP 

(GoI 2008), and ranks first in economic freedom (Business Standard 2011). Based on 

national cut-off points, only seven percent of households are in the lowest wealth quintile, 

while 24% are in the highest wealth quintile (IIPS 2010). Over 91% of the villages in the  
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state have electricity, 95% have access to potable tap water, and nearly 93% are within 

five kilometres of a public healthcare facility (ibid). Thus I reasoned that living, travelling, 

collecting, and managing research data in the state could be done with relative comfort.  

 

Table 5: Key development and health indicators: All India, Tamil Nadu and Theni 

 

Serial No Indicators India Tamil Nadu Theni 
     

 Population: 1.2 billion 72.1million 1.24 million 

 Females 586.5 million 35.9 million 6.2 million 

 Male/female ratio 914 995 990 

1. Under six sex ratio 914 946 NA 

     

2. Urban population 27.78% 44% 54% 
     

 Literacy 64.8% 80.3% 71.58% 

3. Female literacy 53.7% 74.0% 67.18% 

     

 Students in    

 primary/secondary schools    

4. per 1000 population 172 175 Not Available 

     

 TV coverage population    

5. (2003) 90.1% 93.6% NA 

     

6. Birth Rate (SRS 2008) 22.0 16.0 17.17 
     

7. Death Rate (SRS 2008) 7.4 7.4 6.8 
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Serial No Indicators India Tamil Nadu Theni 

     

8. Fertility Rate (SRS 2008) 2.6 1.6 NA 
     

    26.3 per 

9. IMR (SRS 2008) 53 31 thousand 

     

10. MMR (2011) 450/100000 81/100,000 150/100,000 
     

11. HIV Prevalence (2009) 0.3% 0.3% 0.7% 
     

 

Source:GoI Census of India 2011, Census of India 2001, GoTNa 2010 

 

Finally, I am a native of the state, speak the language, and have worked in the area of 

HIV/AIDS prevention and control in Tamil Nadu since 1991, in association with a not-

for-profit organisation, the South India AIDS Action Programme (SIAAP). This increased 

my credibility among a range of stakeholders. 

 
 
 
Theni district (Figure 4), in the south-west of Tamil Nadu state, was chosen for a higher-

than-state average rate of HIV prevalence caused by the district‘s proximity to one of 

several hubs of the trucking industry, and by high levels of seasonal migration (TNSACS 

2008). I therefore assumed that that the higher HIV prevalence would lead to a greater 

focus on HIV prevention for women and children, and therefore provide a better 

opportunity to study antenatal HIV testing processes. 
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Figure 4: Theni district. 

 
Source: mapsofindia.com 

 

4.3 Public healthcare system in Tamil Nadu 

 

Public healthcare in Tamil Nadu is delivered through an hierarchy of 8706 health sub-

centres (HSCs), 1539 primary healthcare centres (PHCs), and over 250 tertiary care 

facilities, including sub-district level hospitals, district headquarters hospitals, women and 

children‘s hospitals, TB and leprosy hospitals, and teaching hospitals (Figure 6). 

 
 

Women can directly access tertiary and teaching hospitals for pregnancy-related care. 

Maternal and child health services are provided mainly through health sub-centres and  

primary health centres. 
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Each health sub-centre in the plains caters to 5000 people, and in hilly areas, to 3000 

people (GoTN 2011). The sub-centres are managed by a Village Health Nurse (VHN), or 

a Sector Health Nurse (SHN). They provide routine medical care for minor ailments, and 

refer patients to larger facilities if necessary (ibid). Services provided at the sub-centres 

for pregnant women include antenatal registration, antenatal check-up, vaccination against 

tetanus, immunization, and post-natal care (ibid). Sub-centres are commonly open from 

8.00 am to about 12.00 pm in the mornings, although villagers can access it at other times 

if necessary, as the village health nurse in charge of the centre often lives in the same 

complex. 
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Primary health centres are managed by a medical doctor, who is supported by a female 

gynaecologist/obstetrician, and a complement of nursing and para-medical staff. These 

include a counsellor, laboratory technician, female community health nurses, and male 

health inspectors. In addition to routine antenatal, post-natal and immunization services, 

including HIV testing, PHCs provide inpatient obstetric care, deliveries by caesarean 

section, insertion of intra-uterine devices (IUD) for contraception, and tubal ligation 

(sterilizations). PHCs are open from 8.00am to 11.00am and from 3.00pm to 5.00pm 

(ibid), but have recently been upgraded to provide free delivery services 24 hours of the 

day. Consequently, the proportion of deliveries at PHCs has increased from 8% in 2007 to 

23% in 2010 (GoTN 2010). Tertiary health facilities are located in major towns within the 

district, and attend to more complex healthcare needs.  

 

Integrated counselling and testing centres (ICTCs) are attached to all primary healthcare 

centres and tertiary level hospitals. ICTCs are the main entry point for HIV counselling 

and testing, and ongoing care services for women, men, and children. 

 
 

The public health system in Tamil Nadu is supplemented by an extensive network of 

private healthcare facilities in the state. However, this study is limited to healthcare 

facilities implementing the PPTCT programme, which are largely in the public domain. I 

therefore do not describe the system of private healthcare in this thesis. 
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4.4 Study Sites 

 

Theni district is sub-divided into Periyakulam and Uthamapalayam revenue divisions for 

administrative purposes. Periyakulam division is further sub-divided into Periyakulam, 

Theni and Andipatti talukas
7
 (administrative units), while Uthamapalayam division is sub-

divided into Uthamapalayam and Bodinayakannur talukas. Each taluka is further sub-

divided into community blocks which are made up of Panchayats
8
 (village administrative 

councils). 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Figure 6: Bodinayakannur area where I lived 
 
 
 
---------------------------- 
 
7
 Talukas are subdivisions of districts used for revenue and administrative purposes. Each 

taluka comprises several Panchayats. 

 
8 Panchayats are local administrative councils. Each panchayat is responsible for 

administering development activities within several villages and hamlets that fall under its 

jurisdiction. 
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Data for this study were collected from village communities and healthcare facilities in 

Theni, Periyakulam, and Andipatti talukas in Periyakulam revenue division, and from 

Bodinayakannur taluka in Uthamapalayam revenue division
9
. Theni district has a total of 

162 health sub-centres, 39 primary health centres, and 20 tertiary level hospitals. Within 

the selected area, a total of eight government healthcare facilities and one private 

facility
10

 provided PPTCT services (Appendix 6). All nine facilities were included in the 

study. 

 

 

Time Period 

 

Primary data was collected between August 2007 and July 2008. Respondents included 

women who had accessed antenatal care facilities at selected healthcare facilities between 

May 2007 and January 2008, their husbands, members of the communities they lived in, 

staff of non-government agencies involved in the PPTCT program in the area, health care 

providers in selected facilities, and national and state policy makers leading the 

programme. 

 

 
 
9
 Uthamalaplayam taluka was omitted from the study due to constraints related to time and 

financial resources.  
10

 Private facilities cater to more than 50% of pregnancy related care in India (Towle 2009). 
Unlike government facilities, private facilities charge fees for services, and are increasingly 
supported by the government to include PPTCT services as part of maternal and child health 
care 
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4.5 Research methods:  

 

A mixed methods approach was used to collect data since the research questions covered a 

range of issues including global and Indian policies for HIV testing, processes of informed 

consent, and social and cultural factors influencing these processes. The use of both 

qualitative and quantitative methods helped to eliminate biases inherent in the exclusive 

use of one method or another, and ensured that the most appropriate methods were used 

for each field of inquiry (Tashakkori & Creswell 2007:4). These are described below. 

 

Qualitative methods: 

 
 
Qualitative approaches are used to understand the point of view of stakeholders involved 

in the phenomenon under study who define the meanings they ascribe to it, share their 

values and beliefs about it, and describe their experience of it in their own terms (Taylor & 

Bogdan 1984, Creswell 2003). This study used two principle qualitative methods: content 

analysis of policy documents and ethnography. These are described below. 

 

 

4.5.1 Content analysis 

 

Content analysis refers to an objective, systematic description of the content of 

communications focusing on manifest and/or latent content (Graneheim and Lundman 

2004). Manifest content comprises the visible and obvious components, while latent 

content involves an interpretation of the underlying meaning of the text (ibid). In this 

study, I primarily examined contents of specific policies, reviews, and reports related to  
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HIV testing and to the PPTCT programme. I identified manifest content as explicit 

recommendations made in specific policy statements and latent content as assumptions 

made about the context of the recommendations. Entire documents were chosen as a unit 

of analysis if they were policies related to HIV testing, primary prevention for women, 

and preventing parent-to-child transmission of HIV. In other documents, such as progress 

reports of the HIV epidemic, sections relating to these areas were chosen as the unit of 

analysis, and I skimmed over sections related to HIV prevention among other populations 

and to ongoing treatment and care. 

 

 

4.5.2 Ethnographic methods: Participant Observation 

 

Ethnography refers to integration of first hand empirical investigation, and to the 

theoretical and comparative interpretation of social organization and culture (Hammersley 

and Atkinson 2007:1). It usually involves the researcher participating, actively or through 

observation, in people‘s daily lives, for an extended period of time, and gathering data to 

explain specific issues (ibid: 3). Anthropological investigations can help significantly in 

understanding issues involved in the practice of bioethics especially informed consent of 

patients to medical interventions, or to participation in research (Marshall 1992).  

 

Kleinman (1997) has argued that current approaches to bio-ethics lack ‗thick description‘ 

of the realities within which people – patients, families and healthcare providers – live and 

apply principles of informed consent in daily practice. ‗Thick description‘ refers to an 

explanation, not just of human behaviour, but its context as well, so that the behaviour  
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becomes meaningful to an outsider (Geertz 1973). Ethnographic approaches can thus help 

to develop a methodologically coherent and empirically rich approach to ethical and moral 

dimensions of healthcare (Kleinman 1997). Participant observation was used to collect 

data, and included semi-structured observations, focus group discussions, in-depth 

interviews, and case studies (Table 6). 

 
 
 
Participant observation involves learning through exposure to, or involvement in the day-

to-day or routine activities of the participants in the research setting (Schensul, Schensul 

& Le Compte 1999, Dewalt & Dewalt 2002, Fine 2003, Parker 2007). In this study, I 

followed Fine (2003) to produce ‗peopled ethnography‘ – texts that provide an 

understanding of the setting, and describe theoretical implications through the use of 

vignettes based on extensive observations in the field for a minimum period of one year. 

 
 
 
As part of the research, I lived in a village in the project area for an eleven-month period 

between September 2007 and July 2008. During this time, I developed a relationship with 

local community members and healthcare providers based on a mutual willingness to 

engage. The experience allowed me to observe and keep extensive notes about situations 

and interactions within these settings. In this thesis, I have used vignettes to illustrate 

specific situations, sometimes from my own viewpoint, and sometimes from the viewpoint 

of the participants. 
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Table 6: Details of Qualitative methods and Population groups 
 

Population    Participant  Content 
 

 FGDs Interviews 

Case 

study    
 

groups    Observation  analysis 
 

       
 

   - Documented  - 
 

    sessions in   
 

    villages
11

: 40  
 

  Total : 9     
 

Pregnant and post Total : 8 
 

Documented 30 
  

   
 

      

  Participants  
sessions at 

  
 

natal women Participants:59     
 

      

  :9  
healthcare 

  
 

      
 

    facilities
12

:   
 

       
 

    Total: 70  
 

 - Total no: - -  - 
 

Women testing       
 

  13     
 

positive at       
 

  Participants     
 

antenatal clinics       
 

  : 13     
 

People Living 

with Total no: 1 - - -  - 
 

HIV Participants: 13      
 

       
 

Husbands of Total no: 3 Total no: 6 - -  - 
 

Pregnant and / or Participants: 20 Participants     
 

       
 

 
-------------------------- 
11

 These were held among stakeholders based within the community including women and their families, and community members and 

opinion leaders in homes, on the street, at tea shops, bus stops, and other spots where people gathered for specific events. 

 
12

 These were held just outside or within community level, primary, secondary or tertiary level health facilities in walkways, verandahs, 

waiting rooms, clinics, and consulting rooms. Participants included a range of healthcare providers, women accessing antenatal and 

postnatal care services, and their husbands and family members. 
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Population    Participant Content 
 FGDs Interviews Case study   

groups    Observation analysis 
      

post natal women  : 12    

      

  Total no: - - - 

Health Care Total no: 8 19    

Providers Participants: 91 Participants    

  : 19    

      

Members from the  - - - - 

Village      

 Total no: 8     

community      

 Participants: 77     

Community      

members      

      

Non - Total no: 3 - - - 

Governmental  Participants    

Organisation staff  : 3    

      

Pregnant and Post - - Total no: 4 - - 

natal women   Participants: 4   

      

Married Young - -  - - 

   -   

women      

      

 - Total no: 6 - - - 

Policy makers  Participants    

  : 6    

      

 Total no: 28 Total no: Total no: 4 70 50 

Total      

 Participants: 56 Participants: 4   

      

 

-133- 

  



 

 

Chapter 4.  Methodology 
 

Population    Participant Content 
  FGDs Interviews Case study   

groups    Observation analysis 
       

  260 Participants    

   : 62    

      

Total Participants 326   

    

Documents for Policy Analysis:     

1

. Epidemic update reports   

2. HIV testing policies: WHO, UNAIDS, CDC, NACO  

2

. Background papers and reports on HIV testing: WHO, UNAIDS, CDC, NACO  

3. Policies on PPTCT programme: WHO,UNICEF,  IATT, NACO, TNSACS  

4

. 

Reports and reviews on HIV testing policies and practices and on policies and implantation 

of the 

PPTCT programme – IATT, UNICEF, WHO, NACO, TNSACS, journal articles  

5

. National AIDS Control Programme, (NACP III) 2007-12  

6

. TNSACS State Implementation Plan 2007-12  

7. Annual Reports NACO, TNSAC   

       

 

Entry into the field 

 

My search for a place to live in was dictated by several considerations. The first and most 

important was the readiness of the local community to accommodate my presence for an 

extended period of time. I preferred a smaller community to a larger one because I 

believed that I could observe and build relationships more easily. Moreover, I wanted to 

live in a place not directly connected by public transport to a healthcare facility, because  
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many villages in the project area lacked direct access to public transport. I wanted to 

experience first-hand, how women from such villages accessed health facilities when they 

needed to. Finally, I wanted, for my personal enjoyment, to live within walking distance 

of a river or a lake, as well as a place of worship. Access to running water and electricity 

was not a concern because over 98% of all registered villages in Tamil Nadu state have 

these facilities (IIPS 2010) 

 

It took nearly three weeks of visiting villages in the project area and speaking to people 

about my research in teashops, cafés, on the streets, and on the verandahs of homes where 

I was invited to rest before I found a community that I liked, and that was willing to have 

me stay. The delay was due to the fact that accommodation was more easily available in 

larger villages. These however had the disadvantage of size and of being located on the 

main road. Many of the smaller villages could not provide accommodation for extended 

periods of time, or were openly wary of hosting a stranger. Finally, I was directed to 

Saravanapatti.
13 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 7: Road to Saravanapatti 
13

 Name changed 
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Below, I reproduce an excerpt from my field notes describing my initial impressions of 

Saravanapatti (Figures 7&8): 

 
 
 
A couple of kilometres off the main road from Bodinayakannur, Saravanapatti is reached 

through a rough path that winds past a garbage landfill, a ruined temple, and a bridge over 

a stream that waxes and wanes with the rain. The entire area is set at the foothills of dark 

yet gentle hills that frame your view as you make your way. A kilometre away from the 

village is a long and meandering river that, according to locals, can transform into a raging 

torrent during the monsoon and sweep away a cart drawn by two bullocks. At the entrance 

to the village, under an enormous, gnarled peepul tree, is a tiny temple to Ganesha, the 

elephant headed God for all auspicious beginnings. A woman almost as gnarled smiles a 

welcome from where she is seated on the mud packed ground under its shade. Bottles of 

violently coloured sweets jostle for space on a strip of sacking in front of her…the village 

lolly shop! To one side a younger woman lies curled up and fast asleep on the bare earth, 

while a dog does exactly the same on the other side. The wide street adjacent to the temple 

is spotlessly clean; a cool breeze blows in from the mountains; Selvam, the tea stall owner 

at the entrance to the street offers me a cup of hot, sweet tea, and I fall in love with my 

future home (September 2007). 
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Figure 8: The village lolly shop! 

 

Saravanapatti is located in the northwest part of the project area (Figure 9). In order to 

access any of the study sites, I had to first make my way about three kilometers to 

Bodinayakkanur town, from where I could take one or more buses to reach other villages 

and healthcare facilities. Like other women from the village, I usually walked the distance, 

or sometimes hitched a ride on the back of somebody‘s bicycle. 
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Figure 9: Location of Saravanapatti village 

 
Source: mapsofindia.com 

At the time of the research, Saravanapatti consisted of approximately 75 households with 

a population of 405 people. An overwhelming majority belonged to the Kannadiyar caste, 

recognized as an economically weaker sub-population (GoTN 2010). Administrative 

records showed that none of the families in the village were registered landowners. Most 

men in the village worked as daily wage labourers on neighbouring farms, or in shops and 

other commercial establishments in nearby towns. The daily wage for unskilled women 

was about Rs 40/ (approx US$ 0.80), while for men it was about Rs 80 (US$ 1.60). 

Women with children of school-going age or older, worked on the farms, while younger, 

more recently married women rarely worked outside the house. Most young and 

unmarried girls in the village were still in school. 
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The official representative to the local Panchayat council was a man chosen by (male) 

consensus every year. Community level decisions were made by a committee of seven or 

eight men who were also nominated yearly by other men. The committee held its meetings 

late at night on one of the village streets, and women did not formally participate in 

decision-making. 

 
 
The entire village consisted of five intersecting streets, built at an elevation and topped 

with grey cement (Figure 10). Narrow drains ran on either side along the entire length of 

each street, with houses situated immediately behind and connected to the street by a set 

of concrete steps or a cement slab. Most households lived in two or three roomed 

structures topped with a tin roof, and built to face an open courtyard. 

 

 

 

 

 

 

 

 

 

Figure 10: The street on which I lived 
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Some families also had an open shed built in one corner of the courtyard to accommodate 

one or two cows. The milk was sold to the local dairy cooperative to supplement income. 

On one side of the courtyard and close to the entrance to the house, women cooked on 

mud-hearths over a wood fire. Most courtyards also had taps connected to the main water 

tank in the village. The connection was switched on only for a few hours every morning 

and evening, and like the other households, I learned to store water in an assortment of 

containers for use through the day. All households had been forced to construct a toilet 

with a grant from the government. However, these spaces were used only for storing 

firewood, or sometimes, for bathing. The villagers believed that it was unclean to defecate 

within the confines of a house. Like other women in the village, I used public toilets built 

near the entrance to the village, while men used open fields nearby. 

 

Figure 11: At the entrance to my neighbour‘s house 
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There was one teashop and one provision shop (pottikadai—literally ―boxshop‖) in the 

village, run by Selvam and his daughter respectively. The teashop functioned under a 

thatched roof with a wooden bench inside and two concrete benches near the entrance. 

Men gathered from 6.00 am when the teashop opened to listen to the radio, discuss local 

politics, and share news about available employment, while slurping a glass of strong, 

sweet tea. 

 
 
 
The provision shop was a tiny, covered cubicle; about 2ft by 5ft, with shelves built on the 

far wall and a counter in front. It stocked a small range of household goods – sachets of 

tea and coffee, sugar, spices, toothpaste, soap, shampoo, and a few sweets and biscuits, 

and was open all day. A primary school near the entrance enrolled children up to Grade 6. 

A community hall opposite the provision shop, and a temple to the local goddess at the far 

end of the village completed the local landmarks. 

 
 
 
Both the nearest hospital and the nearest bus stop were in Bodinayakannur town (hereafter 

Bodi), about three kilometres away (Figure 12). As explained earlier, most women 

needing medical care walked the distance or hitched a ride with male relatives. If a woman 

was far advanced in the pregnancy or had recently given birth, the family hired an 

autorickshaw (three wheeled taxi) from Bodi. 
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Figure 12: Bus stop at Bodi 

 

Familiarization 

 

Before I was invited to live in Saravanapatti, I made at least half a dozen visits to the 

village to explain the purpose of my research. I interacted with men as well as with 

women and children in the village, but it was the women and children who truly engaged 

with me, asking questions and helping me develop a sense of the place and the people. I 

was struck by the confidence with which they sought information about me and my 

research assistants, Anu and Swami, as well as by their easy acceptance of complete 

strangers. Younger, newly married women however were conspicuously less visible and 

forthcoming, probably because of restrictions on their autonomy (see Chapter 8). 
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Anu was in her early twenties. Swami, a man, was a few years older. Both were open and 

respectful, and had an easy sense of humour that allowed them to engage freely. In 

addition to questions about the research itself, we were asked about our marital status, 

children, income, occupation, residence, and details of family and property. I was aware 

that even though I was the only one who would live in the village, all three of us were 

being assessed for our willingness to be open and respectful, and for the value our 

presence might bring to the village. 

 
 
 
It may have helped that Anu, Swami, and I were native Tamils, and spoke the language 

fluently. Furthermore as an older woman with noticeably grey hair, and as the obvious 

leader of our little group, I commanded a degree of respect as well as a degree of freedom 

reserved for older women in the village. Like the other women in the area, I always wore a 

sari, and a caste mark on my forehead. My career as a development activist engaged in 

HIV and AIDS prevention and care for many years had taught me to relate with village 

communities in an open and non-hierarchical manner. These factors combined to allow the 

three of us to establish a sense of familiarity with the community. 

 

Selection of key informants 

 

I identified key informants – community members chosen by the researcher to help with 

introducing the research within the community, based on their "embeddedness" within one 

or more respondent groups, the acceptability and respect they commanded from members 

of these groups, and their willingness and ability to facilitate the conduct of the  
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research (De Munck & Sobo 1998, Sobo 2009).  My initial choice of informants was 

dictated by recommendations from village administrators or healthcare authorities, who 

could not be ignored because of their power and authority. However because I was living 

in the project area, I later identified other informants who drew my attention to potential 

respondents with alternate viewpoints.  Within communities, my key informants included 

teashop owners, older women with whom I had struck up a friendship, and village health 

nurses based in the community. Within the healthcare system, they mainly comprised 

counsellors and outreach workers attached to integrated counselling and testing centres 

within the selected healthcare facilities. 

 
 

 

Key activities 

 

I spent extended time in the project area, observing, listening, and making extensive notes 

about respondents and their interactions (Dewalt & Dewalt 2000). The following excerpt 

from my field notes describes one such observation about the place of women in the 

community: 

 

I rarely sensed a conscious and deliberate disrespect of women …this seemed more like an 

undertone running through the life in the community. For example, only men gathered 

together late at night when matters pertaining to the village were discussed, be it the 

temple festival, a misunderstanding between two families, or a decision about laying more 

water connections. Women clearly knew all about it but did not participate. Whenever  
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these sessions were held, they would watch from the end of the street while speaking 

among themselves in low, hushed voices, whereas normally, they spoke to each other so 

loudly that their voices carried even as I sat typing behind closed doors.  

 

As this excerpt reveals, compared to men, women occupied a visibly lower position within 

the community. Men made decisions on behalf of the community even if the issues being 

decided affected women. However, I rarely heard women complain about their exclusion, 

although they often disagreed with particular decisions and made their views known to the 

men by discussing them loudly within earshot. 

 
 
 
Overall, participant observation remained my favourite method of data collection because 

it allowed me an insight into the dynamics underlying day-to-day interactions between 

people. One limitation of the method related to the ethical use of data. Although I had 

received permission from the group to be an observer, I found myself making observations 

and interpreting them in ways that may have caused offence, had the members been aware 

of them. For example, a large part of my impressions about women‘s relationships with 

healthcare providers were derived from observations about settings in which interactions 

took place, seating arrangements and posture, and tone of voice and volume, in addition to 

the content of the interactions. When a healthcare provider said, "Wait here‖ to a woman, 

these other factors made me interpret the words variously as a request, a command, or a  
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dismissal. Geertz (1973: 7) refers to exactly this phenomenon, when he describes the 

object of ethnography as "a stratified hierarchy of meaningful structures" where factors 

such as tone of voice, facial expressions or twitches, or parodies of these, are produced, 

perceived, and interpreted, and without which the meaning would not exist. But I 

sometimes felt like a wolf dressed in sheep‘s clothing, especially because those in 

authority were going out of their way to help me with the research. 

 

 

Focus Group Discussions 

 

Focus groups involve small groups of people with particular characteristics convened for 

focused discussions on a particular topic (Kruegar and Casey 2000). The purpose of focus 

groups (Hollander 2004:4) is to listen and gather information, and to stimulate discussion 

in order to get a sense of the diversity of views on the issue under discussion (Hollander 

2004:606). A total of 28 focus group discussions were held as part of this research 

(Appendix 8). Discussions were held with young married women of reproductive age who 

had accessed antenatal care in the selected time period, their husbands, and community 

members to gain an understanding of community views on marriage, pregnancy, STIs, and 

HIV/AIDS. Discussions with healthcare providers were held to understand their attitudes, 

beliefs and practices in relation to antenatal HIV testing and informed consent. 

 
 
 
Each focus group comprised between four and 15 participants; numbers varied depending 

upon the nature of the group. For example, groups comprising women, or husbands,  
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usually had fewer participants as compared to groups comprising community members or 

health care providers. Low participation among women was related to restrictions on their 

mobility (see Chapter 8), while among men, it appeared to be related to disinterest and/or 

discomfort. Greater participation by community members and healthcare providers may 

have been due to coercion by authority figures such as Panchayat presidents, and heads of 

healthcare facilities who helped to recruit them. These issues are discussed in greater 

detail in this chapter under the section on informed consent. 

 

Following Morgan (1995), groups were segmented into categories, and separate 

discussions were held with each category. The groups involving community members and 

healthcare providers included both men and women. Participation appeared to be 

influenced by the setting of the discussion, peer pressure to conform, and concerns about 

implications of disclosure for long-term relationships with other participants Hollander 

(2004: 609). For example, discussions with women were held either in the local balwadi 

(child care centres), or the office of the local panchayat, which were normally used only 

by men. Women participated far more openly when discussions were held in balwadis, 

probably because they were more familiar with them. Discussions with husbands and 

community members were usually held in panchayat offices, and participants were less 

inhibited, probably because they were usually men, and older women. 
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Gender and age also influenced participation. Thus women (young, female) rarely 

disagreed with the opinions of other participants, while husbands (male) and community 

members (male and older female) were less inhibited, and often disagreed with others in 

the group. Similarly women did not usually respond to questions about sexually 

transmitted diseases and condom use, while men and community members did. 

 

 

In-depth Interviews 

 

Interviews facilitate visibility of lived experiences (Denzin 2001) but are also shaped by 

structural factors like age, gender, and class (Manderson et al 2006: 1331-1333). These 

factors produce particular relations of power between the interviewer and the interviewee, 

and influence the nature and extent of disclosure, and, consequently, the type of text 

produced. A total of 56 interviews were conducted as part of this research. Following 

Manderson and colleagues (2006), Anu, Swami and I followed a broad question guide 

(Appendix 8), and conducted the interviews in an informal and conversational manner. 

We also attempted to strike common ground with respondents by referring to similar life 

experiences –our marriages and experiences of pregnancy – and by allowing participants 

to lead the research by staying alert to gestures, silences, and the tone and extent of verbal 

responses (ibid). For example, women would sometimes indicate their reluctance to 

respond by turning their heads away, dropping their eyes, remaining silent, or providing 

monosyllabic responses, especially to questions about condom use and sexually 

transmitted infections (STIs), and these topics were not pursued further. 
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Case studies 

 

A case study is a technique that uses an individual, an institution, or a group, as a unit of 

close scrutiny for a chosen unit of time (Gopal 1964). As a technique, it contributes to a 

holistic understanding of the situation and the individuals under study through offering a 

continuous picture over a selected time period (ibid: 185). Four case studies were 

conducted as part of this research. All cases were of young women who had been married 

for periods ranging between six months and eight years. The cases focused on 

understanding women‘s experiences of participating in, and making decisions about 

different aspects of their lives in their natal and marital homes. These included decisions 

about choice of dress and food, choice of husband and communication with him, mobility 

within and outside the village, education, employment, and pregnancy. 

 
 

The cases also examined women‘s experiences of antenatal care services, and of processes 

involved in making a decision about an antenatal HIV test. The cases were chosen from 

among women who had participated either in the FGDs or in the interviews and who 

agreed to be a ‘case’ after discussing the issue with their husbands and other family 

members. All four cases fit the demographic profile of the majority of women respondents 

in the study (see Chapter 7). 

 
 
 
As part of the case studies, informal talks and discussions were held with women, their 

husbands, and with family members from the time they agreed to participate, until the  
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time they made a decision about antenatal HIV testing. Each case study involved between 

six and eight visits to participants‘ homes, and between eight and ten visits to health care 

facilities they accessed. Data were drawn from field notes of women‘s interactions within 

their homes, communities, and healthcare environments. Other data sources for the case 

studies included unstructured interviews with women, husbands, mothers, mothers-in law 

and sisters in law, community members, and healthcare providers. Although the 

observations were not continuous, I met the women at least once a week if not more often, 

for four to six months after each case study was initiated. Interactions were not taped to 

respect the wishes of the participants. 

 

 

4.6  Quantitative methods: 

 

To add empirical rigor to this research, I used a questionnaire survey in order to 

compliment data collected through qualitative methods. Quantitative methods rely on 

standardized formats for data collection, recording and analysis, and given an adequate 

sample size, they establish generalizability of results, and allow other researchers to 

replicate the analysis for validity (Yin et al 2003, Punch 2005, Dudwick et al 2006). The 

survey was conducted among 392 women, of whom 380 completed the survey (Appendix 

9). 
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4.7 Sampling methods 

 

 

4.7.1 Content Analysis 

 

Documents for content analysis of policies fell into three broad categories: (i) global and 

Indian policy statements on HIV testing, and on the PPTCT programme, (ii) background 

papers and reports in these areas, and (iii) progress reports of the PPTCT programme. 

These documents were supplemented by reports on the status of the epidemic, by position 

papers and reports in related areas such as testing and treatment technologies, and by 

reports of studies related to these areas. 

 
 
 
Documents were selected through online searches for policy documents and literature 

related to the chosen areas, physical searches at libraries at the Monash University in 

Melbourne, Australia, and the Madras Institute of Development Studies (MIDS) in 

Chennai, India; and through visits to the offices of the National AIDS Control 

Organization (NACO), New Delhi, the Tamil Nadu State AIDS Control Society 

(TNSACS), Chennai, the National Rural Health Mission (NRHM), Chennai, and the AIDS 

Prevention and Control Programme (APAC), Chennai. 

 
 
 
Online publications included policies and related documents by UNAIDS, WHO, CDC, 

IATT, UNICEF, the Global Fund, the National AIDS Control Organization (NACO), the  
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Tamil Nadu State AIDS Control Society (TNSACS), national and state Ministries of 

Health and Family Welfare, and other donors and technical support agencies associated 

with the PPTCT programme in India. Search terms used included the following: HIV 

testing, counselling, informed consent, VCT, mother-to-child transmission, pregnancy, 

antenatal care, women and HIV, HIV prevention, antiretroviral treatment, HIV stigma and 

discrimination, test acceptance and ethics. 

 

 

4.7.2 Ethnography 

 

To collect ethnographic data from a range of stakeholders, I used purposive sampling to 

cover a range of potentially relevant social phenomena and perspectives (Patton 1990). 

Purposive sampling can also represent a variety of cases including unusual cases, typical 

cases, critical cases, or cases with connections to other cases. I also used snowball 

sampling by asking respondents chosen through purposive sampling to identify others who 

they considered suitable (Salganik et al 2004). 

 
 
 
Study villages were chosen based on their inclusion in the Panchayats and were  based on   

three criteria: (i) size (comprising <10 villages, 10-15 villages, and more than 15 villages), 

(ii) distance from health care facility (<5 kilometres, 5-9 kilometres, and 10 kilometres 

and above), and (iii) percentage of ―Scheduled Castes‖(SC) in the population (SC: 0%-

9%, 10%-20%, and 20% and above). Scheduled Castes (SCs) and Scheduled Tribes (STs) 

are communities explicitly recognized by the  Constitution of India for special support to  
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overcome historical discrimination by mainstream society (GoI, 1950). SCs/STs together 

comprise over 24% of India's population, with SCs at over 16% and STs over eight 

percent (Census of India 2001). Within selected panchayats, individual villages were 

chosen through random sampling and individuals through purposive and snowball 

sampling described above. 

 

 

4.7.3 Quantitative Sampling 

 

The sample for the survey comprised women who had accessed antenatal care at any of 

the nine selected healthcare facilities between May 2007 and January 2008. The sampling 

frame consisted of client registers at each healthcare centre. The registers  provided 

demographic and medical details of each woman accessing the centre. Due to the absence 

of computerized records at the time of the research, individual client registers were 

carefully examined to estimate the total numbers of women accessing antenatal care at all 

selected health centres between 1st June 2007 and 30th September, 2007 (both days 

inclusive). Sometimes the same woman was registered at more than one healthcare centre 

due to cross referrals, and records were carefully scrutinized to avoid repeat counting of 

the women. Based on the estimate for the four-month period, the total numbers of women 

visiting each health facility for the nine-month period was estimated,  assuming a uniform 

distribution of attendance. While estimating sample size, an antenatal care drop-out rate of 

30% and an error margin of five percent on either side was assumed. The sample size was  
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thus estimated at 336 women. I further assumed a non-response rate between 10% and 

15% percent, and the final sample size was estimated at 370-386 women, with numbers 

for each centre estimated as a proportion of the total number of women accessing the 

specific centre. 

 
 
 
In order to identify villages to recruit women, a list of villages from where women had 

accessed services was compiled from the client registers.  Three villages associated with 

each centre were randomly chosen. If the numbers of women in these villages fell short of 

the estimate, more villages associated with the centre were similarly chosen until the 

estimate was reached. A total of 410 women in the selected villages were contacted, 392 

consented to participate, and 380 completed the survey. The completion rates were about 

92.7%, well above the assumed response rates of about 85%-90%, probably because 

village health nurses were used to help with recruitment of the women. This is discussed 

in greater detail under the section on informed consent. 

 

The survey was pre-tested among women belonging to some of the selected villages. 

These villages were not included in the final survey. Changes were made to the 

questionnaire to reduce administration time, and clarity. Typically, women found it 

difficult to spend more than 15-20 minutes on the survey. They did not remember details 

of information given to them at antenatal clinics, and did not understand how to interpret 

the meaning of the word 'consent‘ when asked if their consent was sought. Questions  
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were thus limited to basic demographic details, and to pre-test processes. Instead of the 

word 'consent‘, I asked women if healthcare providers specifically asked their permission 

to perform the test. This was more easily understood and was in keeping with Indian 

recommendations for obtaining the informed consent of the women to the test (NACO 

2007). The final survey was administered after obtaining the informed consent of each 

participant. The questionnaires were usually administered in health sub-centres in the 

villages or in the homes of women who did not wish to leave their infants alone. 

 

 

4.8 Ethics considerations: Informed consent, Confidentiality and Privacy 

 

4.8.1 Informed Consent 

 

Ethics clearance for this research was received from the Standing Committee on Ethics in 

Research Involving Humans (SCERH) at the Monash University in Australia. Permission 

to conduct the research was received from the National AIDS Control Organization 

(NACO), the Tamil Nadu State AIDS Control Society (TNSACS), district administration 

officials and health authorities, heads of selected healthcare institutions, and local village 

panchayats (Appendices 1, 2 & 3). 

 

 

Positionality 

 

In this research, I took the position of an outsider who had received permission from the 

group to conduct observations. This promoted transparency regarding my intentions and 

allowed the group to decide the nature and extent to which I was allowed to participate  
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(Merriam 1988). However, my position was more ambivalent within healthcare 

institutions where I had helped to train and supervise counsellors. This association 

increased my credibility in these settings but also influenced participation of healthcare 

providers and policy makers. 

 
 
 
The informed consent of participants was obtained as a three-step process. First, the 

research was discussed with potential participants individually, or in small groups. 

 
 

Within the community this usually took place in front of people‘s homes and family and 

other community members were also present. With healthcare workers, the discussions 

were held at the selected healthcare facilities, often in the presence of other healthcare 

workers.  

 

As part of the initial discussions, we encouraged everybody in the group to engage, ask 

questions and express concerns. Women, family members, and community members 

asked: How will the research help us? Who gives you money to do this? How much? Will 

we get something if we participate? Healthcare workers wanted to know if the research 

would help to increase antenatal HIV test acceptance, and how their own confidentiality 

would be protected if they took part. These differences revealed that community members 

were primarily concerned about improving the quality of their lives, while healthcare  
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workers were concerned about increasing HIV test acceptance, presumably to meet 

targets. These findings are discussed in Chapters 10 & 11 in this thesis. 

 

It was easier to assure participants about confidentiality of data, but hard to explain how 

the research would help them in their personal or professional lives, or to address requests 

for compensation. Anu, Swami and I said that we hoped the findings would help policy 

makers to strengthen HIV prevention and care programmes for women and children, and 

would help advocate for greater access to infection control measures for healthcare 

providers. We also explained our concerns about inducement in research to justify the 

decision to not pay for participation. 

 
 
 
As a second step, we invited people to participate in the research and discussed a suitable 

time and place for the session, usually a week later, to give them time to consider 

participation. We emphasized the fact that if anybody who had agreed to participate did 

not attend the session as planned, we would assume that they were not willing to 

participate. Finally, before the start of each session, we distributed participant information 

and consent forms in Tamil, discussed the research objectives, and reiterated the right of 

participants to withdraw or to remain silent if they did not wish to participate. We also 

obtained signatures or thumbprints of participants. Over 80% of all participants could 

sign. Many of those who could not took the help of other participants if it was a group  
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session, to slowly, and proudly render their signature. These were special moments and 

led to a sense of solidarity within the groups. 

 
 

The process of obtaining the informed consent exposed several problems regarding 

recruitment that are not addressed by ethics review committees. These mainly included 

expectations of compensation among respondents and use of gatekeepers in recruitment 

and are discussed below. 

 

 

Expectations of compensation 

 

Drawing up the research protocol in Australia, I had decided against monetary 

compensation for participants so as to guard against coercion. As mentioned earlier daily 

wages were low and additional income would, inevitably, be welcome. In the project area 

however, I found that the idea of compensation was well-entrenched, and my attempts to 

introduce the research were almost always met with direct questions about compensation: 

Are you going to give us something if we take part?‖ There was a visible fall in interest 

when I replied in the negative. An excerpt from my field notes below describes an extreme 

example of this view: 

 

Attempting to find a way to invite women to a meeting to discuss the research in one 

village, Anu, and I were introduced to Selvam, the town crier. A small, thin and somewhat  
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toothless old man, it was his job to announce details of important events, which he did by 

beating on a small drum as he walked through the different streets shouting out the news. 

After explaining what message we wanted him to deliver and paying his fee, I asked him 

to first repeat the message to us. He obliged, "All pregnant women and women with 

infants, come to the balwadi (village child care centre)…they are giving drop medicine 

(polio drops). I corrected him saying we were not giving anything, but he was 

unconvinced. "Nobody will come if you don‘t say you are giving something." 

Nevertheless, he agreed to do as we wanted. 

 

The next morning we accompanied Selvam on his rounds. He walked purposefully up the 

first street; "All pregnant women, and women with infants come to the balwadi, they are 

giving something." I butted in, "We are not giving anything, we just want to talk to 

people…" Selvam was visibly annoyed. "Do you want people to come or not? Only if you 

say you will give something they will come." I didn‘t want an argument on the street and 

suggested that he beat the drum while I cried out the message, but he refused. In the end 

we compromised; he would say what I suggested, but I could add something if I felt it was 

required. And so we continued, an unlikely trio, now attracting everybody‘s attention. 

Though Selvam stuck to asking women to gather at the balwadi, he could not resist 

slipping in a line about "drop medicines" every now and again. I had to be alert and 

quickly clarify as loudly as I could... It was exhausting business (Field notes, November 

2007). 
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Although communities instinctively appear to expect some form of compensation, or at 

least some benefit associated with the research, international and Indian guidelines for 

health research emphasize minimization of risk, rather than maximization of benefits 

(NCESSHR 2000, CIOMS 2002, NHMRC 2007, UNESCO 2008). Though participants 

may be expected to share in some benefits, as for example through access to antiretroviral 

drugs for treatment of HIV infection, the emphasis is on risk minimization, not benefits 

(Lo et al 2007). Ethics committees tend to accept a research design that may offer no 

benefits to participants, as long as there are no foreseeable risks. However, evidence from 

HIV/AIDS research in industrialized as well as in low income settings, emphasizes the 

importance of making resources available to reduce vulnerability to HIV among 

participants, and to increase access to treatment services (MacQueen et al 2008, Slomka et 

al 2008, Bauman et al 2009). 

 
 
 
An important reason for the expectation of compensation in the study area was related to 

the practice of compensating people for participating in training and other programmes 

run by government and non-government agencies. For example, women in my village 

showed me stainless steel cups they had received in return for attending a government 

programme on health and hygiene. Others reported being paid sums ranging from Rs 50/ 

to Rs 100/ for participation in a skills training programme run by a local NGO. However, 

although women appeared to value these gestures, they also seemed to have attended the 

session purely for the rewards it would provide. 
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Using gatekeepers 

 

Whenever I mentioned the problems I was having with recruiting participants, I was 

repeatedly advised to seek the help of the local village health nurse, and/or the panchayat 

president. I had refrained from doing so because I was aware of their authority, especially 

among young women, who I feared, would be coerced into participation. Describing her 

relationship with the women, one village health nurse had told me, "Here we are like God. 

In many areas, without asking us the women won‘t go anywhere." The comparison with 

God was significant because it suggested the direction of the power in the relationship. 

When I accompanied the nurses on their rounds, I had observed that their air of ready 

accessibility and friendliness cloaked a belief of their superiority vis-à-vis the women, 

―Poor things, what do they know, we must only tell them the right thing to do‖. Van 

Hollen (2003) has observed that healthcare workers in Tamil Nadu not only believed in 

their superior knowledge but also in their ability to differentiate between ‗right‘ and 

‗wrong‘ actions, and a woman who was not seen as doing the ‗right‘ thing was also 

branded as a ‗bad mother‘ (ibid:166). The following excerpt illustrates that the nurses 

were similarly likely to refer to women who participated in the study as 'good‘ women, 

implying that those who did not were 'bad‘. 

 

The women came up to Rosy (the village health nurse) in a cluster, and she smiled and 

chatted, enquiring after each one. It was clear they liked and respected her, and that she  
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returned the affection. I found myself warming to her manner, and thought once again 

how the VHNs seemed to be the backbone of the health system in the villages. 

 
 

Rosy introduced me to each woman, "This is so and so", she would say, and add, "This 

madam wants to come and talk with you tomorrow…she wants to ask you girls how much 

you know about what happens to you at the hospital, so please come tomorrow at 10.00 

am, compulsorily, and help her, okay". The woman would smile shyly in my direction, 

nod her head, and turn back to Rosy. Nobody asked me details about the research, and 

when I attempted to explain, Rosy cut in to say, "Its okay, they will come," and the 

woman would nod, smile and leave. When I thanked Rosy before leaving, she commented, 

"Don‘t worry, they will be here tomorrow, they are good girls" (Field notes, February 

2008). 

 

The result of this and other similar introductions was that women most often did attend the 

session as planned. I was acutely aware that the high rate of attendance was a consequence 

of Rosy‘s construction of the participation as ‗compulsory‘, and thus the 'consent‘ I 

received from the women would not be valid. In an attempt to address the situation, I 

requested Rosy to not be present at the session, and assured women that they leave when 

they wished, or could remain silent (France 2004). Few women left, but several 

contributed very little to the discussions. 
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Ironically, Rosy and other healthcare providers helping me with the study were also likely 

to have been coerced by their superiors to do so. These superiors in turn had received 

instructions from their own superiors and so on, right to the very top; as I had received 

permission for the research from no less than the head of the national programme. This 

suggests a hierarchy of coercion, similar to the Foucauldian notion of hierarchical 

observation as a technique of discipline (Foucault 1977), discussed in greater detail in 

Chapter 10. 

 
 
 
A meeting with counsellors illustrated that like women, healthcare providers too were 

unable to refuse a request to participate in the research. For example, we had invited 

HIV/AIDS counsellors from selected healthcare facilities to meet at a particular hospital 

for a focus group discussion. I discussed the research, distributed explanatory statements, 

clarified doubts, and told people they were free to leave if they did not wish to participate. 

When I found nobody leaving the room, I decided to explore the matter further, rather than 

simply presume that they had given consent. Counsellors identified four factors that 

stopped them from refusing to participate. 

 
 
 
The first was the issue of hierarchy discussed above. They had been told to participate by 

the head of their institution. "If we say no, it will be like showing disrespect to him," one 

of them explained. The second factor was peer pressure, "I didn‘t know how my absence 

would be considered, when so many of my colleagues were going to attend." The third  
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factor was fear of drawing attention to oneself. "Even though you said we could leave 

whenever we wanted, I felt embarrassed to draw attention to myself by walking out of the 

room. …I was getting up to leave when you came in, and I didn‘t know what to say so I 

sat down." The last factor was concern about the consequences of a refusal. 

 

Pressure by gatekeepers and peers, fears of consequences of refusal, and power 

differentials between researchers and participants have been identified by other 

researchers as reasons why people participate in research (Miller & Bell 2002, Bandewar 

2003, Miller 2008). Although Indian and international guidelines refer to the issue of 

gatekeepers (NCESSRH 2000 IV: 2.7, CIOMS 2002 "Commentary to Guideline 4, 

paragraph 9, UNESCO 2008: points 113-115), the guidelines do not propose how 

participants can be protected from coercion (Stone 2003). 

 
 
 
The counsellors and I discussed ways to address these concerns. In addition to an 

assurance that I would take no action against those who did not attend, we fixed a time 

and place for the discussion for the following week. This gave the counsellors sufficient 

time to consider their participation. We agreed that verbal or written reports would be de-

identified to protect their confidentiality. We also agreed that I would submit a report to 

state authorities detailing several work-related issues the counsellors wanted addressed. I 

left the meeting with some apprehension about the numbers who would actually attend the 

following week‘s session. But only one counsellor did not participate, and called to  
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explain that he had been detained by other commitments. The experience confirmed the 

view of informed consent as a process requiring time and attention to context specific 

issues (Kuczewski and Marshall 2002). 

 

 

Privacy and Confidentiality 

 

Privacy was ensured by conducting sessions in closed spaces which could not be accessed 

by non-participants, or by holding them at an adequate distance from others within the 

room. Although confidentiality of participants and data could not be  maintained within 

focus groups, information that could identify individuals such as names and addresses, 

were removed from original transcripts and from field notes before they were translated. 

All transcripts were stored in a locked cupboard in a room used only by the researchers. 

All tapes and compact discs containing information were kept under lock and key, and 

could only be accessed by the research team. Information stored in the computer was 

password protected. Quantitative data was first cleaned, fed into the computer, and 

identifying information was removed. The completed survey forms were stored under lock 

and key along with other data. 

 

 

4.9 Data Analysis 

 

4.9.1 Content analysis 

 

As described earlier, policy analysis essentially involved content analysis of global and 

Indian policies and reports related to provider-initiated HIV testing and counselling, and  
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the programme to prevent parent-to-child transmission. Documents were examined for 

clarity, specificity and consistency, and contextual relevance to the epidemic at the time 

they were drafted. These processes helped me to assess policies against outcomes, and to 

understand specific capabilities that appeared necessary to promote the autonomous 

decision-making by women about antenatal HIV testing. 

 

 

4.9.2 Analysis of ethnographic data 

 

Qualitative data were analysed using a grounded theory approach where the analytical 

process is led by the data rather than by questions that the researcher has set out with (see 

Corbin & Strauss 1990). I first familiarized myself with the data by repeatedly reading 

through documents, listening to audio recordings of interviews and focus group 

discussions, reading through transcripts, studying notes made of case studies and 

participant observation sessions, and examining journal entries and other field notes (ibid). 

This helped me to clarify inconsistencies in the translations or transcriptions as I 

recollected impressions of specific situations, interviews, or discussions. 

 
 
 
Next, I coded the data to describe the information it contained by using specific sets of 

words or phrases generated from the data (ibid). Initially each data set was coded 

separately by Anu, Swami and me, the codes were discussed, and discrepancies resolved. 

An example of codes relating to marriages within the community included, but were not 

confined to: importance of marriages for men and women, factors influencing choice of  

-166-  



 

 

Chapter 4.  Methodology 

 

husband or wife, age at marriage, freedom to marry for love, options to refuse family‘s 

choice of potential spouse, option to break an engagement, communication between 

engaged couples before marriage, and so on. Similar codes were developed for other 

aspects of the data. 

 
 
 
Once I had a list of codes, I devised categories to cluster specific codes into. In the 

example related to marriage, categories that were developed included but were not 

confined to: women‘s attitudes towards marriage, family influences on marriage, options 

for women regarding marriage, and options for women regarding choice of husband. 

Using a constant comparison method, I moved back and forth between the data and the 

developed categories, to ensure that no data were omitted from the coding and 

categorization process (ibid). I continuously compared emerging categories with the 

original data in order to allow for development of additional codes and categories where 

necessary. 

 

After categories were selected, I examined them to identify themes that would capture the 

essence of the data. In the above example one theme that emerged was "extent and 

influences on women‘s freedoms to marry". Other themes were similarly generated with 

respect to other aspects of the data. Initially the list of themes exceeded over 30, but a re-

examination of codes and categories allowed me to eventually condense the list to a set of  
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14 themes. These included: women‘s knowledge about antenatal care procedures, STIs 

and HIV/AIDS; decision-making about education, about marriage, about pregnancy, and 

about access to healthcare facilities; influences of family on women‘s decision-making; 

influences of community on women‘s decision-making; informed consent practices in 

healthcare in India; attitudes of different stakeholders towards antenatal HIV testing and 

informed consent; desire for well being of the infant; healthcare policies for women in 

India; policies for primary prevention of HIV for women; maternal and child care 

practices; and stigma and discrimination of infected women. 

 
 
 
I then identified the relationship between themes using a two by two matrix. When a 

relationship between a theme in the vertical column was spotted with one in the horizontal 

column, I marked a tally in the appropriate box, and I checked the data independently to 

verify the relationship. Taking the topic of marriage as an example, if the matrix indicated 

a relationship between family influences and women‘s freedoms with respect to marriage, 

a tally was marked on the matrix. This was further checked by an independent reading of 

the text. The tallies corresponded with a reading of the text in most cases. Divergences 

were carefully reconciled by re-reading the textual materials and re-examining the 

rationale for coding specific portions of the text in specific ways. 

 

Once a relationship between themes was identified, I examined the themes further to 

classify the nature of the relationship. The themes were written down, and connections  
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between one theme and another were marked with different coloured sketch pens. Each 

theme could be connected to several other themes, and in fact they often were. In addition 

to marking the connection between two themes, I also noted which of the two was an 

"origin" and which the "destination". Origin points were themes from which connections 

emerged to other themes, and destination points were those themes that conceptually 

followed from the origin theme. Themes could be both origins and destinations at the 

same time, for example by being an origin with respect to one theme and a destination 

with respect to another. As an example, the theme "family influence" was an origin with 

respect to six other "destination" themes: decision-making about education; women‘s 

agency/autonomy; decision-making about marriage; decision-making about pregnancy; 

decision-making about choice of healthcare facility; and stigma and discrimination of 

infected women. “Family influences” was also a destination for the following themes: 

community influences; agency of women; attitudes of healthcare providers to antenatal 

HIV testing and informed consent; and desire for baby‘s well-being. This helped to me to 

develop the outline for writing the thesis. 

 

 

4.9.3 Analysing Quantitative data 

 

Information from the questionnaire surveys was entered into the computer using the 

Microsoft excel format, as this was compatible with the SPSS version I was using. The 

statistical analysis was descriptive, and used proportions, means, and variances, to 

describe the findings. As the results were biased in favour of informed consent of  
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participants, and almost all participants consented, cross tabulations across those whose 

consent was sought, those whose was not, or even those who consented, and those who 

did not, was not done. 

 
 
 
4.10 Credibility, Validity, Reliability and Generalizability 

 

Credibility relates to coherence of the research results with the earlier literature on the 

issue, and with social theory (Daly et al 2007). The knowledge base is strengthened where 

the results are consistent with the literature and with the theory, and inconsistencies are 

explained to extend the original knowledge base (ibid). In this research, I attempted to 

maintain credibility through meeting widely acknowledged criteria (Reid & Gough 2000). 

These included using appropriate and sensitive data collection methods to suit research 

questions, discussing theories and literature related to the issues under discussion; 

justifying selection of cases for study, using pre-tested discussion guides, question guides, 

and questionnaires, and trained research assistants to collect and record data, and using the 

grounded theory approach to systematically analyse qualitative data (ibid). 

 

 

Validity 

 

Validity has been described as the extent to which an account accurately represents the 

social phenomenon that it refers to (Hammersely 1990:57). In social science research, 

contexts cannot be recreated exactly, and thus replication is difficult (Silverman 1997). I 

used triangulation of data collected in this research (Pilnick et al 2010). Triangulation  
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refers to comparisons of different kinds of data as for example, qualitative and 

quantitative; and different methods, as for example, participant observation and 

interviews; to see if they corroborate each other‘s findings. Another method used to 

validate social science research data is respondent validation (ibid). This refers to the 

researcher taking findings back to the subjects being studied and asking for verification. 

Resource and time constraints made it difficult for me to use this method. 

 
 
 
Reliability 

 

Reliability refers to a situation where other researchers using the same method of 

investigation on the same material produce the same results (Haralambos and Holborn 

2008: 816,). Dewalt & Dewalt (2002) suggest that the very strength of ethnographic field 

studies – the ability to give rich descriptions of social settings – is also a limitation, 

because it may lead researchers to include a few exemplary instances of behaviour, which 

may not be typical of the general response; they may fail to justify inclusion of certain 

cases and not others; and may misinterpret tape recordings and transcriptions of 

interactions (ibid). I addressed these limitations by including a diversity of responses from 

a variety of stakeholders, using approved sampling methods, including adequate numbers 

of participants, comparing findings from qualitative and quantitative methods, and 

employing trained researcher assistants to collect, record, and conduct a preliminary 

analysis of the data, before attempting a final analysis. 
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While some misrepresentations of taped conversations are likely, this was partly overcome 

by discussing the data with research assistants before starting transcription, and by 

comparing transcripts with the notes that were kept of every session. 

 

 

Generalizability 

 

Generalizabilty refers to the ability to generalize findings from the limited sample of 

respondents in a research study (Hammersley 1992), and may be ensured through 

combining qualitative data with quantitative findings from statistically significant samples 

(ibid). The results of this research can be generalized because it not only combined 

qualitative and quantitative methods in data collection but also compared findings with 

cognate studies to demonstrate similarities and differences across a number of settings. 

 
 
 
The next chapter discusses global policies related to antenatal HIV testing and the 

programme to prevent parent-to-child transmission. It identifies the ways in which global 

recommendations for informed consent to the antenatal HIV test have been shaped by 

commitments to reduce HIV infection in children. It also explores the extent to which the 

policies promote women‘s capabilities to make an autonomous decision about the test. 
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CHAPTER 5 

 

UNAIDS/WHO (2007) GUIDELINES FOR INFORMED CONSENT TO 

 

ANTENATAL HIV TESTING 

 

 
 

HIV testing, available since 1985, has been restricted for medical 

as well as prevention purposes because of a strong emphasis on 

informed consent and counselling. Avoidance of an approach 

based on disease investigation has probably obstructed rather than 

enhanced primary and secondary prevention, interfering with the 

right of uninfected people to remain HIV negative, of infected 

individuals to benefit from treatment and prevention advice, and of 

society to reduce the effects of HIV/AIDS (De Cock et al 2002: 

69) 

 
As this excerpt suggests, informed consents for HIV testing has been a contested area. In 

this chapter, I show that recent UNAIDS/WHO (2007) HIV testing policy guidelines for 

informed consent, and accompanying programmatic and funding policies appear to limit 

rather than reinforce the capabilities required for autonomous decision-making about an 

antenatal HIV test.  I illustrate this claim by examining the conflict between expressed 

policy commitments to promoting autonomy, and specific recommendations to test  
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women to prevent parent-to-child transmission, especially in the context of advances in 

testing technology and treatment. 

 

 

5.1. Evolution of UNAIDS/WHO policies for informed consent to HIV testing 

 

Four policy statements on HIV testing and counselling have been issued by UNAIDS and 

WHO since the beginning of the epidemic. Recommendations about informed consent to 

an antenatal test can be broadly divided into three time periods: (i) between 1985 and 1992 

when it was acknowledged that the spread of HIV infection could assume epidemic 

proportions and the ELISA test became widely available; (ii) between 1992 and 2001, 

when a human rights approach to responses to the epidemic was emphasized; and (iii) 

after 2001, when simple and affordable antiretroviral prophylaxis became available for use 

in LMICs. 

 
 
 
As early as 1986, recommendations related to HIV testing emphasized informed consent, 

confidentiality, and protection of infected people (Bayer 2006). This emphasis was 

pioneered by gay men in the United States, among whom the virus was spreading more 

rapidly and visibly than among any other sub-population. The approach has since been 

termed ‘AIDS exceptionalism’ (ibid). Meanwhile it was estimated that (WHO 1989) by 

the end of 1992, approximately two million women, mostly in LMICs, would be infected 

with HIV, one million children would be born to infected women, about 250,000 children  
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would be infected and die, and about 750,000 would lose one or both parents to HIV. As a 

result it was suggested that infected women of child-bearing age should be identified and 

counselled to prevent transmission to infants through options such as aborting the 

pregnancy, preventing future pregnancies, and refraining from breast feeding ( WHO 

1987a, 1989). Although informed consent was not emphasized, mandatory testing was 

categorically rejected as counter-productive (WHO 1987b). However, there was no clarity 

about how this could be prevented. For example, guidelines for counselling in pregnancy 

did not discuss pre-test Counselling. but only addressed needs for women testing positive 

(WHO 1990: 36). 

 
 
 
Between 1992 and 2001, a human rights approach strongly advocated and UN agencies 

advocated voluntary counselling and testing. However the guidelines for  informed 

consent were inconsistent (WHO 1993, UNAIDS 1997). For example, in 1993, WHO 

defined informed consent as a process that included pre-test counselling and express 

consent (ibid: 11): 

 
Informed in this context means that in discussion (pre-test 

counselling), the client had been made aware of all the 

ramifications of HIV testing including the risks and benefits, as 

well as alternatives to such testing in language he/she can 

understand. Consent means the giving of express agreement to  
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HIV testing, in a situation devoid of coercion, in which the client 

should feel equally free to grant or withhold consent 

 
(italics mine). 

 
 
 
 
In contrast  the UNAIDS‘ first policy statement on HIV testing and counselling in 1997 

stated: 

 
Voluntary testing should be provided in a non-stigmatizing 

environment, and the services should include pre-test counselling 

(where possible and if desired), informed consent, and post-test 

counselling (italics mine). 

 
 
 
Although the policy stated that women should be included for  pre - test counselling  and 

should be allowed to make their own decisions, the phrase “where possible and if desired” 

suggested that pre-test counselling was not a requirement. It was unclear how women 

would be helped to make an informed and voluntary decision where pre-test counselling 

was not possible.  
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Only two years later, UNAIDS reverted to the emphasis on pre-test counselling.
14

 

 
Pre-test counselling has sometimes been dismissed as relatively 

unimportant; it is sometimes skipped entirely or performed by rote 

in a way that leaves no room for interaction or discussion of the 

implications of testing in relation to an individual‘s own health, 

reproductive, marital or social situation….Counsellors should 

discuss with a woman the likelihood that she will be ostracized, 

divorced or otherwise discriminated against if her HIV status is 

revealed. It may be that the risks of disclosure of HIV status to the 

broader welfare of both mother and infant far outweigh the likely 

benefits of HIV testing. Counsellors should discuss these issues 

with clients individually. Whatever the counsellor‘s own 

assessment, however, testing should always be offered to women, 

and support provided while they make their decision as to whether 

to be tested or not (UNAIDS 2001: 6-9). 

 
 
 
 
 
 
 
 
 
14

 These recommendations were first made in 1999. These guidelines are not currently available 

on the UNAIDS website but an updated version in 2001 is available which makes the same 

recommendations. 
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Here again, UNAIDS emphasis on pre-test counselling and interactions between 

healthcare providers and women appears to be in contrast with its ambivalent position on 

the issue in 1997. 

 

 

The  reasons  for  the  inconsistency  between  UNAIDS‘  position  in  1997  and  in 

1999/2001 are unclear. While the 1997 statements may have been prompted by WHO‘s 

observation (1997) that women‘s right to autonomous decision-making about the test may 

have to be reconsidered with wider availability of ARV prophylaxis, the latter statements 

appear to be ideologically/politically motivated. For example, simpler and cheaper 

prophylactic regimens had been developed well before the 2001 statements(UNAIDS 

1998). Logically, these recommendations should have led UNAIDS to weaken 

recommendations for pre-test counseling  and not to strengthen them. 

 
 
 
However, the emphasis on pre-test counselling was short-lived. With advances in testing 

technology and greater access to ARV, between 2002 and 2007, the emphasis on 

voluntary counselling and testing and the rights of individuals to not know their HIV 

status (WHO 1992, UNAIDS 1997), shifted to an emphasis on provider-initiated testing 

and counselling, and the right of individuals to learn their status as early as possible 

(WHO 2002, 2003, UNAIDS/WHO 2007). Health care providers were encouraged to 

recommend an HIV test to pregnant women as a standard part of antenatal care. Pre-test  
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counselling was replaced with pre-test information about the benefits and risks associated 

with the test, and its importance in preventing transmission to infants and express consent 

was replaced by the right to opt-out, where it was assumed that if women did not explicitly 

refuse the test, they had given their informed consent (UNAIDS/WHO 2007: 36). The 

‘opt-out’ approach to informed consent was described as being analogous to requirements 

for common clinical investigations such as chest X-rays, blood tests, and other non-

invasive procedures (ibid: 20). 

 
 
Defending the new approach, WHO (2003) argued that access to testing and counselling 

was an integral part of people‘s Right to Health,
15

 because it determined their ability to 

access appropriate HIV prevention and care resources based on their status. Portending 

these changes, it was earlier observed that  pre-test counselling and express consent 

requirements were too resource intensive to permit rapid expansion of testing services 

(WHO 2002). 

 

--------------------------------------------------- 

 
15 The ―Right to Health‖ was adopted by the World Health Organization (WHO) in 1946 as part of its Constitution. The 

Preamble to the constitution defines health as "a state of complete physical, mental and social well-being and not merely 

the absence of disease or infirmity", and states that the enjoyment of the highest attainable standard of health is one of 

the fundamental rights of every human being without distinction of race, religion, political belief, economic or social 

condition. This right has since been adopted or recognized by several international human rights instruments including 

the Universal Declaration of Human Rights, the International Covenant on Social, Economic and Cultural Rights, the 

International Covenant on Civil and Political Rights, and the Convention on the Elimination of All Forms of 

Discrimination against Women. (OHCHR Factsheet 31--The Right to Health Fact Sheet No  

31@http://www.ohchr.org/Documents/Publications/Factsheet31.pdf. accessed February 6 2011) 
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The year 2004 marked a watershed in global HIV testing policy in general and for 

pregnant women in particular. First, UNAIDS and WHO formally endorsed 

recommendations for provider-initiated HIV testing with the right to opt-out. For pregnant 

women, the recommendations applied even in settings where access to ongoing 

antiretroviral treatment for the woman‘s own health was unavailable (UNAIDS/WHO 

2004). For other patients such as STI clinic attendees, the recommendations applied only 

in settings with access to ART (ibid). 

 

Second, the 2004 policy changed the accepted meaning of informed consent by 

recommending that pre-test counselling, and express consent should be replaced with pre-

test information and the right to opt-out. As discussed earlier, removing pre-test 

counselling meant that women would receive information about the test, but would not 

have help to assess its implications.  

 

Finally, there  was no mention of disclosure of information about the risks associated with 

the test. This contravenes a key condition of informed consent. An annexure to the 

statement described test implications as "non-discrimination", and "access to sustainable 

treatment and care, while failing to mention potential stigma and discrimination of 

infected people (ibid).  These changes reveal the urgency among UNAIDS and WHO to 

project HIV testing as innocuous but beneficial. Given the evidence regarding the 

enormous levels of stigma and discrimination that infected women face, this projection  

-180- 



 

 

Chapter 5. UNAIDS/WHO (2007) Guidelines for informed consent to antenatal HIV 
testing 

 

appears to be deliberately misleading. The 2007 policy statement built upon the 2004 

statement and is discussed later in this chapter. 

 

 

5.2 Explaining HIV testing policy shifts 

 

Between 2000 and 2010 significant developments in relation to broader HIV prevention 

and care efforts influenced changes in HIV testing policies. These included political 

commitments, advances in treatment and testing , and commitments by donors and 

pharmaceutical companies. 

 

 

Political commitments 

 

By 1999, parent-to-child transmission of HIV had been virtually eliminated in 

industrialized countries through combining antenatal testing for women, provision of 

prophylaxis to infected women and exposed infants, safer delivery practices, and exclusive 

replacement feeding (UNAIDS 1999c). In LMICs however, high rates of new infections 

and deaths among children threatened to reverse the gains made in infant and under-five 

child mortality (UNAIDS 1999b). For example in 1999, about 620,000 children were 

newly infected with HIV, while 500,000 had died of AIDS. 

 

In 2001, about 800,000 children were newly infected and 580,000 died of AIDS 

(UNAIDS 2000, 2002b). These figures prompted world leaders to make a series of 

commitments to reduce parent-to-child transmission. 
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In 2000, sixteen UN member states committed to halt and begin to reverse the spread of 

HIV/AIDS by 2015 (UN 2000)
16

. In 2001, UN member states pledged to work towards 

universal access to prevention, treatment and care by 2010 (UNGASS 2001)
17

. 

 
 

 
16

 These commitments were part of a set of eight goals (UN 2000). Other goals include 

eradicating extreme poverty and hunger (MDG 1), achieving universal primary education (MDG 

2), promoting gender equality and empowerment for women (MDG 3), combating major diseases 

including tuberculosis and malaria (MDG 6), ensuring environmental sustainability (MDG 7), 

and developing a global partnership for development (MDG 8). 
 
17

 Other important commitments in the context of HIV prevention among young women 

include the following: 

 
Art 47 addresses contextual factors related to gender: Reducing HIV prevalence among young 

men and women aged 15 to 24 through challenging gender stereotypes and attitudes, and gender 

inequalities in relation to HIV/AIDS. 

 
Art 52 addresses primary prevention for men and women: Ensuring availability of a wide range of 

prevention programmes taking into account local circumstances, ethics and cultural values, and 

including information, education and communication aimed at reducing risk-taking behaviour and 

encouraging responsible sexual behaviour including abstinence and fidelity; expanded access to 

essential commodities, including male and female condoms and sterile injecting equipment; harm-

reduction efforts related to drug use; expanded access to voluntary and confidential counselling 

and testing; safe blood supplies; and early and effective treatment of sexually transmittable 

infections. 

 
Art 53 addresses information, education, and communication; and building life skills for primary 

prevention among young women and men: Ensuring that at least 95 per cent of young men and 

women aged 15 to 24 have access to the information, education, including peer education and 

youth - specific H I V education, and services necessary to develop the life skills required to 

reduce their vulnerability to HIV infection in partnership with young persons, parents, families, 

educators and health-care providers. 
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Art 59 addresses  male involvement in prevention and care efforts 

 
By 2005, bearing in mind the context and character of the epidemic and that, globally, women 

and girls are disproportionately affected by HIV/AIDS, develop and accelerate the 

implementation of national strategies that promote the advancement of women and women ‘s 

Article 54 of the ―Declaration of Commitment on HIV/AIDS‖, pledged to reduce by 

 
50% the proportion of infants acquiring HIV from infected mothers (ibid). This was to 
 
 
 
full enjoyment of all human rights; promote shared responsibility of men and women to ensure 

safe sex; and empower women to have control over and decide freely and responsibly on matters 

related to their sexuality to increase their ability to protect themselves from HIV infection. 

 
Art 60 addresses primary prevention for women through ensuring access to prevention education 

and reproductive healthcare services healthcare, including education and reproductive health: By 

2005 implement measures to increase capacities of women and adolescent girls to protect 

themselves from the risk of H I V infection, principally through the provision of health care and 

health services, including for sexual and reproductive health, and through prevention education 

that promotes gender equality within a culturally and gender-sensitive framework. 

 
Art 61 and Art 62 address contextual factors for women‘s empowerment such as protection of 

human rights, illiteracy, poverty, disempowerment, social exclusion, sexual exploitation: By 

2005 ensure development and accelerated implementation of national strategies for women‘s 

empowerment, the promotion and protection of women‘s full enjoyment of all human rights and 

reduction of their vulnerability to HIV/AIDS through the elimination of all forms of 

discrimination, as well as all forms of violence against women and girls including harmful 

traditional and customary practices, abuse, rape and other forms of sexual violence, battering and 

trafficking in women and girls (Art 61). 

 
By 2003, in order to complement prevention programmes that address activities which place 

individuals at risk of HIV infection,such as risky and unsafe sexual behaviour and injecting drug 

use, have in place in all countries strategies, policies and programmes that identify and begin to 

address those factors that make individuals particularly vulnerable to H I V infection, including 

underdevelopment, economic insecurity, poverty, lack of empowerment of women, l a ck of 

education, social exclusion, illiteracy, discrimination, lack of information, and/or commodities for 

self-protection, and all types of sexual exploitation of women, girls and boys, including for 

commercial reasons. Such strategies, policies and programmes should address the gender 

dimension of the epidemic, specify the action that will be taken to address vulnerability and set 

targets for achievement (Art 62). 
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Art 63 addresses adolescent education and counselling, and services for reproductive health: 

 
By 2003, develop and/or strengthen strategies, policies and programmes which recognize the 

importance of the family in reducing vulnerability, interalia, in educating and guiding children 

and take account of cultural, religious and ethical factors, to reduce the vulnerability of children 

and young people by ensuring access of both girls and boys to primary and secondary education, 

including HIV/AIDS in curricula for adolescents; ensuring safe and secure environments, 

especially for young girls; expanding good-quality, youth-friendly information and sexual health 

education and counselling services; strengthening reproductive and sexual health programmes; 

and involving families and young. people in planning, implementing and evaluating HIV/AIDS 

prevention and care programmes, to the extent possible. 

 

be achieved by ensuring that 80% of pregnant women accessing antenatal care had 

information, counselling and other prevention services available to them, by increasing 

availability and access to ARV prophylaxis for infected women and exposed infants, and 

by providing effective interventions to infected women, including voluntary and 

confidential counselling and testing, access to treatments, especially antiretroviral therapy, 

and where appropriate, breast milk substitutes and other care services (ibid: 18). 

 
 
 
In 2002 WHO launched the “3 by 5” campaign to reach antiretroviral treatments to three 

million people by the end of 2005, and estimated that at least 180 million people, 100 

million of them pregnant women, would have to be tested annually (WHO 2002). 

  
 

In 2004, a WHO consultation in Glion, Switzerland, on the ways in which family planning 

programmes could contribute to HIV prevention in women and children, recommended 

greater attention to reproductive options for women. These included services for family  

-184-  



 

 

Chapter 5. UNAIDS/WHO (2007) Guidelines for informed consent to antenatal HIV 
testing 

 

planning (WHO 2006a). In 2005, representatives of governments, multilateral agencies, 

development partners, research institutions, civil society, and people living with HIV, 

committed to eliminate HIV infection in infants and children and an HIV-free and an 

AIDS-free generation (WHO 2005a). The same year, member states attending the United 

Nations summit reiterated their commitments to the 2001 UNGASS Declaration, including 

the pledge to reduce mother-to-child transmission (WHO 2006b); and the Group of Eight 

Nations (G 8) committed to achieve, as close as possible, universal access to prevention, 

treatment, and care by 2010 (WHO 2007b). 

 
 

In 2006, the United Nations General Assembly committed to fully implement the 2001 

UNGASS Declaration, and to achieve all international agreements dealing with 

HIV/AIDS including the MDGs (United Nations 2006), and in 2009, the UNAIDS 

committed to virtually eliminate mother-to-child transmission in LMICs (WHO 2010b). 

As will be seen, these targets were to have an effect on the practice of obtaining informed 

consent to HIV testing in antenatal settings. 

 

 

Treatment  availability 

 

The political commitments were made in the context of the increasing availability of 

simpler, cheaper ARV prophylaxis. Trials in Thailand had established the efficacy of 

short-term antiretroviral treatment in reducing the risk of parent-to-child transmission 

(UNAIDS 1998). In 1999, trials in Uganda – the HIVNET 012 study – established that a  
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single dose of the antiretroviral drug, Nevirapine, administered to HIV-infected women at 

the onset of labour, and to the infant within 72 hours of birth, cut transmission rates by 

about 50% in non-breast fed infants (Guay et al 1999). Although some women developed 

resistance to the drug even after a single dose, this disappeared within 12 months (WHO 

2000), and WHO recommended that the drug should be used in LMICs (ibid). An 

evaluation of pilot projects to prevent parent-to-child transmission in some LMICs 

including India had found that they could be feasibly scaled-up, and national governments 

were requested to expand the programme (UNICEF 2003). 

 
 
 
At the same time, new HIV testing technologies emerged that could return test results 

within 40 minutes of receiving blood (Greenwald et al 2006). As discussed in Chapter 3, 

failure to collect results had been a major barrier to treatment uptake among pregnant 

women (WHO 1997). The use of rapid test kits was expected to eliminate this possibility 

and increase uptake of antiretroviral prophylaxis. 

 

Support by donors and pharmaceutical companies 

 

In addition to the developments described above, pharmaceutical companies and donor 

agencies pledged record material and financial support for the PPTCT programme in 

LMICs. In 1998, Glaxo Wellcome announced substantially reduced prices for ARV 

prophylaxis for use in LMICs (UNAIDS 1998). In 2000, Boehringer Ingelheim offered  
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Nevirapine free of cost for use in these countries for a five-year period (WHO 2001). In 

2001, national governments and international agencies pledged a sum of US$1.6 billion as 

compared with US$220 million in 1990, to be managed by the newly established Global 

Fund to Fight AIDS, Malaria and Tuberculosis (The Global Fund 2001). 

 
 
 
By the end of 2005, funding for HIV/AIDS had increased to US$ 8.3 billion (UNAIDS 

2006). In 2006, UNITAID was established to reduce the prices of drugs and diagnostics 

for HIV/AIDS, TB, and malaria (UNITAID 2006). A key objective was to scale up the 

programme to prevent parent-to-child transmission (ibid). 

 

 

5.3. Programme to Prevent Parent-to-Child Transmission of HIV: Targets & 

 

Indicators 

 

The global PPTCT programme was initiated in 1998 with the establishment of the 

InterAgency Task Team on the Prevention of Mother-to-Child Transmission of HIV by 

UNAIDS, UNFPA, UNICEF and WHO (WHO 2007b). It initially comprised three 

prongs: (i) Primary prevention for women, (ii) Preventing unintended pregnancies among 

pregnant women, and (iii) Voluntary counselling and testing, access to ARV prophylaxis, 

and counselling on infant feeding (UNAIDS 1999b). WHO justified the absence of a 

component to address ongoing care for infected women by arguing that prophylaxis was a  
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"vaccine" for children, and that the ethics of the intervention ought not to be confused 

with treatment for infected women (ibid).  

 

In 2001, however, WHO changed its stand to suggest that access to ARV prophylaxis 

without access to ongoing treatment for infected women was unethical (WHO 2003). A 

fourth component was added to include ongoing treatment, care and support for infected 

women, infants and families (ibid). To reflect the new approach, the IATT was renamed 

the Inter Agency Task Team on Prevention of HIV infection in Pregnant Women, Mothers 

and their Children (ibid). Between 2003 and 2009, the IATT had helped to increase the 

coverage of PPTCT services for pregnant women in LMICs, from approximately seven 

percent to 26% (UNAIDS 2006, UNAIDS 2010b). 

 
 
 
Meanwhile, the UNAIDS commitment in 2009 to "virtually eliminate" parent-to-child 

transmission (Safaids 2009), led to new recommendations to scale up coverage of PPTCT 

services by integrating them with existing primary and community level services for 

reproductive health, family planning and maternal and child health (WHO 2010). 

Antenatal HIV testing was a major component of this strategy (ibid: 29). Although 

integration of PPTCT services with services for STIs, malaria, TB, immunization, and 

management of childhood, adolescent, and adult illnesses was also recommended (ibid: 

30), there was no discussion about how this might be achieved. The absence of this 

information suggests that the focus of the recommendations was to test pregnant women  
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accessing these services for HIV, and treat infected women to prevent transmission to 

infants. Evidence shows that integrating ongoing access to treatment for infected people 

increases use of family planning services (Searing et al 2008, Orner et al 2008), but there 

is less evidence about the impact of introducing testing and prophylaxis alone on uptake of 

family planning services. More research into this aspect is necessary. 

 
 
 
In practice, the PPTCT programme has focused on testing and treating women almost 

since its inception, and activities related to primary prevention for women and prevention 

of unintended pregnancies among infected women have rarely received attention (Goon et 

al 2001, De Bruyn 2005, Delvaux et al 2007, Agbessi et al 2007, McIntyre and Lallemont 

2008, Homsy et al 2009, Piot et al 2008). WHO (2003) suggests that the emphasis on 

testing and treatment may be a result of the emphasis on clinical approaches in most 

guidelines, but the targets and indicators recommended by the IATT (WHO 2007d) show 

that the focus is intentional (see Tables 7 & 8). 
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Table 7: Recommended targets in the Programme to Prevent Mother-to-Child 

Transmission 

At least 80% of all pregnant women attending antenatal care are provided with 

information on preventing the mother-to-child transmission of HIV. 

At least 80% of all pregnant women attending antenatal care are tested for HIV, 

including those previously confirmed to be living with HIV. 

At least 80% of eligible pregnant women living with HIV receive antiretroviral 

therapy for their own health. 

At least 80% of women living with HIV are successfully referred and enrolled in 

comprehensive longitudinal care and treatment. 

Source: WHO 2007d: 7-8 

 

 

All but one of the IATT targets relate to testing and treatment of women and infants. 

Targets related to primary prevention for women and to preventing unintended 

pregnancies among infected women are entirely absent. In 2008, an additional target was 

included: 

 
 

“At least 80% of infants and children living with HIV and in need receive co trimoxazole 

prophylaxis and/or antiretroviral therapy” (WHO/UNAIDS/UNICEF 2008), but this too 

related to testing and treatment for women. 
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The emphasis on testing and treatment, and the lack of attention to primary prevention and 

prevention of unintended pregnancies, may be explained by IATT‘s decision to evaluate 

the PPTCT programmes progress on the basis of commitments made in Article 54 of the 

UNGASS Declaration (IATT 2007). As discussed earlier, Article 54 focuses on activities 

to prevent transmission to infants. Although it mentions access to primary prevention  

resources for pregnant women, these are addressed more comprehensively in Articles 47, 

52, 53, 59, 60, 61 and 62. These commitments are not included in the PPTCT evaluation 

framework. 

 
 
 
Note that IATT‘s target of 80% refers to acceptance of antenatal testing and antiretroviral 

treatment by women, while the Article 54 refers to a target of 80% of women who obtain 

access to these services. This suggests an assumption by IATT that the majority of women 

seeking antenatal care will accept the test, or should be encouraged to accept it (italics 

mine). However, as I illustrate in Chapter 10, these targets are likely to lead healthcare 

providers to ensure that women accept the test rather than to ensure their informed and 

voluntary decision about it. 

 

The emphasis on testing and treatment is reinforced in the indicators to measure progress 

on the programme (Table 8). 
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Table 8: Key indicators in the Programme to Prevent Parent-to-Child Transmission 

 

Total number of pregnant women  

 

Number and percent of pregnant women counselled and tested for HIV 

 

Number and percent of pregnant women tested HIV positive 

 

Number and percent of HIV+ pregnant women given ARV prophylaxis 

 

Number and percent of HIV+ pregnant women assessed for CD4 

 

Number and percent of HIV+ pregnant women started on ART 

 

Number and percent of HIV+ pregnant women started on cotrimoxazole 

prophylaxis 

Number and percent of HIV+ women using family planning services 

 

Number and percent of all women/HIV+ women receiving infant feeding 

counselling and support 

 

Source: WHO 2007d: 7 

 

Like the targets, the set of recommended indicators focuses on testing and treatment for 

women. Although indicators to measure prevention of unintended pregnancies among 

HIV-infected women are included (see indicator related to use of family planning 

services), indicators for primary prevention for women, and involvement of male partners 

are missing. 

 
The emphasis on testing and treatment continues in official reports of progress on the 

programme (Table 9). The heads of reports are reproduced for the period between 2005 

and 2009 (both years inclusive). 
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Table 9: Heads of progress reports in the Programme to Prevent Mother-to-Child 

transmission 

 

Sources: IATT 2007a: 7-24, WHO 2007b, UNAIDS 2008a, 2008b, UNAIDS 2009b,2009c, 

 
UNAIDS 2010b, UNAIDS 2010c 

As this table indicates, programme reports are limited to details of testing and counselling, 

and treatment for infected women and children. The reports do not indicate the content of 

the counselling, but evidence suggests that much of the pre-test information women 

receive is limited to the importance of preventing parent to child transmission (Gupta et al 

2007, Oosterhoff et al 2008, Nguyen et al 2008, Ujiji et al 2011). Furthermore, few 

women who test negative receive post-test counselling (Goon et al 2001, WHO 2002, 

Homsy et al 2006, Evans and Ndirangu 2009, Horwood et al 2010). Although the 

reporting heads have increased over time, they continue to focus  
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on treatment for women and children rather than on primary prevention and prevention of 

unintended pregnancies. 

 

Paradoxically, in 2009, only 53% of pregnant women who tested positive, and only 35% 

of exposed infants in LMICs received ARV prophylaxis. Furthermore, only 51% of 

infected women were assessed for ongoing antiretroviral treatment for their own health, 

and only 28% of infected children received ongoing ART (UNAIDS 2010). No reports are 

available about the proportion of infected women who received treatment for their own 

health. These figures show that despite access to PPTCT services, large numbers of 

infected women continued to be at risk of transmitting HIV to infants, suffered the 

consequences of being unable to access treatments for themselves, and were exposed to 

the stigma and discrimination associated with a positive result (Maman et al 2001, Ogden 

and Nyblade 2003, Paxton et al 2005, Pallikadavath et al 2005, Mawar et al 2005, 

Mahendra et al 2006, Moses et al 2006, MacQuarrie et al 2006, Singh 2007, Chakrapani et 

al 2008, Steward et al 2008, Kannniappan et al 2008, Lyatuu et al 2008, Bwirire et al 

2008, Thomas et al 2009, Sinha et al 2009, Urena 2009, Obermeyer et al 2009, Nguyen et 

al 2009, Rahangdale et al 2010, Van Hollen 2010). 

 
 
 
There are no reports explaining the enormous gap between the proportions of women 

being diagnosed  and those receiving treatment under the PPTCT programme. 
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Similarly, there are no data measuring the programme‘s contribution to primary 

prevention for women and prevention of unintended pregnancies among infected women. 

However, other reports on the status of the epidemic 
18

 indicate that progress on primary 

prevention is slow. For example, at the end of 2009, knowledge about HIV transmission 

and prevention was low : only 35%-40% of young women and 25%-30% of young men 

knew at least three routes of transmission and prevention. 

 
 
 
 
 

 
18

 Progress on primary prevention for women was reported separately as part of prevention 

activities for young people under the following heads: (i) Comprehensive knowledge of HIV 

prevention and transmission, (ii) delay in onset of sexual activity, and (iii) proportions of men 

(48%) and women (38%) with more than one partner in the last 12 months reporting condom use 

at last sex. Slaymaker (2004: 17)) observes that indicators measuring condom use among men and 

women reporting sex with more than one partner cannot be a proxy for primary prevention 

because of the likelihood of reporting bias caused by men‘s propensity to exaggerate numbers, and 

women‘s propensity to under-report them. According to him, the indicator is useful to identify 

changes in pre-marital and extra-marital sex over time, but cannot measure effective prevention 

for women, because pre-marital and extra-marital behaviour trends do not distinguish between 

women‘s ability to use prevention resources, and other factors that can contribute to prevention 

such as safer behaviours by male partners outside the relationship. The International Council of 

Women living with HIV (ICW 2005) has similarly rejected the choice of measuring condom use 

as an indicator because they point out that it does not measure the ability of women who may be 

monogamous to protect themselves from partners with high-risk behaviours, and reinforces 

existing norms of male control over sex. 
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Vulnerability to STIs and HIV was high: between 12%-14% of women younger than 15 

years reported sexual activity, and condom use among men and women with more than 

one partner was only 20%-30% (UNAIDS 2010b). No comprehensive progress reports 

were available for prevention of unintended pregnancies among infected women. 

 

 

 

5.4. Analysis of UNAIDS/WHO (2007) Guidance for informed consent to an 

 

antenatal HIV test 

 

In the following section, I use the capabilities approach, to assess the extent to which 

UNAIDS/WHO (2007) recommendations for informed consent to an HIV test promote the 

capabilities of women to make an informed and voluntary decision about it.  Relevant 

excerpts from the document are examined against the list of functionings chosen to assess 

autonomous decision-making about the test (Chapter 4). These include disclosure of 

information about an antenatal HIV test and its consequences by healthcare providers, 

understanding of the implications of the test by women, voluntariness of the decision 

made by women, authorization of the test by women, the culture of consent at the 

healthcare facility offering the test, and women‘s traditional responses to 

recommendations by healthcare providers in the specific setting. 
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The  UNAIDS/WHO  (2007)  Guidance  for  Provider-Initiated  HIV  Testing  and 

Counselling (PITC) recommends an ‗opt-out‘ approach with simplified pre-test 

information replacing requirements for pre-test counselling and express consent. The 

Guidance document identifies key objectives of PITC as enabling people to know their 

HIV status in an informed and voluntary manner, and promoting individual autonomy in 

decisions about the test (ibid: 18). However the term, ‗autonomy‘ is not defined, and it is 

unclear what the promotion of women‘s autonomy in testing will involve. 

 
 

In the introduction to the section on informed consent, the Guidance justifies the 

recommendation for simplified pre-test information as follows (ibid: 36). 

 
In many healthcare facilities providers do not have the time to 

perform a detailed risk assessment. Because the objective of 

provider initiated testing and counselling in health facilities is the 

timely detection of HIV and access to healthcare services, pre-test 

information can be simplified. For example, individual risk 

assessment and risk reduction plans can be covered during post-

test sessions, rather than in the pre-test information session, 

tailored to patient‘s HIV status (ibid: 36). 
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The above recommendation to shift risk assessment and risk reduction processes to post-

test sessions to address lack of provider time implies that issues related to primary 

prevention will not be discussed until after women have completed the test. It is not clear 

if and when providers will discuss the issue with women who refuse the test. 

 
 
 
Pre-test information 

 

Recommendations under this head are cited in full where they refer to the content of pre-

test information, and the process by which informed consent is to be obtained. 

 
When recommending HIV testing and counselling to a patient, the health care 

provider should at a minimum provide the patient with the following 

information (ibid: 36 

 
 The reasons why HIV testing and counselling is being recommended 


 The clinical and prevention benefits of testing and the potential risks, such as 

discrimination, abandonment or violence 


 The services that are available in the case of either an HIV-negative or an HIV-

positive test result, including whether antiretroviral treatment is available 


 The fact that the test result will be treated confidentially and will not be shared with 

anyone other than heath care providers directly involved in providing services to the 

patient 
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 The fact that the patient has the right to decline the test and that testing will be 

performed unless the patient exercises that right 

 The fact that declining an HIV test will not affect the patient's access to services that 

do not depend upon knowledge of HIV status 


 In the event of an HIV-positive test result, encouragement of disclosure to other 

persons who may be at risk of exposure to HIV. An opportunity to ask the health care 

provider questions 

 
 
Verbal communication is normally adequate for the purpose of obtaining informed 

consent (ibid: 36). 

 
 
Pre-test information for women who are or may become pregnant should (also) include: 

 The risks of transmitting HIV to the infant 



 Measures that can be taken to reduce mother-to- child transmission, 

including anti retroviral prophylaxis and infant feeding counselling 


 The benefits to infants of early diagnosis of HIV (ibid: 37). 

 
 
Some patient groups, such as populations most at-risk of HIV transmission and women, 

may be more susceptible to coercion to be tested and to previously discussed adverse 

outcomes. In such cases, additional measures to ensure informed consent may be 

appropriate… The health care provider may need to particularly emphasize the voluntary 

nature of the test and the patient‘s right to decline it. Additional discussion of the risks and  
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benefits of HIV testing and disclosure of HIV status, and providing further information 

about the social support that is available to the patient, may also be appropriate (ibid: 37). 

 
 
These excerpts identify the main elements of information about the test that healthcare 

providers must give women, and the assistance they must provide in order to help women 

make an informed and voluntary decision about it. The primary list of recommended pre-

test information includes the risk of HIV transmission from infected women to infants, the 

importance of testing and counselling and measures to reduce the risk, the benefits and 

risks associated with the test, follow-up services available, and the woman‘s right to opt 

out. The Guidance also recognizes women‘s vulnerability to being coerced into test 

acceptance and suggests that healthcare providers address this by drawing women‘s 

attention to potential stigma and discrimination associated with a positive result, and their 

right to refuse the test.  

 

Importantly, the Guidance does not recommend information about alternatives to the test, 

about the efficacies of specific antiretroviral regimens in reducing the risk of transmission 

to infants, and about the importance and purpose of women‘s informed consent. 
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Option to refuse 

 
The guidelines discuss the option to refuse as follows (ibid: 39): 

 

Declining an HIV test should not result in reduced quality or 

denial of services, coercive treatment or breach of confidentiality, 

nor should it affect a person‘s access to health services that do not 

depend on knowledge of HIV status. Individuals declining the test 

should be offered assistance to access either client-initiated or 

provider-initiated HIV testing and counselling in the future. The 

patient‘s decision to decline the HIV test should be noted in the 

medical record so that, at subsequent visits to the health facility, a 

discussion of HIV testing and counselling can be reinitiated. 

 
 
 
Note that the Guidance points out that women who refuse the test should not be penalized, 

but also suggests that refusal should be noted in the medical record and the test offer 

renewed when the woman next visits the healthcare facility. 

 
An analysis of these excerpts is provided below. 
 
 
 
 
5.4.1 Pre-test information 

 

Recommendations for pre-test information restrict the capabilities of women to make an 

informed and voluntary decision about the test largely because they are not specific, fail to  
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include elements of information that will enable women to assess the implications of the 

test in order to make an informed and voluntary decision. For example, the 

recommendations do not include information about alternatives to the test, the risk that 

infants will continue to be exposed to HIV based on the efficacy of the prophylaxis 

regimen used in specific settings, and the importance and purpose of informed consent. 

The implication is that there are no alternatives to the test to reduce the risk of 

transmission to infants, and that (testing and) available treatment will render the risk 

insignificant, if not entirely absent. Both implications are misleading. 

 

There is at least one alternative to the test that can help to reduce the risk of transmission 

from an infected woman to her infant. This is to provide prophylaxis for all pregnant 

women irrespective of HIV status. This is currently not recommended because of 

uncertainty about the risks of exposure to single dose Nevirapine among uninfected 

women and infants.
19

 However, ARV prophylaxis has been recommended in other 

situations, for example, post-exposure prophylaxis for healthcare personnel accidently 

exposed to the virus (WHO 2007), and no adverse effects have been reported.  

 
 
19

 The issue of providing ARV prophylaxis for all pregnant women irrespective of their status 

was discussed as a possible mechanism to ensure coverage of pregnant women in situations 

where access to counselling and testing services was limited or non-existent (WHO 2002). It was 

agreed that the approach was simple and affordable and would be effective in reducing parent to 

child transmission. However, the idea was dropped after it was pointed out that provision of 

ARV prophylaxis would not prevent postnatal transmission of HIV through breastfeeding, and 

might unnecessarily expose large numbers of HIV-negative women to a small, but still uncertain 

risk of drug toxicity (ibid). 
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Women too are willing to take Nevirapine prophylaxis without being tested because it will 

protect their infants from HIV while simultaneously protecting them from stigma and 

discrimination associated with a positive result (Perez et al 2006). Thus, while this option 

is controversial, more research on the effects of ARV prophylaxis on HIV-negative 

pregnant women might be useful before it is ruled out. 

 
 

As discussed earlier, the Guidance does not specify that women must be informed about 

the efficacy of prophylaxis regimens used in particular settings. Since the efficacies of 

different regimens vary widely, women will need this information to be able to assess the 

benefits associated with the test. Finally, the Guidance does not suggest women must be 

informed about the importance and purpose of informed consent. This suggests that 

women will not be aware of the importance of their consent to the test. 

 
 
 

5.4.2 Understanding 

 

By replacing pre-test counseling with pre-test information, the Guidance fails to provide a 

mechanism to address capabilities related to understanding and participating in decision 

making about the test. Patients are thought to have achieved some level of understanding 

if they have acquired pertinent information, and have justified, relevant beliefs about the 

nature and consequences of their actions (Beauchamp & Childress 2001: 88). Helping 

women to understand the implications of the test thus requires that  healthcare providers  
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give adequate time and attention to ensure that women receive personally relevant 

information, encourage them to participate in decision-making, and  establish an 

environment free of coercion or manipulation (Faden & Beauchamp 1986). 

 

 

Lack of time 

 

However, evidence suggests that lack of time is one of the most commonly cited reasons 

why providers in many LMICs including India, fail to discuss these issues with women 

(Kielman et al 2005, Homsy et al 2006, Datye et al 2006). Although the Guidance 

acknowledges this limitation, it circumvents the need to address the issue by opting to 

simplify requirements for informed consent. Thus providers may be unable to discuss  

potential stigma and discrimination and the right to refuse with women (ibid: 37) unless 

the issue of time constraint is addressed.  

 
 
 
Women are also restricted from being able to adequately assess the benefits associated 

with an antenatal test. As discussed earlier, the lack of information about the efficacy of 

the prophylactic regimen used in a specific setting may (mis)lead women to conclude that 

test acceptance will ensure treatment that will reduce the risk of transmission to infants to 

insignificant levels, if not remove it entirely. Van Hollen (2007) observes that HIV 

counsellors in Tamil Nadu often constructed the Nevirapine regimen used as prophylaxis 

in India as entirely eliminating the risk of parent-to-child transmission, although evidence  
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shows efficacy to range between 43% and 66% depending on whether women exclusively 

breastfed or not (Gupta et al 2007b, Mandal et al 2010). Findings presented in Chapters 9 

& 10 confirm this assumption. 

 
 
 
The recommendation to postpone risk assessment to post-test sessions also appears to be 

designed to compromise women‘s consent. If women assess their risk of being infected as 

low they are less likely to accept the test. On the other hand, if they are not given an 

opportunity to assess their risk they are unlikely to be able to make an informed decision 

about their need to undergo the test. 

 

 

5.4.3 Voluntariness 

 

The Guidance undermines the capabilities related to voluntary decision-making in at least 

two ways. First, it restricts women‘s abilities to understand relevant information as 

discussed above. Second, the Guidance recommends that providers renew the offer of an 

antenatal test on future visits if she has refused it earlier. Repeated offers of a procedure 

that a patient has already refused can amount to forceful persuasion and contradict the 

notion of voluntariness (Beauchamp & Childress 2001). In the context of 

disempowerment most women feel in their relationships with healthcare providers, (Pace 

& Emmanuel 2005, Rennie & Behets 2006, Gruskin et al 2008), it is likely that repeated 

offers of the test may lead women to believe that they cannot refuse the test. 
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The recommendation to repeat the test offer even after women have refused it can also 

lead healthcare providers to believe that test acceptance is the ‗right‘ thing for women to 

do, and can encourage them to highlight the benefits while playing down the risks 

(Bennett 2007). Findings in Chapters 7, 9 & 10 support this assumption. 

 
 
 
A key aspect of the recommendations is the woman‘s right to refuse the test. 

UNAIDS/WHO have repeatedly pointed to the right to ‘opt-out’ as a mechanism that can 

protect women against being coerced into test acceptance, and ensure voluntariness. 

Although this information is important, it cannot prevent coercion because many women 

are unable to assert their right to opt-out  due to various factors including the practice of 

accepting provider recommendations, gender norms that limit the ability of women to 

make independent decisions in healthcare settings, higher status of providers, fear of 

offending them, and fear of losing access to ongoing services (Pallikadavath et al 2005, 

Lee et al 2005, Weiser et al 2006, Igumbor et al 2006, Solomon et al 2006, Gupta et al 

2007, Sinha et al 2009, Ezeome and Marshall 2009, Hardon et al 2011, Njeru et al 2011, 

Ujiji et al 2011). 

 
 

Most importantly however, the option to refuse is meaningless for most women if they are 

not simultaneously provided with alternatives to the test that help them to protect their 

infants against the risk of HIV infection. Most women accept the offer of an antenatal test  
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because they believe that this will help protect their infants (Shankar et al 2003, de Paoli et 

al 2004, Lee et al 2005, Daniel et al 2006, Rogers et al 2006, Gupta et al 2007, Mugore et 

al 2008, Hardon et al 2011). The few instances of test refusal have largely been due to fear 

of stigma and discrimination by husbands and male partners, family and community 

members, and healthcare providers (Shankar et al 2003, Solomon et al 2004, Lee et al 

2005, Rogers et al 2006, Weiser et al 2006, Solomon et al 2006, Obermeyer and Osborn 

2007, Oosterhoff et al 2008, Olebara and Barrera 2008, Turan et al 2008, Ersoy and 

Akpinar 2008, Mugore et al 2008, Towle 2009). This suggests that women want to have 

the test to protect their infants, but are also afraid of the stigma and discrimination they 

will face if they test positive. Thus, an empowering option for women is one that that 

protects their infants from the risk of HIV and protects them from the risk of stigma and 

discrimination.  

 

In contrast, the option to refuse the test forces women to choose between protecting their 

infants and protecting themselves. This is not a choice women can or should make. In 

place of the option to refuse, women in this study identified options that they considered 

more empowering. These are discussed in Chapter 11. 

 

 

5.4.4 Authorization 

 

The Guidance recommends an ‗opt-out‘ approach to the test where healthcare providers 

can assume consent even if a woman remains silent as long as she does not say no. Here,  
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silence is interpreted as consent. Beauchamp & Childress (2001), observe that for an 

informed consent to occur, patients must authorize – i.e. give explicit consent – in cases of 

invasive procedures or where there is risk of adverse consequences, in order to ensure that 

they have understood the implications of the proposed intervention and have agreed to it. 

Although an HIV test is not an invasive procedure, the stigma and discrimination 

associated with a positive test result is severe, especially for infected women and can be 

considered an adverse consequence. (Pallikadavath et al 2005, Mawar et al 2005, 

Mahendra et al 2006, Moses et al 2006, MacQuarrie et al 2006, Singh 2007, Chakrapani et 

al 2008, Steward et al 2008, Kannniappan et al 2008, Thomas et al 2009, Sinha et al 2009, 

Urena 2009, Rahangdale et al 2010, Van Hollen 2010). In such a situation, an ‗opt-out‘ 

approach cannot ensure that women have agreed to the test. 

 

Although the Guidance asks providers to discuss the risks with women, the absence of the 

requirement for express consent suggests that this may not be done in practice. Findings in 

Chapters 7, 9 & 10 show that the assumption is valid at least in the case of Tamil Nadu. 

 

 

5.4.5 Socialization of women 

 

An assessment of informed consent must also assess the degree to which women are 

socialized into accepting a healthcare provider‘s recommendations (Dodds 1999, 

Kuczewski and Marshall 2002), especially because test acceptance is strongly associated  
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with this culture of acceptance (Shankar et al 2003, Pallikadavath et al 2005, Lee et al 

2005, Igumbor et al 2006, Solomon et al 2006, Gupta et al 2007, Sinha et al 2009, Pai and 

Klein 2009, Obermeyer et al 2009, Hardon et al 2011). Faden & Beauchamp (1986: 315) 

suggest that providers should teach patients to exercise their right to seek information, 

initiate or participate in discussions, and make independent decisions. “At the very least, it 

is important that the professional appears unhurried and courteous, and that discussions 

occur in environments that admit of sufficient privacy and leisure for genuine 

discussion…not before the proposed procedure is about to begin.”  

 

In contrast, the Guidance suggests that healthcare providers should proceed with 

administering the test to women immediately after providing pre-test information as long 

as women do not refuse it. This puts pressure on women to make an immediate decision, 

and can affect their ability to adequately assess the implications of the test. Findings in 

Chapters 9 & 10 confirm this assumption. 

 

 

5.4.6 Institutional practice of informed consent 

 

It may also be difficult to ensure that healthcare providers follow recommendations for 

informed consent in settings where the practice is not a priority (Dodds 1999, Ezeome and 

Marshall 2009). Providers in many LMICs including India, often regard informed consent 

as a legal formality and alien to local settings, and fail to obtain it because of limitations 

related to staff and time constraints, poor knowledge of procedures, lack of training,  
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perceived inability of patients to understand information, fear of infection, and the low 

patient awareness of their right to informed consent (Kielmann et al 2005, Kermode et al 

2005, Datye et al 2006, Homsy et al 2006, Jafarey et al 2006, Van Hollen 2007, 

Rajalakshmi 2007, Rajkumar et al 2007, Sinha et al 2009, Ezeome and Marshall 2009, 

Irabor and Omonzejele 2009, Relf et al 2009, Angotti 2010, Ujiji et al 2011). In India, 

providers often fail to obtain the informed consent of women seeking reproductive health 

services (Fochsen et al 2006, Rajalakshmi 2007). This suggests that any policy on 

informed consent must be based on an understanding of the ways in which providers 

obtain it, especially as the lack of attention to monitoring in the Guidance may 

compromise the development of institutional policy about informed consent in the context 

of an antenatal test. 

 

 

5.5 Discussion 

 

Despite claims that the 2007 Guidance promotes autonomous decision-making in 

provider-initiated antenatal HIV testing, the UNAIDS/WHO (2007) recommendations 

actually restrict capabilities women require to make one in several ways. In addition to its 

lack of specificity (Gruskin et al 2008), the Guidance fails to promote women‘s 

capabilities related to information and knowledge about the test, communication and 

interaction with healthcare providers to help them understand its implications in their own 

lives or critically reflect about the consequences, and give them the confidence to make a 

choice about the test and to assert it. 
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The contradiction is relatively easy to explain. The early and overwhelming emphasis on 

pre-test counselling and autonomous decision making about the test originated at a time 

when treatments were unavailable. Thus, supporting people to make decisions about HIV 

testing seemed to be the only way to encourage people to openly seek help. Within the 

broader practice of healthcare, however, the patient‘s right to autonomy continued to be 

limited to the freedom to consent or refuse recommendations made by providers (O‘Neill 

2002). 

 
 
The discovery of affordable antiretroviral treatments, especially to prevent transmission 

from infected women to infants meant that women had to be encouraged to accept the test 

and learn their HIV status in order to access treatment to protect infants from the risk of 

infection. However, the rhetoric of informed consent to an HIV test had been embedded 

too strongly to permit a complete retraction. In an attempt to resolve this tension, 

UNAIDS/WHO appear to have retained the rhetoric but dismantled the mechanisms 

necessary for women (and others) to make an autonomous decision about the test. Thus, 

the Guidance focuses on criteria related to information disclosure and lack of coercion, 

rather than on criteria to promote autonomous decision-making (see Chapter 2). Although 

the right of women to refuse the test is meant to promote voluntariness, the lack of access 

to alternatives to reduce the risk of transmission to infants, and to mechanisms to promote 

understanding of test implications compromises women‘s abilities to  do so. At best, the 

recommendations provide women with basic information about the test and its 

implications, and ensure that they are not overtly coerced into it. 
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The emphasis on test acceptance by women is reproduced in recommendations by UN 

agencies to scale up the PPTCT programme. Targets and indicators focus on testing and 

treatment for pregnant women and infants, to the virtual exclusion of key components 

such as primary prevention for women, and prevention of unintended pregnancies for 

infected women. However, the focus on test acceptance is both ineffective and unethical. 

In 2009, close to half (47%) the women found infected on the programme in LMICs did 

not receive antiretroviral prophylaxis, while in some countries such as India, infected 

women who did, received the sub-optimal Nevirapine regimen and remained at high risk 

of transmitting to infants despite receiving PPTCT services. 

 
 
 
The high targets for test and treatment acceptance (80%) set by the IATT also projects 

testing as the ‘right’ thing to do and compromises the notion of choice governing informed 

consent. As importantly, the lack of attention to primary prevention for women combined 

with the focus on preventing transmission to infants, appears to suggest that it is 

acceptable for women to become infected with HIV as long as they do not transmit the 

infection to the child. Protecting women against acquiring HIV infection is not only an 

ethical requirement, it is also the most effective way to protect children. An uninfected 

woman has zero risk of transmitting the infection to her infant while the best intervention 

to prevent transmission to infants still carries a two percent risk (WHO 2007b). 
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The focus on testing women also ignores the evidence that the vast majority of infected 

women in many LMICs including India have acquired the infection not because of their 

own action, but because of the risky behaviour of their husbands/male partners (UNAIDS 

2009d). Combined with their lack of access to female controlled prevention methods such 

as female condoms, and their inability to negotiate with men to use (male) condoms, the 

high levels of women‘s vulnerability to HIV demands focused efforts to protect them from 

HIV, not efforts that identify infected women and expose them to further trauma caused 

by stigma and discrimination and lack of access to treatments. 

 
 
 
The efforts to promote test acceptance among women while simultaneously restricting 

their ability to give an informed consent suggests that UN agencies involved in HIV 

prevention and care efforts view women as incapable of making responsible and 

appropriate choices. Albertyn and Meer (2009) have argued that the lack of discourse 

about the right to choice for women within the PPTCT programme in South Africa stems 

from the absence of discourse about the right to refuse and/or seek alternate forms of care 

within treatment access campaigns in general. They observe that although the campaigns 

won infected people the right to treatment, it subordinated women‘s identity as individuals 

who could make responsible and appropriate choices for HIV prevention and care to their 

role as patients and as mothers (ibid). It seems that this analysis applies globally. 
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The findings in this chapter also implicate three major factors governing global responses 

to the HIV/AIDS epidemic: the projection of women as key "transmitters" of HIV 

infection, as passive partners vis-à-vis intimate relationships with men, and the reluctance 

to address complexities involved in primary prevention for women. 

 
 

Women have traditionally been characterized as “transmitters” of HIV infection, and 

interventions have emphasized protection of “the other”. For example most HIV 

prevention efforts among female sex workers have focused on protecting male clients by 

encouraging women to use condoms and to seek treatment for sexually transmitted 

infections (Jana et al 1999). Issues such as exploitation and violence by police, pimps and 

brothel owners, financial concerns, discriminatory laws, and stigma and discrimination, 

associated with women‘s vulnerability to HIV are rarely addressed despite evidence that 

integrating these elements is essential for sustainable prevention for women, and 

consequently, for their clients (ibid). 

 
 
 
The PPTCT programme similarly posits pregnant women as ―transmitters‖ and focuses 

on interventions to block transmission to infants. This explains the reluctance of UN 

agencies to allocate equal responsibility to men to prevent transmission. If it is appropriate 

to test women to protect infants from HIV, logically, husbands and male partners 

primarily responsible for transmitting HIV to women in the first place, should be 

diagnosed as early as possible to protect women (and infants). At the very least, male  
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partners of pregnant women ought to be tested so that infected men can be treated to 

reduce risk of transmission to female partners (Granich et al 2009, Donnell et al 2010, 

Yazdanpanah et al 2010), while uninfected men and their wives can be counselled to avoid 

infection. Testing men will not preclude the possibility that they will acquire HIV later on 

and transmit it to women, but it will alert the couple to the importance of taking steps to 

remain uninfected. 

 

Second, HIV prevention programmes have largely relied on promoting behaviour change 

among ―high risk‖ men, such as clients of sex workers, and drug users. Here the female 

partner is entirely dependent on the man for protection from infection. The decline in 

antenatal HIV prevalence in South India has been attributed to higher condom use by 

female sex workers and decrease in risky behavior by among married men (Kumar et al 

2006), suggesting that the wives have little to do with falling antenatal prevalence rates in 

the region. Combined with women‘s physiological vulnerability to HIV, their inability to 

negotiate condom use with husbands/ regular partners, and the lack of access to female 

controlled prevention methods, the lack of emphasis on promoting women‘s agency 

increases their disempowerment in sexual relationships with men. 

 
 
 
Finally, protecting women from acquiring HIV infection is a complex process requiring 

interventions to simultaneously address women‘s physiological, social, and economic 

vulnerabilities simultaneously (Piot et al 2008). The absence of vaccines and the easy  
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availability of ARV prophylaxis means that preventing transmission to infants is far 

simpler than primary prevention for women. Not surprisingly, UN agencies have chosen 

to focus on an outcome that is both necessary and immediate. 

 
 

In the next chapter, I discuss the ways in which UNAIDS/WHO (2007) recommendations 

for informed consent to an antenatal test and IATT policies to prevent parent-to-child 

transmission of HIV have influenced Indian policies in these areas. 
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CHAPTER 6 

 

ANTENATAL HIV TESTING AND INFORMED CONSENT IN INDIA 

 

Policy is a bench mark. Practical reality may be below the bench 

mark. When you see this group—antenatal mothers – the client 

load is very high. So it is not possible to do one to one counselling. 

So the required components (of informed consent) lose their 

practicality. For example, there is no way to ensure that each and 

every woman has understood information about the test. This is 

not possible in our settings. I don‘t think it is because of any 

cultural reasons but because it is basically provider-initiated and in 

the context of high client loads. Many of the understanding 

components are possible only in a one to one setting. But for 

pregnant women, it is only group-counselling (National policy 

maker responsible for the PPTCT programme in India). 

 

 

6.1 Evolution of HIV testing and counselling policies 

 

HIV counselling and testing services have been available in specific locations in India as 

early as 1986 (Solomon et al 2006). Although mandatory testing was discouraged because 

of high levels of HIV-associated stigma and discrimination (WHO 1993), Indian 

guidelines for these services were available only after the launch of the PPTCT 

programme in December 2001. The first set of guidelines asked healthcare providers to  
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obtain the informed consent of women to an antenatal test after providing pre-test 

counselling (NACO 2002). However, they did not specify a particular approach to the test, 

define informed consent, specify how this was to be obtained, or use the term “voluntary” 

(ibid). The idea of informed and voluntary consent was conveyed by asking providers to 

help clients make a decision about the test after helping them to assess their risks to HIV 

and understanding the implications of the test for themselves and their families (ibid: 28). 

 
 
 
Ambiguity about the requirement of voluntariness in decision-making by women emerged 

soon after India received a grant from the Global Fund in 2004 (US$ 106.3 million) to 

scale up PPTCT services in high prevalence states (The Global Fund).
20

 

 
 

Echoing the UNAIDS/WHO (2004) policy statement, the guidelines for counselling and 

testing within PPTCT services failed to include information about risks and the rights of 

women to refuse the test (NACO 2006b: 109). 

 
 
 
 
 
 
 
 
 
 

 
20

 The title of the project was ―HIV prevention and care for mothers, their families and 

PLWHA (people living with HIV & AIDS), through scaling up PMTCT services and public  

private sector antiretroviral treatment‖ (The Global Fund). 
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Pre-test counselling within PPTCT services was described as follows (ibid: 111): 

HIV pre-test counselling presents the counsellor with the challenge of 

balancing the provision of information, assessing the risk and 

responding to the clients‘ emotional needs. Many people are afraid to 

seek HIV testing because they fear stigma and discrimination from their 

families and the community. 

 
VCT services should therefore always protect an individual‘s need 

for confidentiality. 

 

This description mentions the need to balance information, risk assessment, and emotional 

requirements of clients, but fails to refer to the need for clients to understand implications 

of testing. Furthermore, reference to confidentiality of test results without mention of the 

right to refuse suggests that women were expected to accept the test. In contrast, 

recommendations for pre-test counselling for clients outside the PPTCT programme, such 

as those accessing voluntary counselling and testing centres, asked counsellors to reassure 

them about their freedom to decide whether or not to accept the test, and to emphasize 

their right to refuse it (ibid: 32-33). 

 
 
 
In July 2007, only two months after the release of the UNAIDS/WHO (2007) guidelines, 

India adopted new guidelines for provider-initiated HIV counselling and testing, 

developed with technical support from WHO‘s regional office for South-East Asia in New  

-219-  



 

 

Chapter 6. Antenatal HIV Testing And Informed Consent In India 

 

Delhi (NACO 2007a). Like the UNAIDS/WHO (2007) guidelines, the Indian guidelines 

replaced the need for pre-test counselling and express consent with pre-test information 

and the right to opt-out (ibid). 

 
 
 
Between 2004 and 2009, the numbers of integrated counseling and testing centres offering 

counselling and testing within the PPTCT programme increased by 460% - from 982 to 

4567 (NACO 2010a). Even so, in 2009, the PPTCT programme covered only about 20% 

of the estimated annual numbers of pregnant women (ibid), primarily because of low 

knowledge of antenatal testing and treatment services among women (Towle 2009). In 

2010, recommendations for informed consent to antenatal HIV testing were further 

simplified when India introduced universal HIV screening for pregnant women after an 

additional grant from the Global Fund (US$ 130 million) to reach 65% of pregnant 

women with PPTCT services by 2013 (Press Trust of India, Sept 2010). In place of pre-

test information, now women would only be informed that an HIV test would be done to 

protect their unborn child from the risk of acquiring the infection, and that she had the 

right to decline the test. The 2007 and the 2010 recommendations are discussed in greater 

detail later in this chapter. 

 
 

 

6.2. Programme to Prevent Parent-To-Child Transmission of HIV (PPTCT) 
 
Antenatal HIV prevalence has been steadily declining in most regions in the country 

including in Tamil Nadu, where rates fell from a peak of 1.25% in 2001 to less than 0.5%  
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in 2007 (NACO 2009b). The PPTCT programme was initiated in India in 2001 after a 

feasibility study in six high-prevalence states including in Tamil Nadu. The study showed 

that a combination of interventions including counselling and testing of pregnant women, 

and treatment of infected women and exposed infants with a single dose of the 

antiretroviral drug, Nevirapine, could reduce the risk of transmission by about 50% in 

infants who were not exclusively breastfed (NACO 2010a). With exclusive breast feeding 

this risk could be further reduced by about 66% (Mandal et al 2010). As India is a 

signatory to the UNGASS Declaration, the programme aimed to meet the commitment to 

reduce the proportion of infants infected with HIV by 50% by 2010 (NACO 2007b). 

 
 
 
The programme is built around the four prongs recommended by the InterAgency Task 

Team: (i) Primary prevention for women, (ii) Prevention of unintended pregnancies 

among HIV-infected women, (iii) Prevention of HIV transmission from infected women 

to their infants, and (iv) Provision of appropriate care and support services to infected 

women, their infants and family. Table 10 lists the four prongs and the activities 

recommended under each prong (NACO 2007b). 
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Table 10: Framework for the Programme to Prevent Mother-to-Child Transmission 

 

Framework Activities 
  

Primary prevention of HIV infection in   Promotion of free, subsidized or 

young people & women of child bearing  commercially marketed condoms 

age   

   Diagnosis for STI treatment 

  Behaviour change communication 

   Information about risks of parent-to- 

  child transmission of HIV 

   Referrals for information to prevent 

  HIV/AIDS among infants and young 

  children 

Prevention of unintended pregnancies in   Reproductive health services including 

HIV positive women  family planning services 

   

Prevention of transmission from an HIV  ARV prophylaxis and safer delivery 

positive woman to her infant  practices 

  

Care and support services to HIV-infected   Care and support services including 

women who are enrolled with the  counselling on infant feeding 

programme and to their children and   

families   

   

 

Source: NACO 2007b 
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Components of the PPTCT programme related to reproductive health, including diagnosis 

and treatment for STIs, services for family planning, and antenatal and post-natal care for 

women, are covered by the National Rural Health Mission (NRHM). The NRHM 

coordinates a range of national disease prevention and control programmes including the 

reproductive and child health programme and the tuberculosis control programme (NRHM 

2007). Components of the PPTCT programme related to HIV education, counselling, 

testing, and ongoing care for infected women and infants, fall under the National AIDS 

Control Organization (NACO 2006c). Efforts are apace to subsume the National AIDS 

Control Programme under the ambit of NRHM (NACO 2010c). 

 
 
The set of activities planned under the PPTCT programme (Table 10) are not reflected in 

the targets set for the programme. For example, targets have been set for counselling and 

testing for pregnant women, provision of antiretroviral prophylaxis for infected women, 

promoting infection control measures in healthcare facilities, and establishing community 

care centres
21

 (NACO 2006c: 220). These activities are related to preventing transmission 

from infected women to infants, and to care and support for them. However, echoing the 

IATT recommendations (see Chapter 5), no targets have been set for activities related to 

primary prevention of HIV infection in young women, and for prevention of unintended 

pregnancies among uninfected women. 

 
 

 
21

 Community care centres are community based healthcare facilities for people infected with 

HIV, and provide both outpatient and inpatient care (NACO 2010a). 
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No official indicators are available for the programme. However annual reports of the 

status of the epidemic in India for 2008-09 and 2009-10 include reports on proportions of 

pregnant women covered under the programme annually, proportions of pregnant women 

counselled and tested against specific targets, and proportions of infected women and 

their infants receiving ARV prophylaxis (NACO 2009b, NACO 2010a). These indicators 

echo the indicators recommended by the IATT and dicussed in Chapter 5 (WHO 2007d). 

 

Table 11: Heads of targets and reports in the Programme to Prevent Parent-to-Child 

transmission 

Target heads Reporting heads 
  

Counselling and testing for pregnant   Number and proportion of pregnant 

women  women in the country covered under 

  the programme 

   Number and proportion of pregnant 

  women counselled and tested against 

  Targets 

Provision of antiretroviral prophylaxis   Number and proportion of infected 

  women and infants receiving ARV 

  Prophylaxis 

Infection control measures in healthcare  No reporting heads 

facilities   

Community care centres  No reporting heads 
   

Source NACO 2006c: 220, NACO 2009b, NACO 2010a 
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Like the global programme, the PPTCT programme in India appears to focus entirely on 

testing pregnant women and treating infected women and their infants, to reduce risk of 

transmission and provide ongoing care and support. Reports indicate that targets for 

counselling and testing of women for the 2000-10 period (set in 2006) were scaled up by 

30%, while targets for STI treatments for the same period were scaled down by 50% 

(NACO 2006c: 220, NACO 2010: 50, 19-20). The 2010 guidelines for universal HIV 

screening of pregnant women reinforce the emphasis on testing and treatment for women 

(NACO 2010c). In line with WHO (2010b) recommendations
22

, the new guidelines 

recommend HIV testing for pregnant women in all healthcare facilities including primary 

and community based facilities (NACO 2010c). 

 
 
 
Despite the focus on testing and treatment of pregnant women, reports show that 38% of 

women testing positive under the programme in 2009 did not receive ARV prophylaxis 

(NACO 2010b), as compared to 47% globally (UNAIDS 2010d). Furthermore, even 

women who did remained at risk of transmitting the infection to infants because of the use 

of the sub-optimal Nevirapine regimen as prophylaxis. It is also difficult to asses the 

extent to which the PPTCT programme has contributed to primary prevention for women, 

to preventing uninfected pregnancies among infected women, and to care for infected 

women. Targets for activities related to primary prevention and ongoing treatment,  and  

 

 
22

 The WHO recommendations were released in February 2010 (WHO 2010b). The Indian 

recommendations for universal screening for pregnant women were made in August 2010 

(NACO 2010c). 
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care and support of HIV-infected women are set for the general population, and 

disaggregated targets for women are not available (NACO 2006c: 219-220).  

 

No targets are available for activities related to preventing unintended pregnancies among 

infected women. Reports reveal poor progress with respect to primary prevention among 

women in general (NACO 2010a). For example, in 2009, only 39.8% of young women 

(aged 15-24) in Tamil Nadu correctly identified ways to prevent sexual transmission of 

HIV (ibid). Condom use by married women was only 2.3% (NFHS 2006). Thus the 

decline in antenatal prevalence appears to be related to increased condom use by sex 

workers and lower frequency of extra-marital sex by husbands (Kumar et al 2006), rather 

than to primary prevention efforts for women within and outside the PPTCT programme. 

 

 

6.3. Policy recommendations for informed consent: an analysis 

 

Following UNAIDS/WHO (2007), India issued new guidelines in July 2007 for HIV 

testing and informed consent at health care facilities (NACO 2007a). These were further 

modified in 2010 (NACO 2010c). Below, I analyze both sets of recommendations and 

identify specific capabilities related to autonomous decision-making by women about the 

test which are affected by the guidelines. I first present relevant excerpts from the 2007 

guidelines, along with an explanation of the key aspects of the excerpts, identify 

similarities and differences with the UNAIDS/WHO (2007) recommendations for 

informed consent, and analyze them in terms of capabilities required by women to make 

an autonomous decision about the test. I then present excerpts from the 2010 Indian  
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guidelines and discuss their implications for autonomous decision-making by women. 

 

The 2007 recommendations for obtaining the informed consent of pregnant women to an 

HIV test offered at integrated counseling and testing centres are as follows (NACO 2007a: 

16): 

 
The client is given basic information on HIV, educated about 

testing for HIV, and provided the clinical and prevention benefits 

of testing and also informed about the potential risks such as 

discrimination. The client is also informed about their right to 

refuse testing and that declining an HIV test will not affect their 

access to services that do not depend upon knowledge of the HIV 

status. Clients are also informed about the follow-up services that 

will be provided, and thereafter they are routinely offered testing. 

Pregnant women are given additional information on nutrition, 

hygiene, the importance of an institutional delivery and HIV 

testing so as to avoid HIV transmission from mother to child, and 

thereafter routinely offered testing. The counsellor will ask each 

client, "Do you wish to test for HIV or not?" The client can "opt 

out" or choose not to test for HIV. If a client does not "opt out" 

then he/she is tested for HIV. HIV testing is followed by regular  
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post test counselling. Follow-up counselling is provided for those 

who are in the window period. 

 
 
As this excerpt reveals, similarities with the UNAIDS/WHO (2007) recommendations 

include pre-test information about HIV testing, clinical and prevention benefits, potential 

risks, availability of follow up services, right to refuse the test, assurances that access to 

treatments is not dependent on knowledge of HIV status, and the importance of the test to 

prevent parent-to-child transmission (see Chapter 5). These similarities suggest that Indian 

guidelines for informed consent also restrict the capabilities of women to make an 

autonomous decision about an antenatal test in the same ways as the UNAIDS/WHO 

(2007) Guidance document does. 

 
 
 
For example, they restrict capabilities related to disclosure of information by failing to 

discuss alternatives to the test, and the low efficacy of the Nevirapine regimen used as 

prophylaxis. Capabilities related to understanding are restricted by the failure to help 

women to assess their need for the test, to provide relevant information about efficacy of 

prophylactic treatment, and to provide mechanisms necessary to help women assess the 

implications of the test. Capabilities related to voluntariness are restricted by restricting 

understanding and the ability of women to refuse the test.  
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Similarly too, Indian guidelines restrict capabilities related to addressing issues of 

socialization by not recommending support for decision-making as discussed above, and 

by not allowing time and opportunity for women to reflect upon the test implications or to 

consult with others before making a decision. Finally, the recommendations fail to address 

the issue of potential institutional disregard for the idea of informed consent by failing to 

discuss how the process of obtaining the informed consent of women can be monitored. 

These aspects have been discussed in detail in Chapter 5, and are reflected in findings 

presented in Chapter 7, and Chapters 9-11 in this thesis. In addition, like in the case of the 

UNAIDS/WHO (2007) guidelines, the lack of information about primary prevention also 

restricts women‘s capabilities to protect themselves, and thus protect their children against 

HIV infection (see Chapter 5). 

 

The Indian recommendations differ from the UNAIDS/WHO recommendations in three 

specific ways. First, the guidelines fail to specify the extent to which ongoing 

antiretroviral treatments are available to infected women for their own health. For 

example, between January 2010 and September 2010, only 70% of infected women 

diagnosed within the PPTCT programme nationally, and only 44% diagnosed in Tamil 

Nadu, received ART for their own health (NACO 2010a). Thus simply telling women that 

treatments are available without indicating the extent of availability may encourage 

women to accept the test in the mistaken belief that they can access ART for their own 

health. 
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The second difference is the absence of information about confidentiality of test results. 

An annexure to the guidelines mentions privacy and confidentiality as key principles in 

HIV testing. However, there is no reference to confidentiality in the recommendations for 

pre-test counselling. The absence of information on confidentiality was explained as an 

effort to keep the recommendations concise
23

 

 
 

(Mohammed 2010). Studies show that healthcare providers in India routinely breach 

confidentiality of HIV test results (Paxton et al 2005, Datye et al 2006, Van Hollen 2007, 

Chakrapani 2008, Thomas et al 2009). Women also report fear of a breach of 

confidentiality as a major barrier to test acceptance (Chandra, Deepthivarma and Manjula 

2003, Rogers et al 2006, Mahendra et al 2007, Rahandale et al 2010). The lack of 

reference to confidentiality may further encourage healthcare providers to not pay 

attention to the issue, thus increasing the risk of inadvertent disclosure of the HIV status of 

infected women, and consequently of exposure to stigma and discrimination. Findings 

presented in Chapter 10 confirm this assumption. 

 
 

Finally, Indian recommendations ask providers to ascertain the wishes of individual 

women regarding the test before proceeding to administer it (NACO 2007a:16). 

 
 
 
 
23

 Telephonic communication with Dr Suresh Mohammed, Deputy Director, NACO in October 
2010. 
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Mohammed (2010) explained that the decision to seek the women‘s affirmation was made 

in response to concerns about their inability to explicitly refuse a provider‘s 

recommendation to test (Rennie & Behets 2006). Gruskin and colleagues (2008) have 

suggested that an ‘opt-in’ approach, where women explicitly agree to the test, is necessary 

to prevent their coercion. However, evidence of ‘opt-in’ testing from India and other 

LMICs show that women do not usually refuse providers recommendations for antenatal 

HIV testing, even when they have to explicitly agree or disagree because they are afraid of 

the consequences including abuse from providers, and/or loss of access to services (Karim 

et al 1998, Nuwaha et al 2002, Shankar et al 2003, Jha et al 2003, Paxton et al 2005, Lee 

et al 2005, Rogers et al 2006, Samuel 2006, Homsy et al 2006, Zimba et al 2006, Gupta et 

al 2007). This leads to an important conclusion that differs from Gruskin and colleagues :  

an ‘opt-in’ model of consent cannot ensure voluntariness unless it is combined with other 

efforts to promote women‘s capabilities related to autonomous decision-making by the 

women. Findings presented in Chapters 7, 9, 10 & 11 in this thesis confirm this 

assumption. 

 
 

The 2010 guidelines advocate universal antenatal HIV screening for all pregnant women 

in the country (NACO 2010c). The following excerpt contains some recommendations for 

obtaining women‘s informed consent . (ibid: Item 4): 
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Recommend and offer routine HIV screening as an integral 

component of ANC checkup at VHNDs
24

, sub centers and all 

health facilities. Clients to informed verbally (sic) on purpose of 

test is to facilitate birth of HIV free child (unborn child has as 

much right to be born HIV free) & consent of the client will be 

taken and the client will have the right to opt out. 

 
(Emphasis and italics in original). 

 
 
 
The 2010 recommendations further restrict capabilities related to autonomous decision-

making about the test because they fail to provide even the most basic information about 

the test, and about associated benefits and risks. Thus women will only be told that they 

will be tested for HIV so as to protect their child and that they have the right to say no to 

the test. Note the use of the term ‗HIV-free‘ to suggest that antiretroviral treatment being 

provided will entirely eliminate the risk of HIV transmission from an infected woman to 

her infant. As discussed earlier (see Chapter 5), this is deliberately misleading as India 

continues to use the sub-optimal Nevirapine regimen as prophylaxis (NACO 2010a). 

 

 

The guidelines also use the term ―routine HIV screening‖ instead of HIV testing. 

 

Screening refers to the use of simple tests across a healthy population in order to identify 

individuals who have disease, but do not yet have symptoms (WHO 2011). Screening 

programmes should be undertaken only when their effectiveness has been demonstrated,  

 

 
24

 The Village Health and Nutrition Day (VHND), is a monthly event held in every village as part of efforts 

to improve the health of pregnant women and infants. 
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when human and material resources are adequate to cover nearly all of the target group, 

when diagnoses can be confirmed, and those with abnormal results can be followed up, 

and when prevalence of the disease is high enough to justify the effort and costs of 

screening (ibid). With an antenatal prevalence of less then 0.5% (NACO 2009b), with use 

of sub-optimal antiretroviral prophylaxis regimens, and with inadequate access to 

treatment for diagnosed women, the advisability of antenatal screening in India must be 

publicly debated before it can be adopted as policy. 

 
 
 
The excerpt also advocates that women are offered the antenatal HIV test at monthly 

village health and nutrition meetings (VHNDs). These are usually held in a community 

facility such as the local panchayat office, or the village balwadi (child care centre), by 

the local outreach worker (NACO 2010c: Item 3). Although the guidelines refer to the 

need to train outreach workers in pre-test processes (ibid), it is unclear what the content of 

the training will be, the extent to which it will enable outreach workers to facilitate 

informed and voluntary decision-making by women, and how these processes will be 

monitored. Further research is required in this context. 

 
 
 
The guidelines recommend that women diagnosed with HIV must be referred to the 

nearest integrated counselling and testing centre for a confirmatory test, to be 

accompanied by pre-test counseling as per the 2007 guidelines (ibid: Item 4). Thus the 

restrictions to women‘s capabilities to make an informed and voluntary decision about an  
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antenatal test as discussed earlier in this chapter will continue to apply. In addition, the 

risks to confidentiality of infected women will increase because only the (few) women 

who test positive will be referred to the ICTC while the others will not. The differential 

treatment may thus raise suspicion about the HIV status of the women who are referred for 

a further test (Eyakuze et al 2008). 

 

6.4. Discussion 

 

The findings in this chapter reveal how strongly Indian policies for antenatal HIV testing 

and the PPTCT programme are influenced by the policies recommended by UN agencies 

in these areas. For example, early Indian policies for antenatal testing recommended a 

voluntary counselling and testing approach, with pre-test counselling and express consent, 

similar to early HIV policy recommendations by WHO (1993) and UNAIDS (1997, 

1999c). When these agencies replaced recommendations for pre-test counselling and 

express consent with pre-test information (UNAIDS/WHO 2004), Indian guidelines for 

counselling and testing within the PPTCT programme followed suit (NACO 2006b). 

Indian policy recommendations in 2007 (NACO 2007a) were also modeled on the 

UNAIDS/WHO (2007) guidelines for informed consent of women in antenatal and 

adopted in the same year. Finally, in 2010, Indian guidelines for universal screening of 

pregnant women (NACO 2010c) appeared to be issued in response to WHO (2010b) 

recommendations to provider-initiated antenatal testing and counseling within all existing 

healthcare services for women. Not surprisingly, Indian policies also restrict the  
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capabilities of women to make an autonomous decision about an antenatal test just as the 

UNAIDS/WHO (2004, 2007) policies have done (see Chapter 5). 

 
 
 
Policies within the PPTCT programme in India also closely follow IATT 

recommendations in this area. Thus the PPTCT programme in India targets women and 

ignores the responsibility of male partners in the transmission of HIV to infants. 

Furthermore, the focus on testing and treatment ignores activities related to primary 

prevention for women, and prevention of unintended pregnancies among infected women. 

Finally, targets for testing and treatment dismiss the notion of choice governing informed 

consent. 

 

More importantly, these influences threaten to reverse hard won gains in health policies 

for women in India. For example, successive health policies since Independence have 

targeted women to control population growth and improve the well being of the child (Rao 

2004). As a result, women were often sterilized or had intrauterine devices (IUDs) inserted 

without their consent (Visaria et al 1999, Rao 2004, Sowmini et al 2004, Ramachandar 

2002). These were accompanied by inadequate information about side effects, 

inappropriate screening, and inadequate infection control measures, and resulted in high 

levels of reproductive morbidity among women (Bhatia et al 1997). With increasing 

advocacy against the abuse of women‘s right to health and wellbeing, these policies  
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slowly gave way to a comprehensive approach that committed to eliminate a target-based 

approach, and to uphold women‘s rights to voluntary and informed choice (NPP 2000).  

 

Although reviews have revealed several limitations in their implementation, including 

obtaining the informed consent of women (Nanda 2003), the language of liberalism in 

policy continues to allow activists to challenge their absence in practice (Ram 1998). 

 
 
 
In contrast, under the influence of UN policies, Indian policies for antenatal testing and 

the PPTCT programme have reverted to the language of targets, to singling out women for 

interventions to prevent transmission to infants, and subordinating women‘s rights to 

protection against HIV to the right of the infant to protection. This is especially 

problematic because over 90% of Indian women have acquired HIV infection, not because 

of their own actions, but because of the risky behavior of their husbands and male partners 

(UNAIDS 2009a), and because of lack of access to information and resources for primary 

prevention, and lack of mechanisms that can help them address structural limitations 

regarding condom use with husbands and male partners. These include low status, 

economic dependence on the partner, and fear of violence (Kadiyala and Barnett 2004, 

Rao Gupta et al 2010). 

 
 
 
One reason why UN agencies appear to exert such a strong influence on Indian policies 

for HIV/AIDS prevention and care may be located in the disproportionate share of 

external aid (59%) in the country‘s annual budget for this sector (Sridhar and Gomez  
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2010). However, this amount corresponds to a fraction of the total health budget in the 

country. For example, the national health budget for 2008-09 was approximately 

US$3.3billion (IANS 2008). In comparison the budget for HIV/AIDS for the 2008-09 

period was estimated at approximately US$2.2 million (NACO 2010a), or roughly 0.7% 

of the total national budget for that year. These figures suggest that finding internal 

resources to fund a large proportion of HIV/AIDS programmes is possible, given the 

political will to do so. This, however, appears to be lacking. In contrast, the close 

relationship between the government and UN agencies such as UNAIDS and WHO, which 

have in-country offices and provide resources for surveillance, policy guidelines, and 

technical assistance (Sridhar and Gomez 2010), indicates the view that it is easier to let 

external agencies take responsibility for solving the problem of HIV/AIDS in the country, 

and to simply follow their recommendations even if these are detrimental to women‘s 

interests.  

 
 
 
Working in convergence with global agencies leading the HIV/AIDS epidemic also allows 

the government to be viewed as a global leader in responses to the epidemic, and provides 

opportunities for policy makers connected with the programme to further their careers 

(Gomez 2007). For example, the PPTCT programme in India, especially in Tamil Nadu, 

has been acknowledged by UN agencies as an example of a successful response 

(UNAIDS/UNICEF/UNFPA/WHO 2010). The assessment was based largely on reports of 

very high levels of testing pregnant women (98.2%), and provision of antiretroviral 

prophylaxis for infected women and exposed infants (91.5%) (TNSACS 2010).  
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Furthermore, the presence of a large and growing pharmaceutical sector in the country 

reinforces advocacy for clinical interventions such as testing and treatment, rather than for 

prevention (Sridhar and Gomez 2010). However, although these influences may explain 

the focus on antenatal testing and treatment, they do not justify the lack of attention 

among Indian policy makers to women‘s agency and well-being. Nothing does. 

 
 
 
In the next chapter, I present the results of a survey held among 380 women in Tamil 

Nadu to explore the extent to which healthcare providers adhered to the Indian 

recommendations for informed consent for antenatal testing. 
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CHAPTER 7 

 

ASSESSING ADHERENCE TO INFORMED CONSENT GUIDELINES: A 

CROSS-SECTIONAL SURVEY AMONG WOMEN RECEIVING 

ANTENATAL CARE IN TAMIL NADU 

 
 
High rates of HIV test acceptance among pregnant women are often cited in the literature 

as proof of success of provider-initiated antenatal testing and counselling. In this chapter, I 

present the results of a questionnaire survey held among women in Tamil Nadu who were 

registered at integrated counseling and testing centres for PPTCT services, and sought 

antenatal care between May 2007 and January 2008. The primary end points of the survey 

were the following: (i) Knowledge about the nature and extent to which pre-test 

information provided to pregnant women at antenatal care facilities adhere to 

recommendations for informed consent, (ii) Knowledge about the right to refuse the test. 

Secondary end points included additional information women would like to have had as 

part of the testing process. 

 
 

A total of 392 women agreed to participate in the survey and 380 completed the 

questionnaire. Only the results of those who completed the survey are considered in this 

chapter. The methodology used to conduct and analyze data has been described in detail in 

Chapter 4. 
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7.1. Results 

 

Results are presented under five heads: (i) Demographic background of women, (ii) Pre-

test information women received, (iii) Information about the option to refuse the test, (iv) 

Reasons women accepted the test, and (v) Additional information women wanted to 

receive as part of the testing process. 

 

 

7.1.1 Demographic background (Table 12) 

 

Women who participated in the survey were between 17 and 37 years of age. The 

mean age was 22.6 years (sd 1.10) and the median age was 22 years. All women were 

currently married. The mean and median duration of marriage was 3.5 years and 3.0 

years respectively (sd 0.77), and a little over one-third had been married for less than 

two years. 

 

Table 12: Demographic Characteristics of Women in Study Area (2007-08) 

Sl. No Characteristics % of 

  women 
   

1 Age  

 < 21 Years 27.4 

 21-22 25.0 

 23-24 26.3 

 ≥ 25 Years 21.3 
   

 Mean 22.6 Years 

 Standard Deviation 1.10 

 Median 22 Years 
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Sl. No Characteristics % of 

  

women 

2 Duration of Marriage  

 < 2 Years 32.1 

 2-4 40.5 

 Mean 22.6 Years 

 Standard Deviation 1.10 

 Median 22 Years 

3 Order of Pregnancy 

 
 1 43.9 

 2 37.9 

 ≥ 3 18.2 

4 Number of Living Children 

 
 0 49.8 

 1 36.8 

 ≥ 2 13.4 

5 Education 

 
 0 13.1 

 1-7 22.1 

 8-10 48.2 

 ≥ 11 16.6 

 

  
6 Religion 

 
 Hindu 94.7 

 Christian 1.1 

 Muslim 4.2 
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Sl. No Characteristics % of 

  women 

7 Type of Family 

 
 Nuclear family 49.6 

 Joint family 50.4 

 

  
8 Occupation 

 
 Housewife 77.8 

 Agricultural coolie 14.0 

 Others 8.2 

 

  
9 Monthly Household Income 

 
 < Rupees 1001 26.1 

 1001 – 2000 37.9 

 2000 – 3000 17.4 

 

  
 Total number of women (n) 100.0 (380) 

 

The majority of women (43.9%) reported being pregnant for the first time followed by 

those reporting a second and a third pregnancy respectively. None of the women 

reported a fourth or higher order of pregnancy. Almost half the women (49.8%) 

reported having no living children, while a large proportion (36.8%) reported having 

one child. Relatively few women reported more than one living child. The vast majority 

of the women were Hindu (94.7%), with a small representation of Moslems and  
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Christians. Nearly half the women (49.6%) reported living in nuclear families. Nearly 

half the women (48.2%) reported completing Grade 8, while small but significant 

proportions of the women reported completing Grade 11 or higher (16.6%), and not 

having attended school (13.1%). A majority of the women (77.8%) were unemployed at 

the time of the survey, while a small proportion (14%) reported employment as daily 

wage labourers (coolies). Most women (64%) reported monthly household income 

levels under Rs 2000 per month (approximately US$ 50), while the rest (36%) reported 

an income above this amount. Household income was calculated as income from all 

sources including wages of family members, and from assets such as land or property. 

 

 

 

7.1.2 Information received by women before the test 
 
Prior knowledge among women of specific antenatal tests (Table 13) 

 

In this study, I use the term, ‘prior knowledge’ to refer to information women had before 

their visit to the antenatal care facility during the current/latest pregnancy. Most 

respondents (83.2%) had some knowledge of antenatal tests performed at health facilities 

even prior to their visit. Of these, most women (97.8%) reported prior knowledge of a 

blood test. The majority of women (78.3%) reported prior knowledge of an HIV test as a 

part of the blood test, while a small proportion (13.4%) reported prior knowledge of a 

VDRL test as part of the blood test. 
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Women also mentioned prior knowledge of the test for Hepatitis B  and of an ultrasound 

scan. However, results of these findings are not included, as they are not part of the 

discussions in this chapter. 

 

Table 13: Percentage distribution by prior knowledge of specific antenatal tests 

 Sl. No Characteristics  % of women 
     

 1 Women with prior knowledge of antenatal tests (316)83.2 

2 Women with prior knowledge about urine test (313)99.1 

3 Women with prior knowledge about blood test (309)97.8 

4 Women with prior knowledge about blood test for HIV (242)78.3 

5 Women with prior knowledge about blood test for VDRL (42)13.4 
    

  Total number of women (n)  316 
     

 

Note: Percentages do not add up to 100 as multiple responses were received 
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Source of prior knowledge (Table 14) 

 

The village health nurse (VHN) was identified by most women (58.3%) as the main 

source of prior knowledge an HIV test. 

 

Table 14: Percentage distribution of women by source of prior knowledge 

 Sl. No  Source of Knowledge   HIV Test   VDRL Test   
            

 1  Village Health Nurse 48.8  40.1   

2  Experience of previous pregnancy 29.8  26.2   

3  Family member 12.4  16.7   

4  Friends 7.4  4.8   

5  Television/Radio/News Paper 5.4  11.9   

6  Husband 0.8  0.0   

7  Health care provider at ANC 3.7  0.0   

8  Outreach worker 0.4  0.0   

9  Voluntary Organizations CBO/NGO 0.0  0.0   
           

   Total number of women (n)  242 (100%)  42 (100%)   
            

 

Other sources included earlier experience of antenatal care (29.8%), family members 

(12.4%), friends (7.4%), and the media (5.4%). Note that only a very small proportion of 

women (3.7%) reported receiving information from healthcare providers at antenatal 

clinics. 
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Awareness of HIV test and VDRL test performed during current antenatal visit (Tables 

15a & 15b) 

 
All women (100%) recalled that they had a blood test during their current antenatal visit 

but only 82.4% reported knowledge about types of blood tests. Of these the vast majority 

(98.1%) reported knowledge about undergoing an HIV test, while very few women 

(10.2%) knew they had been tested for a sexually transmitted infection (VDRL) 

 

Table 15a: Percentage distribution of women by knowledge about types of blood tests 

performed during current antenatal care visit 

Sl. No  Knowledge  % of 

    women 

     

1  Knowledge about blood test performed as part of current antenatal care 100.0 

  visit  

2  Knowledge about types of blood tests performed as part of current 82.4 

  antenatal care visit  

    

  Total number of women (n)  380 (100%) 

     

3  Percentage of women with knowledge about HIV test during current 98.1 

  visit  

4  Percentage of women with knowledge about VDRL test during current 10.2 

  visit  

    

  Total number of women (n)  313 
     

Note: Percentages do not add up to 100 as multiple responses were received 
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Despite near-universal awareness of an HIV test being performed, only 73.9% of women 

reported being specifically informed by a healthcare provider that it would be, or had been 

done during their visit to the facility. Over one fourth of the women (26.3%) said they 

knew they had been tested for HIV only after receiving the results (Table 15b) 

 

Table 15b: Percentage distribution by women informed by healthcare providers about 

 
HIV test during current antenatal visit 

 

 Sl. No   Information about HIV test  % of women   

         

 1.   Informed by healthcare provider about being tested     

    for HIV     

    Yes 73.9   

    No 26.1   

         

    Total number of women (n) 100.0(380)   

         

 

Pre-test information received by women during current visit to the antenatal care 

facility (Table 16) 

 
As discussed in Chapter 6, national recommendations for pre-test information include 

basic information on HIV and the importance of the test, clinical and prevention benefits 

of testing, potential risks such as discrimination, the right to refuse testing, that declining 

an HIV test will not affect access to services that do not depend upon knowledge of the  
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HIV status, follow-up services that will be provided, the importance of HIV testing and 

institutional delivery to avoid HIV transmission from mother to child (NACO 2007a:16). 

 

Table 16: Percentage distribution of women by pre-test information about HIV at 

antenatal clinic 

Sl. Pre-test information provided about HIV and the test at the % of women 

No antenatal clinic  

1. No specific information except that an HIV test would be done 19.2 

2. Said it was compulsory 3.9 

3. Basic information about HIV, routes of transmission, and prevention 66.2 

4. Clinical and prevention benefits of having HIV test 60.5 

5. Potential risks including discrimination 15.0 

6. Right to refuse 6.4 

7 Declining test will not affect access to services not dependant upon 14.0 

 knowledge of HIV status  

8. Availability of follow up services 48.0 

9. 

Importance of testing for HIV to avoid transmission from mother to 

child 80.4 

 Total number of women (n) 281 

Note: Percentages do not add up to 100 as multiple responses were received 

 

-248-  



 

 

Chapter 7. Assessing adherence to informed consent guidelines: A cross-sectional 
survey among women receiving antenatal care in Tamil Nadu 

 

Nearly one fifth of the women (19.2%) who were informed about an HIV test 

being part of antenatal care were told that an HIV test was being done, but did 

not receive additional information about the test or its implications. Women 

reported being told the following: 

 

"You have to do this test." 

 
"You have to test now and later bring your husband to do it." 

 

"Both husband and wife have to do the test if they are pregnant 

because we have to check if you have the same blood group." 

"If we see you have the disease, that time we will give you details 

about how you have to live." 

 
 
 
A small proportion of women (3.9%) reported being informed that the test was mandatory, 

and/or that they would lose access to ongoing care if they did not complete it: 

 
"It is compulsory to do (the HIV test) during pregnancy."  

"Only if you and your husband complete the test we will do check-

up for you every month, otherwise we will not do." 

"HIV is a killer disease, (so) it is compulsory to check whether it is 

there so that we can protect the child." 
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Most women (80.4%) also reported receiving information about the importance of testing 

to avoid transmission to infants: 

 
"Only if you have the test we can help to protect the child." 

 

"If HIV is there, and we don‘t know, then it will spread to the 

child." 

 
"If you want your child to be safe we have to do this test." 

 

Information about the importance of testing may also be classified under information 

about reasons for testing. As discussed earlier, women were either not told about the 

test, were told it was a mandatory requirement for ongoing care, or were told it was to 

prevent transmission from infected women to their infants. 

 
 

A majority of the women (66.2%) said they received information about HIV transmission 

and prevention: 

"AIDS spreads from infected needles, wrong sex, infected blood, 

and from infected mother to child." 

 
"This disease spreads through immoral sexual relations. The 

disease might come if the husband has sexual relations with other 

women or if he has habit of smoking beedi (rolled tobacco) or 

cigarette." 

"There are chances to get HIV through giving blood to others." 
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Note the emphasis on “wrong” and “immoral” sex as the principle mode of transmission, 

and the lack of clarity regarding information about other modes of transmission, as for 

example misleading statements such as smoking and donating blood as routes of 

transmission. Very few women reported receiving information about protecting 

themselves from HIV infection. Those who did said they were told to use condoms with 

their husbands: 

 
"If your husband has HIV you should use a condom during sex." 

 
"If you use condoms you will not get (HIV)." 

 
 
 
 

Here, it appears that women were simply told to use condoms but did not receive 

information about how condoms could be accessed or how they could negotiate its use 

with husbands. 

 

About 60.5% of the women reported receiving information about the clinical and 

prevention benefits of having an HIV test: 

 
"It is good for the husband and wife to test to avoid transmission 

to child." 

 
"This test is to make sure that the child doesn‘t get any problem 

(HIV), and to take treatment if you have the disease." 

"To make sure that HIV does not come to the next generation." 
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Information women received about clinical and prevention benefits also emphasize 

availability of treatments to prevent transmission to infants and onging care for infected 

women, but not about primary prevention. A small but significant proportion of women 

(15%) reported receiving information about the risks associated with the test. 

 
"If you do not test, this disease may spread to your baby." 

 

"If you do not test, neither you nor your baby can get free 

treatment." 

 
"You will not know if you have this disease, and you may spread it 

to your child." 

 
 
 
Note that the information about risks refers to the risks of not undergoing the test. 

 

A small proportion of women (6.4%) said they were informed about the right to refuse the 

test. However, no woman could recollect what had been said. About 14% said they were 

informed that declining the test would not affect access to services, but once again no 

woman could recollect the details. This suggests that women may not have been told about 

it specifically. Furthermore, the two results are some what contradictory, because more 

women appear to have been given information about the consequences of test refusal as 

compared to those being told about their option to refuse. Logically, only those women 

informed about the option to refuse were likely to have received additional information 

about the consequences of refusal. I suggest two explanations. The first is researcher error 

in recording the response. The second, and in my view, the more likely explanation is that  
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women were told that they could access services if they accepted the test, but were not 

told about their right to refuse; thus they only recollected information about access rather 

than about the conditions under which this would apply. Discussions in Chapters 9, 10 & 

11 suggest that this assumption is true. 

 

Almost half the women (48%) reported being informed about the availability of follow-up 

services: 

 
"Treatment is available to stop HIV coming to the child."  

"They said I can get treatment if I have this disease." 

 
"They promised free medicines for the child, and me and my 

husband." 

 
 
Like most other elements, information about follow-up services also pertained to 

treatments to prevent transmission to infants, and for the woman‘s own health rather 

than about primary prevention. 

 
 
In summary, these results show that a large proportion of women received information about 

sexual transmission of HIV. However, this was largely represented as the result of 'immoral‘ 

or 'wrong‘ sex such as sex outside marriage (also see Chapter 9). Women  were also 

(mis)informed about the likelihood of transmission through cigarettes and though donating 

blood. Information about primary prevention was limited to condom use with infected 

husbands. The vast majority of women were informed about the importance of testing to  
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prevent transmission from infected women to infants, and to access ongoing care. Only 

these benefits were mentioned and none of the women were informed about the risks such 

as potential stigma and discrimination associated with a positive result. On the contrary, 

women were told about the risks of not testing. A  small minority was informed about their 

right to refuse. 

 

 

7.1.3. Option to refuse the test (Table 17) 

 

Only 2.8% of women said they were informed about the option to refuse the test (Table 

17). Note that this figure is lower than the proportion of women who reported receiving 

information that they could decline the test (6.4%). The latter figure refers to women‘s 

responses to a general question regarding pre-test information they received. For 

ascertaining responses, researchers read out the list of recommended pre-test information 

(Table 16) and women answered 'yes‘ or 'no‘ to indicate if they received the specific 

information. In such a situation more women may have answered ‘yes’ to the general 

question about pre-test information as compared to a situation where attention was 

specifically drawn to the issue of information about the option to refuse. 
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Table 17: Percentage distribution of women receiving information about option to 

 
refuse 

 

 Sl. No  Information  % of women   

        

 1  Whether informed about option to refuse HIV test    

   Yes 2.8   

   No 97.2   

       

   Total number of women (n)  281(100.00%)   

        

 

Reasons women accept the HIV test (Table 18) 

 

Most women (94.3%) reported accepting the HIV test because they felt that it was the 

right thing to do. Women said: 

 
"I have taken the HIV test as I thought it is good for me." 

 

"We accepted the test so that we can know whether HIV is there or 

not." 

 
"I accepted the test so that the infection should not come to child." 

 
"We did this test for our mental satisfaction." 

 
 
 
 

These excerpts suggest that most women accepted the test because they believed that 

knowledge of HIV status would allow them to take care of their health and to protect their 

child from infection. 
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Table 18: Percentage distribution of women by reason for accepting HIV test 

 

Sl. No Reason for accepting HIV test % of 

  women 

   

1 Felt it was the right thing to do 94.3 

2 Trusted the doctor/healthcare provider‘s advice 35.9 

3 Felt it was difficult to refuse 12.8 

   

 Total number of women (n) 281 
   

Note: Percentages do not add up to 100 as multiple responses were received 

 

A large proportion (35.9%) said they underwent the test because it had been recommended 

by their healthcare provider. Women said: 

 
"They said it is for our own health and the health of the child so 

we did it." 

 
"Doctors will tell for our good only, so when they said we have to 

test, we believed them." 

 
"They only know what is good for our health, have we studied 

medicine?" 

 
 
 
As illustrated above, trust in the recommendations of healthcare providers appears to be an 

important reason why women accepted the test. 
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A smaller but significant proportion of the women (12.8%) said they felt compelled by 

providers and/or did not know how to refuse the test: 

 
"Only because doctor insisted I did the test." 

"They said that we must do, so we did." 

"We cannot refuse to do what they ask." 

"They said now all pregnant women have to test." 

 

"They said further check-up will be done only if we do the test." 

 
"I was afraid that doctor would scold so I have taken this test." 

 

These excerpts underline the sense of compulsion, fear, and helplessness that forced some 

women to accept the test. 

 
 
 
Consent for HIV testing (Table 19) 

 

About 37.9% of the women reported being asked if they wished to proceed with the test 

before it was administered, and 37.4% reported signing a consent form. More than half the 

women who signed the form (52.37%) said they did not know what their signature 

signified. 
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Table 19: Percentage distribution of women by being asked for consent to the HIV test 

 Sl. No  Information  % of women   

        

 1  Percentage of women asked if they wished to test 37.9   

   for HIV    

 2  Percentage of women asked to sign any form 34.7   

       

   Total number of women (n)  380 (100.00%)   

        

 3  Percentage of women aware of the meaning of the 47.7   

   signature    

       

   Total number of women (n)  132 (100.00%)   

        

 

The low proportion of women asked if they wished to proceed with the test before it was 

performed further indicates the lack of adherence to national recommendations by 

healthcare providers. Note that over half the women who signed a consent form did not 

know what it meant. This suggests that providers did not explain what the form contained  

what it signified, and why it was important. 
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7.1.5 Additional pre-test information women want to receive (Table 20) 

 

Slightly more than one fourth (25.6%) of the respondents wanted additional information 

about the test and its consequences. Most women (83.3%) wanted greater details about the 

consequences of HIV infection and the clinical benefits of diagnosis. Women said: 

 
"They should tell what problems might come if tested for HIV. 

 

We should know about consequences, and also how to be safe." 

 
 

"They should have told about the benefits of testing, what we will 

get out of testing, if we don‘t have this disease." 

 

Table 20: Additional information women want about HIV and the test 

 

Sl. No  Characteristics  % of women 

1 

 

Percentage of women liked to have had more information 

about the HIV test 

 

25.6 

 
 

Total number of women (n)  281 

2 
 

Additional information required  

  
Problems caused by infection and clinical benefits 83.3 

  
Availability of follow up services 61.1 

  

Confidentiality 59.7 

  
Option to test later 50.0 

  

Methods to protect self 33.3 

  

Basic information about transmission 13.9 

  
Total number of women (n)  72 

Note: Percentages do not add up to 100 as multiple responses were received 
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Note the emphasis on the need for information on primary prevention in these excerpts. 

 
 
A large proportion of women (61.1%) wanted more information about follow-up services 

in the case of a positive test result: 

 
"I want to know whether medicines are available if I have the 

disease." 

"What treatment would they provide if I am infected?" 

"They should tell people how to live if they have this infection and  

what help is available." 

 
 
These excerpts indicate that many women were not satisfied with being told that the test 

could prevent transmission to infants and could protect their own health, but wanted more 

details about the nature and extent of treatment availability, and changes in lifestyle in the 

event they tested positive. 

 
 
 
A large proportion of women (59.7%) wanted to be assured about the confidentiality of 

test results: 

 
"I do not know if they can keep the results a secret if we have the 

disease." 

 
"They should not tell out the result to anybody, only the doctor 

should know and he should not speak about it." 

 
"They should keep the result a secret because people will not treat 

us well if they know we have AIDS." 
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These excerpts reveal both the need for confidentiality of a positive test result, as well as 

concerns regarding the ability of providers to maintain it. 

 
 

Half the women (50%) also wanted to know about options to have the test later rather than 

at the time it was recommended: 

 
"They said to test then itself but I wanted to ask my husband  

and do later." 

 
"It is better if we can speak at home and then go to have the  

test." 

"We must discuss with husband before testing." 
 
 
 
These excerpts highlight some women‘s needs to consult with husbands before 

undergoing the test. 

 
 
About one third of the women (33.3%) wanted information about ways to protect 

themselves against HIV infection: 

 
"I want to know what I must do to be safe from this disease." 

"If my husband has what I do so I don‘t get it." 

 
"I don‘t have this disease now, but want to know how to not get it 

in future." 
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As discussed earlier, many women want to know how they can protect themselves from 

HIV infection. A smaller proportion (13.9%) wanted information about routes of 

transmission. 

 

"I want to know more about how it spreads and how to not get it." 

 
"What are all ways we can get this infection and how we can 

protect ourselves." 

 
 
Even where women seek basic information about HIV, the emphasis remains on the need 

for information about protecting oneself from the infection. 

 

 

7.2. Discussion 

 

The results show that although test acceptance among women seeking antenatal care was 

100%, this was not accompanied by their informed consent in the vast majority of cases. 

Informed consent requirements were breached in multiple, and potentially overlapping 

ways: by not telling women that they were being tested for HIV; by explicitly telling them 

that the test was mandatory, or by implying that it was through withholding information 

about their right to refuse; by not informing them about potential stigma and 

discrimination associated with a positive result; and by not ascertaining if they wished to 

proceed with the test before it was administered. These are forms of informational 

manipulation, described as intentionally lying, withholding information, omitting a vital  
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piece of information, and exaggerating information to mislead a person into believing 

something that is not true (Faden & Beauchamp 1986: 363), and considered the most 

common way in which healthcare providers breach informed consent requirements 

(Beauchamp & Childress 2001: 90). Although a few studies in India and other LMICs 

suggest that women receive adequate information and are tested with their informed and 

voluntary consent (Shankar et al 2003, Butlerys et al 2004, Samuel 2006, Mugore et al 

2008, Ortiz Ibarra et al 2008, Groves et al 2010), many others confirm that healthcare 

providers often manipulate information in the ways described above to obtain the consent 

of women (Paxton et al 2005, Wieser et al 2006, Delva et al 2006, Van Hollen 2007, Li et 

al 2007, Bell et al 2007, Medley et al 2008, Oosterhoff et al 2008, Nguyen et al 2008, 

Sinha et al 2009, Evans and Nidrangu 2009, Groves et al 2010, Ujiji et al 2011). 

 
 
 
The vast majority of women in this study appear to have accepted the test voluntarily. For 

example, women said that the main reason they consented to the test was because they 

believed that knowledge of HIV status would help them take care of their own health and 

protect their infants from HIV. These beliefs have been noted earlier (Gaillard et al 2002, 

Mitchell et al 2002, Shankar et al 2003, De Paoli et al 2004, Rogers et al 2006, Solomon et 

al 2006, Gupta et al 2007, Mugore et al 2008, Obermeyer et al 2009, Hardon et al 2011). 

However, women‘s beliefs about the benefits appear to be primarily shaped by the 

information they do receive as well as the information they do not receive from healthcare 

providers. As the results indicate, the benefits of the test such as access to treatments are  
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emphasized while the limitations such as the high risk of transmission to infants associated 

with the Nevirapine regimen, low access to ongoing ART for women, and the stigma and 

discrimination of infected women are not mentioned. Providers also appear to emphasize 

the risks of not testing, such as loss of access to treatment and to ongoing care during the 

pregnancy. This is coercive because women need healthcare when they are pregnant and 

loss of access to care can severely harm the pregnancy. Women‘s acceptance of the test 

thus appears to be based on biased information and cannot be held to be voluntary. Most 

importantly, the overwhelming majority of women was not informed about their right to 

refuse the test, and this omission may have led them to believe that the test was 

compulsory. 

 
 
 
Women also appear to accept the test because they trust their healthcare providers to 

protect their interests (and the interests of their children). This has been noted in other 

studies in India and elsewhere (Jaferey et al 2006, Ezeome and Marshall 2009, Irabor 

2009). In such a situation, deliberately witholding information about the limitations of 

treatment efficacy and availability and about the potential harm that a positive result can 

cause to women is a gross violation of this trust. 

 

The results of this study confirm findings in Chapters 5 & 6 that the lack of attention to 

primary prevention for women in policies is translated into practice at healthcare facilities 

in Tamil Nadu. However, women make it clear that they want information about how to  
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protect themselves from infection and not merely about preventing transmission to infants. 

As discussed earlier (see Chapter 5), this demand is justified both because they have a 

right to self-protection, and because helping women to protect themselves will 

automatically protect their infants. Not giving women information about primary 

prevention means that they will risk acquiring HIV later in the pregnancy and post-partum 

as observed in studies in India and other LMICs (Humphrey et al 2006, Ghanotokis 2010, 

Firth et al 2010, Munjoma et al 2010, Venkatesh et al 2011). 

 
 
 
The lack of attention to primary prevention is also reflected in the vast difference between 

the proportions of women who knew they had undergone an HIV test (98%) compared to 

those who knew they had undergone the VDRL test (10%). These results may be linked to 

findings that targets for HIV testing have been scaled up while targets for STIs treatments 

have been scaled down (See Chapter 6), despite evidence that young, married women are 

at increased risk of acquiring an STI with every additional year in the marriage (Prasad et 

al 2005), and thus of acquiring HIV infection. 

 
 
 
Even where women receive information about primary prevention, they appear to simply 

be told to use condoms with infected husbands. Moreover, the most common prevention 

message women received was to use condoms with infected husbands. Yet condom use is 

low, especially among married or long-term partners (See Ali and Cleeland 2005, NFHS-3 

2006, Morrisson et al 2009). In India, condom use between married couples was estimated  
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at 5.2% (NFHS- 3 2006), and in Tamil Nadu at 2.3%, largely because contraception was 

considered a woman‘s responsibility, and sterilization was the most common 

contraceptive method among women who had completed their desired fertility (ibid). 

Significantly, only 35% of men in India who knew they were infected had disclosed it to 

their wives (UNAIDS 2009), and only a small proportion used condoms with their HIV-

negative wives (McGrath et al 2007). Thus simply telling women to use condoms without 

education and skill-building for use is clearly inadequate to protect women from HIV. 

 
 

The low regard among providers for informed consent policy and practice is visible in the 

failure to ask women if they wish to test despite policy requirements that they do so 

(NACO 2007a), and confirms earlier evidence from India and other LMICs in this regard 

(Jafarey et al 2006, Rajalaksmi 2007, Heuvel et al 2008, Irabor et al 2009). 

 
 

Compared to previous studies, (Gupta et al 2007, Sinha et al 2008, Towle 2009), far 

higher proportions of women in this study reported prior knowledge of the antenatal HIV 

test. This may reflect the expansion of provider-initiated antenatal testing in the state. 

However, the low influence of media in this awareness suggests that the test may not have 

been widely debated or discussed in the public domain. The lack of discussion combined 

with the lack of adherence to policy guideline for testing, confirm fears that routine 

antenatal HIV testing for women will compromise their ability to make a truly informed 

and voluntary decision about it (Rennie and Behets 2006, Bennett 2007). 
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In order to provide a context for discussions on informed consent in the following 

chapters, the next chapter discusses the capacity of young women to participate in 

decision-making within their families. 
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CHAPTER 8 

 

“WE HAVE TO OBEY WHATEVER THEY SAY. LATER THEY WILL ALSO 

 

LISTEN TO US” 
 
 
 
 

We should listen to whatever they say, obey whatever they say. 

We should keep smiling. We should not get angry. If we obey 

what they say for sometime, later they will also listen to us…our 

husbands will do what we want. But we have to change first. 

Whatever, whoever says, we should say ―alright‖ and accept it. 

Like that, I am continuously trying to change myself (newly 

married woman on her relationship with her husband‘s family). 

 
 
 
In this chapter, I examine the ability of young married women to make autonomous 

decisions about key areas in their lives, including communication with family members, 

mobility, dress, food, education, employment, marriage and pregnancy. I use these broad 

areas to illustrate difficulties involved in assuming the informed consent of women to an 

antenatal HIV test. The analysis is based on a set of five narratives, drawn from eight 

interviews with women who reported seeking antenatal care during the study period or 

within two years prior to it. Data from the interviews are supplemented by findings from 

focus group discussions with young married women  (8) and with community members 

(8). 
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I first present the narratives, then identify the nature, extent, and source of restrictions 

placed upon newly married women, and their impact; and finally, analyze these findings 

using the capabilities approach. 

 

 

8.1. Women’s narratives 

 

All narratives are drawn from interviews with young women in the project area chosen to 

represent a range of demographic backgrounds. Renuka was 24 years old, had completed 

Grade 12, and had been married for six months to Suresh, the 28 year old son of a family 

acquaintance. Suresh had completed Grade 10 and was employed as a supervisor in a 

spice factory in the neighbouring town. At the time of the interview, Renuka and Suresh 

did not have a child. The couple lived with Suresh‘s parents, and his grandmother in the 

house opposite mine in Saravanapatti. Renuka identified her family as “backward class” 

and the household income as “moderate.” The term “Backward Class” refers to sub-

populations classified as socially and educationally backward as notified by the 

Government of Tamil Nadu, and are eligible for financial and other forms of 

governmental assistance (GoTN 2010). Based on survey results (Chapter 7), I interpret  

‘moderate‘ income as a monthly household income of between Rs 2000 and Rs 3000 

(approximately US$ 40-60). 

 
 
 
Gowri was 28 years old, and had completed Grade 8. She had been married for six years 

to Mani, her maternal uncle, who was 36 years old at the time of the study. Mani had  
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completed Grade 10 and was employed as a shop assistant in Bodi town. The couple had a 

four year old son and an infant daughter, and lived with Mani‘s parents, his aunt and a 

female cousin. Gowri described her family as “affluent” because they owned several acres 

of farmland. The family also belonged to the backward class. I interpret ‘affluent‘ as 

referring to a monthly household income of Rs 3000 per month or above. 

 
 
 
Vidya, 22, had completed Grade 10, and had been married for three years to 28-year old 

Venu. The marriage had been arranged with the help of a ‘broker‘, a middle man who 

arranged matches for a fee. Venu had completed Grade 8, and then dropped out of school 

to take care of the two milk cows the family depended on for their income. He also 

worked occasionally as a coolie (daily wage labourer) on neighbouring farms. The couple 

lived with Venu‘s mother and younger sister. The sister was physically handicapped, and 

ran a petty shop within their village. At the time of the interview, Vidya and Venu had a 

two year old son and were expecting their second child. The family also belonged to the 

backward class and Vidya identified themselves as “poor.” The classification referred to a 

monthly household income below Rs 2000 (approximately US$ 40). 

 
 
 
Vandana was 21 years old. She had completed Grade 12 and had been married to Shiva 

(23), the son of a family friend, for almost a year. At the time of the interview, she was 

pregnant with their first child. Shiva had completed Grade 8 and worked as a cook in a 

restaurant in the neighbouring town. The couple lived by themselves and described  
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themselves as ‘poor‘. Both Vandana and Shiva belonged to a Scheduled Caste. 

 
Arasi was 23 years old, and had completed Grade 8. She had been married for four years 

to her maternal cousin, Sai who was 28 years old. Sai had completed Grade 10 and was a 

‘jawan‘ (rank private) in the Indian Army. At the time of the interview, the couple had a 

three-year old daughter, and Arasi was four months pregnant with their second child. 

Arasi lived in her natal home with her mother, younger brother, and aunt, and Sai joined 

them whenever he returned on leave. Arasi described her family as ‘moderately affluent‘. 

Both she and Sai belonged to the Scheduled Caste. 

 
 
 
The first three narratives focus on women‘s capabilities related to communication with 

household members, mobility, and participation in decision-making within the household. 

The last two narratives focus on decision-making by women about pregnancy. 

 

 

Renuka 

 

It was close to dusk and I was sitting on the steps at the entrance to my house when 

Renuka approached me. She was 24 years old, small and light skinned, with a delicate 

face and large expressive eyes that had met mine directly the very first time we were 

introduced. This was unusual – most young women were more reserved with strangers, 

partly because they were shy, and partly because it was considered rude to hold a 

stranger‘s gaze. Six months earlier, Renuka had married Suresh and had moved 50 

kilometers from her parents‘ home to live with him and his family. 
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Before her marriage, Renuka had lived and worked at a tea export company in the 

neighbouring state of Kerala, returning home only for brief vacations. Though it was 

unusual for young, unmarried women to live and work away from home, this was 

becoming more acceptable. When Renuka first suggested the idea, her parents had been 

reluctant to let her go away, but she had pointed out that other girls in the village had done 

the same thing to earn money for their dowry. Finally, her parents agreed. By the time 

Renuka left her job three years later, she had earned the respect of her employers, been 

promoted as an assistant accountant, made friends, and saved approximately Rs.45,000 

(approximately US$1000). Some of the money was used for her brother‘s education, but 

most went towards her dowry, and Renuka was proud that she had not burdened her 

family with her marriage expenses. 

 
 
In the initial weeks that followed her marriage, Renuka had struck me as irrepressibly 

bubbly with a cheerful, open manner that invited interaction. If I was back from my visits 

to other villages or healthcare centres in the area, I would join Renuka and her mother-in-

law in the evening as they sat on the street in front of their home like other women in the 

village. Our conversations were limited to mundane observations about food, my visits 

during the day and the weather. 

 

Renuka‘s marriage to Suresh had been arranged with her consent after Suresh‘s family had 

approached her parents for her hand. 
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Our families knew each other, and I had seen him at some 

functions. One day his sister telephoned me and said Suresh was 

interested in marrying me. She asked if I would be interested. I did 

not know what to say so I said I did not know him. Then she said 

she would ask him to talk to me and put him on the phone. I was 

very nervous, my palms were sweating…When he came on the 

phone, he said he had seen me several times, liked me, and wanted 

to marry me. Then he asked if I liked him. I did not reply. So he 

said he would phone me again after two days, and if I agreed, 

would ask his mother to approach my parents. I was afraid of 

telling my mother, so I told my aunt. She advised me to accept the 

proposal: ―He has a good job with a monthly wage, he does not 

have any bad habits like smoking, or drinking, or eating paan 

paraag (spiced betel nut powder). His family is good. They will 

look after you well‖. 

 
 
 

Two days later, Suresh called and I told him he could ask his 

mother to visit but that I would respect my parents‘ decision. 

 
 

He agreed. After some days his mother came and formally proposed  
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marriage between her son and me. She was warm and affectionate, 

and seemed eager to welcome me into her family. I liked her 

immediately. My parents too welcomed the proposal  and sought my 

consent. They said, “Think carefully, once we give our word, we 

cannot turn back. So if you have any doubts, don‘t hesitate to tell 

us”. I had none and three months later we were married. 

 
 
Renuka‘s description of the circumstances leading to her marriage highlights her 

confidence before and immediately after her marriage, and suggests the ability to 

participate in decisions about important areas in her life such as employment and choice of 

spouse. Thus for example she appeared to have had the freedom to live and work outside 

her community, and to accept marry or (refuse) a man who wanted to marry her, and 

whom her family approved of. An important source of this confidence appeared to be the 

respect she received from her employers, her ability to develop friendships, and to earn 

and decide how the income should be used. These factors suggest that respect of others, 

freedom to interact, and to earn, and a sense of self-worth and confidence were factors 

necessary to enable Renuka to participate in decision-making. These capabilities have 

been identified by Nussbaum (2005) as necessary pre-conditions to enable individuals to 

live with dignity and to exercise their rights (see Chapter 2). 

 
 
About two months after Renuka‘s marriage, I noticed that she seemed to avoid my eyes, 

smiled less often, and stayed close to her mother-in-law. As she greeted me that evening,  
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Renuka‘s voice was light, but I saw her eyes glint with unshed tears. 

 
Akka (elder sister) tell me what am I doing wrong? I do everything 

that they ask me to. When I first came here, I used to laugh and 

talk and behave like I did in my own home. Initially my mama 

(father-in-law) and my athai (mother-in-law) also spoke well to 

me. When he came home in the evening, mama would ask me 

where I had been during the day and what I had done. I would 

answer and we would all chat. After a few weeks, he stopped 

talking so freely. If I asked him something, he would pretend not 

to hear me. I felt very hurt but did not say anything. One day I was 

talking to my husband. 

 
 

Mama  was  in  the  next  room,  and  I  heard  him  ask  athai, 

 

“What‘s wrong with this girl? Why is she always talking and 

laughing so loudly? Why can‘t she stay quiet”? I started crying.  

My husband was also upset but he did not say anything. After 

mama left for work, I asked athai, “Why did mama speak like 

that? What did I do?” She said, “He thinks a daughter-in-law must 

not speak unless spoken to; it was like that when I was married 

also…”  So I started staying quiet when he was around. 
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Now I talk to my athai only if mama is not there. Otherwise I don‘t talk 

with anybody except my husband, and only when we are alone. 

 

Wiping away her tears, Renuka continued: 

 

Here, whatever I do, they see as a fault. If I cook something, mama or athai 

will say it is not cooked enough, it has too much, or too little salt…some 

complaint or other. In my parents‘ home they thought I cooked even better 

than my mother, who is a good cook herself. My mother and I would decide 

what to cook every day, and I would go to the market in town with my 

brother to buy vegetables and other items for the house. Here my athai 

decides what to cook. If I suggest something, she ignores it or says Suresh 

won‘t like it. Mama buys the vegetables on his way back from work. I am 

not allowed to go anywhere…not even to the water tap across the street. The 

other day I was leaving the house to fetch water and my husband stopped 

me. “We have the hose pipe, right? Use it.  Why do you have to go outside 

where everybody can see you and comment”? I told him the pipe was 

broken and he repaired it. Now I use that only. The only time I go out is 

when my husband or athai take me to the temple, maybe once a month. 

Rest of the time I am at home only. 
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Last week, my husband‘s sister‘s son was ill and my athai and 

mama were discussing which doctor to take him to. I said I knew a 

doctor in town who had taken good care of my cousin‘s child. My 

mama immediately said, “We know what to do, you don‘t have to 

tell us.” Now I don‘t make any suggestion or offer any opinion, 

even if I know what they are deciding is not the best option. 

Although my husband listens to me, he does not say anything to 

his parents. 

 
 

In just six months after marriage, I feel I have changed so much. In 

my mother‘s house I used to feel so confident, so free. I felt I could 

say anything. Here, I don‘t count…I have no respect (mariyathai). 

I thought if I got married I would be very happy…for a girl, life 

itself is supposed to start only after marriage, isn‘t it? But I am not 

happy. I have become more timid, more afraid of what people will 

say. I have lost my self-confidence (than nambikkai) that I could 

say anything and do anything I want. I feel as if I am in a 

jail…Sometimes I feel angry, but mainly I feel powerless to say or 

do anything. 

 
 
The narrative suggests that within a few months of marriage, Renuka had lost her zest for 

life and her confidence in her ability to shape her life. The primary factors contributing to  
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her loss of confidence and sense of self-worth appeared to stem from the disrespect with 

which she was treated by Suresh‘s parents, especially his father. 

 

This manifested itself in the many restrictions to her freedoms – to communicate and 

interact with family members express emotions such as joy, enthusiasm, or laughter leave 

the confines of her house and participate in decisions about daily maters such as food and 

healthcare. 

 
 
Renuka paused for a long moment, and I watched her eyes fill with tears again. We sat 

together for sometime. Then she shook her head and smiled: 

 
Once I get used to it, it will become alright. If you take a child to a 

new place, it cries, right? It is like that. It will be a little 

uncomfortable in the beginning. As time goes on, it will become 

alright, especially when there is a child. After all, for a woman, her 

husband‘s family is her family. We should listen to whatever they 

say, obey whatever they say. We should keep smiling. We should 

not get angry. We should not think about our self-respect (than 

mariyaathai) If we obey what they say for sometime, later they 

will also listen to us…this is what my mother tells me if I 

complain to her, “It was like that for me also, but it slowly got 

better, and now your father won‘t do anything without asking me 

about it…” 
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This excerpt suggests that Renuka found it difficult to accept the restrictions to her 

freedoms and felt trapped within the marriage, but also appeared to believe that her 

subordination was essential in order to gain respect and eventual acceptance from her 

husband and his family. It is likely that she has been socialized into accepting her 

treatment by her in-low, as evident from her mother‘s description of similar circumstances 

in her own married life, and the advice she gives Renuka to learn to cope with it rather 

than to fight it. 

 
 
 
Gowri and Vidya 

 

Gowri and Vidya confirm Renuka‘s experience of freedoms in the natal home, and 

restrictions soon after marriage. Responding to my question about differences in freedoms 

young women experienced before and after marriage, they explained: 

 
Vidya: How do I explain? In my mother‘s house I was the daughter, here 

I am the daughter-in-law. There I was free to say what I wanted, eat what 

I wanted, and do what I wanted… 

 
I did not care about the house because I was busy with my studies. My 

mother used to do all the housework, cook what I liked, and ask me for 

my opinion before purchasing something... Here I don‘t speak my mind 

because I m afraid of what my mother-in-law will say I cook whatever my 

mother-in-law or sister-in-law want, and  
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ask my mother-in-law‘s permission to buy anything, even if it for the 

household. Even if my husband buys something for me, my mother-in-

law will scold him, ”Always spending money on her.” But if my sister-in-

law wants something she will immediately get it for her or ask my 

husband to do so. Here I do all the work while my sister-in-law sits in her 

shop all day. If my sister-in-law does something wrong  my mother-in-

law won‘t say anything, but if 

 
 

I make a small mistake, she will blow it up. In my mother‘s house I felt 

loved and respected, here I only feel like I am a servant to be treated 

without any respect. As a daughter I had value (mathippu), as a daughter-

in-law I do not. As a daughter I had self-respect (than maryyaathai), as a 

daughter-in-law I have lost it. 

 
 
 

Gowri: To answer your question in a short way, the daughter is treated 

like a queen in her mother‘s house and like a servant in her in-law‘s 

house. In my parent‘s home I was treated with love and respect 

(anbodaiyum mariyathaiodaiyum paaparngal), and not denied anything. 

I would choose my own clothes, jewellery, and wore skirts or churidars 

(a loose trouser-tunic combination worn by women), like 'town girls‘. 
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Here I can only wear a sari. In my mother‘s home, I used to wear a watch, but my 

in-laws told me to put it away. “No need to wear it now. Even your husband does 

not wear a watch, and you have to be one step behind him”. My parents talked to 

me and my brother about everything that happened in the house, here nobody 

would tell me anything in the beginning, not even my husband. But I have been 

married six years and things have changed. I have learned to adjust, and my in-

laws have learnt to be more tolerant. If I do something they don‘t like, they will 

grumble but they won‘t shout at me like they used to. I decide a lot of things 

around the house—last year, my sister-in-law got married, and I was in charge of 

all the shopping. So now I feel they love me…maybe it is because I am not 

only their daughter-in-law, but also their granddaughter. 

 
 
Like Renuka, Gowri and Vidya were also asked for their consent before their marriages 

were finalized by their families: 

 
Gowri: I married my mother‘s brother so I knew him well even before the 

marriage. But my parents still asked for my consent…my mother said, ―Even 

though he is my brother, we won‘t force you to marry him if you don‘t want 

to‖. I had no objections because I also liked him. He looked nice, had a job, 

and was of a jolly type which I liked. I could not have lived with somebody 

who was cold and silent. Also, he always treated me with kindness when I was 

child even though my other uncles would make fun of me. 
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Vidya: I also agreed to marry my husband because he seemed kind and gentle, 

even though he was not very well educated. People also said he was a hard 

worker and a very responsible person. I was in class 10 when my husband‘s 

family asked for my hand. On the day they came, I had sat an exam. When I 

came back and saw all these people, I went into the kitchen and asked my 

mother what was going on. She said, “They came to ask for you for their son.” 

I was really angry. I said,  “What do you mean by discussing all this without 

telling me about it?” 

 

My father explained, “What is wrong in talking? If you don‘t want, we will 

not go ahead”. That made me calm down a little. After the visitors‘ left my 

parents asked me what I thought. I said I would marry him only after 

completing Grade 12. When my father conveyed my decision to my mother-

in-law, she promised to allow me to continue my education after the marriage. 

Once the marriage was over she said, “Does anybody send a girl to study after 

marriage?” A year later I had my daughter, and now I am pregnant again. 

Even though I am only 22 years old I feel that half my life is over.  

 
 
Like Renuka’s observations, Gowri and Vidya‘s narratives point to the freedoms the 

women enjoyed at their natal homes before their marriage and restrictions imposed on 

them by their in-laws. Both women mention that they were free to communicate and  
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interact with family members, to choose what to eat and how to dress, to shop for 

personal and household requirements, and to decide the extent to which they participated 

in household activities. As Vidya‘s narrative suggests, school-going young women were 

excused from domestic work by natal family members in order to support their education. 

 
 
 
The narratives also suggest that both Gowri and Vidya had the option to refuse their 

family‘s choice of spouse, and were not forced into the marriage. However, the basis for 

women‘s decisions in the matter appears to be limited. For example both women 

mentioned advice from parents and family members, and their own impressions of the 

man‘s temperament, usually gleaned from a single encounter in the midst of family 

members, when women married men who are not related to the family, as Vidya‘s 

example shows. When I occasionally asked other women in my village about the qualities 

they looked for in a man they had agreed to marry, most mentioned absence of visible 

disability, pleasant looks, employment and livelihood prospects, a kind temperament, and 

a caring marital family. However, women had little knowledge about the man to make a 

realistic assessment of these elements and often relied on second hand information from 

family members, acquaintances or a match-maker. Furthermore, the amount of time they 

actually spent with their potential husband or in-laws before the match was finalized was 

very limited – usually not more than an hour. Despite these limitations, women appeared 

to feel that they had control over who they would marry largely based on their right to 

refuse the family‘s choice of spouse. 
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Like Renuka, Gowri and Vidya also noted severe restrictions to their freedoms after 

marriage. Like Renuka, both women referred to the loss of their freedoms to communicate 

and to interact with others, to leave the house, and to participate in daily decisions 

regarding choice of food and clothes, and household purchases. The differences are 

highlighted by Vidya‘s examples of the treatment received by daughters as compared to 

daughters-in-law, and by Gowri‘s comparison of the two with the difference between the 

position of a queen and a servantmaid. 

 
 
 
Renuka, Vidya and Gowri specifically use the words mariyaathai (respect) and mathippu 

(value) in describing the difference in their positions before and after marriage. Thus all 

three women say they felt respected and valued by members of their natal families and by 

employers (as in Renuka‘s case), but feel profoundly disrespected and devalued by their 

in-laws soon after the marriage, in turn leading to loss of self-confidence (than 

nambikkai) and self-respect (than mriyaathai) and the ability to participate in decision-

making in the household. These losses confirm the view that respect from others may be a 

fundamental capability necessary to promote the development of individual autonomy 

(Gasper et al 2003). 

 

 

Vandana and Arasi 

 

The following narratives from interviews held with Vandana and Arasi focussed on 

women‘s decision-making about their first pregnancy. 
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Like many of the other women I interviewed, I had been introduced to Vandana at a 

weekly gathering of pregnant women in the local health subcentre. In the few weeks that I 

had known her, I noticed how independent she appeared to be as compared to many 

others. For example, she had worked as a temporary assistant in the office of the District 

Collector, leaving only when the woman whose place she was filling returned after having 

a baby. Vandana had enjoyed her work and planned to find another job after having the 

baby. Similarly, she demanded that her husband, Shiva, share the housework when she 

was tired. Shiva too appeared to be happy to help her, especially now that she was 

pregnant and had no other family nearby. Thus, while I was aware that she was not a true 

representative of women in the area, her views could be relied upon to represent the liberal 

end of women‘s opinions. I asked Vandana and Arasi how they made their decisions to 

become pregnant. 

 
Vandana: We got married in January and I conceived after four months. We 

had thought we would have a child only after one or two years. But 

immediately after the marriage, people in the neighbourhood started asking, 

"Is there special news?" This means "are you pregnant?" First I used to smile 

and reply that there was no hurry. But it became somewhat bothersome to go 

on saying that. Also in villages, if we don‘t conceive soon after marriage, 

people will speak badly about the girl. In front of the woman, they will speak 

as if they are worried about her and ask her to have a check-up or to offer 

prayers, but behind her back, they will say, “She is maladi (barren), still she 
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has no child…it is not auspicious to look at her face the first thing in the 

morning.”  Some people will understand that having a child or not depends on 

gods and not on human beings, and cannot be predicted. But that kind of 

understanding is rare. So we thought, “Let us have the first child now, for the 

second child we can wait for one or two years. If we have a child, people will 

stop talking about us and we will also feel happy to have a child in the house.”  

After I conceived, I felt happy, so it was a good decision. 

 
 
 

Arasi: This pregnancy is my second. I already have a three year old daughter. In 

her case, I got pregnant soon after marriage. It happened automatically…in our 

community we don‘t think about postponing the first child. Immediately after 

marriage we will be ready to have a child, and when we become pregnant we are 

happy. Usually the elders in the house, the in-laws and the girl‘s parents will also 

be waiting for the couple to have a child. 

 

When the girl conceives, they are overjoyed. If there is some delay they will 

also start getting worried, “Is the girl normal or not?” So to stop that kind of 

thinking,  women won‘t delay the first pregnancy. Only if the girl is very 

young, say not even 18 or 19 years, or if she is weak, they may think of 

waiting. Sometimes naturally a child may not form for two or three years, then 

they can‘t do anything. But nobody will plan to postpone the first pregnancy.  
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For the second child, we made a gap. Last year when my husband came on 

leave he said, 

 
“See our child is nearly three years old. We should have another baby so that 

she has a sibling.” That is why I became pregnant again. 

 
I asked them about the consequences to women of not having a child within a 

year or two of marriage. 

 
 

Arasi: Usually the couple will wait for a reasonable period, or they may adopt 

a relative‘s child. But for most men, having their own child is very important, 

so they would seek a second marriage. Even if the man does not think of going 

for another marriage, his parents will pressure him saying that they want an 

heir in the family. The first wife will usually return to her mother‘s house, but 

sometimes she may stay in the in-laws house itself. In one or two cases, the 

man may refuse to remarry and may choose to remain childless, but this is 

rare. 

 

Vandana and Arasi‘s narratives show that women‘s decisions about the first pregnancy are 

forced by expectations of an early birth of a child and heir by family and community 

members. Women who fail to become pregnant within a year or two after marriage run the 

risk of being labelled as barren and considered inauspicious. For example, Vandana points 

out that although she wanted to postpone the first pregnancy, she did not do so because  
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she was afraid of being gossiped about by community members. Similarly Arasi refers to 

her first pregnancy as ‘automatic‘ (she used the English word), although she 

acknowledges discussing the second with her husband. These findings suggest that the 

birth of a child is a pre-requisite to strengthen the autonomy of the spousal dyad against 

family and community influences (Uberoi 2003). 

 
 
 
The views expressed by Renuka, Gowri, Vidya, Vandana and Arasi are supported by data 

from focus group discussions with women and community members. All participants 

agreed that women enjoyed far greater freedoms related to education, employment, and 

choice of spouse as compared to the earlier decade. For example, families rarely arranged 

marriages for their daughters before the legally permitted age of 18 years, and encouraged 

them to complete high school. There were fewer restrictions on the women to commute to 

school thus girls in the area either walked or cycled with others, or, on rare occasions, 

traveled by bus. Similarly, it was common for young women to visit neighbours and 

friends within the village as long as these individuals were also known to other family 

members. Women also made occasional visits outside the village – to temples, markets, 

the cinema, or family functions – in the company of other family members or friends. 

 

Furthermore, many natal families increasingly supported women to seek employment 

outside the house, largely to save for their dowries and to help with household expenses. 

Although most young women were permitted to work in the neighbouring fields along  
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with older women from the community, girls who had completed Grade 10 or 12 were 

increasingly permitted to work in shops or factories in town, and to live away from home, 

especially if other women from the village had been employed in these places and could 

vouch for their safety. 

 
 
 
Marriages were most often arranged by the families, preferably within the kin network. 

Most participants agreed that the practice supported women, although other evidence has 

found the opposite view (Narasimhan 2006). Despite being uncommon, love marriages 

were increasingly accepted. When this happened between couples belonging to the same 

caste, these were often passed off as an arranged marriage so as to protect the reputation of 

the girl, who was not expected to take the lead in the matter. In such a situation, the man 

usually persuaded his family to approach the girl‘s family for her hand. Although 

marriages between couples belonging to different castes were generally not accepted, all 

groups agreed that both families often reconciled to the union after the birth of a child. 

The main criteria for fixing a marriage appeared to be astrological compatibility of the 

couple, employment and income of the man, his personal habits such as tobacco and 

alcohol use, the social status of the family, and the ability of the girl‘s family to pay the 

required dowry. 

 
 
 
All groups agreed that marriage brought a new set of responsibilities for women that 

usually curtailed the freedoms they had enjoyed in their parents‘ home. However, the  
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restrictions were viewed differently by different groups. For example, younger women 

justified restrictions on their mobility on the grounds that women often moved to a new 

and unfamiliar village soon after marriage and needed protection from potentially 

judgmental comments from others in the community. Older community members viewed 

restrictions on mobility of young women as a part of teaching women to fit into the 

expected role of a wife. 

 
 
 
Similarly, younger women justified restrictions on employment outside the home on the 

grounds that sending a newly married woman out to work would reflect unfavourably 

upon the husband‘s capacity to provide for her. On the other hand, community members 

said that women could not afford to work outside the home because they were expected to 

take over the household chores from the mother-in-law. Women viewed restrictions 

related to speech, dress, communication with elders, and participation in household 

decision-making, as disrespectful, and said they damaged their ability to lead a satisfying 

life within the marital family. On the other hand, community members felt the restrictions 

were necessary to teach women to control themselves, and to behave with the propriety 

necessary to cope with the vicissitudes of married life. When asked to elaborate, older 

women in the group explained that a successful marriage required women to compromise 

more than men because they were dependent on the men for their well-being in terms of 

social status, income, children, and household assets. According to them, attempts by 

women to assert their equality would lead to quarrels between the couple, and this would  
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eventually backfire on the woman because it would encourage men to seek diversions in 

the form of alcohol or in the arms of another woman. In their view, women needed to be 

taught to accommodate their husband‘s needs (vittukudikkanam), and the restrictions were 

part of the disciplinary process. 

 

There were some clear areas of agreement. For example, both community members and 

women agreed that postponing the first pregnancy could lead to difficulties to conceive or 

carry a baby to term. Women also cited concerns about being blamed for any delay in 

conception as an important factor in the decision to have a child as early as possible. 

 
 
 
Other studies in India have also found evidence of significant loss of autonomy of young 

women after marriage (Uberoi 2006, Wadley 1980). New brides are brought to live with 

the husband‘s family, and restricted from communicating and interacting with household 

members, leaving the house on visits within and outside the village, and participating in 

household decision-making (Uberoi 2006). Uberoi ascribes these restrictions to patrilineal 

and patrilocal family systems, and to cultural dictates to control women‘s sexualities (see 

Chapter 3). However, as Gowri confirms, women‘s status changes over the life cycle, and 

from having little standing as a new bride, the levels of freedom improve with childbirth, 

especially with the birth of sons, and women gain greater access to household resources 

(Das Gupta 1995). 
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According to Wadley (1980), the subordination and control of Tamil women is located in 

the cultural belief that the power inherent in women‘s sexuality must be controlled and 

directed towards increasing the well-being and prosperity of the family. Control involves 

cultivating the virtues of chastity, patience, tolerance, sacrifice, and submission. She 

points out that one word for wife is tharam, which means “limit” or “boundary”, and the 

rituals of marriage symbolise the limits that marriage imposes upon women (ibid: 158-

159). 

 

 

Within the Tamil belief system, a woman‘s potential for power increases with age and 

marital status. Widows and barren women are considered inauspicious and with no 

potential power. Thus the young girl child has the least power and is allowed the greatest 

degree of autonomy (ibid). After puberty, the woman‘s potential power increases with 

corresponding increases in restraints on her autonomy. The restraints are removed only 

after the birth of the first child, because it is assumed that the demands of motherhood will 

absorb her power and she can no longer upset the established patriarchal order (ibid). As 

mentioned earlier, Wadley suggests that young Tamil women accept these restraints 

because they recognise that self-control is the key to future power.  Renuka reflects these 

findings when she says that she is changing herself first so that later her husband will also 

listen to her. 
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However the findings also suggest that autonomy levels among young women in Tamil 

Nadu have improved as compared to earlier periods (Jejeebhoy 1998a, Ravindran 1999). 

Ravindran (ibid) found that young women in Tamil Nadu reported a gross lack of self-

confidence because of the differential treatment they received as compared to their 

brothers, as well because of many restrictions on their freedoms. For example, sons were 

given eggs and meat while daughters were not, girl children were expected to leave school 

and help with chores, or contribute to wage work in case of financial difficulties within the 

household while boys were permitted to continue their education; and after menarche, 

young women could not leave the house alone, even to visit neighbours or travel to school. 

Furthermore adolescent girls contributed long hours to the household economy but 

received no acknowledgement or income (Jejeebhoy 1998a). Women also reported that 

they were not allowed to sit on their doorsteps in the evenings, get together with other 

girls and have fun, or laugh out loud (Ravindran 1999). They were allowed to work only 

within the village, and if work outside was unavoidable, they were sent out in groups, 

accompanied by older women. Less than 10% of the women said they had been asked for 

their approval of the groom before marriage (ibid). 

 

In contrast, findings from the narratives and the focus group discussions show that before 

their marriage, young women are relatively free to communicate, interact, and participate 

in decision-making within the household, to study, to travel outside their homes, and to  
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seek employment. They also appear to be free in the choice of their husbands, even when 

the initiative comes from the husband‘s family or a broker. 

 

8.2 Analyzing women’s autonomy after marriage: A capabilities approach 

 

In this section, I use the capabilities approach to analyze the finings presented in the 

earlier section. The analysis is based on an assessment of women‘s freedoms before and 

after marriage against the indicators chosen to measure women‘s ability to participate in 

decision-making about key events in their lives as described in Chapter 2. These include 

(i) communication with family members, (ii) mobility outside the home and (iii) 

participation in decision making. Table 21 provides a summary of these changes in 

freedoms women experience in each of these areas, as well as the capabilities they identify 

as important to enable them to achieve these indicators. 
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Table 21: Freedoms and capabilities 

Indicators of Women’s Freedoms Related 

Capabilities 

in 

women’s freedoms 

restricted 

after capabilities Nussbaum’s 

participation in before marriage identified by list 

reproductive marriage  women  

decision-     

making     

Communication Can initiate Communication  Speech  Sense, 

with family conversations, and interactions  Interaction  Imagination 

members express with others,  Spontaneity  and 

 opinions, argue, expressing  Playfulness  Thought 

 make opinions and  Forming  Affiliation 

 suggestions, offering  relationships  Emotions 

 make jokes, suggestions,  Relating with   

 express expressing  others   

 emotions such emotions  Self-expression   

 as laughter or      

 anger      

Mobility Can visit Cannot move  Mobility  Bodily 

outside the neighbours and out of the house  Sustaining  integrity 

home friends except when  relationships  Affiliation 

 unaccompanied, accompanied     
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Indicators of Women’s Freedoms Related Capabilities in 

women’s freedoms restricted after capabilities Nussbaum’s 

participation in before marriage identified by list  

reproductive marriage  women   

decision-       

making       

 can travel by family     

 outside the members     

 village      

 accompanied by      

 friends or      

 family      

 members.      

Mode of dress, Can choose Only allowed to  Respect  Affiliation 

choice of food, what to wear wear a sari, and  Self-respect  Emotions 

and decisions and cook, can cook food  Confidence   

related to make purchases decided by  Self-confidence   

minor for the mother-in-law.  Consultation,   

household household, and Cannot  Interaction,   

issues participate in participate even  Assessing   

 household in minor  options   

 decisions household     

  decisions     
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Indicators of Women’s Freedoms Related Capabilities in 

women’s freedoms restricted after capabilities Nussbaum’s 

participation in before marriage identified by list  

reproductive marriage  women   

decision-       

making       

Education Encouraged to Not permitted  Mobility  Bodily 

 study up to to study further  Information,  integrity 

       

 Grade 10 or   knowledge, and  Sense 

 further   options  Imagination 

 depending on   Communication  and 

 family finances   and interaction  Thought 

    Income   

    generation   

    skills   

       

Employment Encouraged to Not permitted  Self-confidence  Affiliation 

 work outside to work outside  Communication  Control 

 the home the home  and interaction  over one‘s 

    Income  environmen 

    generation  t 

    Team work   
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Indicators of Women’s Freedoms Related Capabilities in 

women’s freedoms restricted after capabilities Nussbaum’s 

participation in before marriage identified by list  

reproductive marriage  women   

decision-       

making       

Choice of Can refuse Not applicable  Assessing  Affiliation 

spouse family‘s choice   options   

 of groom. May   Expressing   

 be allowed to   opinions   

 marry for love.   Respect for   

    ability to   

       

    choose  

    Self-respect  

    and self-  

    confidence  

      

Pregnancy Not applicable Must have a  Health    Bodily 

  child within a   health 

  year or two of    

  marriage    
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Table 21 also highlights the similarities and differences with Nussbaum‘s (2005) list of 

central human capabilities (see Chapter 2). The similarities are strikingly abundant. For 

example, capabilities women mention include those related to speech, interaction, 

spontaneity, playfulness, self-expression, relationships, mobility, respect and self-respect, 

confidence and self-confidence, consultation, assessment of options, income generation 

skills, income generation, team work, and health. Most of these areas have been identified 

by Nussbaum under the heads of Affiliations; Emotions; Sense, Imagination and Thought; 

Bodily integrity, Control over one‘s environment (material), and Bodily health (Chapter 

2). 

 

Other capabilities in Nussbaum‘s list that women do not mention include life, practical 

reason, and to control over one‘s political environment (see Chapter 2). It can be argued 

that that the women in this study took capabilities related to Life (the ability to live to the 

end of a normal human life) as a given and did not feel the need to articulate it. Similarly, 

women‘s ability to subordinate themselves in order to increase their power over their 

marital families in the future can be cited as an example of Practical reason (critically 

reflecting and planning their lives). Capabilities related to control over one‘s political 

environment may not have been mentioned because this study did not attempt to address 

these issues. 
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8.3 Discussion 

 

Young women in Tamil Nadu experience a significant degree of autonomy in their lives 

before marriage. Women are actively involved in thinking about and participating in daily 

decisions affecting them as well as members of their natal family, as well as in more 

significant decisions related to education, employment and choice of spouse. Although 

these decisions are almost always made in consultation with family members, women are 

actively involved in the process, and are, for the most part, free to accept or reject 

decisions made on their behalf. These freedoms indicate the respect and affection of 

members of the natal family for their daughters. In turn, the respect and affection help 

women to develop a degree of self-respect and self-confidence. These capabilities have 

been identified as essential for individual development (Gasper et al 2003). The most 

striking examples of women‘s freedoms before marriage include the freedom to live and 

work away from home, and to reject the parents‘ choice of spouse.  

 

In striking contrast, these freedoms are severely restricted after marriage, especially until 

the birth of their first child. These include restrictions on all identified indicators of 

women‘s autonomy in reproductive decision making – communication with family 

members, mobility outside the home and participation in household decision-making. 

Pregnancy thus becomes a site heavily invested by several stakeholders for differing 

reasons. Not only does it hold the promise of greater freedoms for the woman, it also 

protects her from the risk of being labeled ‘barren‘ and replaced by another woman in her  
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husband‘s life. A pregnancy allows men to prove their ability to produce an heir, and gives 

the man’s parents an outlet for their affections. Furthermore, a successful pregnancy 

allows healthcare providers to promote their care competence, and policy makers to 

augment statistics related to interventions for mother and child health. 

 
 
However, women alone bear the cost of the pregnancy. Quite apart from the very physical 

demands that a pregnancy makes upon them, the pressures on women to conceive as 

quickly as possible do not give most women an opportunity to discuss issues related to 

family planning and condom use with husbands or healthcare workers, until after they 

have become pregnant. In such a situation, women are at high risk of acquiring sexually 

transmitted infections, including HIV, from their husbands if the latter are infected. 

Evidence suggests that over 90% of infected women in India have acquired the infection 

because of the risky behaviour of their male partners rather than their own (Newmann et 

al 2000, Solomon et al 2004, UNAIDS 2009a). Coupled with the restrictions on their 

capabilities related to self-respect and self-confidence, communication, interaction, 

consultation, assessment of options and self-expression, as discussed above, it is unlikely 

that women will be able to participate in decisions about an antenatal HIV test unless they 

are actively supported to do so. 

 

The next chapter discusses informed consent processes as experienced by a young 

pregnant woman seeking antenatal care at a public healthcare facility in the project area. 

The chapter is presented in the form of a case study. 
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CHAPTER 9 

 

AT THE ANTENATAL CLINIC 
 
 
 
 
In this chapter, I turn to the relationship between women and their antenatal health`care 

providers, presenting this through a case study. I describe the experiences of Selvi, a 22 

year old woman, pregnant for the first time, during her first visit to an antenatal care 

facility in the project area. Selvi is accompanied by her husband Murugan to the clinic. 

There she receives a physical examination, group pre-test information, and pre-test 

counseling, before being tested for HIV. Although individual pre-test counselling is not 

recommended in the guidelines (NACO 2007a), healthcare facilities in Tamil Nadu 

employ counselors to obtain the informed consent of the women as well as to provide 

post-test counselling, mainly for infected women. Data for this case are drawn primarily 

from four case studies of pregnant and post-natal women who had received antenatal care 

and from 30 participant observation visits at selected healthcare facilities.  Details of how 

the cases were chosen have earlier been described in chapter 4.  

 
 
 
The chapter is in three sections. In Section, I focus on Selvi‘s experience of care at the 

centre with particular emphasis on the interactions between her and healthcare providers. 

Next, I examine the different facets of the relationship between healthcare providers and 

women on the basis of Selvi‘s experience. Finally, I discuss these findings against the 

larger issue of antenatal HIV testing in efforts to prevent parent-to-child transmission. 
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9.1 Selvi’s story 

 

In the waiting room 

 

It is only a little past 9.30a.m on a Tuesday morning in July, yet Selvi is already wiping 

the sweat off her face. She has been waiting over an hour in the small waiting room at the 

integrated counselling and testing centre (ICTC) at the Bellapuram Primary Health Centre 

(PHC) in Theni district. 

 

Figure 13: Sign board at the entrance to an Integrated Counselling and Testing Centre. 
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Arriving at the clinic almost an hour earlier with her husband Murugan, Selvi had spent 20 

minutes waiting in a queue with over 25 women to register for antenatal care. Murugan 

stood to one side, husbands did not need to register as part of the antenatal care process. 

Once at the counter, Selvi hesitated, not quite knowing what was expected. The 

registration clerk asked her, rather sharply, where she wanted to go. ―Look lady, there 

are so many people waiting and I don‘t have all day…so what is your problem?‖ His tone 

carried, and hot with embarrassment, Selvi managed to mutter that she was pregnant and 

had been asked to visit the hospital. Impatient, the clerk asked for her name and age. 

 

“Speak clearly, can‘t you…how will I know anything if you mutter?” Noting her name 

and other details in the register in front of him, he nodded, “Go to room number…” Selvi 

hadn‘t been sure she had heard properly, but had been too intimidated to ask. Deciding to 

follow the other women, she had beckoned to Murugan. It was easy to spot other women, 

indeed it appeared as if the health centre was teeming with pregnant women this morning. 

This was not surprising because Tuesdays were designated antenatal care days at 

government healthcare facilities in the area. Although women could also seek care on 

other days, village health nurses usually referred them for care on the designated days. 

 
 
Murugan had waited in the corridor outside while Selvi had entered the waiting room of 

the ICTC. Most of the room was taken up by about 20 beige and red plastic chairs 

arranged in straggly rows, all occupied by pregnant women. More women were squeezed 

against each other on low wooden benches along one wall. When Selvi had  walked in, the  
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women on the benches had squeezed closer to make room and Selvi gratefully subsided 

into the seat. 

 

 

Figure 14: Women waiting for antenatal care 

 

In the room, a small desk  drawn up against the window at the far end. Behind the desk, a 

rather slight, dark young woman was writing into a register. She was the outreach worker 

for the area. A larger woman in a starched white nurse‘s uniform sat at an adjoining desk 

examining the waiting women as they were called up. It was 38 degrees centigrade 

outside, and although a ceiling fan whirred overhead, the heat was palpable. A few of the  
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waiting women fanned themselves with the little notebooks they all carried. Others shift 

uncomfortably in their seats. Still others sat immobile, eyes glued to a television set 

playing loudly in one corner. 

 

The television programme featured a fictional account of a young woman diagnosed with 

HIV after the death of her husband. It charted the progress of the woman‘s life – the 

moment of diagnosis, the reactions of her family, friends, and neighbours, her anguish and 

concern for her school-going daughter, and her eventual death. In the key scene, the 

infected woman accompanies a pregnant friend to an ICTC for an HIV test. At the ICTC, 

a lady doctor emphasizes the importance oof early diagnosis to protect the infant and the 

availability of free treatment to protect the child and for the care of the mother, if she is 

infected. The doctor reiterates the importance of early diagnosis, and emphasizes that the 

services are provided free of cost by the government. The story was well told – a mixture 

of information and sentiment – and Selvi found herself surreptitiously wiping her tears 

away and praying that her baby will be safe from HIV. 

 
 
 
More women arrived by the minute; some were accompanied by husbands who wheeled 

bicycles along. Finding no seats empty, the women perched on the paving stones at the 

entrance to the centre, while the  men join a small group of other husbands, sitting on their 

haunches, or standing uncomfortably on the gravel walkway outside the centre. 
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Figure 15: Husbands waiting outside a Integrated Counselling and Testing Centre 

 

It is now 10.00am and there are nearly 50 women waiting inside and outside the centre, 

two for every chair. A cardboard sign in Tamil hangs askew at the entrance: Seruppu 

 
Kayattavum, “please remove footwear”. A dark, spreading pile of rubber and plastic 

slippers nearby testifies both to the obedience the sign evokes among patients, and to their 

growing numbers. An occasional lone slipper strays from the pile and is kicked into place 

by one of the healthcare staff as they enter and leave the centre. In sharp contrast to the 

patients, the providers retain their footwear. 
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Figure 16: A pile of women‘s footwear at the entrance to the Integrated Counselling and 

 
Testing Centre. 

 

With more people than it can hold, the waiting room is soon stuffy. Selvi is desperate for 

fresh air, but both windows are stubbornly closed. The general air of brooding heaviness is 

accentuated by the single fluorescent light that throws faint shadows around the room, and 

the dark green walls lined with posters of pregnant women, babies, and, occasionally, 

flowers. Selvi can see a series of line drawings that show how HIV is transmitted from an 

infected mother to her infant, but she is too far away to read the Tamil text beneath the 

poster. 
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Figure 17: Poster in the Integrated Counselling and Testing Centre describing modes 

of HIV transmission 

 

Another poster shows a man throwing up a bunch of flowers and smiling exuberantly. The 

text – in Tamil – is bigger, and Selvi reads, “I have HIV but my friends and family do not 

discriminate against me. Their love and support has helped me lead a healthy life”. 

 
Tucked away on the window sill and almost obscured by the outreach worker, a red metal 

box stores condoms that the women are expected to ask for. On a low wooden stool in one 

corner, a steel barrel stores drinking water. Although the barrel has a tap, the agonizingly 

slow trickle of water has forced one woman to reach into the barel to fill her glass. 
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Nobody speaks; the silence is broken only by an occasional scrape of a chair on the 

concrete floor, the interrogatory voices of the clinic staff as they examine a woman, the 

faint murmur of her replies, a stray cough, and the sound of the television. Two women 

attempt a low voiced conversation but are interrupted by the stentorian voice of the nurse 

as she bellows at them to keep quiet. Sattam podathengo ma, television parungo, 

ongalukku taane solraange—“please don‘t make a noise, ladies……please see the 

television, they are telling for you only.” Distinctly abashed, the women lower their eyes 

to the floor and an uncomfortable silence reigns once more. 

 
 
The lack of animation in the room is in sharp contrast to the women‘s vibrant 

appearance— pink saris vie with purples and magentas, emerald greens with cobalt blues, 

yellows, oranges, and browns. A jangle of rainbow coloured glass bangles crowd their 

arms, in many cases almost up to the elbow, signifying a first pregnancy. Tamil women 

undergo a Valaikappu ceremony in the seventh month of their first pregnancy. Valayal 

means bangle, and kappu refers to a band worn around the wrist or ankle. A central feature 

of the ceremony is the placing of numerous bangles on the arms of the pregnant woman as 

a way of guarding her and the baby from misfortune during the last days of the pregnancy 

(Van Hollen 2003). Some women, like Selvi, have white strands of jasmine twined in their 

glistening black hair. 

 
 
It is almost 10.30am before it is Selvi‘s turn with the nurse and outreach worker. Murugan 

is still outside. Reaching for Selvi‘s notebook, the outreach worker asks Selvi a series of  
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questions, her voice loud and impatient. “What is your name? Ok, age? Where do you 

live…speak loudly can‘t you, how can I write your address if you speak so softly? ...Why 

haven‘t you told me the street name, and house number? How do you think we can come 

if there is a problem without knowing the street…eh”? Selvi hastens to answer. The 

outreach worker quickly jots down details – name, age, address, marital status, Selvi‘s 

occupation and that of her husband, pregnancy status, order of pregnancy, and date of last 

menstrual period (LMP). Selvi fumbles to remember the last detail and the outreach 

worker snaps,"Don‘t you remember this even?" The room is small, her voice is loud, and 

the words carry. Several women look uncomfortable, Selvi stares at the ground in 

humiliation. "Ok…have you brought your husband with you? Good, take him with you 

when you meet Sir" (the counsellor). 

 
 
 
Then it is the nurse‘s turn. She proceeds to record Selvi‘s blood pressure. “Put your arm 

out…Don‘t bend it” The words are commonplace but she too is loud and peremptory, and 

 
Selvi hastens to obey. Next, the nurse checks Selvi‘s height and weight, and enters the 

details into Selvi‘s notebook and into the register in front of her. Even before she is done 

with Selvi, the nurse is shouting for the next woman to step up. ―Quickly…quickly ma, I 

don‘t have all day‖, she booms, although the nearest line of chairs is less than half a metre 

away, and a woman is already advancing to the table. 

 
 
Selvi returns to her seat to wait for her turn with the counsellor. It is now nearly three  
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hours since she and Murugan left their home for the centre. Selvi had not eaten any of the 

cooked gruel and spicy onion chutney prepared at home for breakfast because she was 

afraid of being sick on the way, and had made do with a couple of glucose biscuits and a 

cup of tea. Now she is hngry, tired, and wants to use the toilet. But the toilet is on another 

floor of the hospital and the nearest teashop is outside. Selvi is afraid to leave her seat for 

fear of missing her turn and being shouted at by the nurse or the outreach worker. She 

resigns herself to the discomfort and huddles into the bench. 

 
 
 
Meanwhile, the outreach worker (ORW) has turned the television off and is standing 

facing the women. “Okay, everybody, sit properly, pay attention now”. She gestures to 

two women who are looking elsewhere. “Look here, you two.” The women snap to 

attention. 

 

Figure 18: Group pre-test information 
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ORW: You are all pregnant; do you know why you are here?  

Women: For check up. 

 
ORW: Why do you have a check-up?  

Women: To see how the child is. 

 
ORW: Do you know what all tests they do? 

 
Women: Urine, sugar (Pause)…Blood. 

 

ORW: You need to know what all tests they will do, what blood test, how much 

blood they will take, the test for sugar, salt, blood pressure, and the HIV test. That 

is why you are here. 

 

 

She pauses briefly. 
 
 
 

ORW: Have you seen (on TV) or heard anything about HIV? There is no reply 

from the women though all are watching her intently. 

 
ORW: Why do we see HIV test for you? Is it because you are all doing wrong? 

 
 
 
The women are uncomfortable. Some look away, others look at the ground or at 

each other. The ORW does not seem to notice their discomfort and continues: 

ORW: This HIV…It spreads in four ways. First and most importantly, it spreads 

through immoral sex (thahaada uduluravu). 

 
If your husband goes to someone, there are chances... 
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The silence grows even more uncomfortable but the ORW continues quickly: 

 
 
 
ORW: Second, sharing needles when taking intoxication (sic) drugs. Third, if you 

have an accident and we give blood without testing. That is why in all government 

hospitals we now only use disposable needles and tested blood. And fourth…What 

is the fourth way of spread? Can anyone tell me? 

 

 

The silence remains unbroken. 
 
 
 
 
ORW: From pregnant mother to the child in her womb. And who are you? You are 

all pregnant women. So if you have HIV, it will go to the child. The reason why 

the test is done is so that the coming generation should be born without HIV. 

 

 

The women nod. 

 

ORW: If you have (HIV), Nevirapine tablet will be given to you two hours after 

labour pain starts, and syrup will be given to the baby soon after it is born. This 

medicine can only be given to those who have completed the test, and who have 

this disease. That is why we perform the test for all of you so we can see who 

has… Also, we can‘t know for three months if you  
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have the virus…this is called the ‘window period’ (in English)…So if we test you 

now and you are negative, then you can still have HIV after three months. That is 

why you should get your husband to test so that you can be certain that you will 

not get it later. 

 

 

The women look confused but do not seek any clarifications. 
 
 
 
 
ORW: Are all of you wanting to test?  

Most of the women nod in acceptance. 

 
ORW: If any of you have doubt about why you are being asked to  

do the test (for HIV), I can explain again. 

 
Some of the women have begun to talk among themselves but the outreach worker 

shushes them before they can say anything. 

 
 
ORW: Okay, now have all of you understood? All of you will test? 

The women nod, yes. 
 
 
The session continues for a few minutes as the outreach worker tells women to take 

regular exercise, eat nutritious food, greens, and nuts. She also tells women about the 

protein powder being distributed free of cost to pregnant women by village health nurses, 

and reminds them to bathe daily and maintain “hygiene” for the sake of the child. The 

entire session has lasted about 15 minutes. 
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Like the other women, Selvi tries to pay close attention to the outreach worker. She 

understands that she or Murugan can get HIV if they have sex outside the marriage but is 

confused about the reference to the window period. But she is afraid to seek a clarification 

as she does not want to draw attention to herself in front of the other women. She 

reassures herself that neither she nor Murugan practice “immoral sex”, identified by the 

outreach worker as the main route of transmission. But she decides to have the HIV test as 

a safeguard.  Besides she reasons that she has nothing to lose as the test and treatments are 

free and the village health nurse has told her that she will be eligible for financial 

assistance if both she and Murugan complete all antenatal tests including the test for HIV. 

Suddenly she is grateful to the government and to the healthcare workers for efforts to 

protect her health and the health of her child. 

 

 

Interaction with counselor 

 

It is almost 11.00 am when Selvi is directed to meet the counsellor. Summoning Murugan, 

she enters the counselling room. The young man behind the desk smiles a greeting and 

waves the couple to chairs in front of his desk. Once they are seated, the counsellor 

introduces himself. 

 
Counsellor: Please sit down. Please relax yourself. My name is Raju. I am the 

counsellor in this hospital. I am here to help you. Think of me like your friend and 

feel confident to speak to me freely. You can tell me whatever problem you have, and 

I will help you as much as I can. Is that ok? 
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His manner is in sharp contrast to the other healthcare providers Selvi has 

encountered so far, and she feels reassured. 

 
 

Counsellor: Have you heard about HIV/AIDS? 

Murugan: Yes. 

 
Counsellor: How does it spread? 

 
Murugan: Needles, blood related…He trails off. 

 

Counsellor: Very good. Yes, it spreads through needles, blood, from 

infected pregnant mother to the foetus, and through sex. He pauses for a 

moment as if to emphasize what comes next. 

 
 

“Definitely through immoral sex” Another pause, “It won‘t spread through 

any other way, dress, towels…you should know all this”. 

 
Murugan looks embarrassed while Selvi looks away. 

 

Counsellor: So why are we testing for HIV? To protect future generations, to 

be healthy ourselves…That is why we have come for an HIV test. 

 
 
So far the counsellor‘s tone has been warmly paternalistic as if trying to help the couple 

see his vision of a healthy future for them and for society. Now he suddenly sounds stern: 
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Counsellor: You consent to the test don‘t you? 

 
The couple nod, yes. 

 
 
 
 

The counsellor now reverts to his original warmth and smiles his approval before 

reiterating the availability of free treatment to protect the child and of ongoing care for 

Selvi and Murugan if there is a problem:. 

 
 
 

Counsellor: You don‘t have to worry. We will take care of everything if there 

is any problem. You can come and meet me any time and I will help you. 

 
 
 

He nods to indicate that they can leave, and the couple makes for the door. 

The session has taken less than five minutes. Although Selvi is very tired, she is buoyed 

by the meeting with the counsellor. His courteous and helpful manner, the assurance of 

treatment availability, and his promise of personal intervention if necessary, has reassured 

her. She looks forward to completing the test and returning home. 

 

 

9.2. Analyzing the relationship between women and healthcare providers 

 

Based on the above excerpts, I discuss four main aspects of the relationship between 

pregnant women, healthcare providers, and the antenatal care facilities. These include: (i) 

Symbolic ranking, (ii) Infantilizing women, (iii) Disrespect for women, and (iv) 

Paternalism. I argue that individually, and together, these factors actively restrict women‘s 

capabilities related to autonomous decision-making about the HIV test. 

-317- 



 

 

 
 
Chapter 9. At the Antenatal Clinic 

 

9.2.1 Symbolic ranking 

 

The concept of symbolic ranking is related to the theory of symbolic interactionism 

(Blumer 1969). The theory suggests that human behaviour can be interpreted on the basis 

of symbols – culturally derived social objects – whose meanings are created and shared in 

social interaction. Symbolic forms include language, gesture, rituals, or elements in the 

physical environment, which communicate a certain perception of reality, and human 

beings act on the basis of the meanings that the symbols have for them (ibid: 72). In this 

analysis, I use the term symbolic ranking to describe the social status ascribed to patients 

in public health facilities through the use of culturally recognizable symbols of behaviour 

or action. 

 

A visible example of symbolic ranking of women and their providers is the signboard at 

the entrance to the ICTC requesting patients to remove their footwear. This was common 

in the area, and most patients appeared to comply automatically. Those who failed to do so 

were reprimanded by institutional staff. However, I did not see healthcare providers 

removing their own footwear as they entered the facility although the sign did not any 

specify exemptions. On one of my first visits to a healthcare facilitiy in the area, I had left 

my own footwear at the door along with other patients. Noticing my bare feet, a nurse had 

remarked, “You can keep them on, this rule is only for patients”. 

 
 
 
The differential application of the rule about footwear appears to be related to the status of  
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patients within healthcare institutions. Ann Gold (2007) points out that footwear in India 

has traditionally mediated notions of power and discipline through its association with 

ideas of respect and personal honour. In Rajput kingdoms, an oversized shoe was reputed 

to hang from the walls of the ruler‘s fort. Subjects caught transgressing approved codes of 

behaviour were beaten with the shoe by a person of the lowest caste in order to humiliate 

them into submission. Even the threat of a shoe-beating was considered a deep insult to an 

individual or clan, and served to keep subjects in place (ibid: 268). 

 
 
 
Gold observes that footwear was also associated with social ranking of people (ibid: 271): 

The other recurrent motif involving shoes—who may and who 

 
may not wear them in front of whom—also has to do…with 

dominion and abasement, with symbolic enactments of rank that 

are equally an everyday violence…Very simply, the rules are that 

persons of rank wear shoes anywhere, but persons of no account 

must go barefoot-at least when near superiors. Who wears shoes in 

whose presence indexes rank (p 271). 

 
 
Here, Gold explains that women were expected to remove their shoes and to carry them on 

their head when approaching a gathering of men. The practice was meant to acknowledge 

men‘s higher status while abasing their own. People of lower caste were similarly not 

allowed to own or wear footwear, or had to remove them in the presence of a person of 

higher caste. 
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Within the project area, footwear was associated with notions of hygiene, respect, honour, 

and discipline, rather than with class and rank. Although people did not generally use 

footwear within the village, virtually everybody – men as well as women – wore some 

form of footwear when they travelled outside the village to protect against dirt, sharp 

objects and potential infection. It was also the norm to remove footwear before entering a 

place of worship or a home – even one‘s own home – to indicate respect for the space 

within. Threatening someone with a shoe beating – seruppala adippen paaru (I‘ll beat you 

with my sandals if you don‘t watch out) – was a common form of abuse in local fights in 

the area between both men and women. These associations suggest that the request to 

patients to remove their footwear may be symbolic of the respect patients are required to 

pay providers because of their superior status. 

 

 

9.2.2 Infantilizing women 

 

In addition to their lower rank, women appear to undergo a process of infantalization by 

providers. For example, the physical arrangements of the furniture within the waiting 

room – the nurse and the outreach worker seated at the head with women in straight rows 

in front of them – resembled an old fashioned school room with teachers and students. 

Like school children, women were expected to maintain silence within the room, and 

similar to teachers, healthcare providers reprimanded them when they broke the rule. 
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Similarly, information about HIV transmission mentioned sex but only in the context of 

 

‘immoral‘ behavior, thus neatly linking sexual transmission with immorality. This is common 

in many countries including India (Boyce 2006, Heald 2006, Van Hollen 2010, Kuhanen 

2010, Ansari et al 2010, Keikelame et al 2010). As these excerpts illustrate however, the 

linking of HIV infection with ‘immoral‘ sex was clearly a factor in inhibiting Selvi and the 

other women from attempting any discussion about how they could protect themselves. 

Pregnant women I met with during this research repeatedly distanced themselves from the 

possibility of being infected because “we are not that kind of people”.  They said they 

accepted the test only because they thought it was good to not take even the slightest 

chance – the implication was that there was a remote possibility that they may have 

acquired HIV through other routes such as the use of infected needles in healthcare 

facilities. 

 
 
 
Evidence from Botswana (Heald 2006) suggests that attempts to delink the issue of sexual 

morality from HIV prevention and condom promotion efforts can backfire, as some 

societies want to link prevention through discouraging sexual promiscuity. However, this 

requires more discussion on sexual behavior, not less as is currently being done, especially 

because over 90% of married women in India have reported acquiring HIV because of 

their husbands‘ risky behavior and not their own (Newmann et al 2000, Solomon et al 

2006). 

 
 
The attempt to delink HIV infection from sexuality is also reflected in the near-invisibility  
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of condoms, both in the pre-test discussions, as well as in the ICTC waiting room. 

Although meant to be freely accessed, its placement behind the oureach worker suggested 

that women would need to ask healthcare providers for condoms. Similarly, most 

counsellors had a jar of condoms on their desk but once again, it implied that women (and 

men) would have to ask providers for condoms rather than access them unobserved. Given 

the reluctance of most providers to discuss sexual behaviours, it was unlikely that women 

would ask them for condoms. Indeed during my entire time in the field, I did not once see 

a woman ask a provider for condoms, unless the provider offered it to her. Sometimes I 

noticed men asking, but this was rare. Not surprisingly, rates of condom use among 

married couples in Tamil Nadu is only 2.3% (NFHS 3 2006).  

 

In my own discussions, women rarely mentioned the condom on their own, and reacted 

with silence, giggles, or distasteful looks when I referred to it. It was as if I had said 

“penis” instead.  These findings confirm evidence about the absence of linkages between 

antenatal testing programmes, and family planning and reproductive health services for 

women (See Goon et al, 2001, de Bruyn et al 2005, Mahal and Rao 2005, Prasad et al 

2005, Gupta et al 2006, Delavux et al 2007, McIntyre and Lallemont 2008, Homsy et al 

2009. 

 

The infantalization of women seeking reproductive health care in erstwhile British 

colonies has been observed by other scholars (Manderson 1998, Ram 1998, Van Hollen  
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2003). The introduction of biomedical childbirth practices by the British in their colonies 

in Asia was accompanied by infantalizing young native mothers – treating them as if they 

were still children (Manderson 1998) – and the women were characterized as ignorant but 

innocent victims of unsanitary and unhygienic traditions of childbirth, who had to be 

taught to care for their children according to superior European standards (Van Hollen 

2003). Van Hollen also observes that the practice continues in public healthcare facilities 

in Tamil Nadu, where maternal and child healthcare providers justified making decisions 

on behalf of women patients by constructing them as as poor, illiterate, and incapable of 

making decisions for themselves (ibid: 210-211). According to her, this attitude built and 

maintained social and cultural hierarchy between women and providers, and justified 

enforcement of practices which providers decided were in the women‘s best interests. 

 
 

She gives the example of recommendations made by providers to disregard traditional 

restrictions on certain foods such as banana for young children, and the prescription of 

expensive baby soaps instead of traditional oil baths (ibid). 

 

 

9.2.3 Disrespect for women 

 

The excerpts in this chapter also indicate the singular lack of respect among healthcare 

providers for the women. Note for example, the loud impatience communicated by the 

receptionist at the registration counter, the public reprimands to women who attempt to 

strike up a conversation, the note of command rather than request, and the blatant  
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condescension by the nurse and outreach worker. In their interviews, women often 

explained that they followed recommendations made by providers without demur because 

of fear of being abused (see also Chapter 11). 

 
 
 
The systemic lack of respect for women at public healthcare facilities in Tamil Nadu is a 

recurring theme in the literature (Ramachander et al 2002, Van Hollen 2003, Narasimhan 

2006). Van Hollen (2003: 177) points out providers routinely exhibited a “condescending 

and criminalizing tenor” in their interactions with women. Women who questioned, 

criticized, or otherwise resisted their recommendations were termed as ‘ bad mothers‘, and 

any negative health outcomes were attributed to non-compliance with the 

recommendations (ibid). The result was a pervasive fear among women of being 

vociferously scolded and insulted (ibid). 

 
 
 
Ramachandar and colleagues (2002) similarly observe that healthcare providers involved 

in the provision of abortion services in Tamil Nadu routinely abused women patients. 

Compliance was valued and non-compliance resulted in abuse and/or refusal to treat. 

 
 

Women also described the public healthcare system in the state as being slow, corrupt, 

condescending and indifferent (Narasimhan 2006). Similar observations about the 

relationships between healthcare providers and women patients in India have been made 

by other researchers (see Fochsen et al 2006). 
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Van Hollen (2003: 130) explains the abusive manner of lower level staff at public 

healthcare facilities in Tamil Nadu as an attempt to exert authority and maintain social 

distance by asserting their professional dominance upon others from a similar caste and 

class background. In her view, higher level staff such as doctors did not need to do so 

because of clear class distinctions between them and their patients (ibid). Findings in this 

study confirm her observation that healthcare providers used the development discourse to 

construct social hierarchies, rather than to exert professional dominance, already in place 

because of factors such as qualifications, employment, income, and social status. 

 
 

Yet, as Selvi‘s reaction to the counsellor indicates, women also experienced providers as 

caring and concerned (see also Chapter 11). The difference between the attitudes of 

counsellors as compared to other healthcare providers may lie in the fact that early 

responses to HIV emphasized the importance of counselling to protect the rights of 

women to informed consent, and to help women diagnosed with HIV cope with the 

infection (see Chapters 5 & 6). The emphasis on counselling led to professional training 

for counsellors that sought to inculcate respect and non-judgement for clients (NACO 

2006). However, other categories of providers do not undergo similar training. 

 

 

9.2.4 Paternalism 

 

Also evident from the findings is a strong element of paternalism by healthcare providers. 

Paternalism in healthcare has been described as actions (by others) that aim to protect  
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competent adults irrespective of their expressed desires, because it is better for them 

(Gostin et al 2009). For example, despite differences in the respect with which they treat 

women, both the outreach worker and the counselor essentially tell women that they 

should undergo the test because in the providers‘ view, this will protect the infants as well 

as allow (infected) women to take care of their own health. Note that both providers fail to 

mention the risk of stigma and discrimination for infected women, women‘s option to 

refuse the test, or the low efficacy of the Nevirapine regimen. There is thus no indication 

that the women are helped to make either an informed or a voluntary decision in the 

matter. 

 
 
Similarly paternalistic practices have been noted by other researchers both in the context 

of HIV (Van Hollen 2007), as well as in the area of family planning (Ram 1998, Visaria et 

al 1999, Rao 2004). Ram points out that almost since the beginning of the family planning 

programme in India; the State pushed only one contraceptive policy at a time, based on the 

realibility of the technology rather than user convenience of the women. For example, the 

intrauterine device (IUD) was identified as the main form of temporary contraception 

(Rao 2004:33), and women were often coerced into acceptance despite high levels of 

morbidity (Bhatia et al 1997, Van Hollen 2003). 

 
 

9.3. Discussion 

The findings in this chapter suggest that most healthcare providers treat women seeking 
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antenatal care services without due respect.  Respect is an essential capability necessary 

for individual and social development and helps to build other capabilities such as 

confidence and self-esteem (Gasper et al 2003). Thus the lack of respect shown by 

healthcare providers can threaten a woman‘s sense of self-worth and undermine her 

confidence in her ability to make informed and voluntary choices (Smilansky 2005, Eddy 

2007). Individually, and collectively, the aspects discussed above – symbolic ranking, 

infantilization, and paternalism – contribute to the disrespect for women because they 

devalue them vis-à-vis providers, dismiss their ability to make appropriate choices about 

the antenatal test, and attempt to make these choices on the women‘s behalf. 

 

The disrespect by providers is exacerbated by the lack of attention to basic amenities for 

women within the healthcare facility, such as seating, drinking water, access to toilets, and 

food and drink facilities. All these factors combine to restrict women‘s capabilities related 

to information and knowledge about the test, alternatives, and consequences; 

communications and interactions with healthcare providers; critical reflection and 

reasoning, and the confidence to assert decisions about the test. These restrictions in turn 

serve to construct the women as passive beings, who cannot by definition, participate in 

decision making. Such a construction robs women of their rights to informed consent and 

simultaneously increases their vulnerability to being coerced into test acceptance.  

 

In the next chapter I discuss strategies used by healthcare providers to coerce women into 

accepting the test. 
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CHAPTER 10 

 

CONSENT IS COMPULSORY 
 
 
 

HIV testing for pregnant women; we must do it as a rule. Because 

you see, it is important to save the life of the baby so it is better 

that this is done…not without their consent, but somehow we have 

to get their consent. We have to make consent compulsory 

(Counsellor, PPTCT programme in Tamil Nadu). 

 
 
In this chapter, I describe the views of healthcare providers about informed consent to an 

antenatal HIV test, and the strategies they use to obtain women‘s ‗consent‘. I also 

demonstrate the extent to which the imposition of testing targets by the Tamil Nadu State 

AIDS Control Society (TNSACS) contributes to the coercion of women into test 

acceptance. Data for this chapter are drawn from focus group discussions (10) and in-

depth interviews (20) with a range of providers including medical officers, counsellors, 

village health nurses, and outreach workers. I also draw on data from about 30 observation 

visits to selected facilities in the project area, and from registers maintained at the 

integrated counselling and testing centres at these facilities. 

 
 
First, I assess claims by HIV counsellors about pressures from TNSACS to ensure 100% 

test acceptance by pregnant women by examining data from ICTCs in selected healthcare  
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facilities. Next, I identify specific strategies used by healthcare providers to ensure test 

acceptance among women. Finally, I discuss these findings against the broader context of 

attitudes, beliefs, and practices among healthcare providers about preventing parent-to-

child transmission of HIV. 

 
 
10.1. Counsellors’ experiences 

 

It was cool and bright that Sunday morning when Anu and I got off the bus at Kallipatti 

village. We had arranged to meet one of the study participants in the village, but it was still 

barely 8.30 am and our meeting was not scheduled till 9.15am. However, buses to Kallipatti 

ran only every hour, and we had not wanted to risk being late. As we made our way to a tea 

stall adjoining the bus stop, I heard a familiar voice, “Madam, what are you doing here?”  

Johnny, the counsellor at the Integrated Counselling and Testing Centre (ICTC) in the 

primary healthcare centre in the area, got off his bicycle to accompany us. Two minutes 

later we were sipping piping hot tea lashed with sugar, and biting off greedy mouthfuls of 

spicy vadai (lentil cakes). I asked Johnny why he was so far away from his own home so 

early on a Sunday. “I am here to canvass for clients for HIV testing at our centre. The 

Medical Officer says we are not meeting the targets so he asked me to visit the villages in 

the area on Sunday mornings and talk to people about the benefits of testing.”  His face 

fell. “In the last two weeks I have been getting up early and rushing off to different places, 

but even though people listen to me and seem interested, I don‘t know if they will come. 

So far only one person has come…and we have to make up the targets in one more week. 
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Otherwise the people at Tamil Nadu State AIDS Control Society (TNSACS) will make a 

fuss; I may even be asked to leave my job." 

 
 
 
In the next few weeks I met several other counsellors attached to different ICTCs in the 

project area to discuss their experiences.  All counsellors said that they had been ordered 

by state authorities to ensure that every woman who was registered for antenatal care 

underwent an HIV test. If antenatal test acceptance was not close to 100%, the counsellor 

ran the risk of being transferred, having increments withheld, or, on occasion, even losing 

her/his job. 

 
 
 
The following excerpts, from one focus group discussion and seven semi-structured 

interviews with counsellors, describe their experiences: 

 
 

Counsellor: As far as pregnant women are concerned, in theory we have to ask their 

consent...we are supposed to talk to them about all the details of the test and only then get 

their consent. But practically it is not like that at all. You know, there is a saying in our 

language, oorukkudaan upadesam… (preaching is only meant for those outside the home). 

In the same way the government wants to show as if we are doing proper counselling and 

consent and all those things to the outside world. But in reality, they have made it almost 

mandatory for women to undergo the HIV test. 
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I asked what they did in practice: 

Counsellor: TNSACS says, “If you see ten antenatal cases, all have to test, 

only then you will get your salary...only if you do 15 

 
HIV tests a day, you will get increment”…We are constantly thinking how to 

meet these targets. If we don‘t have enough cases by the end of the month we 

will go to the medical officer and say, 

 
“Madam I need another 20 cases to complete this month‘s quota.” If we are in 

her good books, she will say, “Ok, I will send some more referrals.” Otherwise 

she may complain to TNSACS that we are not doing our job properly. 

 

 

I asked about the situation in private hospitals: 
 

Counsellor: It is the same if they are taking funds from TNSACS for the PPTCT 

programme. In my hospital, we have to send the reports every month to TNSACS. 

We have to show that if this month 100 women have registered for antenatal care, 

all 100 have been tested. For us the laboratory is away from the counselling and 

testing centre. After saying she will go for the test, a woman may decide to go 

home without having it. But if even one or two women do not complete the test, 

TNSACS will say, ―How did they escape? How did you leave them? Your 

counselling was not good.‖ So if a woman has not had the test, we will 

immediately give her address to the village health nurse and ask her to make 

the woman return to the hospital to complete the test. Valukattayama thaan  
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pannindu irukkom (We are doing it in a compulsory way only). But this is the 

only way we can get our salaries. 

 
In the above excerpts, the counsellors make several claims. First, they suggest that the 

state has set an unofficial target of 100% test acceptance by women. Next, they suggest 

that their salaries are tied to test acceptance by women. Finally, they claim that the test is 

mandatory and women who do not complete it are followed to their homes and forced to 

return and complete the test. These claims are examined below. 

 

 

Targets for antenatal test acceptance 

 

No numerical targets for counselling and testing are available in the state plan for 2007-

2012 (TNSACS 2007), and targets for each year were not available publicly at the time of 

writing this thesis. However, two objectives of integrated counselling and testing centres 

were listed as follows (ibid: 31): 

 
1. Increase clients consenting for testing after pre-test counselling to 98%, 

and  

 
2. Track all antenatal mothers registered in the ICTCs.  

 

The first objective indicates the establishment of a target for HIV test acceptance and 

for informed consent to the test. The second objective suggests that all pregnant 

women registered at ICTCs must be tracked for the test. Together, these objectives 

suggest that counselors must ensure test acceptance of at least 98% of the pregnant  
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women seeking care at the facility. This interpretation is confirmed by the data on 

numbers of women counselled and tested at selected ICTCs between January 2008 

and December 2008 (Table 22). 

 

Table 22: Pregnant women counselled and tested at selected healthcare facilities in the 

project area (January 2008-December 2008) 

 C 1 C 2 C 3 C 4 C 5 C6 C 7 C 8 C 9 Total 
           

Counselled 1602 2302 1155 601 1435 923 1381 1614 1042 12055 
           

Tested 1602 2281 1155 601 1435 923 1381 1614 1042 12034 
           

Proportion of women           

accepting the test (%) 100 99.1 100 100 100 100 100 100 100 99.8 
           

Note: C1-C9 stand for health care facilities in the project area implementing the 

PPTCT programme. C1-C8 are government facilities, while C9 is a private facility 

supported by the state to implement the programme. 

 
Source: Records from integrated counselling and testing centres 

 

 

Note that eight out of nine facilities recorded 100% test acceptance among pregnant 

women. At the only facility which did not, the acceptance rate was 99.1%. The very high 

acceptance rates, coupled with the objectives discussed earlier, suggest that the state may 

have imposed an unofficial target of 100% test acceptance as claimed by counsellors. 
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The imposition of targets within the PPTCT programme in Tamil Nadu has been noted 

earlier (Van Hollen 2007: 25), as well as the state‘s goal of generating statistics showing 

high rates of HIV test acceptance to ‘prove‘ successful prevention of transmission from 

infected mothers to infants. Earlier studies in antenatal care facilities in Tamil Nadu have 

also recorded very high rates (95%-99.8%) of test acceptance among women (Samuel 

2006, Gupta et al 2007, Firth et al 2010), suggesting that the target-based aproch to 

antenatal testing may have been in place for some time. 

 

 

Linking salaries to test acceptance 

 

Counsellors also pointed out that TNSACS threatened to withhold their salaries if they did 

not ensure high test acceptance rates. The following excerpt from an interview with one 

counsellor describes the response of a senior official at the Tamil Nadu State AIDS 

Control Society, to complaints about timely receipt of salaries: 

 
Imagine that I have a palmful of salt in one hand and a palmful of 

sugar in the other. If you were asked,”Do you want this handful of 

salt or sugar, you will say you want sugar. Now imagine the salt is 

the client load for HIV testing that I ask you to ensure...if you 

achieve it, you will get the sugar. Like how your salary is 

important to you, the client numbers are important to me. 

 
 
Here, the official appears to suggest that counsellors will receive their salaries on time 

only if they meet testing targets. The official uses an analogy to suggest that an unpleasant 

-332- 



 

 

Chapter 10. Consent is Compulsory 

 

task (eating salt) must be performed for a pleasant outcome to occur (receiving salaries). 

The linking of salaries and transfers with test acceptance rates has been observed earlier 

by Van Holen (2007) who that notes failure to meet targets could result in a counsellor 

being transferred from a healthcare facility in an urban area to a rural outpost (ibid: 26). 

 
 
 
Unofficial targets for maternal and child health interventions are an old practice in Tamil 

Nadu (Ramachandar et al 2002, Van Hollen 2003). Although a target-based approach to 

family planning had officially been abandoned in India in 1995 (Rao 2004), Tamil Nadu 

still had a target of 70% acceptance of an IUD or sterilization by post-natal women (Van 

Hollen 2003: 147). Healthcare providers who achieved the target were rewarded with 

incentives, and those who did not were threatened with pay cuts (ibid: 145). Predictably, 

women were coerced into acceptance and the state reported over target achievements for 

IUD acceptors (ibid: 148). 

 
 
 
In order to meet targets for antenatal HIV test acceptance, healthcare providers used a 

range of strategies. These are described below. 

 
 
 
10.2. Strategies used by healthcare providers to ensure test acceptance 

 

Healthcare providers employed at least three strategies to ensure test acceptance among 

women: (i) surveillance of women, (ii) manipulation of pre-test information, and (iii) 

Threats made to women about the consequences of refusing the test. 
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Surveillance of pregnant women 

 

The primary point of contact between pregnant women and the state healthcare system 

was the village health nurse (VHN). Village health nurses were attached to health sub-

centres and were trained to provide a range of basic healthcare services.  These included 

routine medical care for minor illnesses and referrals to secondary and tertiary care 

facilities for further treatment. However, the provision of maternal and child health 

services appeared to be their primary responsibility. 

 
VHN: Our most important work is to see who has conceived and 

to register them immediately for antenatal care. We go from house 

to house and see how many of them are married, we ask if they are 

pregnant…or we ask the neighbours. If they are, then within 12 

weeks we register them. For women who come newly (married) 

into the village, we develop contact with them from day one and 

regularly ask if they are pregnant. Every Tuesday when we go for 

review, we tell women in the village that pregnant mothers should 

come to the weekly mothers meeting on Thursday. Every week the 

group meets in one area. This way, we divide up the areas and 

cover the women. 

 
S: Do you meet all pregnant women or do some get left out? 

 
 

VHN: Our job is to cover every ANC so she does not miss any test 

and also has delivery in the hospital. We do not let even one case 
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go...we even walk where there is no bus so we can meet her and 

explain that she must come for the tests and for delivery. Two 

months ago we had gone to a nearby village; on that day the 

Varumun Kappom camp (a public health programme on disease 

prevention) was going on, and we could bring the women that we 

missed at the hospital to the camp for the (HIV) test. 

 
Village health nurses have enormous influence over women‘s access and use of antenatal 

care services. This excerpt illustrates how this influence is used in the surveillance of the 

women in order to ensure compliance with state agendas. Foucault (1977: 170) identifies 

three primary techniques used in modern forms of state or institutional control: 

hierarchical observation, normalizing judgement, and examination. In hierarchical 

observation, the more powerful make the less powerful feel constantly watched and 

judged through keeping a close watch over them and relaying their observations to the 

highest level through the layers of hierarchy. According to Foucault (ibid), the aim is to 

note the ways in which people have deviated from prescribed norms (normalizing 

judgement), and to reform them (examination). 

 
 
In the above excerpts, all three techniques can be observed: hierarchical observation in the 

close and careful watch that village health nurses kept over women of reproductive age in 

the community, and the attempts they made to identify and register newly pregnant 

women as early as possible. These included door-to-door enquiries within local and  
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remote communities, discussions with other women, and weekly meetings. The result was 

to socialize the community to report a pregnancy as soon as it occured, and to establish the 

HIV test as the norm (normalizing jugement). Women who failed to complete the test 

were traced and escorted back to the health facility to ensure that they did (examination). 

 
 

A fundamental characteristic of surveillance is the supervision of the supervisors right 

through the hierarchy. Within the PPTCT programme, village health nurses reported to 

senior health nurses in primary health care facilities, the senior health nurses reported to 

the medical officers in charge, and the medical officers reported to district health 

authorities. In turn, the district authorities reported to the TNSACS, who reported to the 

National AIDS Control Organization (NACO). In its turn, NACO reported to UNAIDS, 

which reported to the UN General Health Assembly on the progress of the UNGASS 

commitments. Within the state, each rank was held accountable by the immediately senior 

rank to ensure that no discrepancies existed between numbers of reported pregnancies and 

numbers of women completing an antenatal HIV test. If they did, the village health nurses, 

counsellors, and outreach workers who dealt with the women directly were held 

responsible, and this placed them under pressure to ensure that women accepted the test. 

 

 

Manipulating pre-test information 

 

As discussed earlier (see Chapter 9), informational manipulation was the most common 

strategy providers used to ensure test acceptance. Most commonly providers withheld  
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information about the risk of stigma and discrimination associated with the test, and about 

the woman‘s right to refuse it. They also failed to discuss the low efficacy of the 

Nevirapine regimen used as prophylaxis in the project area. 

 

I asked healthcare providers to decsribe the information they gave women before the test:  

Medical Officer: We give counselling to them, and tell them about the benefits for 

the child. Without saying it is mandatory, we try to convince the lady. We do not 

tell about negative things. If there is a problem we can see at that time. If we are 

going to be telling about all that, what will happen to the child? Our duty is to 

protect the child and take best care of mother. 

 
 
 
Counsellors: We will explain why we are doing it, what benefits are there for us 

and our children, and how not having a test can impact a child‘s future. We will 

say, “You should do the test so that your baby should not suffer. If you have the 

disease, we will give you medicines to stop your baby getting it and to take care of 

your own health”. Beyond this they are not that educated to understand in depth. 

We avoid telling the negative aspects. Already there is social stigma and people 

are not 100% willing to accept the test even when we stress the benefits. If we tell 

the negative consequences also there are many chances of women refusing the test. 

Also, we need at least 30 minutes to say everything but we don‘t have more than 

five minutes to get the consent of the women. So we only give the main 

information and leave the rest. 
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Village Health Nurses: We tell them we are going to take all the important tests to 

ensure the health of the mother and the baby. We say “We can give medicines if 

there is any problem, otherwise, the baby will be a sick baby. So you have to 

compulsorily do the tests. Like you check the blood to prevent pressure and sugar, 

HIV is also like that only”. Before doing the test, we do not speak about the 

problems. Problems will be there if they are positive. The community might isolate 

them, or their own husband and family may treat them badly. But if we tell like 

that they will be afraid and not come. 

 
 
Outreach Workers: First we will tell them what HIV and AIDS means and the 

main ways the virus is spread. Then we say all pregnant women must do HIV test 

because if they are positive we can give them and the baby free Nevirapine 

medicine so that HIV does not come to the child, and we can also give them free 

treatment for their own health. 

 

 

Withholding information 

 

Here, healthcare providers reveal that they do not give women most of the pre-test 

information recommended by national guidelines (see Chapter 6). For example, all 

categories of providers involved in giving women information about the test – medical 

officers, counsellors, village health nurses, and outreach workers – only mention 

information about the importance of HIV testing and availability of treatment to prevent  
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transmission to infants. Information about primary prevention, the nature of follow-up 

services available, potential stigma and discrimination associated with a positive test 

result, and the option to refuse, are all withheld from the women. These findings confirm 

findings discussed in Chapter 7, and are supported by evidence from India and other 

settings (See Datye et al 2006, Delva et al 2006, Gupta et al 2007, Li et al 2007, Medley et 

al 2008, Oosterhoff et al 2008, Nguyen et al 2008, Evans et al 2009, Groves et al 2010, 

Njeru et al 2011, Ujiji et al 2011). 

 

Figure 19: Pregnant woman with the doctor 

 

 

The problem with receiving inadequate information is that the consent of women will not 

be informed even though it may appear to be voluntary, because it will be made without 

adequate understanding of the test implications. 
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Misrepresenting facts 

 

The excerpts show that in addition to withholding information, healthcare providers also 

constructed the information they gave women to suggest that test acceptance was more 

beneficial than it actually was. Thus they appeared to suggest that an HIV test was on par 

with other, routinely performed antenatal tests, such as for blood glucose and blood 

pressure, was entirely beneficial with no negative consequences, and would entirely 

eliminate the risk of transmission to infants. Note the failure to mention potential stigma 

and discrimination associated with a positive test result for HIV. Note also the 

counsellor‘s use of the phrase ‘we will give you medicines to stop your baby getting it …’ 

and that no provider talks about treatment reducing the risk of transmission to infants. 

However, as discussed earlier (Chapter 6), the use of the sub-optimal Nevirapine regimen 

means that the risk of infants acquiring HIV from their mothers continues to be high even 

after testing and treatment. Data on the numbers of infants who have tested positive after 

prophylactic treatment in India were unavailable at the time of writing. 

 
 
Faden & Beauchamp (ibid: 363) observe that deception is the most common form of 

informational manipulation, and is usually practiced through intentionally lying, 

withholding information, omitting a vital piece of information, and/or exaggerating 

information to mislead a person into believing something that is not true. Although 

counsellors appeared to justify the lack of adequate disclosure by pointing to the limited 

time at their disposal, the fact that all categories of providers resorted to withholding  
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information suggests that it was intentional. 

 

Although women did not receive information from providers about the risks of stigma and 

discrimination associated with a positive test result, they were aware of it (see Chapter 

11). However, the emphasis on the benefits coupled with the absence of reference to 

stigma and dicrimination may have dulled women‘s alertness to the issue, or may have 

encouraged them to believe that healthcare providers would help them deal with it, should 

it arise. Indeed, this is what the medical officer appears to suggest when he says that the 

 
‘problem‘ can be dealt with when it happens. 
 
 
 
 
However, dealing with stigma and discrimination associated with HIV remains the least 

successful area in HIV prevention and care worldwide (UNAIDS 2009). One of the 

arguments supporting the introduction of provider-initiated testing was that increased 

access to treatments for infected people would reduce stigma and discrimination 

associated with HIV (WHO 2004). Although there is some evidence that stigma and 

discrimination levels have fallen in some settings (Obermeyer et al 2009, Orner et al 

2010), other evidence suggests that it is pervasive in most settings including in India.
25

 

 
 
--------------------------------- 

25
 Devasahayam et al 2008, Gupta et al 2008b, Somma et al 2008, Mapunde et al 2008, Bwirere 

et al 2008, Emusu et al 2008, Nguyen et al 2008, Thomas et al 2009, Milay et al 2009, Hardee et 

al 2009b. 
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For example, studies in Thailand, Zimbabwe, Tanzania, and South Africa (Genberg et al 

2008, Roura et al 2008), show that provision of ART alone has not eliminated HIV 

associated stigma and discrimination, and lack of knowledge of the treatment has 

contributed to stigma (Genberg et al 2008). 

 

The excerpts also show that healthcare providers told women that they would receive 

treatment for their own health if they tested positive for HIV. While national policy 

provides for free treatment, the information may be misleading because a large proportion 

of infected women in India do not receive ongoing ART. For example, in 2009, only about 

70% nationally, and about 44% of women in Tamil Nadu, received ART for their own 

health (NACO 2010b). 

 
 
 
In addition to withholding information about stigma and discrimination and the option to 

refuse, providers also did not appear to discuss the issue of primary prevention with 

women. High levels of sero-conversion of women later in the pregnancy or post-partum 

have been reported earlier (Humphrey et al 2006, Ghanotokis 2010, Firth et al 2010, 

Munjoma et al 2010, Venkatesh et al 2011). 

 
 
 
As mentioned earlier, counsellors appeared to justify the practice of withholding 

information from women on the basis of inadequate time and the likelihood that women 

would not understand the information. High client loads have been attributed as a major  
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factor in inadequate disclosure of pre-test information (Datye et al 2006, Homsy et al 

2006, Van Hollen 2007, Sinha et al 2009, Angotti 2010, Ujiji et al 2011), and healthcare 

providers have been found to spend between two and seven minutes with each woman 

(Simpson et al 1998, Sherr et al 2000), far lower than the 30 minutes that counsellors said 

they need to ensure informed consent.  Guidelines for pre-test information say they have 

been framed with the recognition of the problem of high client loads UNAIDS/WHO 

2007, NACO 2007a), but fail to suggest ways to facilitate genuine consent in such 

situations.  Although counselors seem to suggest that low levels of education among 

women are an important reason for not  explaining consequences of testing to them,  an 

earlier study among women attending pre-test counselling in Tamil Nadu showed 

uniformly low levels of understanding about HIV transmission and prevention routes 

among the women unrelated to levels of education (Gupta et al 2007). This suggests that 

the decision to withhold information may be related to the need to ensure test acceptance 

among the women, an assumption confirmed by Van Hollen (2007). According to Van 

Hollen Ibid), the failure to disclose complete and balanced information to women was 

motivated by the need to demonstrate high rates of HIV test acceptance and treatment, and 

of HIV negative babies born to positive mothers (ibid: 23-25). 

 
 
 
The excerpts also reveal that the HIV test is portrayed as a mandatory requirement of 

antenatal care, even though not all providers make this explicit. For example, the medical 

officer points out that that the goal of counselling is to convince women to undergo the  

-343-  



 

 

Chapter 10. Consent is Compulsory 

 

test to ensure that children are protected, and that if women were inclined to refuse, they 

would be persuaded to overcome their reluctance. Similarly, the counsellor and the 

outreach worker do not use the word mandatory or compulsory, but they lso imply that the 

test is a requirement of antenatal care by juxtaposing it with the other tests, as well as by 

failing to disclose the right of women to refuse it. The village health nurse however 

doesn‘t beat around the bush and uses the term ‘compulsory‘in her discussions with the 

women. 

 

I specifically asked providers if the option to refuse was disclosed to women:  

Medical Officer: No, not at all. Now our society has become vulnerable to HIV 

infection. We read in reports that this district has a high load of HIV. So if we miss 

any lady that may be a miserable failure that we are not checking up the dreadful 

disease that is taking over this state, and not helping the innocent babies. So we 

think that all pregnant women must be subjected to the HIV test. HIV test is now 

compulsory for them. We have made it compulsory. There are some women who 

may be reluctant to do the test. But we explain to them and get the consent. 

 
 
 
Counsellors: No, we don‘t tell that. Then women may say we don‘t want to test, 

and TNSACS will say it is our fault. Most of the time they accept, but even if they 

refuse, we can make them consent by giving some reason or another. Sometimes a 

woman might say, “I am healthy only, aren‘t I? Why are you doing this test for  
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me? I never did anything wrong.” Then we will say, “Not like that ma, even if you 

are good, your husband may have done some wrong. So we are testing you so you 

can take care.” 

 
 
 

Village Health Nurses: No, We don‘t say all that. If we say they will not come. 

 
 
 
Outreach workers: No, if we say like that, they will say, “Okay, we won‘t have.” 

See, most of them are illiterate so we only have to  teach them. If we say, “You 

don‘t have to do the test”, it is like saying it is not important. Then HIV will spread 

like wildfire. 

 
 
 
As these excerpts show, healthcare providers withhold information about the option to 

refuse as well as justify it by arguing that if women are given the option, they will refuse 

the test, and risk transmitting the infection to infants as well as contribute to fuelling the 

epidemic in the state. It is difficult to assess the truth of the assumption. Although 

evidence from the state shows uniformly high rates of test acceptance (Samuel 2006, 

Gupta et al 2007), there is nothing to indicate if women were explicitly informed about 

their right to refuse the test, and that refusal would not result in denial of services not 

related to knowledge of HIV status. 
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Threats to women 
 
Linking financial assistance with HIV test acceptance 

 

In their discussions, healthcare providers repeatedly referred to the connection between 

HIV test acceptance and financial assistance for pregnant and post-natal women: 

 
Counsellor: The government is giving Rs 6000 to women as assistance 

during the last three months of the pregnancy and the first three months 

after they deliver the child. This scheme is now being used as an 

excuse by many hospitals to ensure that women complete all the 

prescribed antenatal tests including HIV. The village health nurses will 

check their medical records and only then release the money. This is 

the main reason why women go for testing. 

 
 
Village Health Nurse: We are spreading awareness that only if you do 

all the tests you will be able to apply for the money. After registering 

the antenatal case, we refer them to the hospital and say that both 

husband and wife must do all the tests ....sugar test, HIV, VDRL...and 

only then they can apply for the money. When they return from the 

hospital we check their attai (health care record) to see if they have 

completed the tests. Only then we register them for the scheme. 

Because of this most women go and have the test. 

 
 
Here, the reference was to the Dr Muthulakshmi Reddy Maternity Assistance Scheme,  
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initiated by the state government in 2006 to combat anaemia among pregnant and post-

partum women, and low birth weight among infants (GoTN 2006). Under the scheme, 

women whose income level fell below the poverty line received a sum of Rs 1000/ per 

month (approximately US $ 20) for a period of six months – three months before and after 

the delivery – to help them eat more nutritiously, and take adequate rest by not returning 

to work immediately. Although the scheme was not officially linked with antenatal test 

acceptance, healthcare providers in the area implied that access to the funds was 

conditional upon completion of recommended antenatal tests and institutional delivery. 

 
 

Linking financial assistance with test acceptance is coercive because it can lead women to 

accept the test because of fear that refusal will result in loss of assistance. (Faden & 

Beauchamp (1986: 261) point out that coercion occurs where “one party intentionally and 

successfully influences another by presenting a credible threat of unwanted and avoidable 

harm so severe that the person is unable to resist acting to avoid it” and the coerced 

person‘s “choice” is not their own but effectively that of the “other” (ibid: 339). 

Wertheimer (1987) suggests that an action can be termed coercive if it leaves an 

individual with no reasonable option to choose from, and if the one who is proposing it 

has no right to do so. 

 
 
 
Following Wertheimer, I argue that in addition to the fact that there was no official link 

between the scheme for the financial assistance and test acceptance, and therefore  
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healthcare providers had no right to do so, the threat to deny women access to assistance 

left them with no option but to undergo it because if they did not, they would lose 

substantial amount of money. Data from the survey conducted as part of this thesis 

(Chapter 7) show that the majority of the women reported a household income of under  

Rs. 2000/ per month (approximately US$ 40), falling during pregnancy and in the post-

partum period due to women‘s inability to contribute at these times. Thus, if women did 

not accept the test they stood to lose over 25% of their annual income, clearly an 

unreasonable option. I would further argue that even if the policy did allow it, it would 

still amount to coercion because women would have no option but to accept the test under 

the circumstances I have described. 

 

Threat to withhold treatment 

 

Some healthcare providers explicitly threatened women with loss of access to ongoing 

services if they did not undergo the test: 

 
Medical Officer: We tell them this is compulsory…no test, no treatment. 

 
Counsellor: If they do not do the test, the doctors will simply not see the cases. 

That is the real truth. Now-a-days, everybody is afraid…Even if we told the 

woman she does not have to test, she will be caught at the next step. The doctor 

will ask, “Did the counsellor ask you to have the test?” She will say, “Yes, he did, 

but he also said it was according to my wish so I did not have.” Then the doctor 

will say, “Saying no to the counsellor may be your wish, my wish is that I cannot 

treat you until you go back and take the test.” 
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Note that the counsellor attempts to justify his own failure to facilitate the informed choice 

of women by arguing that other providers will refuse to treat women if they have not 

completed the test. The suggestion is confirmed by the earlier reference to the practice of 

tracing women to ensure that they complete the test. 

 

Sometimes  providers do not explicitly threaten women with loss of access to care in their 

own facilities, but imply that women will not receive care at other facilities if they need to 

access them: 

 
Medical Officer: In some hospitals they may say that we will not treat if you do 

not test, but we don‘t…that is unethical. But what we do is to get women to accept 

the test by giving proper counselling. If the ANC mothers are a bit hesitant, then 

we tell them that if they have to go to another hospital for delivery, the hospital 

will not admit if the HIV test is not done. So far nobody has refused. 

 
 
 
Here, the healthcare provider suggests that women can be persuaded to accept the test 

without threatening them with loss of access to services, by ‘proper counselling‘, and by 

pointing out the hazards of accessing healthcare at other centers without completing the 

test. The reference to the likelihood that women may need to access other healthcare 

facilities relates to the cultural practice of women shifting to their natal homes for the 

delivery. This means that they will have completed most antenatal tests in the facility near 

their marital home, but are likely to deliver in a facility closer to their natal home. 
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Providers also imply Note the implication that is more ‘ethical’ to persuade a woman to 

accept the test despite her reluctance, by pointing to the problems that may arise rather 

than by threatening her with loss of access to treatment. This argument may have been 

acceptable if the provider had simultaneously pointed out the risks involved in test 

acceptance, but as discussed earlier, the failure to do so, simply suggests that he is 

employing a covert rather than an overt form of coercion to ensure that women accept the 

test. The fact that so far, no woman has refused the test, even at this facility, suggests that 

the assumption of covert coercion may be true. 

 

 

Fear of infection 

 

The following excerpt from an interview with a village health nurse underlines that fear of 

accidental infection is an important factor contributing to the coercion of women into test 

acceptance: 

 
Village Health Nurse: We sometimes have to help to deliver the baby. Tomorrow 

if something happens to us who is going to help? We also have children and 

husbands and homes, we also should be well, no? That is why we insist on the test. 

That is why all medical people insist even if they don‘t say so openly. 

 
 
As this nurse observes, the need to protect themselves from HIV infection is an important 

factor behind providers‘ insistence on test acceptance by women. Public healthcare 

facilities in Tamil Nadu do not practice Universal Precautions. Instead healthcare  
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providers are asked to use special delivery kits while assisting HIV+ pregnant women in 

labour (NACO 2007: 25). The kit includes plastic disposable gowns, disposable goggles, 

face mask, disposable shoe covers, and long gloves for providers; disposable bed covers 

and plastic sheets, and a chord clip and dress meant for the infant (ibid).  

 

The lack of universal precautions implies that infected women must be diagnosed so as to 

help providers decide when the kits should be used. Furthermore, counselors reported that 

the order for the kits has to be placed well in advance with TNSACS; thus women have to 

be tested early in the pregnancy to ensure that an adequate number of kits are available at 

the facility. Although guidelines state that all healthcare providers should have easy access 

to post-exposure prophylaxis (NACO 2007: 25), most providers with the exception of 

medical officers, were unsure about where or how it could be accessed in their facilities. 

Evidence from India and other LMICs confirm these findings (Horsman and Sheeran 

1995, Kermode et al 2005, Datye et al 2006, Zelnick and O‘Donnell 2005, Chan et al 

2008, Wu et al 2008, Ohajinw, 2008, Bankole et al 2008, Mulumba et al 2008, Turan et al 

2010). 

 
 
 
10.3. Discussion 

 

The findings in this chapter show that pregnant women in India appear to have little or no 

control over their decision to test for HIV as part of antenatal care, and appear to be 

coerced into test acceptance by healthcare providers. Significantly, healthcare providers  
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too appear to be coerced into forcing women to accept the test, both by the state as well as 

by their own beliefs about the need to protect infants, and to control the epidemic. The 

imposition of targets for test acceptance by the state illustrates that healthcare providers, 

like women, are subjects of the larger state agenda to demonstrate the success of the 

PPTCT programme. 

 
 
 
Tamil Nadu‘s imposition of targets for universal antenatal HIV test acceptance by women 

appears to have anticipated national recommendations for universal antenatal screening 

(NACO  2010),  and  stems  from  the  state‘s  desire  to  maintain  its  leadership  in  HIV 

prevention and care efforts in the country. The state has repeatedly been cited as a model 

for HIV prevention and care (Ramasundaram et al 2001, Kattumuri 2003), and has often 

pioneered approaches such as targeted interventions, networks for positive people, and 

integrated counselling and testing centres (UNICEF 2009). Furthermore, the PPTCT 

programme in the state has been cited as among the best in the Asia-Pacific region on the 

basis of high rates of test and treatment acceptance by women (UNICEF 2010).  This may  

exert pressure on healthcare providers to maintain or increase these rates. 

 
 
 
However, it is likely that TNSACS, too, is under pressure from the national agency, 

NACO, to demonstrate high rates of success on the programme. Although healthcare in 

India falls under the purview of respective state governments, the HIV/AIDS prevention 

and care programme is funded by the national government (Deolaliker et al. 2008). This  
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compels states to accord as high a priority to the issue as the national government does. As 

discussed in Chapter 6, the national government itself is likely to be influenced by external 

agencies including UN agencies, to prioritize the PPTCT programme for a variety of 

reasons (Sridhar and Gomez 2010) discussed earlier in chapter 6. 

 
 
 
In addition to the pressures from the state, the findings identify at least two major factors 

contributing to the coercion of pregnant women by providers: (i). Identifying HIV 

prevention with a moral crusade, and, (ii).  The fear of accidental infection. Key elements 

of a moral crusade have been described as inflating a problem so that assertions far exceed 

the evidence; describing the situation through examples of worst-case scenarios; and the 

conviction that the situation is an unmitigated evil that can only be combated in the ways 

outlined by the crusaders (Weitzer 2010). These elements are visible in claims by some 

providers that the failure to test women will allow the state to be engulfed by HIV. 

Nothing could be farther from the truth as the infection is well under control both within 

the state and nationally. Adult HIV prevalence in Tamil Nadu was only between 0.33% 

and 0.26% at the end of 2009, and between 0.31% and 0.25% nationally (NACO 2010a). 

In comparison, prevalence rates in many sub-Saharan African countries were higher by 

far: Swaziland (25.9%), Botswana (24.8%), South Africa (17.8%), Zimbabwe (14.3%), 

Mozambique (11.5%), Malawi (11%), Uganda (6.5%), and Kenya (6.3%) (UNICEF 

2011b).  Tamil Nadu prevalence rate also compares well with other Asian countries such 

as Thailand (1.3%), Cambodia (0.5%), and Vietnam (0.4%) (ibid). 
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Although healthcare providers do not specify examples of worst-case scenarios, the threat 

of HIV spreading like ‘wildfire‘ can be interpreted as one. As I have argued earlier, this 

projection is simply not true. Finally, the conviction that the situation can only be 

combated by test (and treatment) acceptance by women is also a misrepresentation. As 

discussed in Chapters 3 & 6, the low efficacy of the Nevirapine regimen, the possibility of 

transmission through breast feeding, and the likelihood of women acquiring HIV later in 

the pregnancy suggest that there may be more effective alternatives to preventing 

transmission to infants and to keeping prevalence rates low in the general population. 

 
 

The fear of accidental infection among healthcare providers is real and is visible in the 

lack of access to universal precautions, and low levels of knowledge about PEP access. 

Not surprisingly, providers attempt to circumvent this threat by refusing to treat women 

whose HIV status they do not know. While this may reduce the likelihood of accidental 

exposure to HIV, it will not eliminate it altogether, because the use of antibody tests in 

antenatal HIV testing in India means that many women who test negative may be infected 

but in the window period.  This will continue to leave healthcare providers vulnerable to 

accidental exposure. 

 
 
 
In the next chapter, I discuss the views of policy makers, as well of women and other 

stakeholders about the role and importance of the principle and practice of informed 

consent to an antenatal HIV test. 
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CHAPTER 11 

 

UNDERSTANDING CONSENT 
 
 

Instead of telling us about risks, they should ask the husband to do 

the test at the same time. My husband came with me for the test 

but many men will not go with their wives, or will go later. 

Sometimes they may know they are positive even before the 

marriage but will not say so. Then if HIV is found in the wife, they 

will blame her. “It is your fault; you must have done something 

wrong.” If they test the husband and the wife together this problem 

will not occur (Pregnant woman, negative). 

 
 
 
Different people involved in the programme to prevent parent-to-child transmission of 

HIV have distinct ways of understanding the notion of informed consent in antenatal HIV 

testing, as I illustrate in this chapter. The account is based on data drawn from in-depth 

interviews with women who tested either negative or positive for HIV (n=21), heads of 

non-government organizations (3), and state and national level policy makers responsible 

for the PPTCT programme (6). In addition, focus group discussions were held with 

women (8), husbands (3), and community members (8). Eleven of the women interviewed 

were pregnant for the first time while 10 were pregnant for the second or greater time; 18 

women had undergone the HIV test for the first time, while three had undergone the test 

during an earlier pregnancy; 11 women reported testing HIV-negative and 10 reported  
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testing HIV-positive. Although prevalence rates in the study area were low, interviews 

with similar numbers of women testing negative and positive ensured adequate data from 

infected women. Interviews with all negative women were held in their homes or in the 

health sub-centre in their community, while all women who tested positive were 

interviewed at the healthcare facilities where they received ongoing care. 

 
 
 
Below, I discuss the attitudes to the antenatal test and to informed consent among different 

sets of respondents. Then, I describe what women consider an empowering approach to 

the test in the context of their own lives, and the reality of stigma and discrimination of 

infected people in the community. Finally, I discuss the implications of these findings for 

HIV/AIDS prevention and care. 

 

 

11.1 Attitudes towards antenatal HIV testing and informed consent 

 

Without exception, all participants agreed that an antenatal HIV test was an important and 

necessary addition to antenatal care to help protect infants. Irrespective of their test 

outcomes, all women said they were glad to have undergone the test and were happy that 

they could access treatments for their own health and for that of their husbands. 

 
I am happy I have had the test and to know that there is nothing wrong. 

Having the test is good for our own health and for the health of the child. 

This way my husband and I can come to know what disease we have so 

we can take care (Pregnant woman, negative). 
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They tested me last year and said that I was infected. Then they tested my 

husband. He also had…They gave me medicines to stop the disease going 

to my daughter. She is now two months old and they say she won‘t have. 

My husband is also taking treatment. If I had not found out, I and my 

husband may have died and left our other children to grow up on the 

streets. It is better we know we have this disease, now at least we can take 

the treatment and have a better and longer life (Post-natal woman, 

positive). 

 
 
Women‘s positive attitudes to the test confirm other evidence from Africa and Asia that 

women and their male partners welcomed the test because it helped to protect their babies 

and led to better care for their own health.
26

 However, some husbands resisted their 

wives‘ testing for fear of disclosure of their own HIV status (Gaillard et al 2002). 

 
Despite the uniformly positive attitudes to an antenatal test, there were marked differences 

in the attitudes of positive and negative women to mandatory testing. Women testing 

negative were more likely to support voluntary choice in testing, while all women testing 

positive supported mandatory testing. 

 
I think all pregnant women must have the test but they should not force 

anybody. Instead, they should tell them why it is important, what good 

can happen for them and the child. Then those who want can have. 

 
26

 Ananth and Koopman 2003, Shankar et al 2003, Varkey et al 2004, Homsy et al 2006, Creek et al 

2007, Steen et al 2007, Chersich et al 2008a, Msuya et al 2008, Mugore et al 2008. Msellati et al 2009, 

Obermeyer et al 2009, Orne Gliemann et al 2010, Hardon et al 2011, Ditekemena et al 2011. 
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There may be some people who may not want to have because they will be 

afraid of what others might say if they come to know they have the 

disease. We ourselves can see in front of our eyes how society treats 

people who have this disease…what they once were, and what they have 

become. There are many people with this disease in all the villages here 

and people are seeing how they are suffering and what others are saying. 

So they do not want to get tested (Pregnant woman, negative). 

 
 

The doctors are doing (this) for our good only. I think all pregnant women 

should be made to take the test compulsorily. We should tell them the 

government is giving medicines, and, if we have this disease, we can save 

the child, and also enjoy our own life a little bit. Now there is treatment so 

there is no need to be afraid that we will die (Post natal woman, positive). 

 
 
The overwhelming support for mandatory testing by women testing positive may be 

attributed to at least two factors. First, all positive women who took part in this research 

were recruited from among women who were either receiving post-test counselling, had 

received prophylactic treatment during delivery, or were currently receiving treatment for 

their own health. They may thus have been positively influenced by their own experiences 

of care. Infected women who did not fit into these categories could not be accessed, and it 

is not possible to comment upon their views. 
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Second, infected women in various settings have reported high levels of isolation, 

emotional deprivation, and stigma and discrimination.
27

 Women testing positive in this 

study may have felt that identifying other infected women may augment support, increase 

advocacy for access to treatments, and reduce stigma and discrimination associated with 

the infection. For example, a key objective of networks of positive people is to augment 

membership, and to eliminate stigma and discrimination (INP+ 2011). While this does not 

suggest that networks support mandatory testing for HIV, it suggests that infected people 

are open to encouraging early diagnosis of HIV infection in order to strengthen advocacy 

efforts. Furthermore, positive networks in India and elsewhere have rarely rallied against 

testing without informed consent. The report of the International Treatment Preparedness 

Coalition
28

 (ITPC 2009) on the PPTCT programme in six LMICs identifies several 

limitations including the disproportionate focus on testing, lack of confidentiality, and the 

absence of services to address stigma and discrimination among infected women but  is 

silent on the issue of informed consent. 

 
 
With few exceptions, husbands, community members, and heads of civil society 

organizations in the area supported mandatory testing for women or testing them without  

informed consent. 

 
 
27

 See Ogden and Nyblade 2003, Basanti 2004, Paxton et al 2005, Pallikadavath et al 2005b, 

Mawar et al 2005, Mehta et al 2006, Pradhan et al 2006, Singh 2007, Bwirire et al 2008, Nguyen 

et al 2009, Rahangdale et al 2010. 
 
28

 The ITPC is an international coalition of people living with HIV/AIDS and their 

supporters (ITPC  2011). 
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We should do it in an ordinary way like for any other test. The ladies should not be told 

beforehand. If we tell them in advance, they might feel shy and not do it, or some may be 

afraid and not do it. We can inform the ladies why we are doing the test, but we have to 

tell that it is compulsory. Doing the test is a very good thing…if we identify the disease in 

the beginning stage itself, then we can prevent the child from being affected (Husband, 

negative woman). 

 
 
We should do the test after informing them but all mothers must compulsorily undergo 

this test, so that, for the children no problem should arise. If you ask me, it should be done 

for both people – the man and the woman; they both only have to bring up the baby, no? 

(Community member) 

 
 
For pregnant women, HIV test should be done routinely so that we know if there are any 

complications and we can protect the child. See we do VDRL test (for syphilis) for the 

mother. If there is a problem, we can treat her and stop it going to the child. Same way, we 

must do the HIV test so that we can treat the mother if she has (the infection) and protect 

the child. Right now NACO says we have to get consent and only then test, but I think this 

is wrong. 

We should treat the HIV test like any other test and make all pregnant 

women have it (Head of a medical NGO). 

 
 
 
There is no evidence in the literature regarding support for mandatory testing by husbands  
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and community members, although they support routine antenatal testing (Shankar et al 

2003, Weiser et al 2006, Obermeyer et al 2009). Some scholars have suggested that 

husbands may support their wives being tested for HIV before them because it gives them 

an opportunity to blame the woman for the infection if she tests positive, even though she 

may have acquired it from the husband in the first place, as is the case among 90% of 

infected women in Asian countries including India (Solomon et al 2004, Thomas et al 

2005, Van Hollen 2007, UNAIDS 2009d). The PTCT programme increases this likelihood 

because, in general, pregnant women are the first of the couple to be tested (Medley et al 

2004, Kmietowicz 2004, Van Hollen 2007). 

 
 
Of the three NGOs in the project area were involved in the PPTCT programme, two were 

run by medical doctors and focused on providing clinical care for infected people, while 

one was rights-based and focused on community outreach and advocacy. The support for 

mandatory antenatal testing by the head of the medical based NGO may have been 

influenced by biomedical training, which emphasizes the importance of clinical 

interventions such as testing and treatment over the need to ensure protection of patient 

rights. The views of the head of the rights-based NGO were markedly different: 

 
I think it is better that women have the test but we should not force them. 

We can tell women, “If you do this test it is good for you and the child. If 

you have the disease, problems may be there but we will do the maximum 

to help you. If you don‘t want to do the test, that is also alright, but it is 

better for your child if you have it. 
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What do you think”? I feel our job is only to help women in any way they 

want, not to direct them about what to think. In our culture we always try 

to protect the baby and the mother will also do that if she understands 

(head of a rights-based, non-government organization). 

 
 
 
The NGO director‘s emphasis on the informed consent of women echoes the view among 

rights-based commentators (Gruskin & Loff 2002, Rennie and Behets 2006, Grover 2006, 

UNAIDS 2007b). Note that despite the emphasis, the director points out that Indian 

women will accept the test out of concern for their children if they are assured help with 

the consequences. This view is in keeping with the cultural belief that a woman‘s primary 

role is to prioritize the well-being of the child over her own (see 

 
Chapters 9 & 10), and contradicts the director‘s apparent commitment to the women‘s 

rights to refuse the test. 

 
 
 
Views among of policy makers 

 

National level policy makers appear to disagree with the notion of mandatory testing, but 

simultaneously suggest that it may be difficult to obtain fully informed consent. 

 
I think the issue of autonomy is very much relevant. It is culturally 

appropriate to give women a choice and we cannot make a conclusion that 

just because they are 8
th

 standard pass, they cannot have a say in their own 

lives. That is why we specifically ask women if they want to test or not  
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after the group pre-test session. If there is no response, we take it that they 

want to test. If someone says they don‘t want to, that‘s okay. If you ask a 

lot of people, they will say mandatory testing is ok. That it is practical. But 

practicality is not the only test of good policy. I would never agree with it. 

 
 
 
But again, policy is a bench mark. Practical reality may be below the 

bench mark. Informed consent is a choice the lady is making, and 

understanding is very important in this situation. But many of the 

understanding components are possible only in a one-to-one setting. But, 

for pregnant women, it is only group-counselling because it is provider-

initiated and the client load is very high. So, there is no way to ensure that 

each and every woman has understood information about the test 

(National level policy maker in charge of the PPTCT programme). 

 
 
 
These remarks reveal the ambiguity among  national level policy makers to the practice of 

informed consent. Although the official being interviewed acknowledges the importance 

of promoting the autonomy of women in antenatal testing, he simultaneously suggests that 

this may not be practical because of high client loads and lack of provider time at 

antenatal facilities. The view is problematic because it implies that the role of policy is 

limited to setting standards for informed consent without accounting for the context within 

which these standards are met. 
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For example, the official acknowledges that group information sessions may not allow 

women to adequately understand the implications of the test, and thus compromise the 

notion of voluntariness (Faden & Beauchamp 1986). However, rather than seek ways to 

address these limitations, he simply suggests they must be accepted as ‘practical reality‘. 

In this interpretation, policy makers can publicly claim that the country supports women‘s 

rights to informed consent, while being fully aware that women cannot exercise the right 

because of structural limitations. The lack of action to address these limitations indicates 

that policy makers are likely to condone mandatory testing of women. Although the 

official cites the need to ascertain women‘s wishes before administering the test as proof 

of State commitment to informed consent, most women will be unable to refuse a 

provider‘s recommendation to test because of factors such as disempowerment, fear of 

abuse and/or loss of access to healthcare services, and a culture of accepting 

recommendations made by providers (Karim et al 1998, Maman et al 2006, Weiser et al 

2006, Groves et al 2010). 

 
 

Policy makers involved in the PPTCT programme in Tamil Nadu appear to be openly 

dismissive of the need to obtain the informed consent of women, as the following excerpts 

illustrate: 
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If somebody says you should go and get tested, you should do (the test). 

It‘s not a big deal. I think we are accepting this (idea of) counselling and 

consent, because we are always trying to do a programme that is tested 

somewhere else. Tell me, is there any counselling for any health issue? I 

think HIV has been romanticised – that there is no cure…That these 

people are going to die. If you had that world view seven years ago, I 

would have agreed. But things have changed. Most people coming to 

government hospitals are from low income groups and poverty stricken. 

For them, informed consent is not the issue. They want to be treated with 

respect and dignity. There should be a place to sit, water to drink, toilets 

should be clean, and sheets should be clean. This is all I want for the 

patient (Official responsible for HIV/AIDS prevention and care 

programming in Tamil Nadu at the Tamil Nadu State AIDS Control 

Society). 

 
 
 
This excerpt suggests that the official responsible for the HIV/AIDS prevention and care 

programme in Tamil Nadu is dismissive of the notion of informed consent, at least in 

public healthcare facilities. According to her, informed consent and confidentiality are 

treated as foreign concepts, and irrelevant to Indians accessing public healthcare services.  

The only important issue is to treat women with respect and to provide quality care. 

Similar views about the irrelevance of the notion of patient autonomy and informed 

consent have been expressed by others in India, Pakistan and Nigeria (Gibney et al 1999,  

-365-  



 

 

Chapter 11.Understanding Consent 

 

Datye et al 2005, Jafarey et al 2006, Irabor et al 2009).  Physicians in these countries 

argue that patients expect providers to take decisions on their behalf, often in consultation 

with family members, and promoting respect for patients rather than their autonomy 

should be the aim of healthcare providers and institutions. Ezeome and Marshall (2009) 

point out that although consent regulations in Nigeria are based on Western principles, a 

valid informed consent in medical practice is the exception rather than the norm. She 

ascribes the lack of commitment to informed consent to several factors including a culture 

of respect for social superiors such as medical providers, the ignorance of patients about 

their rights, and the relative absence of litigation in instances of medical malpractice 

(ibid). 

 
 
 
The disregard for informed consent requirements is also evident among international 

policy makers. De Cock, the current head of WHO‘s HIV/AIDS prevention and care 

programmes has argued that pre-test counselling and informed consent requirements must 

be removed in the context of an antenatal test in view of the increasing availability of 

antiretroviral prophylaxis (De Cock et al 2002). Although this was advocated in the 

context of the severity of the African epidemic, it paved the way for relaxation of consent 

requirements in the UNAIDS/WHO (2007) recommendations. 

 
 

The TNSACS official also dismisses the need to disclose recommended pre-test 

information about potential stigma and discrimination, and the option to refuse: 
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Most women who come to our centres are semi-literate. They are not 

aware of the consequences of a positive result. Although it is their right to 

know what the consequences could be, this is difficult to say in practice. 

Why? Because the case loads are high because in most government 

healthcare facilities, the lab and other systems close in the afternoon. The 

woman is also in a hurry. So we have to see if it is practical. If I am a 

counsellor and if I am  trained, I may not go into the negative things in too 

much detail. I think it is not necessary to say ―Your husband will say 

that, your mother-in-law will say that, your society will say this…ART, 

medicines, adherence, I think if you say these things, it is enough. 

 
 

The message should be that HIV is not the end of life, you don‘t have to 

be scared, we can do something about it. 

 
 

I think it is better not to tell about the option to refuse because our people 

will get more confused. I recently went to a healthcare facility in 

Pudukottai. There was an HIV positive woman feeding her child with a 

paalaadai (feeding cup). I asked why she was not breastfeeding. She said 

she was afraid that her infection would pass to her baby. I asked “Didn‘t 

they say that you should not mix breastfeeding with formula”? She said, 

“Yes they are saying two things”. Later I had a meeting with the 

counsellor and explained, “Whatever you say should not be contradictory 

or leave the person confused.” 
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Similar to the official leading the national PPTCT programme, here the official of the state 

programme points to “practical‘ difficulties such as high client loads, and lack of provider 

time that restrict the ability of providers to obtain the informed consent of women. This 

attempt to justify the lack of commitment to informed consent fails because she 

simultaneously suggests that counsellors must focus on disclosing the positive aspects of 

testing such as access to treatment and support, rather than on associated risks such as 

stigma and discrimination by husbands and in-laws. The practice of withholding 

information on potential stigma and discrimination and the option to refuse in healthcare 

settings suggests that these ‗views‘ take precedence over national policy 

recommendations.(see Chapters 7, 9 & 10). 

 
 
 
 

The official also dismisses the need to inform women about the option to refuse by 

arguing that women are likely to be confused by receiving information about the 

importance of the test, at the same time as being told that they have an option to refuse it. 

As an example, she describes an encounter with an infected woman feeding formula to her 

child in order to protect against the risk of transmission through breast milk. The woman 

reports having received information about both breastfeeding and formula feeding, and 

appears to have made a clear choice to not breastfeed. However, the state policy maker 

suggests that the woman made the choice out of a confused understanding of her options, 

although there is nothing to indicate that this is the case. The likelihood that the policy  
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maker is wrong is supported by evidence that infected women in Tamil Nadu make 

pragmatic choices with respect to pregnancy and other healthcare services based on 

availability, cost, family support, support from networks of positive people, and credibility 

of specific providers (Narasimhan 2006, Van Hollen 2007, Kaniappan et al 2008). 

 
 

The official‘s suggestion that women must not be provided with information about the 

option to refuse the test was anticipated nearly ten years earlier by De Cock and 

colleagues (2002) who argued that the rights of women to refuse the test must be weighed 

against the right of the infant to be protected from HIV infection (ibid: 70). Furthermore, 

despite UNAIDS/WHO policy recommendations, many women in LMICs have reported 

not receiving information about their right to refuse the test (Yaremenko et al 2004, 

Paxton et al 2005, Weiser et al 2006, Bell et al 2007, Van Hollen et al 2007, Groves et al 

2010). 

 
 
According to a UNICEF official involved in the PPTCT programme, obtaining informed 

consent simply means that women must be informed that they are tested for HIV, and that 

their consent is required: 
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In my view, informed consent means giving information and taking 

consent. The policy is that no pregnant woman should be tested without 

being informed that her consent is required for an HIV test. This is usually 

done in a group education session. I think this model of obtaining 

informed consent is a really good opportunity for the mother to learn about 

HIV and the importance of testing in order to prevent mother-to child-

transmission. I don‘t think the disadvantages of the test are being pointed 

out, and I don‘t think they should be. What will you say to the woman? 

Will you say that if you test positive you will be thrown out of your 

house? No, I don‘t think that can be done. I think it is very important to 

fully utilize the opportunity to prevent infection in newborns (Senior 

official with UNICEF responsible for assisting the state government in the 

PPTCT programme). 

Here, a senior official attached to UNICEF, the primary technical advisory agency on the 

PPTCT programme, suggests that informed consent is primarily about educating women 

on the issue of parent-to-child transmission, and emphasizing the importance of test 

acceptance, while withholding information about the implications of the test, and 

facilitating women to make a decision. For example, he defends the practice of 

withholding information about risks associated with the test by pointing out that providing 

the information may harm efforts to prevent transmission to infants. The implication is  
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that if informed, women will refuse the test, and transmit the infection to infants. 

 
 
In contrast to the above officials, some policy makers emphasize the importance of testing 

pregnant women for HIV only with their informed consent: 

 
I think informed consent is absolutely essential…Why? Because we are 

human beings and not animals, that‘s why. Women should have the option 

to refuse. If they don‘t want to, why they should test? Essentially, the 

person who is going to handle the consequences of an HIV positive result 

is not the healthcare provider who is making the offer. When they cannot 

be with the positive woman to handle the consequences, how can they 

decide that the test is going to be beneficial to her? What happens if a 

woman is beaten up? Can healthcare providers ensure that she is not 

beaten up? Will they promise to take legal action if she is? 

We just cannot make the test mandatory even for the sake of the child. 

Definitely unborn children getting infected is a big thing and we don‘t 

want this to happen. But frankly speaking, our way appears to be, ―I am 

really not interested in women understanding the test and its 

consequences, I am only interested in their saying yes‖. I think it is more 

important to ensure that a woman understands the consequences of the 

test, and is confident that she can deal with them. But healthcare providers 

prioritize targets as they did in the family planning programme, and leave  
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the consequences of a positive result to the individual (Senior official at 

AIDS Prevention and Control Programme, key technical advisory agency 

to Tamil Nadu State AIDS Control Society). 

 
 
 
The excerpt highlights the policy maker‘s view that obtaining the informed consent of 

women is important because it recogonises human rights of the women and ensures that 

they have a chance to protect themselves against the potential violence in the event of a 

positive test result. He also points out that healthcare providers cannot protect women 

from such a possibility and therefore has no rights to impose the test on her. Furthermore, 

the official confirms assumptions made in this thesis and by others (Van Hollen 2007) that 

the goal of the state programme is to demonstrate high rates of HIV testing and 

prophylactic treatment. 

 

Women’s views on informed consent to antenatal testing 

 

Women testing both positive and negative said that disclosure of information about 

potential stigma and discrimination, and the option to refuse, was unhelpful. Most women 

said it was unnecessary for them to authorize the test. 

 
 
 
“It is good that we tested. If they had said to me that I need not do the test because there 

will be problems, I may have refused the test. But they said that all pregnant women had 

to compulsorily test for HIV, and so I did. Because of that, my son was born without this  
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disease, and my husband and I are also taking treatment. By simply telling women that 

there will be problems, the problems will not go away. Same way, telling women they 

don‘t have to take the test, means that some women who are infected may unknowingly 

pass the disease to the child. Instead of saying all these things, they should do something 

to see that there are no problems. “(Post-natal woman, positive). 

 
Women testing negative expressed similar views. Essentially, all respondents agreed that 

telling women about potential stigma and discrimination was likely to make them 

reluctant to accept the test, and being told they could refuse the test was likely to 

encourage them to do so. According to them the decision would effectively shut off 

women‘s options, if infected, to protect their infants and access treatments for their own 

health. Several women pointed out that healthcare providers ought to adopt approaches to 

testing that would protect infected women from stigma and discrimination, rather than 

simply provide information about it. 

 

There is no evidence in the literature on women‘s views on pre-test information about 

stigma and discrimination, and the right to opt-out. However, the reasons advanced by 

women in this study reveal their pragmatic approach to the test – women (and children) 

must benefit from the availability of treatments and must not be discouraged from test 

acceptance. While these views resonate with the views of other stakeholders, the 

difference is that women are also concerned about potential discrimination associated with 

a positive diagnosis and suggest that healthcare providers should take concrete steps to  
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address it. Other stakeholders are silent on the issue. 

 
Most women testing negative and all women testing positive felt that healthcare providers 

should not have to seek their permission to proceed with an antenatal HIV test. 

 
The doctor knows better about the state of our body and health, even 

things that we do not know they know. They do not have to take our 

permission for anything. (Pregnant woman, negative). 

 
They did not ask whether we want to do or not but I feel there is no need. 

They are telling us to do the test because it is better for our health and for 

the health of the baby, so they need not ask (Post-natal woman, positive). 

 
 
These excerpts suggest that women‘s dismissal of the need for authorization stems from 

their trust in healthcare providers, respect for their professional qualifications and skills, 

and their authority over women.
29

 Thus, it can be argued that healthcare providers are in 

the role of a fiduciary, and have a moral responsibility to ensure the well-being of the 

women. This implies that they must take greater, not lesser care, to alert women to 

potentially harmful consequences of test, and/or  take concrete steps to protect women 

from such harm. By suggesting that information about risks be kept from women, policy 

makers do not appear to recognize or respect the responsibilities healthcare providers must 

have for the women. 

------------------------------------------- 
29

 See Gaillard et al 2002, Shankar et al 2003, Pallikadavath et al 2005b, Lee et al 2005, Igumbor 

et al 2006, Solomon et al 2006, Gupta et al 2007, Sinha et al 2009, Pai et al 2009, Obermeyer et al 

2009, Hardon et al 2011. 
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A few women testing negative argued that healthcare providers should ask a woman‘s 

permission before proceeding with the test. 

 
I think they should ask us if we want to do or not. See, they are here to do 

their duty, and we are here because of our need for care. They are the 

doctor and they know more than us, we are only patients, but still we are 

human beings no? They can tell us what is good, but we only have to 

decide what should happen to us (Pregnant woman, negative). 

 
The emphasis by some women on their right to decide what happens in their lives suggests 

that conventional relationships of authority of healthcare providers may be changing. The 

assumption is supported by evidence that autonomy levels among young women in India, 

although constrained, is increasing, and outstrips autonomy of young men in indicators 

related to self-worth (Sebastian, Grant and Mensch 2004, Jejeebhoy et al 2010). 

 
 
 
11.3 Legal interpretation of right to informed consent: a case study 

 

The right of patients to informed consent in India is recognized in the Indian Constitution; 

under the Indian Contracts Act (ICA 1872) The Supreme Court of India has held that 

‘consent‘ in the context of a doctor-patient relationship requires a patient to grant express 

permission for an act to be carried out by the doctor, except in situations where the 

patient‘s actions clearly and obviously imply consent (Rangaramanujam 2008). The Court 

has cited the example of a patient entering a dentist‘s clinic, and sitting in the dental chair, 

as an example of a clear and obviously implied consent for examination, diagnosis and 

consultation, but presumably not for treatment. In all other cases, however, the Court has  
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ruled that express consent is necessary. 

 
 
However, the Court appears to primarily recogonize procedural aspects of informed 

consent such as signing a consent form, rather than ensuring that the consent is 

accompanied by adequate understanding and voluntariness of the patient. This is apparent 

in its judgement on a case related to an obstetrical procedure on a female patient as 

summarized below. 

 
Samira, a 44 year old woman, had consulted a doctor with a complaint of prolonged 

menstrual bleeding. On the doctor‘s recommendation, Samira had an ultrasound test and 

returned to the clinic the next day for a laparoscopy. Her mother accompanied her . The 

clinic admitted Samira and obtained her signature on the admission and discharge card, 

and the consent form for laparoscopic surgery. Inside the theatre, Samira was administered 

general anaesthesia and underwent a laparoscopic examination, during which the 

operating surgeon decided that a hysterectomy was necessary. She then took the consent 

of Samira‘s mother, and removed the uterus, the ovaries and the fallopian tubes. 

 
 
 
Samira left the clinic a few days later against medical advice, and without settling the bill. 

The doctor filed a complaint with the local police. In turn, Samira lodged a complaint 

against the doctor with National Consumer Disputes Redressal Commission alleging 

negligence and unauthorized removal of her reproductive organs.She also sought a 

compensation of Rs 2.5 milion (approximately US$ 50,000). The complaint was dismissed 

by the Commission on the grounds that the patient had voluntarily approached the clinic  
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for treatment, and was provided with adequate care. Consequently, Samira filed an appeal 

against the dismissal with the Supreme Court. 

 
 
 
In her appeal, Samira argued that she had visited the clinic for diagnostic laparoscopy, at 

which time she was asked to sign printed forms without being given adequate time to read 

them. She also pointed out that there had been no discussions about the proposed 

treatment, and that the doctor had gained consent for the hysterectomy from her mother 

while Samira was still unconscious, by implying that a hysterectomy was necessary to 

save Samira‘s life. Samira argued that this was a misrepresentation of the situation, and as 

such, her mother‘s consent was not valid. In response, the doctor claimed that Samira‘s 

reproductive organs had been removed only after obtaining the consent of her mother, and 

that the procedure was accepted as proper by the medical fraternity. 

 

In its judgment, the Court declared that Samira‘s consent for a laparoscopic test and 

surgery did not amount to consent for the hysterectomy. The Court also ruled the mother‘s 

consent as invalid, observing that she had no right to give consent on Samira‘s behalf in 

the absence of any emergency (ibid). However, the Court failed to note Samira‟s claim 

that she had inadequate time to read the consent form, and no opportunity to discuss the 

proposed intervention with the surgeon. The Court awarded Samira damages to the extent 

of Rs 25,000 (US$ 500), amounting to only one percent of her claim, by pointing out that 

the medical practitioner had acted in Samira‘s best interests and therefore, ought not to be  
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penalized (ibid). Thus the Court recognized the procedural aspects of the informed 

consent, without paying attention to the issue of understanding, and consequently, of the 

voluntariness of the consent. The low amount of compensation also suggests that the 

Court did not take an especially serious view of the abrogation of informed consent 

requirements by the medical practitioner. 

 
 
 
The Court‘s decisions partly explain the general disregard for informed consent in Indian 

healthcare settings. This is reinforced by the lack of references to informed consent in the 

code of ethics of the Medical Council of India except in the case of surgery: 

 
Before performing an operation, the physician should obtain in writing, the consent from 

the husband or wife, parent or guardian in the case of minor, or the patient himself as the 

case may be (2002:7.16). 

 
 
 
Even in the case of surgery, the code only specifies that consent must be obtained, not that 

it should be informed or that it should be voluntary. This lack of specificity suggests that 

obtaining a patient‘s consent is purely a procedural formality, and is limited to obtaining a 

signature. 

 
 
 
11.4 Stigma and discrimination against infected women 

 

All respondents acknowledged that infected women were discriminated against in the  
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community, although the levels of stigma and discrimination appeared to vary in different 

communities. 

 
I have seen them talk inferiorly about infected people. That girl‘s husband 

just died a year ago and everybody in this village talks very badly about 

her, right in front of my eyes. They say, ―Here, she is going, the aal kolli 

(murderer). Those who come to my shop will speak, near my shop they 

will speak. Sometimes I think she can hear them but she will go without 

saying anything. Sometimes I help by carrying water for her. Many people 

in the village scold me, ―Why do you carry water for that diseased 

person. You will also get it‖. But I just do it anyway (Community 

member). 

 
 
The label, aal kolli above, suggests that infected women may be held responsible for their 

husbands‘ death. As discussed earlier, women who are diagnosed first are often accused of 

being the source of infection by husbands and in-laws, even if they may have acquired 

HIV from their husband (Solomon et al 2004, Pallikadavath et al 2005, Van Hollen 2007, 

2010). One reason for the accusation may be that women are expected to be the bearers of 

morality, and infection with HIV suggests that they have transgressed these rules, at least 

by association (Nyblade and Ogden 2003, Van Hollen 2010). However, other evidence 

shows that community members increasingly recognize that women have most often been 

infected by husbands, and view them with sympathy rather than blame (Van Hollen 2010).  
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Despite the sympathy, a few infected women (n=2) also reported the isolation of their 

HIV-negative children by community members: 

 
Now that the people in this village know that my husband and I have this 

disease, they won‘t allow my son to play with their children. He is 

negative but they are afraid that their children will become infected if they 

mix with us. My husband and I want to resettle where people don‘t know 

about us so our son can have a normal life (Post-natal woman, positive) 

 
 
As this excerpt reveals, infected women may also suffer the anguish of stigma and 

discrimination of uninfected family members due to their own HIV-positive status. 

Pallikadavath et al (2005) and Van Hollen (2010) have both pointed out that uninfected 

siblings of infected people have had problems getting married and that, sometimes, entire 

families may be socially isolated. 

 
 
Discrimination can also include denial of life insurance as one infected woman in this 

study reported: 

 
They say that they will not issue LIC policy (life insurance) for us because 

we are sick and will die soon, and that they don‘t give insurance cover for 

positive people. I have requested many (agents) but they are not accepting. 

They say we will be a loss to the company. 

 
 
Although most people from lower socio-economic backgrounds in India cannot afford  
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health or life insurance, this excerpt shows that they want to be part of an insurance 

scheme that will allow them (or their children) to access money in case of future ill health. 

In 2009, two insurance companies introduced policies for infected people in India (IBR 

2009), but there is no data on the numbers of infected people who currently have health or 

life insurance. 

 
 
Most women who tested positive reported being afraid of, rather than experiencing, stigma 

and discrimination by the community: 

 
If somebody comes to know (that we have HIV), they will think badly and 

speak badly about us. People are afraid that if they talk with a person with 

this disease, or mingle with them, they will also get infected. There was 

another person with HIV here who died some time ago. People came to 

know and would not go near the family. If anybody wanted to go and visit, 

they would say, “Leave them, who know what problems will come to you” 

(Post-natal woman, positive). 

 
 
As illustrated above, the fear discrimination by community members was palpable among 

the infected women I interviewed, even though only very few reported actual instances of 

social isolation or discriminatory behaviour in situations where their status was known to 

the community. The high levels of fear of discrimination rather than discriminatory 

practices has been observed earlier both in India and in African countries (Gaillard et al 

2002, Maman et al 2003, Medley et al 2004, Thomas et al 2005). However, as the excerpt  
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illustrates, the fear is realistic and is fuelled by knowledge of stigma and discrimination of 

infected people in the past. Furthermore, a few infected women in this study reported 

instances of violence by the husband (n=1), and verbal abuse and isolation by in-laws 

(n=2). 

 
When I went home and told my husband that, in the hospital they are 

saying I have this disease, and you also have to come for a test, he became 

angry. “No, I don‘t have anything like that, and you also don‘t have it.” 

Then he beat me on my head and my face. I could not do anything. Then 

he took his bag and left. I still don‘t know where he went. Once I called 

his mobile, but he must have changed the number because there was no 

reply. I was three months pregnant at that time, and it is now eight months. 

He has not come back, and I am living all alone. It is very difficult to even 

have enough food to eat because I am pregnant, nobody gives me work. I 

didn‘t even have money for the bus fare to come to the hospital today, so I 

walked here (Pregnant woman, positive). 

 
The desertion of pregnant women by their husbands when they are at their most 

vulnerable, can severely threaten women‘s ability to support themselves, with regard to 

even basic necessities such as food, travel costs and healthcare. Evience from India, 

Vietnam, and African countries testifies to the fact that infected women are verbally and 

emotionally abused by husbands and in-laws, deserted by husbands, forced to return to 

their natal homes by the in-laws after the death of their husband, and deprived of their   
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share of his property (Stenzor 2003, Manchester 2004, Wambui Waweru 2004, share of 

his property (Stenzor 2003, Manchester 2004, Wambui Waweru 2004, Pallikadavath et al 

2005, Mabumba et al 2007, Devasahayam et al 2008, Van Hollen 2010). 

 
 
 
However, several women (n=4) reported being treated normally by their natal and marital 

families even after knowledge of their HIV status: 

 
I did not have any problems in my house after testing positive. 

 

They all know…my older brother, younger brother, sister-in 

law…even in the village everybody knows. But they said, “She is a 

good girl only. But she was ignorant, she didn‘t know, what can she 

do, she got it from the husband.” They invite us to all functions, they 

will also come home, eat something if we give it to them, and play 

with the child…it is the same as before. In my mother‘s house, they 

treat me like they did before I got married. In my husband‘s house, 

they don‘t talk about it but behave normally  (Post-natal woman 

positive). 

 
 
 
This excerpt confirms other evidence that levels of HIV-associated stigma may be falling 

(Thomas et al 2009, Obermeyer et al 2009, Orner et al 2010), and that fear of stigma is 

more prevalent than actual instances pf discrimination of infected people (Thomas et al 

2009). While I agree that levels of stigma may have fallen, I would argue that efforts to 

protect infected people from stigma and discrimination must include efforts to address  
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their fears about it. Furthemore, the above excerpts show that the stigmatization of 

infected people is widely acknowledged in the community. This suggests that the issue is a 

very real threat to infected women in the area. 

 

 

11.5. Changes to informed consent processes recommended by women 

 

Women suggested two principal changes to the antenatal test approach, which they felt 

would encourage test acceptance women and protect infected women from stigma and 

discrimination. These were (i) couple counselling and testing, and (ii) maintaining 

confidentiality of positive test results. Some women also demanded greater respect from 

healthcare providers as part of their right as patients. 

 

 

Couple counselling and testing 

 

All women, without exception, recommended that husbands be tested with their wives. In 

their view, most infected women acquired HIV from their husbands but were blamed for 

the infection because they were diagnosed first. Testing the husband at the same time 

would reduce the man‘s opportunity to blame the wife. 

 
I think if they (healthcare providers) really want to help women, they 

should test husbands and wives together. See my case. When I went to the 

hospital for check up, they said I have to do the HIV test because I was 

pregnant. That time, my husband did not come 

to the hospital. When I told him that I had this disease, and that the doctor wanted to test  
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him also, he refused to come, and said it was my fault. Then I told his parents about it and 

said that they are giving free medicine in the hospital, so they made him go to the hospital 

and have the test. He also had (HIV). He must have got it before we got married…I feel 

very angry that he has infected me with this terrible disease, and (that he) is blaming me 

because they found I had the disease before they tested him. If they had made him test first 

or tested both of us at the same time, he would not have been able to blame me (Post-natal 

woman, positive). 

 
After seeing my result, the doctor asked me to bring my husband to the 

hospital. But he (husband) fought with me saying that he did not do 

anything wrong, and that I must be the cause of this disease. Then he 

threatened to run away. I was afraid, so I told him, “It is ok even if you 

don‘t come, but please don‘t run away from me.” When I went back to the 

hospital they said that they will do another check up for me only if he 

comes for the test. So I went home and fell at his feet, requesting him to 

come for the test for the sake of the child. He came, but after the doctor 

told him he also had this disease, he left home. Till today I don‘t know 

where he is… Maybe if he had come with me in the beginning itself, the 

doctor would have made him understand (Pregnant woman, positive). 

 
 
Instead of telling us about risks, they should ask the husband to do the test 

at the same time. My husband came with me for the test, but many men 

will not go with their wives, or will go later. Sometimes they may know  
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they are positive even before the marriage, but will not say so. Then if 

HIV is found in the wife, they will blame her. “It is your fault; you must 

have done something wrong.” If they test the husband and the wife 

together, this problem will not occur (Pregnant woman, negative). 

 
 
 
As discussed earlier, women are usually the first to be diagnosed with HIV within the 

PPTCT programme because men often do not accompany their wives/female partners to 

the antenatal clinic. As the above excerpts suggest, a diagnosis of HIV in women before 

male partners are tested can result in infected women being abused and/or deserted by the 

men. In this study women testing HIV positive as well as negative suggested that couple 

counselling and testing could help protect infected women from these consequences (See 

also Wandera et al 2008, Obi et al 2009). However, one study in Zambia found no 

difference in levels of violence between women counselled and tested alone, and those 

counselled and tested with their male partners, but this was only in cases where violence 

was already a part of the relationship (Semaru et al 2005). In other situations, couple 

counselling and testing resulted in increases in test acceptance rates, safer sex practices 

and condom use by male partners, joint decision-making about pregnancy, adherence to 

safer infant feeding practices, and increased disclosure of a positive test result.
30

 

 

 
30

 See also Maman et al 2001, Varkey et al 2004, Solomon et al 2004, Medley et al 2004, 
Semaru et al 2005, Allen et al 2007, Denison et al 2008, Obi et al 2009). 
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Note that one of the women teting positive reports that the attending doctor threatened to 

withhold services if she did not bring her husband for the test, a practice acknowleged by 

counselors in the study area (Chapter 10), and confirmed by other evidence from some 

African countries (CHANGE 2009). Although it is likely that only a few healthcare 

providers made such a threat, it underlines the enormous pressures on women diagnosed 

with HIV within the PPTCT programme and the violation of their right to care. 

 

 

Confidentiality 

 

As in the case of couple counselling and testing, all women – both testing positive and 

negative – agreed that maintaining the confidentiality of a positive test result was essential 

to protect infected women from stigma and discrimination. However, they also pointed out 

that this was often violated by providers and administrators, both within and outside 

healthcare settings: 

 
The state authorities told us, “Go and get the Village Administrative 

Officer‘s signature. If you get it in writing from him that you have HIV, 

we will pay you Rs.500 every month, through the post office.” But that 

means everybody in the 

 
Panchayat office will come to know. Also, if I get money every month, 

people in the post office will begin to suspect something. 

 
Also people will say, “She has this disease, we shouldn‘t talk with her.”So 

we said we didn‘t want the money (Post-natal woman, positive). 
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In the hospital, they are unable to keep the result secret. Definitely one 

nurse will say to another nurse, “This girl has this type of infection.” They 

gossip, so the news will spread and everyone will come to know. Then 

somebody may talk about it to a patient from the same village, “Don‘t tell 

anybody, but this girl from your village has AIDS”. That is the way the 

news usually spreads and the entire village comes to know, and the girl‘s 

life becomes miserable (Post-natal woman, negative). 

 
 
 
The government of Tamil Nadu provides HIV-infected women from a lower socio-

econmic background, financial assistance amounting to Rs 500 per month (approximately 

US$ 10). However, in order to apply for the assistance infected women must reveal their 

status to local administrative officials and risk stigma and discrimination from the 

community. This requirement prevents many infected women from applying for the 

assistance. Thorsen et al (2008) have also pointed out that the PPTCT programme can 

breach confidentiality and increase infected women‘s risk of stigma and discrimination 

through processes involved in accessing financial and nutritional assistance. At the time of 

this research, there was no evidence of efforts to rectify this situation. 

 

As the second excerpt illustrates, healthcare providers were also likely to breache 

confidentiality of infected women. Evidence from India and other Asian and African  
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countries suggests that this is often the case.
31

 As discussed in Chapter 6, national 

guidelines for informed consent to provider-initiated HIV do not include 

recommendations to maintain the confidentiality of test results (NACO 2007). This may 

be one reason why healthcare facilities in the study area did not have protocols to maintain 

confidentiality, nor discussed the issue (see Chapter 10). 

 
 
 
Respect from providers 

 

The lack of respect women  experienced from healthcare providers emerged as one of the 

most important areas for change Identified by them.   

 
For my first baby‘s delivery I went to the hospital in Madurai. That time I 

did not have this disease. There they treated me well. During this 

pregnancy, the hospital here found out I had this problem. When I came 

for the delivery they treated me very badly. They kept me separately in the 

ward and the nurses spoke to me very rudely, very cheaply. ―You are 

HIV positive, okay, so better behave properly. We don‘t want any trouble 

from you…lie down quietly, don‘t make a fuss, or spoil the sheet…we 

won‘t keep changing you‖. If I wanted to pass urine, the ayah (ward 

 
 
31

 See Besser et al 2002, Mullings et al 2004, Paxton et al 2005, de Bruyn et al 2005, de Bruyn 

2006, Datye et al 2006, van Hollen 2007, Chakrapani 2008, Greef et al 2008, Oosterhoff et al 

2008, Ersoy and Akpinar 2008, Thomas et al 2009, Chinkonde et al 2009, CHANGE 2009. 
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assistant) would not bring the bedpan even after I had asked her many 

times. Instead she would scold me loudly, “Why do you have to come here 

and make all this trouble for us?” She would roughly pull me to my feet 

and compel me to walk to the bathroom (Woman who tested positive). 

 
 
I felt some drawback…that they are viewing us as yet another person 

coming who is a burden for them. They use a tone which is highly 

disrespectful. “Hey you, come here... What is your problem? Go and wait 

there, go…” If we ask something they ignore us or reply rudely in such a 

loud voice so everybody can hear, and we feel “why did we ask?” They 

ask us to come early in the morning, but the doctor only comes at 11.00 

am. Even though we wait patiently for two or three hours, she only sees us 

for two or three minutes. I asked the nurse for how long we have to wait, 

and she started shouting at me, “If you didn‘t want to wait, why did you 

come here? You people think we have to do everything according to your 

wish…we can only see according to our convenience…” Everybody was 

looking at me. I felt like crying and wished I had not said anything 

(Pregnant woman, negative). 

 
 
As the excerpts show, some healthcare providers in the project area treated women – both 

infected and uninfected with disrespect and scorn, and refused to provide appropriate care 

to infected women. The disrespect of providers for women seeking antenatal care has also  
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been highlighted in Chapter 9. Other studies in India have also noted the discrimination of 

infected women by healthcare providers (Mahendra et al 2006, Chakrapani et al 2008, 

Kanniappan et al 2008, Thomas et al 2009). The rude manner of address, long waiting 

times, inadequate attention by doctors, and abuse by nurses have also been confirmed in 

earlier studies among women seeking maternal and child healthcare in Tamil Nadu 

(Ramachandar 2003, Narasimhan 2006, Van Hollen 2007). 

 
However, experiences of disrespect were not uniform: 

 

They take very good care. In the hospital the nurses were not very kind, 

and the ayah would not come when I called, but the counsellor and the 

outreach worker were very kind. Even now anytime I can phone them, and 

if I want something the outreach worker will come home immediately. I 

feel I am living only because of them (Post-natal woman, positive). 

 
I went to that healthcare centre because it is a place for poor people like us 

and it is near to my house. Also, they have opened recently and other 

people who went there said they take good care. 

 

Everybody spoke nicely, didn‘t make us wait, the doctor did the check up 

without hurrying or hurting me. She talked nicely and told me what I 

should eat and what I should do to have a healthy baby. I felt happy (Post-

natal woman, negative) 

There excerpts show that women were familiar with both respectful and disrespectful  
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treatment by healthcare providers. Women felt respected when the waiting time was short, 

providers addressed them softly and respectfully, gave them adequate time and attention 

during the checkup, and handled their bodies gently. In contrast, women felt disrespected 

when they were made to wait for a long time before being seen by the doctor, were 

addressed or responded to rudely, and were verbally and physically abused. In addition, 

infected women associated disrespect with being isolated from other patients, reluctance 

of healthcare providers to touch them or to respond appropriately to their bodily needs, 

being scolded for seeking services at the facility, and being addressed with contempt. 

 
 
 
Respect for women also varied across healthcare facilities and categories of providers. All 

women reported being treated respectfully by counsellors and outreach workers. Women 

testing negative identified medical doctors and nurses, while infected women identified 

nurses and ward assistants as main sources of disrespect. As discussed in Chapter 7, the 

supportive attitude of counsellors may stem from their training which emphasizes 

sensitivity, non-judgmental attitudes, and appropriate communication skills (NACO 

2006b). The positive attitude of outreach workers can be attributed to the fact that all of 

them were employed by non-governmental organizations, and were temporary staff whose 

contracts would depend partly upon reports of service quality by clients. Doctors, nurses, 

and ward assistants, on the other hand, were permanent employees of the state 

government, and their salaries did not depend on the quality of services they provided. 

This may explain their lack of attention to the quality of the latter’s interactions with 

patients. High client loads at antenatal clinics, lack of time, inadequate infrastructure to  
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ensure privacy and confidentiality of services, fear of infection, inadequate availability of 

resources for the practice of universal precautions, and lack of appropriate training in 

communicating with patients, may also contribute to the unsupportive attitudes of many 

healthcare providers.
32

 

 
11.6 Discussion 

 

In this chapter, I have drawn attention to the contrast between the pragmatic ways in 

which women approach decision-making about an antenatal HIV test and the disrespect by 

almost all other stakeholders to their right to make an informed and voluntary decision 

about the test, and their ability to do so. Thus, most policy makers dismiss the idea that 

informed consent can, or must promote autonomous decision-making by pregnant women. 

Although some acknowledge that it is important, they maintain that high client loads 

inhibit them from promoting understanding and voluntariness of women‘s decisions. 

However, their commitment to women‘s autonomy and informed consent can be contested 

because they fail to make any attempt to address these barriers, e.g. by increasing the 

numbers of counsellors per facility, and/or increasing the number of days designated for 

antenatal care. 

 
 
Policy makers also join other respondents such as husbands, community members, and 

NGO staff, in justifying the practice of withholding information from women before the 

 
32

 See Jermode et al 2005, Datye et al 2005, Kielmann et al 2005, Zelnick and O‘Donnell 2005,  
Raisler et al 2005, Homsy et al 2006, Van Hollen 2007, Massaquoi et al 2008b, Chan et al 2008, Wu 

et al 2008, Sinha et al 2009, Turner et al 2010, Angotti 2010, Ujiji et al 2011, Li et al 2011. 
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test, including about potential risks and the option to refuse, by pointing out that giving 

women the information may encourage them to refuse the test and, thus endanger infants. 

This suggests that they don’t value the right of infants to protection against HIV over the 

right of the women to make an informed and voluntary decision about the test.Still others 

view the informed consent process as an opportunity to emphasize to women, the 

importance of preventing transmission to infants. Similar views have been expressed by 

healthcare providers (see Chapter 10). These views frame women merely as a means to 

prevent parent-to-child transmission, rather than as individuals in their own right and 

contradict the principle of respect for autonomy (Chapter 2). I have earlier argued that the 

disrespect with which many providers treat women suggests that the practice of informed 

consent is likely to be compromised, even if women were to receive all recommended 

information (see Chapter 9). 

 
 
The failure to ensure informed consent of the women appears to stem from the belief that 

the concept of patient autonomy is irrelevant in the Indian situation. This belief is 

bolstered by a legal climate which formally recognizes procedural aspects of informed 

consent, but overlooks fundamental criteria such as understanding and voluntariness; and 

by a national code of medical practice that fails to mention the need to obtain informed 

consent of patients except in specific situations. It is thus likely that not only women, but 

other patients too will be tested for HIV without their informed consent simply because  
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providers have little to fear, either from superiors or from the courts if they fail to do so. 

 

In contrast to the attitudes of other respondents, women show that they can and do make a 

decision about the test, based on the limited information they receive. For example, 

women strongly support antenatal HIV testing because they are led to believe that 

treatments are available to eliminate the risk of transmission from infected mothers to 

infants, and for the mothers‘own health. As discussed earlier, the information is only 

partly true because women are not aware of the limitations of treatment availability and 

efficacy (see Chapters 7, 9 & 10). Under these circumstances, their support for the test can 

be considesed is eminently reasonable. 

 
 
 
Women‘s recommendations for couple counselling and testing, and for confidentiality of 

positive test results is further evidence of their capabilities related to reflection and 

practical reason. Evidence supporting these calls abounds but the lack of response from 

policy makers suggests that the targetting of women for antenatal testing will continue in 

efforts to prevent parent-to-child transmission. 

 
 
 
In the next chapter, I discuss the findings presented in this thesis, and indicate some 

directions to promote autonomy of women in antenatal testing. 
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CHAPTER 12 

 

 

CONCLUSION 

 
Five years and six months to the day I started this venture, I have arrived at the concluding 

chapter. It has been a challenging and enriching journey, and has left me with a jumble of 

emotions. Foremost among these is my admiration and respect for young women in my 

country. Despite the restrictions to which they are subject to, they prove to be individuals 

capable of meaningful, responsible, and pragmatic reflections about their lives and the 

lives of their children. Parallel to my admiration for the women, runs my deep anguish 

about the disrespect and disempowerment they face from marital families, communities, 

and healthcare providers, and my outrage that policy makers should collude in women‘s 

disempowerment in the context of HIV prevention and care. Most of all, I am disturbed by 

the findings that suggest that women‘s disempowerment in antenatal HIV testing is 

intentional, to ensure test acceptance by women to prevent parent-to-child transmission; 

and that policy makers and healthcare providers place little importance on promoting 

women‘s autonomy or ensuring their informed and voluntary consent to the test. 

 
 
 
Informed consent to antenatal testing is important because it draws attention to the broader 

issue of women‘s disempowerment, especially within the marital home and the healthcare 

environment. Before marriage, young women in Tamil Nadu are increasingly supported 

by natal families to express themselves and to participate in decisions about different  
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aspects of their lives, including day-to-day communication and interactions with others 

within and outside the family, and choice of food and dress, and more significant issues 

such as education, employment and choice of spouse. These freedoms help young women 

develop the confidence and sense of self-worth necessary to promote the capacity for 

autonomous action. 

 
 
 
With marriage, a Tamil woman moves away from her parent‘s home to live with her 

husband and his family. Here, her freedoms are severely restricted. She is forced to follow 

norms laid down by her in-laws and community elders regarding the most basic decisions 

concerning her life – when, with whom, and to what extent she may speak and interact 

with others, what she may wear and eat, when she may leave the house, and where she 

may go. As a new wife, and therefore the least privileged member of the marital 

household, a woman is expected to be responsible for cooking and cleaning in the 

household, but she has no freedom to decide what she may cook, and when or how she 

may clean. As a woman participant in this study explained, a woman goes from being 

‘queen‘ in her natal home to being the ‘maidservant‘ in her marital home. As a result, 

young women feel profoundly disrespected and lose their sense of confidence and self-

worth. 

 
 
The restrictions on women‘s freedoms after marriage are part of their socialization to 

become responsible wives and mothers, and they apply at least until the birth of their first  
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child. As in many other parts of the world, motherhood among Tamil women is invested 

with a sense of responsibility and respect. If women can prove themselves to be 

responsible mothers, they gain the respect of their marital families and the community. 

Women who do not become pregnant within the first year or two after marriage are 

branded as ‘barren‘and ‘inauspicious‘, risk discrimination from family and community 

members, and replacement by another woman in their husband‘s life. A woman therefore 

invests intensely in a successful first pregnancy as it opens the door to greater social 

acceptance and respect, and greater individual control over her own life and that of her 

husband. 

 
 
 
Other stakeholders are also strongly invested in a woman‘s pregnancy. A pregnancy 

confirms a man‘s virility, provides families with an heir, and augments community 

membership. It provides opportunities for healthcare providers and policy makers to 

improve their professional standing through improvements in key development indicators, 

such as infant and maternal mortality rates. In turn, these improvements contribute to the 

state and the country‘s visibility and reputation as a global player in public health. 

 
 

However, the costs of the pregnancy are borne by women alone. For women who marry 

below the age of 20, these costs are exacerbated by physiological factors. For example, in 

addition to the physical demands that a pregnancy makes upon a woman, the pressure to 

have a child soon after marriage, coupled with restrictions on her freedom to communicate  
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and interact with others, limits her ability to access information and resources for safer 

sex, including condom use. Thus, in addition to emotional and social isolation, women are 

also at their most vulnerable to acquiring STIs and HIV from husbands who may already 

be infected, but do not reveal their HIV+ status even if they are know it. 

 
 
 
The high stakes involved in a successful first pregnancy render young women especially 

dependent on healthcare providers. Furthermore, their emotional and social isolation in 

this period implies that young, pregnant women require considerable support to enable 

them to make an informed and voluntary decision about HIV testing. In addition to 

information about the test, its benefits and risks, and available options, women also need 

help to restore their confidence in their right and their ability to participate in decision-

making about the test. Thus, the process of obtaining an informed consent for an HIV test 

needs to be a process of empowering women. This requires the time, attention, and respect 

of the healthcare providers involved. 

 
 
 
However, global and Indian policies for informed consent to antenatal HIV testing appear 

to be designed purely to speed up test acceptance and diagnosis among women to facilitate 

treatment to prevent transmission from infected women to infants (UNAIDS/WHO 2004, 

2007, NACO 2007a, 2010c). In doing so, they restrict women‘s capabilities to make an 

informed and voluntary decision about the test. Although the policies commit to 

promoting women‘s autonomy in testing, the recommendations fail to meet adequately, 

any of the criteria for informed consent, including information disclosure, understanding,  
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voluntariness and authorization. For example, the UNAIDS/WHO (2007) 

recommendations do not suggest that women should be informed about the efficacy of 

prophylactic regimens used to prevent transmission to infants – such as the < 50% efficacy 

of the Nevirapine regimen used in some LMICs, including India. They do not recommend 

information about alternatives to HIV testing to prevent transmission to infants such as 

access to antiretroviral prophylaxis without the test. Although the recommendations ask 

healthcare providers to take adequate time to help women understand the implications of 

the test, such as HIV-associated stigma and discrimination, there is no suggestion about 

how the acknowledged lack of provider time in many healthcare settings can be addressed. 

 
 
 
The latest Indian guidelines fail to ensure that even the most basic requirement of an 

informed consent – information – is met (NACO 2010). The guidelines simply 

recommend that women be told that they are being tested to protect the right of the infant 

to be born ‘HIV-free‘, and that they have the right to refuse the test (NACO 2010).  

Women who test positive are referred for a confirmatory test, at which time they will 

(presumably) receive more information (ibid). 

 
 
 
The disempowerment of women in HIV testing policies is exacerbated in policies and 

practices within the programme to prevent parent-to-child transmission. For example, the 

programme targets women while ignoring male partners for testing and treatment, 

although an overwhelming majority of infected women – over 90% in India – have  
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acquired the infection due to the risky behaviour of their male partners rather than their 

own. Because pregnant women are invariably diagnosed before their partners, they are 

blamed by husbands and in-laws as the source of infection, and risk social and emotional 

isolation by marital families and communities, and violence and desertion by husbands. 

This further disempowers women. 

 
 
Worse, global and national policies to prevent parent-to-child transmission fail to provide 

women with information and resources that can protect them from acquiring HIV 

infection in the first place and eliminate the need for antenatal testing and treatment 

altogether. Although the first prong of the policy framework is primary prevention for 

young women, programme targets and indicators focus on testing and treatment to the 

virtual exclusion of activities related to primary prevention. Finally, the policies stipulate a 

minimum test and treatment acceptance rate of 80%, forcing healthcare providers to 

employ coercive strategies to encourage acceptance among women. Healthcare providers 

in India most often construct the test as a compulsory requirement of antenatal care; 

withhold information about potential stigma and discrimination, and the right of women to 

refuse the test; and threaten loss to access to ongoing care in the event of refusal. These 

practices, combined with the traditional disrespect for women patients by healthcare 

providers in India, lead to the further disempowerment of women in healthcare settings. 

 
 
 
Perhaps the most damaging aspect of the PPTCT programme, at least in India, lies in its  
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threat to reverse hard won gains in health policies for women. The historical emphasis of 

population control policies on prioritizing the health and well-being of infants over that of 

the mothers; the target-based approaches to family planning for women; and the exclusion 

of men in these efforts; have been repeatedly challenged by activists with some success. In 

1995, the target-based approach to family planning was abandoned, and promoting 

women‘s health and well-being was included as a fundamental component of efforts to 

promote child health. In 1997 the State committed to promoting the right of the women to 

informed choice in reproductive health, especially in the context of contraception, and 

included men in the ambit of family planning (Rao 2004). Within HIV prevention and care 

programmes, early practices of mandatory HIV testing, and testing without informed 

consent, were also successfully challenged, and gave way to interventions respecting the 

human rights of people involved.  

 

Since 2004 however, when India first received a grant from the Global Fund to scale up 

the PPTCT programme, policy makers have increasingly emphasized targets for test 

acceptance, have positioned women as the primary cause of HIV infection in infants while 

absolving men of any responsibility; have tacitly encouraged antenatal testing without the 

informed and voluntary consent of the women; and have reprioritized the health and well-

being of infants over women. The emphasis on test acceptance has increased since the 

policy recommendations for opt-out testing were introduced in 2007. It is likely that the 

2010 recommendations for universal HIV screening of pregnant women will result in the  
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further coercion of women into test acceptance. 

 
 
On the face of it, pregnant women appear to have no complaints about being tested for 

HIV without their informed consent. For example, women support the idea of antenatal 

testing, and dismiss the need for information about potential risks associated with the test, 

and about their right to refuse it. Paradoxically, this response is motivated by the need to 

empower women to gain access to treatments to prevent transmission to infants, and for 

their own health, if found infected. However, women prove their commitment to the 

notion of empowerment by identifying alternatives including couple counselling and 

testing, and confidentiality of positive test results, that can better protect infected women 

from the risks associated with a positive result, while simultaneously protecting their 

infants against infection. Some women also identify primary prevention for women as an 

effective alternative. 

 

Like women, policy makers and healthcare providers also support withholding 

information about stigma and discrimination and the option to refuse from women on the 

grounds that it will restrict women‘s access to treatments for preventing transmission to 

infants, and for their own health. However, they appear to disempower women because 

they ignore women‘s need to protect themselves for HIV infection; fail to recommend 

measures to protect infected women from stigma and discrimination, as for example 

couple counselling and testing; and dismiss (in India) women‘s call for confidentiality of 

positive test results as culturally irrelevant; and show profound disrespect for women in  
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their interactions with them. 

 
 
Many policymakers and healthcare practitioners in India attempt to justify attempts to test 

women without their informed consent by pointing to the public health benefits of 

preventing transmission of HIV infection, especially to infants. This is a dangerous 

argument, not least because it fails to take into account the need to uphold the 

constitutionally guaranteed rights of women to informed consent. The point has been 

made before in responses to earlier attempts to restrict informed consent requirements 

through circumventing accepted criteria for restrictions, without providing adequate 

evidence, and without going through adequate processes of public debate (Gruskin and 

Loff 2002). I would similarly argue that there are no legal grounds for testing pregnant 

women in India without their fully informed consent. The low antenatal prevalence rates 

(<0.5%) do not justify restrictions that have been imposed on informed consent 

requirements; and there is no evidence that universal screening of pregnant women is 

necessary. 

 

Perhaps the most telling evidence regarding the lack of commitment to women‘s 

empowerment in HIV prevention and care lies in the relentless push to upscale antenatal 

HIV testing for women without simultaneously ensuring access to appropriate treatment to 

prevent transmission to infants, and for the health of infected women. By the end of 2009, 

nearly 50% of infected women globally, and nearly 35% in India, failed to receive ARV 

prophylaxis. Worse, women in India who did receive ARV prophylaxis were administered  
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single dose Nevirapine which is less than 50% effective. Given the inadequate access to 

treatments, the focus on scaling up antenatal testing globally and in India is puzzling. One 

reason for the gap may be that many women who test positive fail to return for the 

treatment, indicating fears regarding breach of confidentiality, and stigma and 

discrimination by healthcare providers. Except in isolated instances within and outside 

India, there is little evidence that these fears are being addressed. 

 
 
 
Promoting women‘s autonomy in decisions about antenatal testing is particularly 

important in settings where access to ongoing ART for their own health, and to other 

forms of social and financial support, are likely to remain inadequate in the foreseeable 

future. Although severe, the consequences to women of HIV infection may be more 

bearable in industrialized countries where confidentiality can be assured; highly effective 

prophylaxis and ongoing access to ART is easily accessible; healthcare providers do not 

discriminate against infected women; good quality counselling and other support is 

available; and social safety nets are in place. Where these elements are not adequately 

available, as in many LMICs including India, women will have to rely largely upon their 

own abilities to cope with the consequences of HIV infection. Here policy makers have a 

special responsibility to promote women‘s capabilities. Since women are most commonly 

introduced to HIV prevention and care issues in the course of antenatal testing processes, 

it is appropriate that promoting capabilities to make an informed and voluntary decision 

about the test is a starting point for promoting other capabilities to help them cope with the  
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consequences of a positive test result. As discussed earlier, this must include confidence-

building measures, as well as information and skill building, and must be implemented in 

environments that respect women and enable them to participate. 

 

 

Reclaiming women‘s autonomy in HIV prevention and care 

 

Examples of empowering approaches to women‘s health and development, both within 

and outside the HIV/AIDS sector, abound globally, and in India. The Sonagachi project 

promoting HIV prevention and care among female sex workers in Kolkatta in India is 

among the most successful in the world (Jana et al 1999--Samarjit Jana, Nandinee 

Bandopadhay, Amitrajit Saha, Mrinal Kanti Datta, ‘Creating an enabling environment: 

Lessons learned from the Sonagachi project, India‘, Research for Sex Work 2, (1999) 22-

24.) Originally conceived as a health promotion project to educate sex workers about HIV, 

promote condom use and provide STI treatments, the programme was remodelled to 

involve the women in all stages of planning, development, implementation, and review. At 

the centre of these efforts was the commitment to build relationships between programme 

planners and service users that emphasized trust, transparency, open communications, 

absence of hierarchy, and mutual learning. In addition to information and resources for 

STIs and HIV prevention and care, the programme included specific components to 

increase the self-esteem of women, and to empower them socially and economically. 
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These combined adult literacy and legal literacy for the women; advocacy against all 

forms of discrimination of the women including police harassment, violence by clients, 

oppression by brothel owners and pimps, and exclusion of the children of sex workers 

from mainstream schools; assistance with healthcare and education for the children; thrift 

and credit initiatives; social marketing of products used by women such as sanitary 

napkins and condoms; and alliance building with local, national and international trade 

unions to increase visibility, and to confer legitimacy on sex work (ibid). The result was a 

fall in STI rates among women from 75% to 49% in the first five years, and an increasing 

recognition of the rights of sex workers in Indian policy (NCW 1997). 

 
 
 
Describing the development of a self-help manual on reproductive health for women in 

Andhra Pradesh, Ram (1998) observes that the title, Na shreeram Nadhi--my body is 

mine, was conceived by the participants who were working class women. The training 

workshop that led to the development of the manual emphasized both information about 

reproductive health and the rights of women to make decisions about interventions to their 

bodies (ibid). The result was a title that expressed women‘s wishes to articulate their right 

over their bodies (ibid). 

 
 
 
The principle factor behind both the interventions described above is the commitment of 

planners and implementers to promote the ability of largely illiterate, disempowered 

women to exercise their agency, and not to merely increase their access to information and  
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services. The interventions are thus implemented over a period of time that can range from 

several years, as in the case of the Sonagachi project, to several weeks, as in the case of 

the self-help manual. 

 
 
 
The process of empowering women to make autonomous decisions about an antenatal test 

must similarly focus on promoting women‘s capabilities to exercise agency within the 

broader context of decision-making about healthcare in general, and HIV prevention and 

care in particular, and must be conceptualized as a multi-faceted process over time. To 

promote the informed consent of patients, Katz (2002) suggests that interactions between 

healthcare providers and patients must be similar to a free flowing conversation between 

two acquaintances, without recourse to a specific script. According to him, this shared 

exploration will lead to a decision, the outcomes of which may or may not be entirely 

clear to both parties, yet respected and acted upon (ibid). A key aspect in this process is 

the obligation of providers to support patients to develop skills to help them act with 

greater autonomy in healthcare decision-making. Such a process requires both the 

commitment and the time of providers. However, healthcare providers in most antenatal 

clinics in LMICs do not have the time to discuss relevant issues with women, let alone 

help them develop autonomy-related skills. How then can women be helped to make an 

autonomous decision about the test? 

 
 
 
 

-407-  



 

 

Chapter 12. Conclusion 

 

Building upon the models of interventions described above, and on Katz‘s model, the 

process of empowering women will need to be conceptualized as a multi-layered 

overlapping set of interventions. These must be implemented by facilitators who are 

experienced in the process of women‘s empowerment and must be conducted in  

environments where women feel respected, and free to express themselves. Processes of 

empowerment can be based on behaviour change models such as the ‘stages of change‘ 

model that have successfully helped individuals to switch to safer sex and/or drug use 

behaviours to reduce vulnerability to HIV/AIDS (Prochaska et al 1992). A principle 

component of this model is the creation of an ‘enabling environment‘ that targets other 

individuals and institutions in the change process. Training for policy makers and 

healthcare providers in principles and practices of medical ethics including informed 

consent, and for male partners to promote respect for the women, will thus need to be an 

integral part of efforts to promote the autonomy of women in the context of HIV 

prevention and care. 
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APPENDIX 4: Explanatory Statements 

 

Document 1 
 

Explanatory Statement for Women 
 
 

 

Title: Informed Consent in Antenatal HIV testing in rural South India 
 
 
This information sheet is for you to keep. 

 

My name is Shyamala Nataraj. I am from Chennai but am currently studying for a PhD 

degree at the Department of Epidemiology and Preventive Medicine, Monash University, 

Melbourne, Australia, and am undertaking this research study towards my degree. 

Associate Professor Bebe Loff from the Department of Epidemiology and Preventive 

Medicine, and Dr Milica Markovic from the School of Psychology, Psychiatry and 

Psychological Medicine, Monash University, are the Principal Supervisors. Dr Mala 

Ramanathan from the Sree Chitra Tirunal Institute for Medical Sciences and Technology 

is an Associate Supervisor. 
 
Aim/Purpose of the Study 

 

Women seeking antenatal care at government hospitals are asked to undergo many 

procedures and tests as part of care. Recently the government has added the HIV test to 

this list. The government has also issued guidelines about how the test should be offered 

to the women. One of the main guidelines is that women should be given sufficient 

information about the test in a way that will help them decide if they want to undergo the 

HIV test or not. I am conducting this study to understand how the guidelines are 

implemented at the clinics, and what factors influence women to either accept or refuse 

the HIV test. 
 
 
How you were chosen to participate in this project 
 
You have been selected to participate in the study for the following reasons: 

 
1. You have recently received antenatal care at one of the selected antenatal clinics in the 

project area.   
2. You are above the age of 18  

3. You are residing in one of the villages selected for the study.  
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Your contact details were given to me by healthcare providers at the government antenatal 
clinic where you recently received care. 
 
 
What participation means 
 
Participation will mean that you are involved in one or more of the following: 
 

 Interview 

 Group Discussion 

 Interview along with your husband 

 Questionnaire Survey 

 Observation 

 

All the meetings will be held at a time and place convenient to you and other participants 
where others are involved. 

 

Discussions will mainly be about beliefs, attitudes, experiences and expectations around 

marriage, pregnancy, safer sex, HIV and AIDS, healthcare and antenatal care services in 

the area. There may be some questions regarding your marriage, pregnancy, safer sex 

practices etc that you may feel are too personal or intrusive. You are free to not answer 

any question and/or take part in any discussion that you find inappropriate. 

 
The discussions will be audio-taped so that I do not forget or misrepresent anything that 
has been said. I will transcribe them later to analyse the information. 

 

Snacks and tea/ coffee will be served during all meetings. In the event that any meeting is 

held outside your village, a minibus will be arranged to pick you up and drop you back at 

a place within your village. 

 

For the Observation study, I will spend time at selected antenatal clinics observing the 

general lay out, infrastructure and facilities, sequence of procedures with patients, waiting 

times, nature of relationships between patients and providers, and other relevant details. If 

you are attending the clinic at the time of my visit, please speak with me if you wish to do 

so. 
 
How much time will the research take? 
 
Each meeting will take approximately an hour of your time. 
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Possible benefits 
 

All participation is voluntary. You will not receive any money for your participation, and 

you are unlikely to receive any other benefits. However I will share the results of this study 

with antenatal healthcare providers in this area, as well as with policymakers for Tamil 

Nadu and for India about the kind of information and help women need and want to 

make informed and voluntary decisions about testing for HIV at the antenatal clinic. This 

may help them frame guidelines for better practices in the future. 
 
Risks/discomfort due to participation 

 

There is a medium chance that some of the recollections and/or discussions may be 

emotionally distressful to you. Before the interview or discussion, I will ask you to 

identify possible practical options that will be helpful to you in case such an event were 

to occur 
 

 I will stop the interview, or help you leave the group discussion. 

 I will use one of the options suggested by you 

 I will arrange for you to meet a trained counsellor at a time and place convenient to 

you, and at no cost to you. Details are given below. 
 

 

Ms Alagutai 

Community Counselling and Voluntary Testing Centre 

No 10, Gandhi road 

Theni 

 

Rewards to researchers 

 

There is no financial or other reward to the researcher because of conducting the study. 

 

How can you withdraw from the study? 

 

You may withdraw from the study at any time by telling me about it either in person, by 

letter, by phone or by email. If you are unable to do so for any reason, I will consider you 

to have withdrawn if you do not keep the appointment for the interview and/or 

discussions. 
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Confidentiality 

 

All information you disclose will be considered confidential. If you choose to attend a 

focus group, you are asked to respect the confidentiality of other participants, as they will 

be asked to do for you. Any information obtained from you will be kept confidential 

during the study period by applying a code to your file and not your name or address. The 

file linking your code with your name will only be accessible to me, and will be destroyed 

at the end of the research period. Any information published as a result of the study will 

not have details that can identify you. 

 

How can you access research results? 

 

A summary of the results will be mailed to you should you like to have a copy. One or 

two persons from each participating village will also be requested to volunteer to orally 

share the information with other participants who approach them. You may also contact 

me at the address or phone numbers given below. 
 
Publications 

 

It is likely that the results of this research will be published in a professional journal 

dealing with public health and medical ethics. The article will reflect the general 

findings of the study and will not contain any identifying information about you or other 

participants. 
 
Data storage 
 
In India the data will be stored in a locked cupboard in my home during the duration of the 
data collection period in the region. It will then be transferred to the Department of 
Epidemiology and Preventive Medicine, Monash University, where it will be retained for 
five years in a secure place where confidentiality of the information is assured. If the data 
is no longer needed after this period, the University may destroy the data. 
 

 

Use of data for other purposes 
 
This data will not be used for other purposes. 
 

 

Privacy and Confidentiality of data 
 
Care will be taken to protect the privacy of all participants in the following ways: 
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1. All data will be de-identified so that there is no way to identify individual 

participants.   
2. Villages, hospitals and other organisations involved in the study will be identified 

through a code that will be destroyed at the end of the research period to ensure de-
identification.   

3. During the course of data collection in India, paper-based data will be stored in a 
locked cupboard at the researcher‘s home. At the end of that period, the data will 
be transferred to the Department of Epidemiology and Preventive Medicine 
Monash University in Melbourne where it will be stored in a locked filing cabinet 
accessible only to the researchers. Electronic data will be stored on a password 
protected computer.  

 

 

To lodge a complaint 
Should you have any complaint concerning the manner in which this research is 
conducted, you can write to: 

 
Monash University The 

Secretary 
 
The Standing Committee on Ethics and Research Involving Humans (SCERH) Building 
3D, Research Grants and Ethics Branch,  
Monash University VIC 3800 
 
Telephone: +61 3 9905 2052 Fax: +61 
9905 1420  
Email: scerh@adm.monash.edu.au 
 
Contact details of Researcher 
 
1.. Shyamala Nataraj 
 
PhD student, Human Rights and Bioethics Unit Department of 

Epidemiology and Preventive Medicine Central and Eastern 

Clinical School 
 
The Alfred, Commercial Road 
Melbourne, VIC-3004 
 
Phone: +61 3 9903 0555Fax: +61 3 9903 0556 E-mail:  

Shyamala.Nataraj@med.monash.edu.au 
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Document 2 
 
Explanatory Statement for eligible family members (E 2) 

 

Dear Sir/Madam, 
 
Project Title: Informed Consent and Antenatal HIV testing in rural South India 
 

 

Project Affiliation 

 

My name is Shyamala Nataraj. I am from Chennai but am currently studying in the 

Department of Epidemiology and Preventive Medicine, Monash University, Melbourne, 

Australia. Dr Bebe Loff from the Department of Epidemiology and Preventive Medicine, 

and Dr Milica Markovic from the School of Psychology, Psychiatry and Psychological 

Medicine are the Principal supervisors for the project. Dr Mala Ramanathan from the 

Sree Chitra Tirunal Institute for Medical Sciences and Technology an Associate 

supervisor. The Tamil Nadu State AIDS Control Society (TNSACS), Chennai, India has 

given me permission to conduct this study. 
 
Nature and Purpose of the Study 

 

This study aims to explore the factors that can improve the ability of women seeking 

antenatal services at government hospitals in rural Tamil to make informed and voluntary 

decisions about tests and procedures including the HIV test they undergo as routine part of 

antenatal care. The study seeks to understand: 

 

1. Factors that influence women to make decisions in key areas in their lives 

including antenatal care.  
 
2. The nature and extent of influence that healthcare providers in antenatal clinics have 

over women‘s decisions regarding routine procedures and tests including the HIV test.  
 
3. Factors that can help women to make informed and voluntary decisions in the 

context of routine antenatal care including HIV testing.  

 

Why have you been selected? 

 

You have been selected to participate in the study if you should wish to do so, because 

your wife/daughter-in-law/family member has recently received antenatal care at a  
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government hospital in this area, because you are above the age of 18, and because you 

are residing in one of the villages selected for the study. 
 
How I received your contact details 
Your contact details were given to me by your wife/daughter-in-law/family member after 

she received your permission to do so. I will also be contacting husbands and mothers-in-

law of other women from this village and from other villages in this area, who, like your 

wife/daughter-in-law, have recently visited government hospitals in this area for antenatal 

services. Like I invite you, I will also invite them to meet with me to learn more about this 

study and to consider participating in it. 

 

In addition, I plan to meet members of women‘s group, school teachers, healthcare 

workers and Panchayat leaders from this and other villages in this area to participate in 

this study. Apart from these people, I will also invite healthcare providers at the antenatal 

clinics at government hospitals in this area, and people in the government who decide 

what procedures and tests women seeking antenatal care need to undergo. 
 
What will participation mean? 

 

If you are the husband of an eligible woman, you will be requested to meet with me two 

times over a period of three months. This will be for an interview with you and your wife, 

and for a meeting together with a group of other people in the community from this and/or 

other villages in this area. Each meeting will take approximately an hour making a total of 

two hours in all over three months. On these occasions I will request you to talk about 

your beliefs, attitudes and experiences around marriage, pregnancy, safer sex, HIV and 

AIDS and healthcare and antenatal care services in the area. 

 
If you are the mother-in-law of an eligible woman, you will be requested to meet with me 

one time over a period of three months. This will be for a discussion together with a group 

of other people in the community from this and/or other villages in this area. Each meeting 

will take approximately an hour making a total of two hours in all over three months. On 

this occasion I will request you to share your beliefs, attitudes and experiences around 

marriage, pregnancy, safer sex, HIV and AIDS and healthcare and antenatal care services 

in the area. 

 
There will be no money paid to you for your participation. All participation in this study 

is voluntary. You can withdraw from the study at any point-either before the start of any 

interview or discussion, or even in the middle if you so wish. There may be some  
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questions regarding marriage, pregnancy, safer sex practices, HIV etc that you may feel 

are too personal or intrusive. In such a situation, you are free to not answer any of the 

questions and/or take part in any of the discussions at any time during the course of the 

meeting. 

 
Snacks and tea/ coffee will be served during all meetings. In the event that any meeting is 

held outside your village, a minibus will be arranged to pick you up and drop you back at 

a place within your village. 

Your family members, neighbours and others in the community, and your healthcare 

providers at the hospital will not be aware of any things you have shared in interviews 

or discussions. 
 
Study methods 
 
Interviews 

 

If you are the husband of an eligible woman and choose to participate in the study, you 

will be interviewed along with your wife on a day and time that is convenient to all of us. 

An interview is a process where I will ask you and your wife to talk about specific areas of 

your life dealing with your marriage, pregnancy, and healthcare including care during 

pregnancy. In addition, and if you are willing, I will also ask you to talk about your 

contraceptive practices and knowledge of HIV and AIDS. You are free to tell me as much 

or as little as you wish. I will use a tape-recorder during the interview so that I do not 

forget or misrepresent anything that you have told me. The interview will take about an 

hour of your time. You, your wife and I will be the only people present during this 

interview. 
 
Focus group Discussions 

 

If you are the husband or mother-in-law of an eligible woman, you may be asked to 

participate in a group discussion together with a group of other people from the 

community from this and/or other villages in this area. This group discussion will be held 

at a place and time that is most convenient to the group as a whole. During this meeting, I 

will ask the group to discuss their knowledge, attitudes, beliefs and practices with regard 

to specific issues such as marriage, pregnancy, healthcare including antenatal care, 

contraceptive use and HIV and AIDS. At the group meetings there will be another person 

helping me by taking notes of the discussions. The discussions will also be audio-taped so 

that I do not miss any part of them. 
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If you are no comfortable with being audio-taped, you may withdraw from the group 
discussion. I will not audio-tape the interview if you do not wish me to. 
 
Observations 

 

In addition to these meetings, I will spend time at selected antenatal clinics in the area 

observing the general lay out, infrastructure and facilities, sequence of procedures with 

patients, waiting times, nature of relationships between patients and providers, and any 

other details that may strike me as relevant at the time. If you are attending the clinic 

at the time of my visit, please speak with me if you wish to do so. 
 
What are the likely risks and benefits of participation? 

It is possible that some of the discussions may sometimes be emotionally stressful. If this 

happens I will be able to refer you to a trained counsellor who will meet you at the earliest 

opportunity at a time and place convenient to you. This service will be provided at no cost 

to you. The name and address of the counsellor is given below. 
 
Ms Alagutai  
Community Counselling and Voluntary Testing Centre  
No 10, Gandhi road  
Theni 

 

You are unlikely to receive any benefit as a result of participating in the study. However I 

will share the results of this study with antenatal healthcare providers in this area, as well 

as with people who make decisions, both in the State and nationally, about the procedures 

and tests that women have to undertake as part of antenatal care. I expect that this will 

help them understand what women like your wife/daughter-in-law need and want in order 

to be helped to make informed decisions regarding antenatal care, and help them frame 

guidelines for better practice that will help women seeking antenatal care in government 

hospitals in the future. 
 
How can you withdraw from the study? 

 

You may also withdraw from the study at any time you wish to by letting me know either 

by phone or letter or by telling me about it. If that is not possible for any reason, I will 

consider that you have withdrawn if you do not keep the appointment for the interview 

and/or discussions. 
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How will you know the results of the Research? 

 

The results of this study will be available to all participants in several forms including a 

summary report, and oral presentations where possible. The report will be mailed to all 

participants who would like to have a copy. In order to help people who may be illiterate, 

individual participants in different village communities will be requested to volunteer to 

share the information with other participants who approach them. In addition all 

participants will have a copy of my contact details including my phone number and e-mail 

address. This will be useful for all those with access to e-mail. 

 
In addition to individual participants from the hospitals and from the state and central 

governments, the summary reports will also be made available to the heads of these 

organisations. It is unlikely that the results of the study will affect any participant 

personally in any way. 

 
In addition to the summary report I will try to publish the findings in a professional 
journal that deals with issues of public and community health and medical ethics so that 

others will also become aware of the situation in this part of the world. However the 

article will reflect the general outcomes of the study and will not contain any identifying 

information about any of the participants. There will be no names of villages or the 

specific hospitals where the study was conducted. 
 
To lodge a complaint 

 
Should you have any complaint concerning the manner in which this research is 
conducted, you can write to: 

 
Monash University 

The Secretary 
 
The Standing Committee on Ethics and Research Involving Humans (SCERH) 
Building 3D, Research Grants and Ethics Branch,  
Monash University VIC 3800 
 
Telephone: +61 3 9905 2052 
Fax: +61 9905 1420  
Email: scerh@adm.monash.edu.au 
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Contact details 
 
Dr Bebe Loff  
Head, Bioethics and Human Rights Unit  
Department of Epidemiology and Preventive Medicine  
Central and Eastern Clinical School  
The Alfred, Commercial Road  
Melbourne, VIC-3004  
Phone: +61 3 9903 0555  
Fax: +61 3 9903 0556  
Email:  Bebe.Loff@med.monash.edu.au 
 
2. Dr Milica Markovic, PhD  
Social Sciences and Health Research 
 
School of Psychology, Psychiatry and Psychological Medicine 
Monash University 
 
Victoria 3800 Australia 

Telephone: + 61 3 9903 4043 

Fax: + 61 3 9903 4508  
Email:  milica.markovic@med.monash.edu.au 
 
3. Dr Mala Ramanathan  
Additional Professor  
AMCHSS, SCTIMST 

Medical College PO 
 
Trivandrum 695011 

ph. 0091 471 2524234 

fax. 0091 471 2446433  
email:  mala@sctimst.ker.nic.in, mala@sctimst.ac.in 
 
4. Shyamala Nataraj 
 
PhD student, Human Rights and Bioethics Unit 

Department of Epidemiology and Preventive Medicine 

Central and Eastern Clinical School 
 
The Alfred, Commercial Road 
Melbourne, VIC-3004 
 
Phone: +61 3 9903 0555 

Fax: +61 3 9903 0556  
E-mail:  Shyamala.Nataraj@med.monash.edu.au 
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Please sign in the space below to indicate your consent to participate in the research. 

 
There will be no financial rewards/incentives as a result of this study to any researcher 
involved in the study. 
 

 

Where and for how long will the research data be stored 
 
In India the data will be stored in a locked cupboard in my home during the duration of the 
data collection period in the region. It will then be transferred to the Department of 
Epidemiology and Preventive Medicine, Monash University, where it will be retained for 
five years in a secure place where confidentiality of the information is assured. If the data 
is no longer needed after this period, the University may destroy the data. 
 

 

How will Privacy and Confidentiality of data be assured 
 
Care will be taken to protect the privacy of all participants in the following ways: 
 
1. All data will be de-identified so that there is no way to identify individual 

participants.   
2. Villages, hospitals and other organisations involved in the study will be identified 

through a code that will be destroyed at the end of the research period to ensure de-
identification.   

 

During the course of data collection in India, paper-based data will be stored in a locked 

cupboard at the researcher‘s home. At the end of that period, the data will be transferred to 

the Department of Epidemiology and Preventive Medicine Monash University in 

Melbourne where it will be stored in a locked filing cabinet accessible only to the 

researchers. Electronic data will be stored on a password protected computer 
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Document 3 
 

Explanatory Statement for Community members 
 

 

Title: Informed Consent in Antenatal HIV testing in rural South India 
 

 

This information sheet is for you to keep. 

 

My name is Shyamala Nataraj. I am from Chennai but am currently studying for a PhD 

degree at the Department of Epidemiology and Preventive Medicine, Monash University, 

Melbourne, Australia, and am undertaking this research study towards my degree. 

Associate Professor Bebe Loff from the Department of Epidemiology and Preventive 

Medicine, and Dr Milica Markovic from the School of Psychology, Psychiatry and 

Psychological Medicine, Monash University, are the Principal Supervisors. Dr Mala 

Ramanathan from the Sree Chitra Tirunal Institute for Medical Sciences and Technology 

is an Associate Supervisor. 
 
Aim/Purpose of the Study 

 
Women seeking antenatal care at government hospitals are asked to undergo many procedures 

and tests as part of care. Recently the government has added the HIV test to this list. The 

government has also issued guidelines about how the test should be offered to the women. 

One of the main guidelines is that women should be given sufficient information about the test 

in a way that will help them decide if they want to undergo the HIV test or not. I am 

conducting this study to understand how the guidelines are implemented at the clinics, and 

what factors influence women to either accept or refuse the HIV test. I expect that the research 

will help me identify factors that may help women to make informed and voluntary decisions 

about HIV testing at the antenatal clinic. 
 
 
How you were chosen to participate in this project 
 
You have been selected to participate in the study for the following reasons: 

 
1. One of the women in your village has recently received antenatal care at a 

government antenatal clinic in this area.  
 

2. You are above the age of 18.  
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3. You are residing in one of the villages selected for the study.  

 

Your contact details were given to me one of the residents in your village. 
 
 

 

What participation means 
 
Participation will mean that you are involved in one or more of the following: 
 

 Group Discussion 


 Observation 

 

All the meetings will be held at a time and place convenient to you and other participants 
where others are involved. 

 

Discussions will mainly be about beliefs, attitudes, experiences and expectations around 

marriage, pregnancy, safer sex, HIV and AIDS, healthcare and antenatal care services in 

the area. There may be some questions regarding marriage, pregnancy, safer sex practices 

etc that you may feel are too personal or intrusive. You are free to not answer any question 

and/or take part in any discussion that you find inappropriate. 

 
The discussions will be audio-taped so that I do not forget or misrepresent anything that 
has been said. I will transcribe them later to analyse the information. 

 

Snacks and tea/ coffee will be served during all meetings. In the event that any meeting is 

held outside your village, a minibus will be arranged to pick you up and drop you back at 

a place within your village. 

 

For the Observation study, I will spend time at selected antenatal clinics observing the 

general lay out, infrastructure and facilities, sequence of procedures with patients, waiting 

times, nature of relationships between patients and providers, and other relevant details. If 

you are at the clinic at the time of my visit, please speak with me if you wish to do so. 
 
How much time will the research take? 
 
Each meeting will take approximately an hour of your time. 
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Possible benefits 

 

All participation is voluntary. You will not receive any money for your participation, and 

you are unlikely to receive any other benefits. However I will share the results of this 

study with antenatal healthcare providers in this area, as well as with policymakers for 

Tamil Nadu and for India about the kind of information and help women need and want to 

make informed and voluntary decisions about testing for HIV at the antenatal clinic. This 

may help them frame guidelines for better practices in the future. 

 

Risks/discomfort due to participation 

 

There is a small chance that some of the recollections and/or discussions may be 

emotionally distressful to you. Before the interview or discussion, I will ask you to 

identify possible practical options that will be helpful to you in case such an event were 

to occur 
 

 I will help you leave the group discussion. 


 I will use one of the options suggested by you. 



 I will arrange for you to meet a trained counsellor at a time and place convenient to 
you, and at no cost to you. Details are given below. 

 
Ms Alagutai  
Community Counselling and Voluntary Testing Centre  
No 10, Gandhi road  
Theni 
 
Rewards to researchers 
 
There is no financial or other reward to the researcher because of conducting the study. 
 
How can you withdraw from the study? 

 

You may withdraw from the study at any time by telling me about it either in person, by 

letter, by phone or by email. If you are unable to do so for any reason, I will consider you 

to have withdrawn if you do not keep the appointment for the discussions. 
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Confidentiality 

 

All information you disclose will be considered confidential. If you choose to attend a 

focus group, you are asked to respect the confidentiality of other participants, as they will 

be asked to do for you. Any information obtained from you will be kept confidential 

during the study period by applying a code to your file and not your name or address. The 

file linking your code with your name will only be accessible to me, and will be destroyed 

at the end of the research period. Any information published as a result of the study will 

not have details that can identify you. 
 
How can you access research results? 

 

A summary of the results will be mailed to you should you like to have a copy. One or 

two persons from each participating village will also be requested to volunteer to orally 

share the information with other participants who approach them. You may also 

contact me at the address or phone numbers given below. 

Publications 

 

It is likely that the results of this research will be published in a professional journal 

dealing with public health and medical ethics. The article will reflect the general 

findings of the study and will not contain any identifying information about you or other 

participants. 
 
Data storage 

 

In India the data will be stored in a locked cupboard in my home during the duration of the 

data collection period in the region. It will then be transferred to the Department of 

Epidemiology and Preventive Medicine, Monash University, where it will be retained for 

five years in a secure place where confidentiality of the information is assured. If the data 

is no longer needed after this period, the University may destroy the data. 
 
Use of data for other purposes 
 
This data will not be used for other purposes. 
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Privacy and Confidentiality of data 
 
Care will be taken to protect the privacy of all participants in the following ways: 
 

4. All data will be de-identified so that there is no way to identify individual 
participants.  

 

5. Villages, hospitals and other organisations involved in the study will be identified 

through a code that will be destroyed at the end of the research period to ensure de-

identification.  

 

6. During the course of data collection in India, paper-based data will be stored in a 

locked cupboard at the researcher‘s home. At the end of that period, the data will 

be transferred to the Department of Epidemiology and Preventive Medicine 

Monash University in Melbourne where it will be stored in a locked filing cabinet 

accessible only to the researchers. Electronic data will be stored on a password 

protected computer.  
 
 
To lodge a complaint 

Should you have any complaint concerning the manner in which this research is 

conducted, you can write to: 
Monash University  

The Secretary 
 
The Standing Committee on Ethics and Research Involving Humans (SCERH) Building 
3D, Research Grants and Ethics Branch,  
Monash University VIC 3800 
 
Telephone: +61 3 9905 2052 Fax: +61 9905 1420  
Email: scerh@adm.monash.edu.au 
 
 

Contact details of Researcher 
1. Shyamala Nataraj 
 
PhD student, Human Rights and Bioethics Unit Department of 

Epidemiology and Preventive Medicine Central and Eastern 

Clinical School 
 
The Alfred, Commercial Road Melbourne, VIC-3004 
 
Phone: +61 3 9903 0555 Fax: +61 3 9903 0556  
E-mail:  Shyamala.Nataraj@med.monash.edu.au 
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Document 4 
 
 

Explanatory Statement for Healthcare Providers 
 
 

 

Title: Informed Consent in Antenatal HIV testing in rural South India 
 
This information sheet is for you to keep. 

 

My name is Shyamala Nataraj. I am from Chennai but am currently studying for a PhD 

degree at the Department of Epidemiology and Preventive Medicine, Monash University, 

Melbourne, Australia, and am undertaking this research study towards my degree. 

Associate Professor Bebe Loff from the Department of Epidemiology and Preventive 

Medicine, and Dr Milica Markovic from the School of Psychology, Psychiatry and 

Psychological Medicine, Monash University, are the Principal Supervisors. Dr Mala 

Ramanathan from the Sree Chitra Tirunal Institute for Medical Sciences and Technology 

is an Associate Supervisor. 
 
Aim/Purpose of the Study 

 
Women seeking antenatal care at government hospitals are asked to undergo many procedures 

and tests as part of care. Recently the government has added the HIV test to this list. The 

government has also issued guidelines about how the test should be offered to the women. 

One of the main guidelines is that women should be given sufficient information about the test 

in a way that will help them decide if they want to undergo the HIV test or not. I am 

conducting this study to understand how the guidelines are implemented at the clinics, and 

what factors influence women to either accept or refuse the HIV test. I expect that the research 

will help me identify factors that may help women to make informed and voluntary decisions 

about HIV testing at the antenatal clinic. 
 
 

 

How you were chosen to participate in this project 
 
You have been selected to participate in the study for the following reasons: 

 
1. You are a healthcare provider at one of the government antenatal clinics in the 

area that is selected for this study.   
2. You are involved in helping women undergo procedures and tests that are a 

routine part of antenatal care including the HIV test.  

-539-  



 

 

Appendices 

 

 
Your contact details were given to me by the hospital to which the antenatal clinic you 
work at is attached. 
 
What participation means 
 
Participation will mean that you are involved in one or more of the following: 
 

 Interview 

 Group Discussion 

 Observation 
 

 

All the meetings will be held at a time and place convenient to you and other participants 
where others are involved. 

 

Discussions will mainly be about procedures and tests that are a routine part of antenatal 

care at the clinic you work in, HIV and AIDS, and your knowledge, beliefs, and 

experiences about informed consent of patients undergoing procedures and tests that are a 

routine part of antenatal care. You are free to not answer any question and/or take part in 

any discussion that you find inappropriate. 

 
The discussions will be audio-taped so that I do not forget or misrepresent anything that 
has been said. I will transcribe them later to analyse the information. 
 
Snacks and tea/ coffee will be served during all meetings. 

 

For the Observation study, I will spend time at selected antenatal clinics observing the 

general lay out, infrastructure and facilities, sequence of procedures with patients, waiting 

times, nature of relationships between patients and providers, and other relevant details. If 

you are at the clinic at the time of my visit, please speak with me if you wish to do so. 
 
How much time will the research take? 
 
Each meeting will take approximately an hour of your time. 
 
Possible benefits 

 

All participation is voluntary. You will not receive any money for your participation, and 

you are unlikely to receive any other benefits. However I will share the results of this 

study with antenatal healthcare providers in this area, as well as with policymakers for  
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Tamil Nadu and for India about the kind of information and help women need and want to 

make informed and voluntary decisions about testing for HIV at the antenatal clinic. This 

may help them frame guidelines for better practices in the future. 
 
Risks/discomfort due to participation 
There is a small chance that some of the discussions may be emotionally distressful to 

you. Before the interview or discussion, I will ask you to identify possible practical 

options that will be helpful to you in case such an event were to occur 
 

 I will stop the interview, or help you leave the group discussion. 

 I will use one of the options suggested by you 


 I will arrange for you to meet a trained counsellor at a time and place convenient to 
you, and at no cost to you. Details are given below. 

 

Ms Alagutai 

Community Counselling and Voluntary Testing Centre  
No 10, Gandhi road 

Theni  
Rewards to researchers 

 

There is no financial or other reward to the researcher because of conducting the study. 

 

How can you withdraw from the study? 

 

You may withdraw from the study at any time by telling me about it either in person, by 

letter, by phone or by email. If you are unable to do so for any reason, I will consider you 

to have withdrawn if you do not keep the appointment for the interview and/or 

discussions. 
 
Confidentiality 

 

All information you disclose will be considered confidential. If you choose to attend a 

focus group, you are asked to respect the confidentiality of other participants, as they will 

be asked to do for you. Any information obtained from you will be kept confidential 

during the study period by applying a code to your file and not your name or address. The 

file linking your code with your name will only be accessible to me, and will be destroyed 

at the end of the research period. Any information published as a result of the study will 

not have details that can identify you. 
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How can you access research results? 

 
A summary of the results will be mailed to you should you like to have a copy. You may 
also contact me at the address or phone numbers given below. 
 
Publications 

 
It is likely that the results of this research will be published in a professional journal dealing 

with public health and medical ethics. The article will reflect the general findings 

of the study and will not contain any identifying information about you or other 
participants. 
 
Data storage 
 
In India the data will be stored in a locked cupboard in my home during the duration of the 
data collection period in the region. It will then be transferred to the Department of 
Epidemiology and Preventive Medicine, Monash University, where it will be retained for 
five years in a secure place where confidentiality of the information is assured. If the data 
is no longer needed after this period, the University may destroy the data. 
 
Use of data for other purposes 
 
This data will not be used for other purposes. 
 
Privacy and Confidentiality of data 
 
Care will be taken to protect the privacy of all participants in the following ways: 
 

 
1. All data will be de-identified so that there is no way to identify individual 

participants.   
2. Villages, hospitals and other organisations involved in the study will be identified 

through a code that will be destroyed at the end of the research period to ensure de-
identification.   

3. During the course of data collection in India, paper-based data will be stored in a 
locked cupboard at the researcher‘s home. At the end of that period, the data will 
be transferred to the Department of Epidemiology and Preventive Medicine 
Monash University in Melbourne where it will be stored in a locked filing cabinet 
accessible only to the researchers. Electronic data will be stored on a password 
protected computer.  
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To lodge a complaint 

 
Should you have any complaint concerning the manner in which this research is 
conducted, you can write to: 

 

Monash University 
The Secretary 
 
The Standing Committee on Ethics and Research Involving Humans (SCERH) 
Building 3D, Research Grants and Ethics Branch,  
Monash University VIC 3800 
 
Telephone: +61 3 9905 2052 
Fax: +61 9905 1420  
Email: scerh@adm.monash.edu.au 

Contact details of Researcher 
 
1. Shyamala Nataraj  
PhD student, Human Rights and Bioethics Unit 
 
Department of Epidemiology and Preventive Medicine  
Central and Eastern Clinical School  
The Alfred, Commercial Road  
Melbourne, VIC-3004  
Phone: +61 3 9903 0555  
Fax: +61 3 9903 0556  
E-mail:  Shyamala.Nataraj@med.monash.edu.au 
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Document 5 
 
 

Explanatory Statement for Policymakers 
 
 

 

Title: Informed Consent in Antenatal HIV testing in rural South India 
 

 

This information sheet is for you to keep. 

 

My name is Shyamala Nataraj. I am from Chennai but am currently studying for a PhD 

degree at the Department of Epidemiology and Preventive Medicine, Monash University, 

Melbourne, Australia, and am undertaking this research study towards my degree. 

Associate Professor Bebe Loff from the Department of Epidemiology and Preventive 

Medicine, and Dr Milica Markovic from the School of Psychology, Psychiatry and 

Psychological Medicine, Monash University, are the Principal Supervisors. Dr Mala 

Ramanathan from the Sree Chitra Tirunal Institute for Medical Sciences and Technology 

is an Associate Supervisor. 
 
Aim/Purpose of the Study 

 
Women seeking antenatal care at government hospitals are asked to undergo many procedures 

and tests as part of care. Recently the government has added the HIV test to this list. The 

government has also issued guidelines about how the test should be offered to the women. 

One of the main guidelines is that women should be given sufficient information about the test 

in a way that will help them decide if they want to undergo the HIV test or not. I am 

conducting this study to understand how the guidelines are implemented at the clinics, and 

what factors influence women to either accept or refuse the HIV test. I expect that the research 

will help me identify factors that may help women to make informed and voluntary decisions 

about HIV testing at the antenatal clinic. 
 
 

 

How you were chosen to participate in this project 
 
You have been selected to participate in the study for the following reasons: 

 
1. You are involved with making policy related to HIV testing at government 

antenatal clinics at the national/state level.  
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Your contact details were available at the website of the National AIDS Control 
Organisation, and/or the Tamil Nadu State AIDS Control Society. 
 
What participation means 

 
Participation will mean that you are involved in an Interview with the researcher at a time 
and place convenient to you. 

 

Discussions will mainly be about how the factors that influence led to HIV testing policy 

in the country in general, and as it applies to HIV testing at antenatal clinics in particular, 

and the role and relevance of the principle and practice of informed consent in this 

context. You are free to not answer any question that you find inappropriate. 

 
The discussions will be audio-taped so that I do not forget or misrepresent anything that 
has been said. I will transcribe them later to analyse the information. 
 
How much time will the research take? 
 
The interview will take approximately an hour of your time. 
 
Possible benefits 

 

All participation is voluntary. You will not receive any money for your participation, and 

you are unlikely to receive any other benefits. However I will share the results of the study 

with you as well as with other policymakers at NACO and TNSACS Tamil Nadu and for 

India about the kind of information and help women need and want to make informed and 

voluntary decisions about testing for HIV at the antenatal clinic. This may help them 

frame guidelines for better practices in the future. 
 
Risks/discomfort due to participation 

 

There is a small chance that some of the discussions may be emotionally distressful to 

you. Before the interview or discussion, I will ask you to identify possible practical 

options that will be helpful to you in case such an event were to occur 
 

 I will stop the interview, or help you leave the group discussion. 
 I will use one of the options suggested by you 


 I will arrange for you to meet a trained counsellor at a time and place convenient to 

you, and at no cost to you. Details are given below.  
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Ms Alagutai 

Community Counselling and Voluntary Testing Centre 

No 10, Gandhi road 

Theni 
 

 

Rewards to researchers 
There is no financial or other reward to the researcher because of conducting the study. 

 

How can you withdraw from the study? 

 

You may withdraw from the study at any time by telling me about it either in person, by 

letter, by phone or by email. If you are unable to do so for any reason, I will consider you 

to have withdrawn if you do not keep the appointment for the interview and/or 

discussions. 
 
Confidentiality 

 

All information you disclose will be considered confidential. If you choose to attend a 

focus group, you are asked to respect the confidentiality of other participants, as they will 

be asked to do for you. Any information obtained from you will be kept confidential 

during the study period by applying a code to your file and not your name or address. The 

file linking your code with your name will only be accessible to me, and will be destroyed 

at the end of the research period. Any information published as a result of the study will 

not have details that can identify you. 
 
How can you access research results? 

 
A summary of the results will be mailed to you should you like to have a copy. You may 
also contact me at the address or phone numbers given below. 
 
Publications 

 

It is likely that the results of this research will be published in a professional journal 

dealing with public health and medical ethics. The article will reflect the general 

findings of the study and will not contain any identifying information about you or other 

participants. 
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Data storage 
 
In India the data will be stored in a locked cupboard in my home during the duration of the 
data collection period in the region. It will then be transferred to the Department of 
Epidemiology and Preventive Medicine, Monash University, where it will be retained for 
five years in a secure place where confidentiality of the information is assured. If the data 
is no longer needed after this period, the University may destroy the data. 
 
Use of data for other purposes 
 
This data will not be used for other purposes. 
 
Privacy and Confidentiality of data 
 
Care will be taken to protect the privacy of all participants in the following ways: 

4. All data will be de-identified so that there is no way to identify individual 
participants.   

5. Villages, hospitals and other organisations involved in the study will be identified 
through a code that will be destroyed at the end of the research period to ensure de-
identification.   

6. During the course of data collection in India, paper-based data will be stored in a 
locked cupboard at the researcher‘s home. At the end of that period, the data will 
be transferred to the Department of Epidemiology and Preventive Medicine 
Monash University in Melbourne where it will be stored in a locked filing cabinet 
accessible only to the researchers. Electronic data will be stored on a password 
protected computer.  

 

 

To lodge a complaint 

 
Should you have any complaint concerning the manner in which this research is 
conducted, you can write to: 

 
Monash University 
The Secretary 
 
The Standing Committee on Ethics and Research Involving Humans (SCERH) 
Building 3D, Research Grants and Ethics Branch,  
Monash University VIC 3800 
 
Telephone: +61 3 9905 2052 
Fax: +61 9905 1420  
Email: scerh@adm.monash.edu.au 
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Contact details of Researcher 
 
1. Shyamala Nataraj 
 
PhD student, Human Rights and Bioethics Unit 

Department of Epidemiology and Preventive Medicine 

Central and Eastern Clinical School 
 
The Alfred, Commercial Road 
Melbourne, VIC-3004 
 
Phone: +61 3 9903 0555 

Fax: +61 3 9903 0556  
E-mail:  Shyamala.Nataraj@med.monash.edu.au 
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APPENDIX 5: Participant Information and Consent Forms 
 
 
 
Document 1 
 
 

Participant Information and Consent Form for women 
 
 
Title: Informed Consent in Antenatal HIV testing in rural South India 

 

I agree to take part in the Monash University project specified above. I understand that the 

project is for research purposes. The nature and purpose of the research have been 

explained to me. I have received the Explanatory Statement telling me the aims and 

expected outcomes of the research, methods used to collect the data, potential risks and 

benefits, receiving research results, and other relevant details. I am willing to be enrolled. 

I understand that agreeing to take part means that: 
 
 

 

I agree to be interviewed by the researcher Yes No 

I agree to participate in a focus group discussion Yes No 

I agree to be interviewed along with my husband Yes No 

I agree to participate in a questionnaire survey Yes No 
 
 
and 

 

I understand that my participation is voluntary, that I will not receive any money for 
participation, and that I can choose to participate in part or the entire project. 
 
and 

 

I understand that I can withdraw from the project at any time before the project begins or 
after it has started. 
 
and 

 
I understand that I am free to withdraw at any point before or during the course of these 
events without being disadvantaged or penalised in any way. 
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and 

 

I understand that any data the researcher extracts from the interviews for use in reports or 

published findings will not, under any circumstances, contain the name or identifying 

information of any participant. 
 
and 

 
that I have a choice of being audio-taped or not , except in a focus group where I have 
the choice of withdrawing if I do not wish to be audio-taped. 
 
and 
 
I understand that a summary of the research results will be mailed to me if I so wish. 
 
and 

 

I understand that data from the interviews will be de-identified and kept in secure storage 

and accessible only to the researcher. I also understand that the data will be destroyed after 

a 5 year period. 
 
and 

 

I understand that the organisation responsible for the conduct of the research will not share 
the kind of information generated by this study with any other organisation. 
 
 

 

Participant‘s Name 
 
Signature: 
 
Date: 
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Document 2 
 

 

Participant Information and Consent Form for women 
 

 

Title: Informed Consent in Antenatal HIV testing in rural South India 
 
 
I agree to take part in the Monash University project specified above. I understand that the 

project is for research purposes. The nature and purpose of the research have been 

explained to me. I have received the Explanatory Statement telling me the aims and 

expected outcomes of the research, methods used to collect the data, potential risks and 

benefits, receiving research results, and other relevant details. I am willing to be enrolled. 

I understand that agreeing to take part means that: 
 
 
I agree to be interviewed by the researcher Yes No 

I agree to participate in a focus group discussion Yes No 

I agree to be interviewed along with the woman Yes No 

in my family who has recently accessed antenatal care   

at a selected government antenatal clinic in the area   
 
 

 

and 

 

I understand that my participation is voluntary, that I will not receive any money for 
participation, and that I can choose to participate in part or the entire project. 
 
and 

 
I understand that I can withdraw from the project at any time before the project begins or 
after it has started. 
 
and 

 
I understand that I am free to withdraw at any point before or during the course of these 
events without being disadvantaged or penalised in any way. 
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and 

 

I understand that any data the researcher extracts from the interviews for use in reports or 

published findings will not, under any circumstances, contain the name or identifying 

information of any participant. 
 
 

 

and 

 
I understand that I have a choice of being audio-taped or not, except in a focus group 
where I have the choice of withdrawing if I do not wish to be audio-taped. 
 
and 
 
I understand that a summary of the research results will be mailed to me if I so wish. 
 
and 

 

I understand that data from the interviews will be de-identified and kept in secure storage 

and accessible only to the researcher. I also understand that the data will be destroyed after 

a 5 year period. 
 
and 

 
I understand that the organisation responsible for the conduct of the research will not share 
the kind of information generated by this study with any other organisation. 
 
 

 

Participant‘s Name 
 
Signature: 
 
Date: 
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Document 3 
 
 

 

Participant Information and Consent Form for Community members 
 
 
Title: Informed Consent in Antenatal HIV testing in rural South India 

 

I agree to take part in the Monash University project specified above. I understand that the 

project is for research purposes. The nature and purpose of the research have been 

explained to me. I have received the Explanatory Statement telling me the aims and 

expected outcomes of the research, methods used to collect the data, potential risks and 

benefits, receiving research results, and other relevant details. I am willing to be enrolled. 

I understand that agreeing to take part means that: 
 
 

 

I agree to participate in a focus group discussion Yes No 
 
and 

 

I understand that my participation is voluntary, that I will not receive any money for 
participation, and that I can choose to participate in part or the entire project. 
 
and 

 
I understand that I can withdraw from the project at any time before the project begins or 
after it has started. 
 
and 

 

I understand that I am free to withdraw at any point before or during the course of these 
events without being disadvantaged or penalised in any way. 
 
and 

 

I understand that any data the researcher extracts from the interviews for use in reports or 

published findings will not, under any circumstances, contain the name or identifying 

information of any participant. 
 
and 
 
I understand that I have a choice of withdrawing if I do not wish to be audio-taped. 
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and 
 
I understand that a summary of the research results will be mailed to me if I so wish. 
 
and 
 
I understand that data from the interviews will be de-identified and kept in secure storage 

and accessible only to the researcher. I also understand that the data will be destroyed after 

a 5 year period. 
 
and 

 

I understand that the organisation responsible for the conduct of the research will not share 
the kind of information generated by this study with any other organisation. 
 
 

 

Participant‘s Name 
 
Signature: 
 
Date: 

 

Tamil Translation: 
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Document 4 
 
 

Participant Information and Consent Form for Healthcare Providers 
 
 
Title: Informed Consent in Antenatal HIV testing in rural South India 

 

I agree to take part in the Monash University project specified above. I understand that the 

project is for research purposes. The nature and purpose of the research have been 

explained to me. I have received the Explanatory Statement telling me the aims and 

expected outcomes of the research, methods used to collect the data, potential risks and 

benefits, receiving research results, and other relevant details. I am willing to be enrolled. 

I understand that agreeing to take part means that: 
 
I agree to participate in an interview Yes No 

I agree to participate in a focus group discussion Yes No 

and   

 

I understand that my participation is voluntary, that I will not receive any money for 
participation, and that I can choose to participate in part or the entire project. 
 
and 

 

I understand that I can withdraw from the project at any time before the project begins or 
after it has started. 
 
and 

 
I understand that I am free to withdraw at any point before or during the course of these 
events without being disadvantaged or penalised in any way. 
 
and 

 

I understand that any data the researcher extracts from the interviews for use in reports or 

published findings will not, under any circumstances, contain the name or identifying 

information of any participant. 
 
and 

 
I understand that I have a choice not being audio-taped during the interview, and of 
withdrawing from the focus group discussion if I do not wish to be audio-taped. 
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and 
 
I understand that a summary of the research results will be mailed to me if I so wish. 
 
and 

 

I understand that data from the interviews will be de-identified and kept in secure storage 

and accessible only to the researcher. I also understand that the data will be destroyed after 

a 5 year period. 
 
and 

 

I understand that the organisation responsible for the conduct of the research will not share 
the kind of information generated by this study with any other organisation. 
 
 

 

Participant‘s Name 
 
Signature: 
 
Date: 

 

Tamil Translation:  
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Document 5 
 

Participant Information and Consent Form for Policymakers 
 
 

 

Title: Informed Consent in Antenatal HIV testing in rural South India 
 
 
I agree to take part in the Monash University project specified above. I understand that the 

project is for research purposes. The nature and purpose of the research have been 

explained to me. I have received the Explanatory Statement telling me the aims and 

expected outcomes of the research, methods used to collect the data, potential risks and 

benefits, receiving research results, and other relevant details. I am willing to be enrolled. 

I understand that agreeing to take part means that: 
 
I agree to participate in an interview Yes No 
 
and 

 

I understand that my participation is voluntary, that I will not receive any money for 
participation, and that I can choose to participate in part or the entire project. 
 
and 

 

I understand that I can withdraw from the project at any time before the project begins or 
after it has started. 
 
and 

 
I understand that I am free to withdraw at any point before or during the course of the 
interview without being disadvantaged or penalised in any way. 
 
and 

 

I understand that any data the researcher extracts from the interviews for use in reports or 

published findings will not, under any circumstances, contain the name or identifying 

information of any participant. 
 
and 

 
I understand that I have a choice not being audio-taped during the interview, and of 
withdrawing from the focus group discussion if I do not wish to be audio-taped. 
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and 
 
I understand that a summary of the research results will be mailed to me if I so wish. 
 
and 

 

I understand that data from the interviews will be de-identified and kept in secure storage 

and accessible only to the researcher. I also understand that the data will be destroyed after 

a 5 year period. 
 
and 

 

I understand that the organisation responsible for the conduct of the research will not share 
the kind of information generated by this study with any other organisation. 
 
 

 

Participant‘s Name 
 
Signature: 
 
Date: 
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APPENDIX 6: List of Participating Villages 

 

Sl. No. Name of Village Block 

1 Theni Theni 

2 Upparpatty Theni 

3 Dharmapuri Theni 

4 Kathirnarasingapuram Andipatti 

5 Seelayampatty Theni 

6 Rajdhani Andipatti 

7 Kottakudi Bodinayakanur 

8 Vadapudupatty Periyakulam 

9 Lakshmipuram Periyakulam 

10 Devadanapatty Periyakulam 

11 Kodangipatty Bodinayakanur 

12 Valayapatty Bodinayakanur 

13 B. Nagalapuram Bodinayakanur 

14 Kanniappapillaipatty Andipatti 

15 Vandiyur Andipatti 

16 Sannasipuram Bodinayakanur 

17 Jangalpatty Periyakulam 

18 Alagarnayakanpatty Periyakulam 

19 Vayalpatty Theni 
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APPENDIX 7: List of participating Health Care Facilities 

 

Sl. No Name of HCF Block 

1 Theni Medical College Hospital Theni 

2 District Head Quarters Hospital Periyakulam 

3 Government Hospital Bodinayakanur 

4 Government Hospital Andipatti 

5 Primary Health Centre, Veerapandi Theni 

6 Primary Health Centre, Devadanapatty Periyakulam 

7 Primary Health Centre, Dombucherry Bodinayakanur 

8 Primary Health Centre, M. Subulapuram Andipatti 

9 Holy Redeemer Hospital, Theni Theni 

10 Health Sub Centres, Kurangani Bodinayakanur 

11 Health Sub Centres, Rajdhani Andipatti 

12 Health Sub Centres, B. Meenakshipuram Bodinayakanur 
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APPENDIX 8: Question guides for focus group discussion 

 

A. Guidelines for FGDs with ypoung married women  

 

1. Can you describe how marriages are fixed in this community 

,e;j rKjhaj;jpy; vt;thW jpUkzq;fs; epr;rapf;fg;gLfpd;wd vd;W 
ePq;fs; tpsf;f KbAkh? 
 

2. Women have any say in who they will marry?  Can you explain? 

ahiu jpUkzk; nra;J nfhs;tJ vd;gJ gw;wp ngz;fs; VjhtJ fUj;J 
nrhy;y KbAkh?  ePq;fs; tpsf;f KbAkh? 
 

3. What are some difficulties women experiences before and soon after marriage? 

jpUkzj;jpw;F Kd; kw;Wk; jpUkzkhd clNd ngz;fs; re;jpf;Fk; rpy 
gpur;ridfs; vd;d? 
 

4. To what extent do young women participate in household decisions after 

marriage? 

jpUkzkhd gpd;dh; tPl;L tp~aq;fs; rk;ke;jkhd KbTfspy; ,sk; 
ngz;fs; ve;j msTf;F gq;Nfw;fpd;wdh;? 
 

5. How soon after marriage did you become pregnant with you first child? 

jpUkzkhdTld; vt;tsT rPf;fpuk; ePq;fs; cq;fsJ Kjy; Foe;ijf;F 
fh;g;gkhf ,Ue;jPh;fs;? 
 

6. Did couples usually discuss about having a child before becoming pregnant?  

Can you explain? 

fh;;g;gkhtjw;F Kd;dh; jk;gjpah; nghJthf Foe;ij ngw;Wf; nfhs;tJ 
gw;wp NgRthh;fsh?  mJ gw;wp tpsf;f KbAkh? 
 

7. What will people say if couples don’t have a child within a couple of years 

after marriage? 

jpUkzkhfp xU rpy Mz;Lfspy; Foe;ij ,y;iy vd;why; kf;fs; 
vd;d nrhy;thh;fs;? 
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8. What family planning methods do couples usually use?  What are the most 

common ones used?  What are the least common? 

jk;gjpah; nghJthf vJ khjphpahd fUj;jil Kiwfis 
gad;gLj;Jfpd;wdh;?  nghJthf mjpfk; gad;gLj;jg;gLtJ vJ?  
Fiwthf gad;gLj;jg;gLtJ? 
 

9. What are the healthcare services available to pregnant women?  How do they 

decide where to seek care? 

fh;g;gpzpg; ngz;fSf;F fpilf;ff;$ba Rfhjhu Nritfs; vit?  vq;F 
rpfpr;ir ngw Ntz;Lk; vd;W mth;fs; vt;thW jPh;khdpf;fpwhh;fs;? 
 

10. Can you describe how decisions about treatments during pregnancy are made? 

fh;g;gfhyj;jpy; rpfpr;irfs; rk;ke;jkhd KbTfs; vt;thW 
vLf;fg;gLfpwJ vd;gJ gw;wp tpsf;f KbAkh? 
 

11. Can you tell us what you know about sexually transmitted infections? 

ghypay; njhw;Wfs; gw;wp cq;fSf;F vd;d njhpAk; vd;W nrhy;y 
KbAkh? 
 

12. Is it possible to ask for information about Sexually Transmitted Infections?  

Where?  Do you know anything about treatment facilities for Sexually 

Transmitted Infections for women? 

 ghypay; njhw;Wfs; gw;wp jfty;fis Nfl;f KbAkh?  vq;F?  
ngz;fSf;fhd ghypay; njhw;Wf;fhd VjhtJ rpfpr;ir ikaq;fs; 
cq;fSf;F njhpAkh? 
 

13. If a women had a symptoms of an STI who whould she talk to? 

xU ngz;Zf;F VNjDk; ghy;tpid njhw;Wf;fhd mwpFwpfs; ,Ue;jhy; 
mth; ahhplk; NgRthh;?  
 

14. How do women decide where to access care for pregnancy? 

fh;g;gj;jpw;fhd guhkhpg;G vq;F ngWtJ vd;W vt;thW ngz;fs; KbT 
nra;thh;fs;? 
 

B. Guidelines for FGDs with husbands 

 

1. Can you tell us something about your marriage – how it was arranged, how long 

ago, who decided upon the girl?  On what basis and so on? 

cq;fsJ jpUkzk; gw;wp – mJ vg;gb Vw;ghL nra;ag;gl;lJ> vt;tsT 
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fhyj;jpw;F Kd;G ele;jJ> ahh; ngz;iz KbT nra;jhh;fs;?  vjd; 
mbg;gilapy; KbT nra;ag;gl;lJ? Nghd;wit Fwpj;J VjhtJ nrhy;y 
KbAkh?   
 

2. Can you tell us how you decide about children – when to have, how many and so 

on? 

ePq;fs; Foe;ij gw;wp – vg;NghJ ngw;Wf; nfhs;tJ> vj;jid Foe;ijfs; 
Nghd;wtw;iw vg;gb KbT nra;jPh;fs; vd;W $w KbAkh? 
 

3. Can you describe what methods you use to prevent or postpone a pregnancy 

fh;gj;ij jil nra;a my;yJ js;spg;Nghl ve;j Kiwfis 
gad;gLj;jpdPh;fs; vd;W ePq;fs; tpsf;f KbAkh? 
 

4. How common are sexually transmitted infections among young men in your 

community?  Can you tell us something about how men can protect themselves 

against STI’s? 

Cq;fs; gFjp ,isQh;fspilna ghypay; njhw;Wf;fs; ve;j msTf;F 
fhzg;gLfpwJ?  Ghypay; njhw;Wf;fspypUe;J Mz;fs; vt;thW jq;fis 
fhj;Jf; nfhs; KbAk; vd;gJ gw;wp ePq;fs; VjhtJ nrhy;y KbAkh? 
 

5. Do young men discuss issues such as STI’s with their wives if they have a 

problem?  Who would they talk about it for advice? 

ghypay; njhw;Wf;fs; Nghd;w gpur;ridfs; ,Ue;jhy; ,isQh;fs; jq;fsJ 
kidtpaplk; mJ gw;wp NgRfpwhh;fsh?  mJ rk;ke;jkhf mwpTiu ngw 
tpUk;gpdhy; mth;fs; ahhplk; NgRthh;fs;? 
 

6. In your view do wives acquire STI’s most commonly?  Can you describe how they 

can protect themselves 

cq;fisg; nghWj;jtiu nghJthf kidtpfs; vt;thW ghypay; njhw;iwg; 
ngWfpd;wdh;?  mth;fs; jq;fis vt;thW ghJfhj;Jf; nfhs;s KbAk; 
vd;W ePq;fs; nrhy;y KbAkh? 
 

7. Is it commong for couples to discuss issues of protection against STI’s?  

ghypay; njhw;W gpur;ridfspypUe;J ghJfhj;Jf; nfhs;tJ gw;wp nghJthf 
jk;gjpah; NgRfpwhh;fsh? 
 

8. Are you aware of people infected with HIV in your community?  How common is 

it? 

-576- 



 

 

Appendices 

 
cq;fs; gFjpapy; vr;.I.tp. njhw;Ws;s kf;fs; ahiuahtJ cq;fSf;F 
njhpAkh?  mJ ve;j msTf;F cq;fs; gFjpapy; fhzg;gLfpwJ? 
 

9. In your view how do most people in this community acquire HIV?  Is there any 

differences between the way men acquire HIV and women do?  Can you explain?  

cq;fsJ gFjpapy; ngUk;ghYk; kf;fs; vt;thW vr;.I.tp. njhw;Wf;F 
Mshfpd;wdh;?  Mz;fs; vg;gb njhw;iw ngWfpd;wdh; vd;gjw;Fk; ngz;fs; 
vg;gb njhw;iw ngWfpd;wdh; vd;gjw;Fk; VjhtJ tpj;jpahrk; ,Uf;fpwjh?  
mJ gw;wp ePq;fs; tpsf;f KbAkh? 
 

10. How easy is it for men and women to protect themselves against HIV infection 

through sexual intercourse?  Can you explain?  

ghYwT %ykhf vr;.I.tp njhw;W guTtij Mz;fs; kw;Wk; ngz;fs; 
jLj;Jf; nfhs;tJ ve;j msTf;F Rygk;?  mJ gw;wp tpsf;f KbAkh? 
 

11. Can you tell us what you know about HIV infection in children? 

Foe;ijfspilNa vr;.I.tp. njhw;W gw;wp cq;fSf;F vd;d njhpAk; vd;W 
$w KbAkh? 
 

12. In your view how can children be protected against HIV? 

cq;fis nghWj;j tiu Foe;ijfis vr;.I.tpapypUe;J vt;thW ghJfhf;f 
KbAk;? 
 

13. What do you think about HIV testing for pregnant women?  Can you explain? 

fh;g;gpzpg; ngz;fSf;F vr;.I.tp ghpNrhjid gw;wp vd;d epidf;fpwPh;fs;?  
mJ gw;wp tpsf;f KbAkh? 
 

14. What do you think about HIV testing for couple?  Can you explain? 

jk;gjpaUf;F vr;.I.tp. ghpNrhjid gw;wp vd;d epidf;fpwPh;fs;?  mJ gw;wp 
tpsf;f KbAkh? 
 

15. What concerns would people have about testing positive?  Can you explain? 

vr;.I.tp. ghpNrhjid ghrpl;bt;thf ,Ug;gjhy; kf;fSf;F vd;d ftiy 
Vw;gLfpwJ?  mJ gw;wp tpsf;f KbAkh? 
 

16. In your view how can these concerns be addressed?  Can you explain? 

ehk; vt;thW me;j ftiyfis ifahs KbAk; vd;gJ gw;wp cq;fs; 
fUj;J vd;d?  ePq;fs; tpsf;f KbAkh? 
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B. Guidelines for focus group discussions with healthcare providers 

 

1) Can you describe the reproductive health services available for women, in this 

hospital?  

,e;j kUj;Jtkidapy; ngz;fSf;F fpilf;ff;$ba kfg;NgW Nritfisg; 
gw;wp ePq;fs; tpsf;f KbAkh? 
 

2) What is the background of most women seeking services at this hospital?  

,e;j kUj;Jtkidapy; Nritfisg; ngWk; ngUk;ghyhd ngz;fs; 
vj;jifa gpd;dzpapy; ,Ue;J tUfpd;wdh;? 
 

3) Can you describe specific services you offier pregnant women? Is an HIV test a 

part of these services? Is it compulsory?  

fh;g;gpzpg; ngz;fSf;F ePq;fs; toq;Fk; Fwpg;gpl;l Nritfisg; gw;wp 
ePq;fs; tpsf;f KbAkh?  mj;jifa Nritfspy; vr;.I.tp. ghpNrhjidAk; 
xd;wh?  mJ fl;lhak; nra;ag;gl Ntz;Lkh? 
 

4) Does your hospital have any targets for HIV testing of pregnant women?  

cq;fs; kUj;Jtkidapy; fh;g;gpzpg; ngz;fSf;F vr;.I.tp ghpNrhjid 
nra;tjw;fhd ,yf;Ffs; VjhtJ ,Uf;fpwjh? 
 

5) What information do you give pregnant women in general, and about the HIV test 

in particular?  

fh;g;gpzpg; ngz;fSf;F ePq;fs; toq;Fk; nghJthd jfty;fs;> kw;Wk; 
vr;.I.tp ghpNrhjid Fwpj;j jfty;fs; ahit? 
 

6) Do you tell women that they can refuse the test if they do not want to have one?  

mth;fs; ghpNrhjid nra;J nfhs;s tpUk;gtpy;iy vd;why; mth;fs; 
mjw;F kWg;G njhptpf;fyhk; vd;W ePq;fs; ngz;fsplk; nrhy;tPh;fsh? 
 

7) Will you provide delivery services to women without knowing their HIV Status?  

ePq;fs; ngz;fspd; vr;.I.tp;. epiyiag; gw;wp njhpe;J nfhs;shkNy 
mth;fSf;F gpurt Nritfis toq;FtPh;fsh?  
 

8) Do you have any concerns about accidently getting infected by infected women 

during delivery? Can you explain?  

gpurtj;jpd; NghJ xU ngz;zplkpUe;J cq;fSf;F njhw;W Vw;glf;$ba 
tha;g;G gw;wp ftiyg;gl;Ls;sPh;fsh?  mij gw;wp tpsf;f KbAkh?  
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9) Can you describe the precautions you take to protect yourself against accidental 

exposure to HIV? 

rpfpr;ir mspf;Fk; NghJ cq;fSf;F vr;.I.tp. njhw;W Vw;gLk; 
tha;g;gpypUe;J cq;fis ghJfhj;Jf; nfhs;s ePq;fs; vLj;Jf; nfhs;Sk; 
ghJfhg;G Kiwfs; gw;wp tpsf;f KbAkh?  
 

10) Can you describe the government policy on informed consent for HIV testing of 

pregnant women? What are your views about the policy?  

fh;g;gpzpg; ngz;fSf;F vr;.I.tp. ghpNrhjid nra;tjw;F jftYld; $ba 
xg;Gjy; ngWtJ rk;ke;jkhf murpd; nfhs;if gw;wp tpsf;f KbAkh?  
me;j nfhs;if gw;wpa cq;fs; fUj;J vd;d? 
 

11) Can you describe services you offer for ongoing treatment and care of infected 

women and children?  

njhw;Ws;s ngz;fs; kw;Wk; Foe;ijfspd; njhlh; rpfpr;ir kw;Wk; guhkhpg;G 
rk;ke;jkhf ePq;fs; toq;Fk; Nritfis tpsf;f KbAkh? 
 

12) Do you have any specific protocols to maintain confidentiality of results? Can you 

explain?  

ghpNrhjid KbTfis ,ufrpakhf ghJfhg;gJ Fwpj;J VjhtJ Fwpg;gpl;l 
epge;jid Kiwfs; cs;sjh?  mJ gw;wp ePPq;fs; tpsf;f KbAkh? 

 

C. Guidelines for FGD with community members 

 

1. Can you tell us how marriages are arranged in your community? 

cq;fsJ gFjpapy; jpUkzq;fs; vt;thW epr;rak; nra;ag;gLfpwJ vd;W 
ePq;fs; nrhy;y KbAkh? 
 

2. Do people marry for love? 

kf;fs; fhjypj;J jpUkzk; nra;J nfhs;fpwhh;fsh? 
 

3. Can a boy or a girl refuse a partner that the family has selected for them?  Are the 

options the same for boys and for girls?  If not how are they different? 

FLk;gj;jpdh; ghh;j;j tuid  xU MNzh my;yJ ngz;Nzh Ntz;lhk; 
vd;W nrhy;yyhkh?  Mz; ngz; ,UtUf;Fk; XNu khjphp tha;gGfs; 
,Uf;fpwjh?  ,y;iy vd;why; ve;j tifapy; mJ tpj;jpahrg;gLfpwJ? 
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4. Have there been any changes in the last 10 years in the ways marriages are fixed 

and take place?  Why do you think this has happened? 

jpUkzk; epr;rapf;Fk; Kiw kw;Wk; jpUkzk; elf;Fk; Kiwapy; fle;j 10 
Mz;Lfspy; VNjDk; khw;wq;fs; Vw;gl;Ls;sjh?  ,J ,g;go ele;jjw;fhd 
fhuzk; vd;d vd;W epidf;fpwPh;fs;? 
 

5. Is it common for couples to plan pregnancy?  Who are the people who participate 

in taking this decision? 

fh;g;gj;ij jpl;lkpLk; gof;fk; jk;gjpfspilNa nghJthf cs;sjh?  ,e;j 
Kbit vLg;gjpy; ahh; ahh; gq;Nfw;ghh;fs;? 
 

6. How soon after marriage is a couple expected to become pregnant?  Can you 

explain? 

jpUkzk; Mfp vt;tsT fhyj;jpw;Fs; xU ngz; fh;g;gkhf Ntz;Lk; vd;W 
jk;gjpahplk; vjph;ghh;f;fg;gLfpwJ?   
 

7. Can couples decide not to have a baby?  What happens if a couple is unable to 

have a child? 

Foe;ij ngw;Wf; nfhs;s Ntz;lhk; vd;W jk;gjpfs; KbT nra;a KbAkh?  
xU jk;gjpauhy; Foe;ij ngw;Wf;nfhs;s Kbatpy;iy vd;why; vd;d 
MFk;? 
 

8. How many children is a couple expected to have?  Is there any preference for boys 

over girls or vice-cersa? 

xU jk;gjpah; vj;jid Foe;ijfs; ngw;Wf; nfhs;s Ntz;Lk; vd;W 
vjph;ghh;f;fg;gLfpwJ?  ngz; Foe;ijfistpl Mz; Foe;ijfs; mjpfk; 
tpUk;gg;gLfpwhh;fsh? my;yJ Mz; Foe;ijfistpl ngz; Foe;ijfs; 
tpUk;gg;gLfpwhh;fsh? 
 

9. What family planning methods do couples commonly use?  What are the most 

common?  What are the least common? 

nghJthf jk;gjpfs; ve;j fUj;jil Kiwfis gad;gLj;Jfpd;wdh;?  
nghJthf mjpfk; gad;gLj;jg;gLk; Kiw vJ?  Fiwthf gad;gLj;jg;gLk; 
Kiw vJ? 
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10. How popular is the condom use for family planning?  Where do couples get them 

from? 

FLk;gf;fl;Lghl;Lf;F ve;j msTf;F MZiwfs; gad;gLj;jg;gLfpwJ? 
jk;gjpah; mjid vq;fpUe;J ngWfpd;wdh;? 
 

11. Can women choose to have an abortion?  Is this easy for her to do?  How is this 

viewed in the community? 

ngz;fs; fUf;fiyg;G nra;J nfhs;Sk; Kiwiaj; Njh;T nra;a KbAkh? 
mij mts; Rygkhf nra;a KbAkh?  ,ij rKjhak; vt;thW 
ghh;f;fpwJ? 
 

12. What changes have taken place in the last 10 years around the issue of pregnancy?  

Why do you think these changes have happened? 

fh;g;g rk;ke;jkhf fle;j 10 Mz;Lfspy; Vw;gl;Ls;s khw;wq;fs; vd;d?  
,e;j khw;wq;fs; Vd; Vw;gl;Ls;sJ vd;W ePq;fs; epidf;fpwPh;fs;? 
 

13. What are the different kinds of healthcare services available for women? 

ngz;fSf;F fpilf;ff;$ba gy;NtW tifahd Rfhjhu Nritfs; ahit? 
 

14. How do women decide where to access care for pregnancy? 

fh;;g;gfhy guhkhpg;G vq;F ngWtJ vd;gij ngz;fs; vt;thW KbT 
nra;fpd;wdh;? 
 

15. How are decisions taken about having tests and procedures that doctors 

recommend during the pregnancy? 

fh;g;gfhyj;jpy; kUj:Jth;fs; ghpe;Jiu nra;Ak; ghpNrhjidfs; kw;Wk; 
Nritfs; vLg;gJ gw;wp vt;thW KbTfs; vLf;fg;gLfpwJ? 
 

16. Can pregnant women refuse to have a test recommended by a doctor? 

kUj;Jth; ghpe;Jiu nra;a ghpNrhjidia vLf;fkhl;Nld; vd;W xU 
fh;g;gpzpg; ngz; kWf;fyhkh? 
 

17. Can you tell us something about sexually transmitted infections? 

ghypay; njhw;Wfs; gw;wp VjhtJ nrhy;y KbAkh? 
 

18. If a women has an Sexually Transmission Infections whom would she talk about it 

to? 

xU ngz;Zf;F ghypay; njhw;Wfs; ,Ue;jhy; mts; ahhplk; NgRths;? 
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19. What treatment facilities are available for women?  How easy is it for women to 

access them? 

ngz;fSf;F ve;j khjphpahd rpfpr;ir trjpfs; cs;sd?  ngz;fs; ,e;j 
Nritia ngWtJ ve;j msTf;F Rygkhf cs;sJ? 
 

20. If women had symptoms would they discuss them with their husbands?  Can you 

explain? 

ngz;fSf;F mwpFwpfs; ,Ue;jhy; mth;fs; jq;fsJ fzth;fsplk; ,J 
gw;wp NgRfpwhh;fsh?  mJ gw;wp tpsf;f KbAkh? 
 

21. Would people come to know if somebody has an Sexually Transmitted Infections?  

Would they talk about it?  What would they say? 

ahUf;fhtJ ghypay; njhw;Wfs; ,Ue;jhy; kw;wth;fSf;F ,J njhpfpwjh?  
mth;fs; mJ gw;wp NgRthh;fsh?  mth;fs; vd;d nrhy;thh;fs;? 
 

22. Can you tell us what you know about HIV/AIDS? 

vr;.I.tp. / va;l;]; gw;wp cq;fSf;F vd;d njhpAk; vd;W vq;fSf;F 
nrhy;y KbAkh? 
 

23. How common is HIV and AIDS in the community?  What is the general feeling in 

the community about this disease?  Is it any different from how people feel about 

tuberculosis or cancer? 

rKjhaj;jpy; vr;.I.tp kw;Wk; va;l;]; ve;j msTf;F fhzg;gLfpwJ?  ,e;j 
Neha; gw;wp rKjhaj;jpy; cs;s nghJthd fUj;J vd;d?  kf;fs; 
fhrNeha; my;yJ Gw;WNeha; gw;wp mth;fs; epidg;gijtpl ,J khWgl;ljh?  
 

24. How are people with HIV and AIDS treated in the community?  In what ways 

people come to know that somebody has this condition?  Has anything changed in 

the last few years in the way people with HIV are treated? 

vr;.I.tp. kw;Wk; va;l;]; cs;s kf;fs; rKjhaj;jpy; vt;thW 
elj;jg;gLfpd;wdh;?  ,e;j epiy ahUf;fhtJ ,Ug;gJ gw;wp kf;fSf;F ve;j 
tifapy; njhpa tUfpwJ?  vr;.I.tp. cs;s kf;fs; elj;jg;gLk; tpjj;jpy; 
fle;j rpy tUlq;fspy; VjhtJ khw;wq;fs; Vw;gl;Ls;sjh?   
 

25. Do you know how women can protect themselves from HIV infection?  Is it 

something they can discuss with their husbands? 

ngz;fs; vr;.I.tp njhw;wpypUe;J jq;fis vt;thW ghJfhj;Jf; nfhs;s 
KbAk; vd;W cq;fSf;F njhpAkh?  ,J mth;fs; jq;fsJ fzth;fsplk; 
Ngrf;$ba xd;wh? 
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26. Do you know if any treatments are currently available for people with HIV and 

AIDS? Can you explain 

vr;.I.tp. kw;Wk; va;l;]_ld; thOk; kf;fSf;F ,g;NghJ VjhtJ rpfpr;irfs; 
cs;sjh?  mJ gw;wp ePq;fs; tpsf;f KbAkh?  
 

27. Where can people go to test for HIV?  Who do you think should have an HIV test?  

Can you explain why?   Do you think all people should be tested? 

vr;.I.tp ghpNrhjid nra;J nfhs;s kf;fs; vq;F nry;yyhk;?  ahh; 
vr;.I.tp. ghpNrhjid nra;j nfhs;s Ntz;Lk; vd;W ePq;fs; epidf;fpwPh;fs;?  
Vd; vd;W ePq;fs; tpsf;f KbAkh?  midj;J kf;fSk; ghpNrhjid nra;J 
nfhs;s Ntz;Lk; vd;W epidf;fpwPh;fsh? 
 

28. In your views what are the good things and bad things about having an HIV test? 

cq;fis nghWj;jtiu vr;.I.tp ghpNrhjid nra;J nfhs;tjpy; cs;s 
ey;y tp~ak; kw;Wk; nfl;l tp~ak; vd;d?  
 

29. Do you feel people should know if they are going to be tested for HIV?  What 

should they be told? 

mth;fSf;F vr;.I.tp. ghpNrhjid nra;ag;gl Nghfpwjh vd;gJ gw;wp 
kf;fSf;F njhpa Ntz;Lkh?   mth;fsplk; vd;d nrhy;y Ntz;Lk;?\ 
 

30. What do you think about testing for HIV during pregnancy? 

fh;g;gfhyj;jpy; vr;.I.tp ghpNrhjid nra;J nfhs;tJ gw;wp vd;d 
epidf;fpwPh;fs;? 

31. How are women who test positive treated in the family or community? 

vr;.I.tp. ghpNrhjidapy; ghrpl;bt; vd;W fz;lwpag;gLk; ngz;fis FLk;gk; 
my;yJ rKjhak; vt;thW elf;fpwJ?  

 

 Guidelines for FGDs with HIV + women  

 

1. Can you describe how you first learnt you have HIV 

vr;.I.tp. gw;wp ePq;fs; Kjypy; vg;gb njhpe;J nfhz;Bh;fs; vd;W ePq;fs; 
tpsf;f KbAkh? 

 

2. Who was tested first? You or your husband? 

ahUf;F Kjypy; ghpNrhjid nra;ag;gl;lJ?  cq;fSf;fh my;yJ 
cq;fsJ fztUf;fhf? 
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3. Can you describe the information you received about HIV before the test?  Is there 

something else you would have liked to know? 

ghpNrhjidf;F Kd;G vr;.I.tp gw;wp cq;fSf;F fpilf;Fk; jfty;fs; gw;wp 
tpsf;f KbAkh?  ePq;fs; NtW VjhtJ tp~aj;ij gw;wp njhpe;J nfhs;s 
Ntz;Lk vd;W epidf;fpwPh;fsh? 

 

4. Describe any benefits or problems you have had after knowing the results? 

ghpNrhjid KbTfis ngWtjw;F Kd;dh; ePq;fs; re;jpj;j ed;ikfs; 
my;yJ gpur;ridfis gw;wp tpsf;fTk;? 

 

5. Can you describe how people treat you when they know you are infected? At 

home? At the hospital? 

ePq;fs; ghjpf;fg;gl;Ls;sPh;fs; vd;W njhpe;jhy; kf;fs; vt;thW cq;fis 
elj;Jthh;fs;? cq;fsJ tPl;by;? kUj;Jtkidapy;? 

 

6. What are some ways to protect women against problems if they test positive? 

ngz;fs; ghrpl;bt; vd;W ghpNrhjpf;fg;gl;lhy; mth;fs; re;jpf;ff;$ba 
gpur;ridfspy; ,Ue;J mth;fis ghJfhf;Fk; rpy topfs; ahit? 

 

7. What do you think about asking pregnant women to test for HIV?  How do you 

think this should be done? 

fh;g;gpzpg; ngz;fs; vr;.I.tpf;F ghpNrhjid nra;J nfhs;s Ntz;Lk; vd;W 
Nfl;fg;gLtJ gw;wp ePq;fs; vd;d epidf;fpwPh;fs;?  ,J vg;gb nra;ag;gl 
Ntz;Lk; vd;W ePq;fs; epidf;fpwPh;fs;? 
 

E. Guidelines for FGDs with healthcare providers at ICTCs 

 

1. Can you describe the reproductive health services available for women, in this 

hospital? 

,e;j kUj;Jtkidapy; ngz;fSf;F fpilf;ff;$ba kfg;NgW Nritfisg; 
gw;wp ePq;fs; tpsf;f KbAkh? 
 

2. What is the background of most women seekng services at this hospital? 

,e;j kUj;Jtkidapy; Nritfis ngWk; ngUk;ghyhd ngz;fs; 
vj;jifa gpd;dzpapy; ,Ue;J tUfpd;wdh;? 
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3. Can you describe specific services you offer pregnant women?  Is an HIV test a 

part of these services?  Is it compulsory? 

fh;g;gpzpg; ngz;fSf;F ePq;fs; toq;Fk; Fwp;g;gpl;l Nritfis gw;wp ePq;fs; 
tpsf;f KbAkh?  mj;jifa Nritfspy; vr;.I.tp. ghpNrhjidAk; xd;wh?  
mJ fl;lhak; nra;ag;gl Ntz;Lkh? 
 

4. Does you hospital have any targets fro HIV testing of pregnant women? 

cq;fs; kUj;Jtkidapy; fh;g;gpzpg; ngz;fSf;F vr;.I.tp. ghpNrhjid 
nra;tjw;fhd ,yf;Ffs; VjhtJ ,Uf;fpwjh? 
 

5. What information do you give pregnant women in general, and about the HIV test 

in particular? 

fh;g;gpzpg; ngz;fSf;F ePq;fs; toq;Fk; nghJthd jfty;fs;> kw;Wk; 
vr;.I.tp. ghpNrhjid Fwpj;j jty;fs; ahit? 
 

6. Do you tell women that they can refuse the test if they do not want to have one? 

mth;fs; ghpNrhjid nra;J nfhs;s tpUk;gtpy;iy vd;why; mth;fs; 
mjw;F kWg;G njhptpf;fyhk; vd;W ePq;fs; ngz;fsplk; nrhy;tPh;fsh? 
 

7. Will you provide delivery services to women without knowing their HIV status? 

ePq;fs; ngz;fspd; vr;.I.tp. epiyia gw;wp njhpe;J nfhs;shkNy 
mth;fSf;F gpurt Ntifis toq;FtPh;fsh? 
 

8. Do you have any concerns about accidently getting infected by a woman during a 

delivery?  Can you explain? 

gpurtj;jpd; NghJ xU ngz;dplkpUe;J cq;fSf;F njhw;W Vw;glf;$ba 
tha;g;G gw;wp ftiyg;gl;Ls;sPh;fsh?  mij gw;wp tpsf;f KbAkh? 
 

9. Can you describe the precautions you take to protect yourself against accidental 

exposure to HIV? 

rpfpr;ir mspf;Fk; NghJ cq;fSf;F vr;.I.tp njhw;W Vw;gLk; 
tha;g;gpypUe;J cq;fis ghJfhj;J nfhs;s ePq;fs; vLj;Jf; nfhs;Sk; 
ghJfhg;G Kiwfs; gw;wp tpsf;f KbAkh? 
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10. Can you describe the government policy on informed consent for HIV testing of 

pregnant women?  What are your views about the policy? 

fh;g;gpzpg; ngz;fSf;F vr;.I.tp. ghpNrhjid nra;tjw;F jftYld; $ba 
xg;Gjy; ngWtJ rk;ke;jkhf murpd; nfhs;if gw;wp tpsf;f KbAkh?  
me;j nfhs;if gw;wpa cq;fs; fUj;J vd;d? 
 
 

11. Can you describe services you offer for ongoing treatment and care of infected 

women and children? 

njhw;Ws;s ngz;fs; kw;Wk; Foe;ijfspd; njhlh; rpfpr;ir kw;Wk; guhkhpg;G 
rk;ke;jkhf ePq;fs; toq;Fk; Nritfis tpsf;f KbAkh? 
 

12. Do you have any specific protocols to maintain confidentiality of results?  Can you 

explain? 

ghpNrhjid KbTfis ,ufrpakhf ghJfhg;gJ Fwpj;J VjhtJ Fwpg;gpl;l 
epge;jid Kiwfs; cs;sjh?  mJ gw;wp ePq;fs; tpsf;f KbAkh? 

 

F. Guidelines for FGDs with counsellors 

1. Are all women attending the ICTC asked to test for HIV? 

ek;gpf;if ikaj;jpw;F tUk; midj;J ngz;fSk; vr;.I.tp gupNrhjid 
nra;J nfhs;Sk;gb Nfl;Lf;nfhs;sg;gLfpwhu;fsh? 
 

2. Do hospitals have targets for test acceptance by women? Can you explain? What 

are your views? 

gupNrhjid nra;J nfhs;tjw;F ngz;fs; xg;gGf; nfhs;tjw;nfd;W VjhtJ 
,yf;fpid kUj;Jtkidfs; epu;zapj;J ,Uf;fpd;wdth? mJ gw;wp tpsf;f 
KbAkh? ,J Fwpj;J cq;fs; fUj;J vd;d? 
 

3. How do women respond to being asked to test for HIV? 

vr;.I.tp gupNrhjid nra;J nfhs;s $wg;gLtjw;F ngz;fs; vt;thW ele;J 
nfhs;Sfpd;wdu;? 
 

4. Can you describe how providers respond to women who refuse testing? 

gupNrhjid nra;J nfhs;s kWf;Fk;  ngz;fsplk; Nrit toq;FNthu; 
vt;thW ele;J nfhs;fpd;wdu;? 
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5. What kind of information do women receive about the HIV test? Approximately 

what kind of time is spent on providing the information? 

vr;.I.tp gupNrhjid gw;wp ngz;fs;  ve;jtpjkhd jfty;fis 
ngWfpd;wdu;? ,e;j jfty;fis toq;f vt;tsT Neuk; nrytplg;gLfpwJ? 
 

6. How do you explain the drawbacks about the HIV testing? 

vr;.I.tp gupNrhjid nra;tjpy; cs;s ghjpg;Gfs; gw;wp ePq;fs; vg;gb 
tpsf;FtPu;fs;? 
 

7. Do you tell women about their option to refuse the test? Can you explain? 

gupNrhjid nra;tjw;F kWg;G njuptpf;Fk; tha;g;G gw;wp bgz;fsplk; ePq;fs; 
nrhy;tPu;fsh? mijg; gw;wp ePq;fs; tpsf;f KbAkh? 
 

8. What are your views on informed consent from the women in the case of the HIV 

test? Why do you feel this way? 

vr;.I.tp gupNrhjid nra;J nfhs;s Ntz;Lnkd;why; ngz;fsplk; ngw 
Ntz;ba jftYld; $ba xg;Gjy; gw;wp cq;fs; fUj;J vd;d?ePq;fs; Vd; 
mg;gb epidf;fpwPu;fs;? 
 

9. Can you describe the government policy on informed consent for the HIV test? 

What are your views? 

vr;.I.tp gupNrhjid nra;J nfhs;tJ rk;ke;jkhf murpd; nfhs;if gw;wp 
tpsf;f   KbAkh? 
 

10. Do you follow any protocol for maintaining confidentiality of the test result in the 

hospital? 

gupNrhjid KbTfis kUj;Jtkidapy; ,ufrpakhf ghJfhg;gJ 
rk;ke;jkhf VjhtJ epge;jid tiuKiwfis ifahs;fpwPu;fsh? 

 

G. Guidelines for FGDs with village health nurses 
 

1. Can you describe your work, your clients?  Do you feel you have adequate 

resources and support for your work? 

cq;fsJ Ntiy> cq;fsJ thbf;ifahsh;fs; gw;wp ePq;fs; tpsf;f 
KbAkh?  cq;fsJ Ntiyf;F Njitahd tsq;fs; kw;Wk; MjuT 
cq;fSf;F fpilg;gjhf ePq;fs; epidf;fpwPh;fsh? 
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2. How would you describe your relationship with young married women who are 

your clients? 

cq;fsJ thbf;ifahsh;fshd ,sk; ngz;fSld; cq;fSila cwT 
gw;wp vt;thW tpsf;FtPh;fs;?  

 

3. What services do you provide for women in general and for pregnant women and 

infants in particular? 

nghJthf ngz;fSf;Fk;> mjpYk; Fwpg;ghf fh;g;gpzpg; ngz;fs; kw;Wk; 
Foe;ijfSf;F vd;d Nritfs; toq;FtPh;fs;? 

 

4. Do you ask all pregnant women to have an HIV test?  Is this compulsory?What do 

you do if a women refuses to have the test? 

midj;J fh;g;gpzpg; ngz;fisAk; ePq;fs; vr;.I.tp. ghpNrhjid nra;J 
nfhs;SkhW nrhy;tPh;fsh?  mij fl;lhak; nra;a Ntz;Lkh?  xU ngz; 
ghpNrhjid nra;J nfhs;s kWj;jhy; vd;d nra;tPh;fs;?  

 

5. What information are women given at the hospital? 

kUj;Jtkidapy; ngz;fSf;F vd;d jfty;fs; toq;fg;gLfpwJ? 
 

6. Can you describe what followup services are available for women who test 

positive? 

ghpNrhjidapy; ghrpl;bt;thf cs;s ngz;fSf;F vd;ndd;d njhlh; 
Nritfs; fpilf;fpd;wd vd;gij ePq;fs; tpsf;f KbAkh? 

 

7. Can you describe how you protect against accidental exposure to HIV during 

delivery? 

gpurtj;jpd; NghJ jtWjyhf vr;.I.tp. ghjpg;Gf;F cs;shtij ePq;fs; vt;thW 
jLf;f KbAk; vd;gij tpsf;f KbAkh? 

 

8. What do you understand about informed consent?  Can you describe the 

government policy for informed consent for HIV testing? 

jftYld; $ba xg;Gjy; gw;wp vd;d Ghpe;J nfhz;Bh;fs;?  vr;.I.tp. 
ghpNrhjidf;F jftYld; $ba xg;Gjy; rk;ke;jkhd murpd; nfhs;if 
gw;wp ePq;fs; tpsf;f KbAkh? 

 

9. Do you keep results confidential?  Can you explain? 

ePq;fs; KbTfis ,ufrpakhf itj;Jf; nfhs;tPh;fsh?  mij ePq;fs; 
tpsf;f KbAkh? 
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10. Can you describe what problem women face if they test positive? 

ghrpl;bt;thf ghpNrhjid nra;ag;gl;lhy; ngz;fs; vd;d khjphpahd 
gpur;ridfis vjph; nfhs;fpwhh;fs; vd;W ePq;fs; tpsf;f KbAkh? 

 

11. What do you think about stigma associated with HIV?  Can you explain with 

some examples form your experience? 

vr;.I.tpAld; rk;ke;jg;gl;l fsq;fk; gw;wp ePq;fs; vd;d epidf;fpwPh;fs;?  
cq;fsJ mDgj;jpy; ,Ue;J rpy cjhuzq;fSld; mij tpsf;f 
KbAkh?   
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APPENDIX 9: Question guides for indepth interviews 

 

A. Women who accesed antenatal care and tested negative for HIV    

 

1) Tell me something about this pregnancy. Was it something you wanted now? Was 

it something you planned with your husband?  

,g;NghJ ePq;fs; fh;g;gkhf ,Ug;gJ gw;wp nrhy;Yq;fs;.  ,J ePq;fs; 
,g;NghJ vjph;ghh;j;j xd;wh ,J ePq;fs; cq;fs; fztUld; jpl;;lkpl;l 
xd;wh? 
 

2) Can you describe the care you receive during your pregnancy and the people who 

provide it?  

cq;fsJ fh;g;g fhyj;jpy; cq;fSf;F fpilj;j guhkhpg;G gw;wpAk; mjid 
cq;fSf;F toq;fpaJ ahh; vd;gJ gw;wpAk; tpsf;f KbAkh? 
 

3) Can you describe how you will decide upon a particular healthcare for pregnancy 

related care?  

fh;g;gk; rhh;e;j guhkhpg;gpy; ve;j Fwpg;gpl;l Rfhjhu Nritia ngw Ntz;Lk; 
vd;w tp~aj;ij ePq;fs; vg;gb KbT nra;tPh;fs; vd;W ePq;fs; tpsf;f 
KbAkh?   
 

4) Can you describe your first visit to the hospital after finding out that you were 

pregnant?  

ePq;fs; fh;g;gkhf ,Ue;j tp~ak; cq;fSf;Fj; njhpe;j gpd;dh; ePq;fs; 
Nkw;fz;l Kjy; kUj;Jtkid tUif gw;wp cq;fshy; nrhy;y KbAkh? 
 

5) Can you describe how you were treated by the hospital staff?  

cq;fis kUj;Jtkid gzpahsh;fs; vg;gb elj;jpdhh;fs; vd;gij ePq;fs; 
tpsf;f KbAkh? 
 

6) Can you recall the information given to you about the kinds of procedures and the 

tests that you had to undergo?  

ePq;fs; nra;a Ntz;ba ghpNrhjidfs; kw;Wk; ,ju eilKiwfs; gw;wp 
cq;fSf;F nfhLf;fg;gl;l jfty;fis Qhgfg;gLj;jp nrhy;y KbAkh?  
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7) Do you have any questions about the information? Did you discuss it with anybody 

at the hospital or at home before you had the tests?  

me;j jfty;fs; gw;wp cq;fSf;F VjhtJ Nfs;tpfs; ,Ue;jjh? 
ghpNrhjid nra;Jnfhs;tjw;F Kd;dh;> me;j jfty;fs; gw;wp ePq;fs; 
kUj;JtkidapNyh my;yJ tPl;bNyh ahUldhtJ NgrpdPh;fsh? 

8) Were you asked for your permission before the tests were performed? Do you 

think this is important? Can you explain?  

cq;fSf;F ghpNrhjidfs; nra;tjw;F Kd;dh; cq;fsJ mDkjp 
ngwg;gl;ljh?  mJ Kf;fpak; vd;W ePq;fs; epidf;fpwPh;fsh?  mJ gw;wp 
tpsf;f KbAkh? 
 

9) Was an HIV tests a part of these tests? Can you describe the information you 

received about it?  

,e;j ghpNrhjidfspy; vr;.I.tp. ghpNrhjidAk; ,Ue;jjh? mJ gw;wp tpsf;f 
KbAkh? 
 

10) Can you describe any problem about the test that were discussed?  

mg;NghJ $wg;gl;l ghpNrhjid rk;ke;jkhf VjhtJ gpur;rid gw;wp ePq;fs; 
nrhy;y KbAkh? 

11) Is there any other information you would have liked to have had?  

mg;NghJ ePq;fs; ngw tpUk;gpa NtW VjhtJ jfty;fs; ,Uf;fpwjh? 
 

12) Did you have an opportunity to discuss what you were told with your husband or 

famild? Would you have liked to? Can you explain?  

cq;fsplk; nrhy;yg;gl;l jfty;fis cq;fsJ fztUld; my;yJ 
FLk;gj;jhUld; fye;J NgRk; tha;g;G cq;fSf;F ,Ue;jjh? ePq;fs; mij 
gw;wp Ngr tpUk;gpapUg;gPh;fsh?  mJ gw;wp tpsf;f KbAkh? 
 

13) Were you told that you could refuse to have the test if you did not want to have it?  

ePq;fs; ghpNrhjid vLj;Jf; nfhs;s tpUk;gtpy;iy vd;why; ePq;fs; 
kWf;fyhk; vd;W cq;fsplk; $wpdhh;fsh? 
 

14) Can you describe any problems women face if they test positive? Can you suggest 

some ways in which this can be reduced?  

ghrpl;bt;thf ghpNrhjid nra;ag;gl;lhy; ngz;fs; re;jpf;ff;$ba VjhtJ 
gpur;ridfs; gw;wp tpsf;f KbAkh?  ,jid Fiwf;ff;$ba rpy topfis 
ePq;fs; $w KbAkh? 
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15) Do you think taking your permission, giving you information about the problems, 

and giving you the option to refuse are important? Can you explain?  

cq;fsJ mDkjp ngWjy;> gpur;ridfs; gw;wp cq;fSf;F jfty; 
toq;Fjy;> kw;Wk; ePq;fs; kWg;G njhptpf;Fk; tha;g;ig toq;Fjy; Mfpait 
Kf;fpak; vd;W ePq;fs; epidf;fpwPh;fsh? ,J gw;wp tpsf;f KbAkh? 
 

16) In your view should women be told about the problems associated with positive 

result and about having an option to refuse the test? Can you explain?  

cq;fis nghWj;jtiu ghrpl;bt; ghpNrhjid Kbthy; Vw;glf;$ba 
gpur;ridfs; gw;wpAk; ghpNrhjidf;F kWg;G njhptpf;Fk; tha;g;G gw;wpAk; 
ngz;fSf;F nrhy;yg;gl Ntz;Lkh? ,J gw;wp tpsf;f KbAkh? 

 

B. HIV+ women 

1. Can you describe how and when you came to know about your status?  Who was 

tested first?  Where were you tested?  Why you have chosen that particular 

healthcare settings? 

cq;fsJ njhw;W epiy gw;wp cq;fSf;F vg;NghJ njhpa te;jJ vd;W 
ePq;fs; tpsf;f KbAkh?  ahUf;F Kjypy; ghpNrhjid nra;ag;gl;lJ?  
cq;fSf;F vq;F ghpNrhjid ele;jJ?  me;j Fwpg;gpl;l kUj;Jtkidia 
ePq;fs; Vd; Njh;T nra;jPh;fs;? 
 

2. What information did you receive in the hospital about HIV and the test before it 

was performed? 

ghpNrhjid nra;ag;gLtjw;F Kd;G vr;.I.tp. gw;wpAk; me;j ghpNrhjid 
gw;wpAk; kUj;Jtkidapy; ve;jtpjkhd jfty;fis ngw;wPh;fs;? 
 

3. Can you describe what information you received about possible benefits and risks? 

,jpy; cs;s gyd;fs; kw;Wk; gpur;ridfs; gw;wp vd;d jfty;fis ePq;fs; 
ngw;wPh;fs; vd;W tpsf;f KbAkh? 
 

4. Were you told you could refuse to have the test if you did not want to have one? 

ePq;fs; ghpNrhjid nra;J nfhs;s tpUk;gtpy;iy vd;why; mjw;F ePq;fs; 
kWg;G njhptpf;fyhk; vd;W cq;fSf;F nrhd;dhh;fsh? 
 

5. What information would you have liked to have received before you had the test? 

ghpNrhjid nra;J nfhs;Sk; Kd;dh; vd;d jfty;fis ePq;fs; ngw 
tpUk;gpapUg;gPh;fs;? 
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6. Can you describe any benefits you have had after receiving the test result? 

ghpNrhjid Kbit ngw;w gpd;dh; cq;fSf;F fpilj;j vjhtJ gyd;fis 
gw;wp ePq;fs; tpsf;f KbAkh? 
 

7. How did you shared your result with your husband?  What was his response?  Can 

you explain?   

cq;fsJ ghpNrhjid Kbit ePq;fs; cq;fsJ fztUld; vt;thW 
gfph;e;J nfhz;Bh;fs;?  mth; mjw;F vd;d $wpdhh;?  mJ gw;wp tpsf;f 
KbAkh?   

8. How do people treat you if they know you have HIV?  In your family?  In your 

community?  In hospital? 

cq;fSf;F vr;.I.tp ,Uf;fpwJ vd;W njhpe;jhy; cq;fs; tPl;by;> 
rKjhaj;jpy;> kUj;Jtkidapy; kf;fs; cq;fis vg;gb elj;Jthh;fs;? 
 

9. What health care services have you received after testing positive? 

njhw;W ,Ug;gjhf ghpNrhjid nra;ag;gl;l gpd;dh; ve;jtpjkhd Rfhjhu 
guhkhpg;G Nritia ePq;fs; ngw;wPh;fs;? 
 

10. What is your opinion about HIV testing for pregnant women? 

fh;g;gpzpg; ngz;fSf;F vr;.I.tp. ghpNrhjid gw;wp cq;fs; fUj;J vd;d? 
 

11. In your view how could you have been better protected against HIV and the 

problems that you faced / are facing? 

cq;fis nghWj;jtiu ePq;fs; re;jpj;j / re;jpj;Jf; nfhz;bUf;Fk; 
vr;.I.tp kw;Wk; mNjhL rk;ke;jg;gl;l gpur;ridfspypUe;J ePq;fs; vg;gb 
ghJfhj;jpUf;f KbAkh? 

C. NGO staff  

1) Can you describe your organization and the services you provide? Do you / have 

you treatd pregnant women in the center?  

cq;fsJ epWtdj;ijAk; mjd; Nritfisg; gw;wpAk; tpsf;f KbAkh? 
Cq;fsJ ikaj;jpy; ePq;fs; fh;gpzpg; ngz;fSf;F rpfpr;ir mspf;fpwPh;fsh 
/ mspj;Js;sPh;fsh? 
 

2) Do you ask all your patients to have an HIV test?  

ePq;fs; midj;J NehahspfisAk; vr;.I.tp. ghpNrhjid nra;J 
nfhs;SkhW $WfpwPh;fsh? 
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3) What information about HIV do you give patients who are referred for a test?  

ghpNrhjid nra;J nfhs;s ghpe;Jiu nra;ag;gLk; NehahspfSf;F ePq;fs; 
vr;.I.tp. gw;wp vd;d jfty;fis $WfpwPh;fs;? 
 

4) Do you think patients should be given information about the problems associated 

with testing for HIV?  

vr;.I.tp. ghpNrhjid nra;J nfhs;tjpy; cs;s gpur;ridfs; gw;wpa 
jfty;fs; NehahspfSf;F mspf;fg;gl Ntz;Lk; vd;W ePq;fs; 
epidf;fpwPh;fsh? 
 

5) What do you understand by informed consent?  

jftYld; $ba xg;Gjy; vd;why; cq;fisg; nghWj;jtiu vd;d?  
 

6) In general do you obtain the consent of patients for all tests other than HIV?   

nghJthf> vr;.I.tp jtpu midj;J ghpNrhjidfSf;Fk; Nehahspfspd; 
xg;Gjiyg; ngWfpwPh;fsh? 
 

7) Do you obtain the consent of patients testing for HIV? Can you explain? 

vr;.I.tp ghpNrhjid nra;Jnfhs;Sk; Nehahspfspd; xg;Gjiyg; 
ngWfpwPh;fsh?  mij gw;wp tpsf;f KbAkh? 
 

8) Do you think patients, especially pregnant women should be given the option to 

refuse the test? Can you explain? 

Nehahspfs;> Kf;fpakhf fh;g;gpzpg; ngz;fs; ghpNrhjid nra;J nfhs;s 
tpUg;gkpy;iy vd;why; mij kWf;Fk; tha;g;G mspf;fg;gl Ntz;Lk; vd;W 
ePq;fs; epidf;fpwPh;fsh? mij gw;wp tpsf;f KbAkh? 
 

9) In your experience is it possible for infected people to keep their status confidential 

in the community? Can you explain?  

cq;fsJ mDgtj;jpy; ghjpf;fg;gl;l egh;fs; jq;fsJ njhw;W epiyia 
rKjhaj;jpy; ,ufrpakhf ghJfhf;f KbAkh? mij gw;wp tpsf;f KbAkh? 
 

10) In your opinion is it important to test the husband and wife together or is it enough 

to test the pregnant women alone? Can you explain?  

cq;fisg; nghWj;j tiu fztd; kidtp ,UtiuAk; xd;whf ghpNrhjid 
nra;a Ntz;lhkh my;yJ fh;g;gpzpg; ngz;iz kl;Lk; ghpNrhjid nra;jhy; 
NghJkh? mij gw;wp tpsf;f KbAkh? 
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D. Village health nurses (VHNs) 

 

1) Can you describe your work, your clients and work load. Do you feel you have 

adequate resource and support for your work?  

cq;fsJ gzp> cq;fsplk; Nrit ngWk; thbf;ifahsh;fs; kw;Wk; 
cq;fSf;F cs;s Ntiy gS Mfpatw;iw gw;wp tpsf;f KbAkh> 
cq;fsJ Ntiyf;Fj; Njitahd tsq;fs; kw;Wk; MjuT cq;fSf;F 
NghJkhd msT fpilg;gjhf czh;fpwPh;fsh? 
 

2) How do you identify pregnant women in the community? Can you describe how 

you follow them up?  

cq;fsJ gFjpapy; cs;s fh;g;gpzpg; ngz;fis vt;thW fz;Lgpbg;gPh;fs;?  
mth;fis vt;thW njhlh;e;J re;jpj;J Nrit toq;FfpwPh;fs; vd;gij 
tpsf;f KbAkh? 

3) What antenatal tests do you ask pregnant women to have? What do you explain 

about them?  

gpurtj;jpw;F Kd; fh;g;gpzpg; ngz;fis ve;nje;j ghpNrhjidfis 
nra;AkhW $WfpwPh;fs;?  mtw;iw gw;wp vd;d tpsf;FtPh;fs;? 
 

4) Do you recommend an HIV test for all pregnant women? Is this compulsory? Can 

you explain?  

midj;J fh;g;gpzpg; ngz;fSf;Fk; vr;.I.tp. ghpNrhjidia ePq;fs; 
ghpe;Jiu nra;tPh;fsh?  nra;J nfhs;s Ntz;baJ fl;lhakh?  mij gw;wp 
tpsf;f KbAkh? 
 

5) What information do you give women about the HIV test?  

vr;.I.tp ghpNrhjid gw;wp ngz;fSf;F vd;d jfty; toq;FtPh;fs;? 
 

6) What advantages and problems about the test do you discuss?  

ghpNrhjid nra;tjpy; cs;s ve;nje;j ed;ikfs; kw;Wk; gpur;ridfs; gw;wp 
ePq;fs; NgRtPh;fs;? 
 

7) Do women refuse the test? Can you explain?  

ngz;fs; ghpNrhjid nra;J nfhs;s kWg;G njhptpf;fpwhh;fsh? mij gw;wp 
tpsf;f KbAkh? 
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8) Can you describe any concerns you have about accidental exposure to HIV?  

vjph;ghuhky; Vw;glf;$ba vr;.I.tp. njhw;W gw;wp cq;fSf;F ,Uf;Fk; gak; 
gw;wp ePq;fs; tpsf;f KbAkh? 
 
 

9) In your view should women be told about the problems associated with positive 

result and about having an option to refuse the test? Can you explain?  

cq;fisg; nghWj;j tiu vr;.I.tp. ghpNrhjid KbT ghrpl;bt;thf 
tUtjpy; cs;s gpur;ridfs; gw;wpAk;> ghpNrhjid nra;J nfhs;s kWf;Fk; 
tha;g;G gw;wpAk; ngz;fSf;F nrhy;y Ntz;Lkh?  mJ gw;wp tpsf;f 
KbAkh? 

 

E. Outreach workers 

 

1. Can you briefly describe your work and workload? 

cq;fsJ gzp kw;Wk; gzpg;gS gw;wp RUf;fkhf tpsf;f KbAkh? 
 

2. At the hospital what pre-test information do you give pregnant women about HIV 

and the test? 

kUj;Jtkidapy; fh;g;gpzpg; ngz;fSf;F ghpNrhjidf;F Kd;G vr;.I.tp. 
gw;wpAk; ghpNrhjid gw;wpAk; vd;d jfty; toq;FtPh;fs; 

3. What do you tell women about the problems associated with an HIV test? 

vr;.I.tp. ghpNrhjid nra;tjpy; rk;ke;jg;gl;Ls;s gpur;ridfshf ePq;fs; 
ngz;fsplk; vd;d jfty;fis toq;FtPh;fs;? 
 

4. Do you tell women that they can refuse to have the tests if they do not wish to have 

one?  Can you explain?  

mth;fs; ghpNrhjid nra;J nfhs;s tpUk;gtpy;iy vd;why; kWg;G 
njhptpf;fyhk; vd;W ngz;fsplk; $WtPh;fsh?  mJ gw;wp tpsf;f KbAkh? 
 

5. Can you describe consequences if any, if women refuse the test? 

ngz;fs; ghpNrhjidf;F kWg;G njhpptpj;jhy; VjhtJ tpisTfs; Vw;gLk; 
vd;why; mJ gw;wp tpsf;f KbAkh? 

6. cq;fis nghWj;j tiu ghrpl;bt; ghpNrhjid Kbtpy; cs;s gpur;ridfs; 
gw;wpAk;> ghpNrhjid nra;J nfhs;s kWg;G njhptpf;Fk; tha;g;G gw;wpAk; 
ngz;fSf;F njhptpf;f Ntz;Lkh?  mJ gw;wp tpsf;f KbAkh? 
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F. Counsellors 

1) Can you describe your work and your work load at this hospital? 

,e;j kUj;Jtkidapy; cq;fsJ gzp gw;wpAk; gzpgS gw;wpAk; tpsf;f 
KbAkh? 
 

2) In your role as a counselor what services do you provide to pregnant  women at the 

ICTC?  

xU MNyhrfuhf cq;fsJ gzpapy; ek;gpf;if ikaj;jpy; fh;g;gpzpg; 
ngz;fSf;F vd;d Nritfs; toq;FtPh;fs;? 
 

3) Can you describe the information you give women about antenatal tests in general 

and the HIV test in particular?  

ngz;fSf;F nghJthf nra;ag;gLk; fh;g;gfhy ghpNrhjidfs; gw;wpAk; 
Fwpg;ghf vr;.I.tp ghpNrhjid gw;wpAk; ePq;fs; toq;Fk; jfty;fs; gw;wp 
tpsf;f KbAkh? 
 

4) Can you describe what you tell women about the visits associated with an HIV 

test?  

vr;.I.tp ghpNrhjid rk;ke;jkhf ngz;fs; kUj;Jtkidf;F tUtJ 
rk;ke;jkhf ePq;fs; mth;fsplk; vd;d nrhy;tPh;fs; vd;gij tpsf;f KbAkh? 
 

5) Do you inform women that they can refuse the test if they don't wish to have one? 

Can you explain?  

mth;fs; ghpNrhjid nra;J nfhs;s tpUk;gtpy;iy vd;why; mth;fs; 
mjw;F kWg;G njhptpf;fyhk; vd;gij ngz;fSf;F ePq;fs; $WtPh;fsh?  
mJ gw;wp tpsf;f KbAkh? 
 

6) Can you describe source case where women refuse to have the test?  

mth;fs; vr;.I.tp ghpNrhjid nra;J nfhs;s Ntz;Lk; vd;W ngz;fsplk; 
$wg;gLk; NghJ mth;fs; vd;d $Wthh;fs; vd;gij tpsf;f KbAkh? 
 

7) Can you describe source case where women refuse to have the test?  

ngz;fs; ghpNrhjid nra;J nfhs;s kWj;j rk;gtq;fs; gw;wp ePq;fs; 
tpsf;f KbAkh? 
 

8) Can you tell us what you feel about testing women with husband?  

ngz;fis mth;fsJ fzth;fSld; ghpNrhjid nra;tJ gw;wp ePq;fs; 
vd;d czh;fpwPh;fs; vd;gij nrhy;y KbAkh?   
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9) What do you understand about informed consent?  

jftYld; $ba xg;Gjy; vd;why; ePq;fsl vd;d  Ghpe;J nfhz;Bh;fs;? 
 

10) What do you know about the government policy on informed consent for HIV 

testing? Can you explain your own views?  

vr;.I.tp. ghpNrhjid jftYld; $ba xg;Gjy; ngWtJ Fwpj;J murpd; 
nfhs;if gw;wp cq;fSf;F vd;d njhpAk;?   ,J gw;wpa cq;fsJ nrhe;j 
fUj;ij ntspg;gLj;j KbAkh? 
 

11) In your experience how is the medica treatment for positive people in government 

hospitals?  

cq;fsJ mDgtj;jpy; vr;.I.tp. nhw;Ws;s kf;fSf;F muR 
kUj;Jtkidapy; vg;gb rpfpr;ir mspf;fg;gLfpwJ?   
 

12) In your view should women to told about the problems associated with positive 

result and about having an option to refuse the test? Can you explain?  

cq;fis nghWj;jtiu ghpNrhjid KbT ghrpl;bt;thf ,Ue;jhy; 
Vw;glf;$ba tpisTfs; gw;wpAk;> ghpNrhjid nra;Jnfhs;s mth;fs; 
kWf;fyhk; vd;gJ gw;wpAk; ngz;fSf;F nrhy;y Ntz;Lkh?  ePq;fs; tpsf;f 
KbAkh? 

 

G. Medical Officers  

 

1) Can you describe the antenatal tests that you performed for pregnant women in 

your hospital?  

cq;fs; kUj;Jtkidapy; fh;g;gpzpg; ngz;fSf;F elj;jg;gLk; fh;g;gfhy 
ghpNrhjidfs; gw;wp ePq;fs; tpsf;f KbAkh? 
 

2) Are these tests compulsory? Is the HIV test compulsory?  

,e;j ghpNrhjidfs; fl;lhak; nra;ag;gl Ntz;Lkh?  vr;.I.tp ghpNrhjid 
fl;lhak; nra;ag;gl Ntz;Lkh? 
 

3) Are women asked for their consent to any of the tests other than the HIV test?  

vr;.I.tp. ghpNrhjid jtpu ,ju ghpNrhjidfSf;F ngz;fspd; xg;Gjy; 
ngwg;gLfpwjh? 
 

4) What is the rate of test refusal? Do you conduct delivery for women who refuse the 

test for HIV?  
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ghpNrhjidf;F ve;j msTf;F mth;fs; kWg;G njhptpf;fpd;wdh;?  vr;.I.tp 
ghpNrhjid nra;J nfhs;s kWf;Fk; ngz;fSf;F ePq;fs; gpurtk; 
ghh;g;gPh;fsh? 
 

5) According to you how important is the offer of an HIV test to pregnant women?  

fh;g;gpzpg; ngz;fSf;F vr;.I.tp. ghpNrhjid toq;FtJ ve;j msTf;F 
Kf;fpakhdJ?  mij gw;wp tpsf;f KbAkh? 
 

6) In your view should husbands be tested along with pregnant women? Can you 

explain?  

cq;fis nghWj;jtiu fh;g;gpzpg; ngz;fSld; mth;fsJ fzth;fSk; 
ghpNrhjid nra;ag;gl Ntz;Lkh?  mij gw;wp ePq;fs; tpsf;f KbAkh?   
 

7) What do you understand by informed consent? What are your views about seeking 

informed consent of women for antenatal tests in general and HIV test in 

particular?  

jftYld; $ba xg;Gjy; gw;wp cq;fs; Ghpjy; vd;d?  nghJthf fh;g;gfhy 
ghpNrhjidfSf;F> mjpYk; Fwpg;ghf vr;.I.tp. ghpNrhjid nra;tjw;F 
ngz;fsplk; jftYld; $ba xg;Gjy; ngWtJ Fwpj;J cq;fs; fUj;J 
vd;d? 

8) Can you describe the government policy on informed consent to HIV testing for 

pregnant women? What are your views about this policy?  

fh;g;gpzpg; ngz;fSf;F vr;.I.tp. ghpNrhjid nra;Ak; NghJ jftYld; 
$ba xg;Gjy; ngWtJ rk;ke;jkhf murpd; nfhs;if gw;wp tpsf;f KbAkh?  
,e;j nfhs;if gw;wp cq;fs; fUj;J vd;d? 
 

9) In your view should women be told about the problems associated with positive 

result and about having an option to refuse the test? Can you explain? 

cq;fis nghWj;jtiu ngz;fSf;F ghrpl;bt; Kbthy; Vw;glf;$ba 
gpur;ridfs; gw;wpAk;> ghpNrhjid nra;J nfhs;s kWf;Fk; tha;g;G gw;wpAk; 
nrhy;y Ntz;Lkh?  mij gw;wp tpsf;f KbAkh? 
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APPENDIX 10: Survey interview schedule 

 

Pregnant Women’s Experiences of Undergoing Routine Tests Including HIV at the 

Antenatal Clinics 

 

INTERVIEW SCHEDULE 

 

Date    :     SERIAL NO: 

Interviewer Number  : 

Respondent number  :  

Village Name   : 

Village Number  : 

Period    :  1     2 

Block    :  Andipatti     Bodi    Peiyakulam  Theni 

 

PART I - SOCIO-DEMOGRAPHIC DATA 

1. Age    :__________ (In completed years) 

 

2. Religion                        Hindu  Christian  Moslem  Others 
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3. Marital status                Single  Married  Widowed 

                                           Separated   Divorced 

4. No of years married  : __________ (In completed years) 

 

5. Order of pregnancy  :________ 

  

6. No of sons                    :________ 

 

7. No of daughters            :________ 

 

8. Family type                   Joint family           Nuclear family  

 

9. Education level  :_________         (Completed years of schooling) 

 

10. Vocational training   Yes   No  

 

11. Approximate monthly household income (through all sources) Rs. ______________ 

 

12. Occupation   : _______________________________________________ 

 

      ________________________________________________ 

PART II - QUESTIONS AROUND KNOWLEDGE / INFORMATION OF TESTS / PROCEDURES IN 

ANTENATAL CLINICS 

13. Have you accessed antenatal care recently?               

  Yes      No Exit 

14. Did you access antenatal care in a government hospital?   

  Yes      No Exit 
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15. Before this visit did you know what tests would be done when you went for check-up? 

  Yes     No Go to Q20 

16. How did you know?  

  Previous Experience   

  Somebody shared their experience  

  Others (Specify)__________________________ 

17. What tests were you told would be performed during your visit to the hospital 

  Blood test    

  Urine test    

   Scanning    

  Others (Specify)__________________________ 

18. If yes to blood tests (Q17), can you tell me specifically? 

S.No Test 

Mentioned 

Voluntarily What was the source of your information 

Yes No 

a. HIV   Her earlier experience 

Husband 

Family member 

Friend 

Television, radio, newspaper, magazine 

Community/non-government 
organisations 

Village Health Nurse 

Outreach worker 

Healthcare personnel at the ANC 

Others (Specify) ___________________  
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S.No Test 
Mentioned 

Voluntarily 
What was the source of your information 

b. VDRL for 

Syphilis 

   Her earlier experience       Husband 

 Family member          Friend 

Television, radio, newspaper, magazine 

Community/non-government 

organisations 

 Village Health Nurse 

 Outreach worker 

 Healthcare personnel at the ANC 

 Others (Specify) ___________________  

c. Hepatitis    Her earlier experience        Husband 

 Family member                   Friend 

 Television, radio, newspaper, 

magazine 

Community/non-government 

organisations 

 Village Health Nurse 

 Outreach worker 

 Healthcare personnel at the ANC 

 Others (Specify) ___________________  
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19.  If yes to urine test (Q17), can you tell me specifically? 

Purpose of urine test 

 

What was the source of your information 

 

 Pregnancy Confirmation   

 Don’t Know    

 Others (Specify) 

____________ 

 

 Her earlier experience        Husband 

 Family member         Friend 

 Television, radio, newspaper, magazine 

 Community/non-government organisations 

 Village Health Nurse   

Outreach worker 

 Healthcare personnel at the ANC 

 Others (Specify) ___________________ 

 

 

PART III – CURRENT ANC EXPERIENCE 

20. Which of the tests do you remember as having had? 

 

 

21. In the blood test do you remember for what specifically? 

 

 

 

 

(Specify)__________________ 
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22. Were you told by the doctor/nurse/counsellor that you could refuse these tests?  

 Yes       No 

23. Did you refuse to have any of them?  

 Yes       No  

24. Were you told at the hospital that the HIV test would be done at this time? 

 Yes         No Go to Q 40 

25. Can you remember why it was recommended?  

 Yes         No Go to Q 27  Don’t Know Go to Q 27 

26. What was the information given to you? 

Response: 

Probe 

transmission 

 benefits of having the tests including HIV 

 

-to-child transmission of HIV 

conditions including antiretroviral prophylaxis and infant feeding counselling to 

prevent HIV transmission 

including stigma and discrimination  

discussing it with her family 

V test and that testing would 

be performed unless the woman exercised this right (said No to the test) 

did not depend on the knowledge of HIV status 
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-up services were available in the case of either an HIV-negative or HIV-

positive result 

 

27. Did you feel that you would have liked to have had more information about the HIV test 

before you had it?                                                                                   

 Yes     No Go to Q29  Don’t Know Go to Q29 

28. What other information would you have liked to have had before the test? 

Response: 

Probe 

test 

 

ing the test with husband/family member/other 

 

(confidentiality) 

a 

positive HIV test result 

-up including information about potential home visits 

by healthcare personnel in the event of a positive HIV test result 
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PART IV - QUESTIONS RELATING TO INFORMED CONSENT FOR HIV TEST 

29. Can you remember if you were told by the doctor/nurse/counsellor that you could 

refuse the HIV test?  

 Yes       No 

 

30. Did you refuse to have the HIV test?  

 Yes       No Go to Q33 

31. What were the reasons for you to refuse the test? 

     Yes      No 

  Yes      No 

     Yes      No 

 Other (Specify) 

32. Did the doctor/nurse/counsellor agree to not perform the HIV test after you had 

declined to have it?                                                                              

 Yes       No   Go to Q34 

33. If you did not refuse the HIV test, what made you accept it? 

Response: 

Probe 

 the doctor/healthcare provider’s advice 
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PART V - QUESTIONS RELATING TO THE HIV TEST 

34. Did you feel you would have liked an opportunity to discuss the HIV test with someone 

before you had it?        

 Yes      No Go to Q40 

 

35. Who would you have liked to have discussed the HIV test with? 

 

 

 

 

 

 

 

 

36. Can you tell me some reasons why you feel you would have liked to have been able to 

discuss the test with the person you have mentioned? 

Response: 

Probe 

 Would have felt better supported in case of an unforseen result 

 Would have shared the responsibility for the results with the person 

 Would have considered a more appropriate time and place for the test/s 

 Other (Specify)  
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37. If you felt you would have liked an opportunity to discuss the HIV test with someone, 

were you able to tell the healthcare personnel at the ANC about it? 

 Yes   No  

38. Were you given an opportunity to do so?            

 Yes   No 

39. If you did not tell the healthcare personnel at the ANC, what were the reasons for not 

telling them? 

Response: 

Probe 

 Did not know you could do that 

 

 

recommendation that was bad for you  

t you had no other place to go for antenatal care 

 

elt it was the best thing to do for herself  

 

PART VI – AGREEMENT TO HAVE THE TEST  

40. Have you asked for your consent to test for HIV? 

 Yes   No  

41. Were you asked to sign any form? 

 Yes   No Exit 

42. Do you know why you signed? 

 Yes   No  
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