
Where are the human rights 
for Pregnant Women? 

Scale-up of provider-initiated HIV testing and counselling 
of pregnant women: The South African experience

Johanna Kehler • Amber Howard Cornelius • Sindi Blosse • Promise Mthembu



Published by AIDS Legal Network (ALN)

Suite 6F, Waverley Business Park, Mowbray, 7700, Cape Town, South Africa

Tel: +27 21 447 8435 – Fax: 027 21 447 9946 – Email: alncpt@aln.org.za

Website: www.aln.org.za

For more information, please contact the authors of the report:

Johanna Kehler of the AIDS Legal Network, jkaln@mweb.co.za

Amber Howard Cornelius of the Justice for Women (JAW) Project, jaw@futurenet.co.za

Sindi Blosse of Just Associates (JASS), sindi@justassociates.org

Promise Mthembu of Her Rights Initiative (HRI), pmthembu@hri.org.za 

© Copyright 2010



Acknowledgments 4

Executive Summary 5

Part 1: Human Rights Principles in the Context of HIV Testing 9

 Contextual Framework 9

 South African Policy Framework 10

 Gender and Power 12

Part 2: Study Findings 15

 Overview of Study 15

 Consent  15

 Counselling 19

 Confidentiality 22

 Impact on Women’s Lives 27

What Needs to Change? 28

3

Contents



ACkNoWlEdgmENTS

There are many individuals whose generous assistance and contributions made this study and report possible. Though it is not 

possible to mention all of them by name, their help is greatly appreciated.

First, we wish to extent our thanks and gratitude to all the numerous women in the communities who gave their time to 

be interviewed and to share their experiences and thoughts. We also wish to thank Promise Mthembu from Her Rights 

Initiative (HRI) for her coordination and ongoing support throughout the process; Ann Strode and Zaynab Essack from the  

Faculty of Law at the University of Kwazulu Natal for their academic guidance and assistance during the data collection and 

analysis process; and Jayne Arnott of the AIDS Legal Network (ALN) for her substantive contribution in finalising the report.

Thank you to Laura Washington of Project Empower for reviewing the report.

And finally, we are grateful to Open Society Institute (OSI) Public Health Program for supporting this effort to document 

women’s experiences of HIV testing during pregnancy.

4



5

As early as 2002, calls were made within the 

public health spheres to move away from the 

voluntary HIV counselling and testing approach 

to a more ‘routine offer’ of HIV testing in public 

health centres in order to increase the uptake of 

HIV testing. In 2007, UNAIdS and WHo  

released guidance on provider-initiated testing 

and recommended, amongst others, that  

provider-initiated opt-out testing and counselling 

should be prioritised in antenatal, child birth 

and post natal healthcare services, despite 

recognising that women may be more at risk than 

men of discrimination, violence, abandonment or 

ostracism when their HIV status becomes known. 

This ‘targeting’ of women in the scale-up of 

HIV testing, whilst recognising women’s greater 

risks of rights violations in this process, arguably 

highlights the extent to which the ‘public health 

need’ of HIV testing scale-up can override the 

need to reduce women’s risks and vulnerabilities 

to HIV-related rights abuses.

P rovider-initiated HIV testing has been critiqued 

by human rights advocates on many grounds, 

including that it fails to take into account 

the unequal and gendered context of society, as well 

as prevailing HIV-related stigma, discrimination and 

other violations of rights. This approach to HIV testing 

is fundamentally gender-biased, as women become the 

‘target’ of the HIV testing scale-up and subsequently the 

‘target’ for abuse and rights violations. This approach 

to HIV testing also fails to acknowledge the inherent 

unequal power relationship between healthcare providers 

and healthcare users.

Broader concerns regarding the scale-up of HIV testing 

have highlighted adverse effects, ranging from deterring 

especially women from accessing healthcare services, due 

to fear of being tested for HIV, to practices of coerced  

consent and ‘conditional’ HIV testing to gain access to  

other needed treatment.

THE SoUTH AFRICAN PolICy FRAmEWoRk

In 2010 the new South African Policy Guidelines for  

HIV Counselling and Testing (HCT) were published in direct 

response to the UNAIDS/WHO Guidance on HIV testing 

and make a clear shift away from Voluntary Counselling 

and Testing (VCT), moving from a ‘client-initiated’ to a  

‘provider-initiated’ approach to HIV testing.

Services identified within the Guidelines as priority sites for 

HIV testing are mostly healthcare services that are primarily 

accessed by women, including antenatal clinics, and 

pregnant women are therefore being increasingly drawn into  

provider-initiated testing and increasingly exposed to 

potential human rights abuses on the justification that it is in 

the best interests of the unborn child.

The objectives outlined in the Guidelines include a commitment 

to comply with a legal and human rights approach to HIV 

testing, as well as appropriate referral to treatment. However, 

in a societal context in which the combination of prevailing 

gender inequality and HIV-related stigma, discrimination 

and other violations of rights ‘makes HIV disclosure a  

eXeCutiVe summarY
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life-threatening prospect’, these proposed policy changes 

have to be questioned, their implementation monitored, and 

women’s experiences examined to ascertain whether or not  

provider-initiated HIV counselling and testing during pregnancy 

is indeed part of a human rights-based response to HIV and AIDS.

THE STUdy

A joint research project was undertaken in 2010 by the AIDS Legal 

Network (ALN), Just Associates (JASS), and Justice and Women 

(JAW), three South African-based human rights organisations, 

examining women’s experiences of provider-initiated HIV testing 

during pregnancy, and is based on 28 narratives of women who 

have experienced HIV testing during pregnancy between 2007 

and 2009.

The focus of the study was on a) women’s experiences of 

counselling, consent and confidentiality; b) the impact of their 

HIV status on their lives; and c) how women themselves would 

like to see HIV testing services in the future.

summarY of findings

WomEN’S ExPERIENCES oF CoNSENT, CoUNSEllINg, 

ANd CoNFIdENTIAlITy dURINg HIV TESTINg

Consent

Many women participating in this study indicated that they 

were unhappy with the counselling and consent process, 

with only a few indicating that they felt satisfied, since some 

information and discussion around consent had occurred, and 

that they felt they could have refused the HIV test. Some women 

also expressed the feeling of being rushed through the process, 

which indicates, amongst other things, that women were not 

given enough time to think about the information received and 

to appreciate the implications of the test, arguably impacting 

on the extent to which women were in the position to make an 

informed decision and to give consent.

Levels of perceived choice regarding HIV testing varied 

amongst the participants, with many indicating that 

morally they felt they had no choice, because they were 

pregnant, whilst others felt that healthcare providers were 

not giving them any choice. One woman further noted that 

it is common knowledge in the community that all pregnant 

women must test for HIV.

The experiences of some women, particularly in the KwaZulu 

Natal (KZN) sample, clearly indicated that they were ‘forced’ to 

test for HIV, as the ‘routine offer of HIV testing’ was linked to a 

threat of denying access to further services, with seemingly very 

little to no access to information and/or counselling.

Although the policy framework provides for HIV testing to be 

voluntary, free from coercion and allows for the option to refuse 

testing, women’s experiences show that in reality there seems to 

be little to no option for pregnant women to voluntarily decide 

whether or not to test for HIV; to have access to adequate 

information and time to make such a decision; and to make an 

informed choice free of coercion and fear of repercussions.

Counselling

The information received during pre-test counselling seemed 

to be disproportionately focussing on information in relation to 

the benefits of HIV testing for the unborn child, as compared 

to the benefits of HIV testing for the woman herself. The 

counselling generally lacked factual information and was largely 

presented within a moralistic and emotionally charged context, 

as often indicated by the use of language, such as ‘you will kill 
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your child, if you do not test’. A dominant theme emerging 

from the study was the overwhelming emphasis, and thus 

pressure on women, to test for HIV due to pregnancy. In 

the context of post-test counselling, the responses indicate  

an undue emphasis on discouraging women from having 

more children.

Women were also strongly encouraged to disclose to 

partners as part of the post-test counselling process, 

with little evidence that the counselling assisted women 

to prepare for, and manage the impact of, the disclosure 

process. There was not one respondent who relayed in 

any depth any form of risk assessment done during the 

counselling process regarding the possibility of adverse 

reactions by partners to the disclosure of a positive HIV 

status, such as violence.

Participants, particularly from the Western Cape, indicated 

some level of referral to support services during counselling 

that related primarily to support groups, accessing social 

grants, and/or seeking redress regarding discrimination 

within the community.

Confidentiality

Although confidentiality is one of the core ethical principles 

outlined in the Policy Guidelines, only one woman shared 

about being informed during post-test counselling on the 

right to confidentiality. The majority of women participating 

in the study shared their experiences and fears of breached 

confidentiality.

The experiences of many women, particularly from 

KwaZulu Natal, indicated that their right to confidentiality, 

both during the testing process and on receiving their 

test results, was severely compromised and violated. The 

majority spoke about being tested for HIV with others 

present, of doors left open, staff interruptions and open 

discussions about women’s test results.

Participants also relayed experiences of confidentiality 

breaches beyond the healthcare setting, resulting in a 

person’s HIV status becoming known to partners, family, 

relatives, friends, and the community at large. Such 

rights abuses of confidentiality not only impact on the 

overall health and well-being of women, but also on 

levels of access to treatment, care and support services. 

In addition, breaches of confidentiality lead to a wide 

range of consequences, from discrimination to abuse  

and isolation.

Some participants shared their experiences of confidentiality 

being broken during labour and the process of giving birth 

that point to blatantly discriminatory attitudes by healthcare 

providers and to the significant psychological impact this 

treatment had on women. The study clearly indicated that, 

especially in KZN, healthcare providers routinely disclosed 

the HIV status of patients to others in the labour ward and 

attended to HIV negative women first.

ImPACT oF HIV STATUS oN WomEN’S lIVES

The majority of women participating in the study experienced 

the process of HIV counselling and testing as humiliating, 

disrespectful and abusive.

Women who shared positive experiences mostly referred 

to the support and motivation they received from ‘outside’ 

the healthcare settings, particularly from positive women in 

the community. Some women also indicated that they felt 
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accepted and well-treated in their communities, especially  

in communities with higher levels of awareness about  

human rights and HIV, which impacted on women’s overall 

well-being, and also assisted in disclosing to partners and 

family members.

Women shared experiences of pressure placed on them 

by both healthcare providers and from public opinion 

to disclose their HIV status to partners and families and 

how often this leads to a situation of being blamed, 

stigmatised and violated within relationships, families 

and communities, with little to no access to support  

and/or services.

Reflecting on their experiences, women also shared their 

sense of powerlessness and anger at the way they were 

treated and violated within and outside healthcare settings, 

and expressed the need for rights literacy, so as to ensure  

that women have access to redress as and when these 

violations occur.

HoW WomEN THEmSElVES WoUld lIkE To SEE  

HIV TESTINg SERVICES IN THE FUTURE

The majority of women participating in the study clearly 

expressed what changes they would like to see happening 

in the context of HIV testing during pregnancy, including 

that HIV testing services must be confidential and 

the right to privacy must be protected; good quality 

counselling that respects individual choice and dignity 

must be an essential part of HIV testing services, with 

detailed information provided and with time to think and 

reflect during this process; the right to consent must be 

upheld; and there should be no forced testing.

AdVoCACy RESPoNSES

To promote and protect women’s rights to autonomy, consent, 

non-discrimination and to be free from all forms of violence, 

including coercion, it is essential to create sustained change 

at the following levels:

Societal and community

Address gender and power imbalances so as to •	

ensure free and informed decision making during 

pregnancy, without coercion and the fear of 

repercussions

Policy design and implementation

Ensure positive women’s central participation •	

in policy design and implementation, including 

HIV testing approaches, counselling and support 

programmes

Review and/or develop policies that do not explicitly •	

or implicitly ‘target’ women for HIV testing

Ensure that the three Cs – consent, counselling, •	

confidentiality – are at the core of policy 

development and implemented both in form and 

substance

Health systems and human resourcing

Enhance knowledge and understanding of •	

fundamental rights in the context of HIV testing 

amongst service providers and service users

Establish accessible redress mechanisms for human •	

rights violations which should be monitored by 

service users, particularly positive women



There is common recognition that access to 

affordable and quality HIV testing needs to be 

scaled-up – both as a public health imperative 

and as an element of the right to the highest 

attainable standard of health. It is also widely 

acknowledged that HIV testing is a pre-requisite 

of access to HIV treatment, care and support, and 

that treatment access targets cannot be achieved 

without increasing the uptake in HIV testing. In 

addition, it seems increasingly recognised that 

human rights cannot be compromised for the sake 

of public health needs to increase the uptake in 

HIV testing so as to increase access to treatment, 

care and support.

I n reality, however, the need to increase the uptake in 

HIV testing seems too often linked with a disregard 

of fundamental rights, particularly in the context of 

HIV testing during pregnancy, as human rights of informed 

consent, autonomy, confidentiality and non-discrimination 

are increasingly threatened in the course of the HIV testing 

scale-up. Thus, at the centre of debate is the question of how 

to ensure both – the uptake of HIV testing and the protection 

of human rights.

CoNTExTUAl FRAmEWoRk

For almost a decade, the debate on how to increase access 

to affordable and quality HIV testing services seems to 

evolve around the question of which testing approach,  

‘provider-initiated’ or ‘client-initiated’, is most suited to 

achieve this goal. The inherent threat to human rights in 

the context of the provider-initiated HIV testing approach 

has been central to this debate, as has been the challenge 

to respond to public health needs without a disregard to 

human rights, and the human rights principles of HIV testing 

– informed consent, counselling, confidentiality.

As early as 2002, calls were made from public health ‘experts’ 

to move away from the voluntary HIV counselling and testing 

approach to a more ‘routine offer’ of HIV testing in public 

health centres to increase the uptake of HIV testing. In 2007, 

UNAIDS/WHO released its Guidance on Provider-Initiated 

Testing and Counselling in Health Facilitates – a change in 

approach to HIV testing with far-reaching implications, 

especially for low and middle income countries.1

The UNAIDS/WHO Guidance recognises that:

…women may be more likely than men to experience 

discrimination, violence, abandonment or ostracism when 

their HIV status becomes known.2

Yet, it is still recommended in the Guidance that the 

implementation of provider-initiated opt-out testing and 

counselling should be prioritised in antenatal, child birth and 

post natal healthcare services.3 The recognition that women 

are at greater risk of violence, abuse and other rights violations 

 as and when their HIV positive status becomes known, whilst 

at the same time ‘targeting’ women in the scale-up of  

HIV testing, arguably highlights the extent to which the ‘public 

health need’ of HIV testing scale-up can override the need 
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to reduce women’s risks and vulnerabilities to HIV-related  

rights abuses.

Human rights advocates have for a long time cautioned 

about the many challenges and potential rights abuses 

inherent to this approach to HIV testing, especially in 

low and middle income countries. In summary, critiques 

have highlighted that the provider-initiated HIV testing 

approach fails to take into account the unequal and 

gendered context of society, as well as prevailing  

HIV-related stigma, discrimination and other violations 

of rights, in which HIV testing takes place4; and that 

this approach to HIV testing is fundamentally gender 

biased, as women become the ‘target’ of the HIV testing 

scale-up5 and subsequently the ‘target’ for abuse and 

rights violations. In addition, the provider-initiated opt-out 

approach to HIV testing fails to acknowledge the inherent 

unequal power relationship between healthcare providers 

and healthcare users, which raises the question of how

…with such inequality will the patient be able to refuse 

even if she or he is informed of her or his right to refuse?6

Considering the inadequate provision of, and access to,  

HIV treatment, care and support for many people in need, 

it is also argued that the provider-initiated approach to HIV 

testing is a potentially ‘unethical’ approach, as the scale of 

HIV testing may create a false hope of treatment access, 

while there is none. And finally, much has been said about the 

potentially adverse effects of this approach to HIV testing, 

ranging from deterring especially women from accessing 

healthcare services due to fear of being tested for HIV, to 

practices of coercion to consent and ‘conditional’ HIV testing 

to gain access to other needed treatment – thus further 

threatening human rights in the context of HIV testing.

Recognising the above short-comings of the provider-initiated 

HIV testing approach, there is also the argument that  

‘HIV testing cannot be considered in isolation’ and that

…increasing testing and counselling must go hand in 

hand with much greater investment in real protection 

– in practice, and not just on paper – from HIV-related 

discrimination and abuse, particularly for women, 

children and adolescents… But in practice there have 

been few efforts to cost, budget, and implement national 

programmes that would secure legal and human 

rights protections for people living with, affected by, or 

vulnerable to HIV and AIDS.7

The rights-based argument to the need for HIV testing to 

be scaled-up is fundamentally based on the understanding 

that HIV testing ‘can and should be expanded’, whilst 

promoting and protecting human rights in all aspects of the  

HIV testing process.8 Furthermore, the human rights principles 

of informed consent, pre- and post-test counselling, and 

assured confidentiality in the context of HIV testing are to 

be adhered to and protected, irrespective of the HIV testing 

approach implemented in healthcare facilitates.

…ensuring access to HIV testing with counselling, 

informed consent and confidentiality is indeed well 

established as part of the human rights obligations of 

governments, [and] testing services should be designed 

to strive to minimise abuse and maximise benefits,  

including the link to treatment.9

THE SoUTH AFRICAN PolICy FRAmEWoRk

The new South African Policy Guidelines for HIV Counselling 

and Testing (HCT) are a direct response to the UNAIDS/

WHO Guidance on HIV testing and make a clear shift 

away from Voluntary Counselling and Testing (VCT), as the 

10



HCT Policy Guidelines move from a ‘client-initiated’ to a  

‘provider-initiated’ approach to HIV testing.

The National HIV Counselling and Testing (HCT) Policy 

Guidelines, released in 2010, has the stated vision of

An enabling environment for HIV counselling and 

testing, where the majority of people in South Africa are 

knowledgeable about their HIV status, and able to act on 

this knowledge to ensure an HIV-free generation.10

The Policy Guidelines also aim to provide ‘universal access 

to good quality, effective HIV counselling and testing and 

referral services to all the people in South Africa’11, and to 

‘ensure the delivery of standardised, high quality and ethical 

HIV counselling and testing services’.12

The objectives of the Policy Guidelines are outlined in  

Section 3.4. of the document and include the commitment to

…ensure compliance with a legal and human rights 

approach to HIV counselling and testing… [and] ensure 

appropriate referral to treatment…13

Acknowledging the context in which these Policy  

Guidelines are to be implemented, the stated vision, aim and 

objectives arguably raise questions as to the extent to which 

policies are indeed in the position to create an ‘enabling 

environment’; the extent to which the provider-initiated 

approach to HIV testing can be compliant with human 

rights obligations; and whether or not there are adequate 

resources, including human resources, available to ‘ensure  

appropriate referrals’.

However, giving due recognition to the key human rights 

principles that are to be protected and upheld in the context 

of HIV testing – consent, counselling, confidentiality – 

the Ethical Core Principles of the HCT Policy Guidelines 

highlight counselling, informed consent and confidentiality 

as principles to adhere to in the HIV counselling and testing 

process.14 In addition, the Policy Guidelines clearly stipulate 

that ‘informed consent is required for HIV testing’15, which 

is provider-initiated, and in the context of ‘client-initiated 

counselling and testing’, also referred to as VCT,

…the process is voluntary, and the ‘three Cs’ – informed 

consent, counselling and confidentiality – must be 

observed at all times.16

Although not explicitly stated, the new Policy Guidelines 

for HIV testing are deeply entrenched in gender bias, 

as women are the main ‘target’ for provider-initiated  

HIV testing and thus, the main ‘target’ for potential human 

rights abuses – which often seem to be justified, especially 

within antenatal healthcare services, since it is in the best 

interest of the unborn child. According to the Policy Guidelines,  

HIV counselling and testing ‘should be offered in all  

aspects of care’ and healthcare providers should 

routinely initiate and recommend HIV testing to everyone  

entering the healthcare system.17 The Guidelines continue to 

state that

…in particular, PICT is emphasised but not limited to the 

following health service points: antenatal clinics, post 

natal clinics, TB facilities, integrated management of 

childhood illnesses (IMCI) centres, family planning (FP) 

clinics, sexually transmitted infections (STI) clinics, and 

centres offering treatment for opportunistic infections 

(OIs), and PEP.

The opt-out approach is recommended in these service 

points, that is, HIV testing will be done together with all 
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other relevant tests unless the client actively refuses  

HIV testing…18

In addition to the gendered aspect of access to healthcare 

in general – which places primarily women in a position of 

accessing healthcare services – the above listed healthcare 

facilities in which routine offers of HIV testing should be 

‘emphasised’, are mostly healthcare services that are primarily 

accessed by women. Given the unequal and gendered 

societal context in which women will encounter a routine 

offer of HIV testing in these healthcare facilities, there is a 

high risk that women’s rights, including the right to make an 

informed decision as to whether or not to accept the offer of  

HIV testing, are compromised and violated, as women may not 

perceive to have a ‘choice’ and feel compelled to ‘consent’ to 

testing in order to gain access to the healthcare services they 

need – despite the policy guidelines stating that ‘informed 

consent must be obtained’19.

In a societal context in which the combination of prevailing 

gender inequality and HIV-related stigma, discrimination 

and other violations of rights ‘makes HIV disclosure a  

life-threatening prospect’ – these proposed policy changes 

have to be questioned, their implementation monitored, 

and women’s experiences explored to ascertain whether or 

not provider-initiated HIV counselling and testing during 

pregnancy in indeed part of a human rights-based response 

to HIV and AIDS.

gENdER ANd PoWER20

The gender and power inequalities already at play in 

healthcare settings, coupled with provider-initiated HIV testing  

practices that focus more on outcomes – testing women and 

preventing vertical transmission of HIV – than on protecting 

human rights, are a dangerous combination, as they create 

an environment fertile for gender violence and HIV-related 

stigma and discrimination.

Women entering the public healthcare system, especially 

in the context of antenatal care, have little to no power to 

negotiate with healthcare providers, are least in the position 

to make free and informed choices about their health and 

treatment options and/or to seek alternative services if they 

are abused and/or have their rights violated.

It is also not uncommon for women to be blamed for being 

pregnant (although many women are unintended/unwillingly 

pregnant); blamed for being tested HIV positive; blamed for 

bringing HIV into their homes; and potentially blamed for 

placing the health of the unborn child at risk.

These existing challenges are further compounded in the 

context of poor rural women’s lives, as pregnancy and  

HIV testing in rural context seems to be a lot more complicated 

than simply based on the assumptions that women would 

want to know their HIV status and prevent the transmission 

of HIV to their unborn child. Recognising women’s specific 

realities in a rural context also raises questions as to the extent 

to which human rights principles of consent, confidentiality 

and counselling are protected during the provider-initiated 

HIV testing process during pregnancy.

The three C’c of HIV testing are arguably loaded with 

assumptions, most of which are at odds with rural women’s 

lived experiences. The notion of confidentiality for instance 

– an idea which conjures images of a clinical setting in 

which the clinician and the patient are anonymous strangers 

unlikely to ever meet outside the healthcare setting. In rural 
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communities, no one is anonymous. The people conducting 

HIV tests in local clinics are often powerful members of the 

community, as they have formal employment and access to 

financial resources and information, unlike the majority of 

women being tested at antenatal clinics, who are unemployed 

and who have little or no opportunity to learn about HIV and 

pregnancy in the privacy of their own homes, or in other safe, 

supportive and non-hierarchical spaces.

Cultural norms are also part of the unexamined notion of 

confidentiality – as a largely Western concept of personhood 

and autonomy is superimposed over traditional African 

communities and value systems. As Western cultures value 

privacy, and live mainly in nuclear family settings, traditional 

communities value the collective and view all members of the 

community as an extended family of mothers and fathers, 

grandmothers and grandfathers, and children. Rural women 

are not tested for HIV by an anonymous nurse, who is a non-

judgemental, unemotional healthcare provider. Many women 

(young, unmarried women in particular) feel judged by their 

older ‘mothers’ about the fact that they have been sexually 

active and have shamed their families by their pregnancy. A 

whole set of judgements about women’s sexuality are implicit 

in the pregnancy, and are simply compounded by a positive 

HIV test result.

Consent, like confidentiality, assumes that women have the 

freedom and autonomy to make choices in their lives, yet many 

pregnant women have had few opportunities to make choices 

about their lives, their bodies and their reproductive health. 

Most women do not have choices about whether or not to 

engage in sex, whether or not condoms are used during sex, 

or whether or not other forms of contraception can be used. 

Many women have little or no knowledge about their bodies 

or about pregnancy and reproduction. Women do, however, 

learn from an early age not to question authority, to do as 

they are told, and to defer to people in positions of power 

– husbands, in-laws, politicians, healthcare providers and all 

the others who have a higher position in the power hierarchy. 

Given women’s apparent lack of power to make choices  

and/or question authority, the extent to which women are in 

the position to make a free and informed choice as to whether 

or not to test for HIV during pregnancy (after the option of 

HIV testing has been introduced by a person in position of 

power) is limited accordingly.

Women, and especially rural women, are also particularly 

vulnerable, because if they refuse the HV test, they are 

confronted with the expressed or tacit threat that care will 

be withheld. In most settings, there is not another clinic or 

another hospital close by for women to go to, raising the 

question as to women’s real choices. This also raises the 

question as to whether or not the power-laden context of the 

clinic or hospital would be the place where a woman could 

exercise choice freely and face the disapproval and rejection 

of the clinic staff and doctors.

And as for counselling, what kind of information should 

women receive during pre- and post-test counselling? If a 

woman learns she is HIV positive, will she be told how to 

disclose her status to her partners, and where to go if 

her in-laws throw her out of the family home, when they 

discover her positive HIV status? It is unlikely, yet it is crucial 

information for women to have, especially considering 

the societal context in which she will be ‘encouraged’ and 

pressured to disclose her positive status to her partner and 

family members. In reality, however, there are a limited amount 

of shelters for women to turn to, and no support services are 
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in place to assist a woman negotiate the disclosure process 

with her partner and family. In addition, an argument can be  

made that a woman also needs to know that she is likely to be 

blamed for bringing the infection into the family, because she  

is the first to test and to know about her HIV status.

It would also seem appropriate for women to be counselled 

about the fact they can still transmit HIV to their babies after 

their birth, through mixed formula and breastfeeding. In 

many communities, a woman not breastfeeding her child is 

tantamount to public disclosure of her HIV positive status. 

Even if she decides to face the risk of stigma and related 

rights abuses, there is still the challenge of the cost of the 

formula and the fact that clinics often run out of supplies. 

So even if she wants to exclusively formula feed her child, 

she may have to choose between letting her child starve 

when the clinic runs out of supply and/or expose her child to  

HIV infection. These do not seem like meaningful choices.

Recognising that HIV testing does not occur in a vacuum, 

but instead in a societal context filled with unequal gender 

and power relations, as well as prevailing high levels of 

HIV-related stigma, discrimination and other violations of 

rights, it seems crucial to first ensure that the environment 

is indeed supportive and enabling for women to make free 

and informed choices about their lives and about HIV testing 

during pregnancy. Until such time, women’s experiences 

of provider-initiated HIV counselling and testing will 

remain far removed from the right to informed consent, 

assured confidentiality and access to quality, factual and  

non-directive counselling.
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This report is based on a joint research project  

by the AIdS legal Network (AlN),  

Just Associates (JASS), and Justice and Women 

(JAW), three South African-based human 

rights organisations, examining women’s 

experiences of provider-initiated HIV testing 

during pregnancy, and discovering how testing 

in this context has become another form of 

gender violence in women’s lives.

oVerVieW of studY

The study findings are based on 28 narratives of positive 

women who have experienced HIV testing during pregnancy 

between 2007 and 2009. The focus of the study was 

on a) women’s experiences of counselling, consent and 

confidentiality; b) the impact of their HIV status on their 

lives; and c) how women themselves would like to see  

HIV testing services in the future. Women participating in the 

study were from three areas, namely Durban (KwaZulu Natal), 

Melmoth (Northern KwaZulu Natal) and various areas in the 

Western Cape1. Study participants from these areas were 

asked to volunteer to share their experiences, were informed 

of their rights and consented to participate in the study. The 

three project partners utilised existing working relationships 

with community networks and groups to inform about the 

study and invite participation from women in the various 

communities. All narratives are based on the same interview 

guide, and were transcribed and coded using Nvivo.

findings
CoNSENT

The prevailing power inequalities between healthcare 

providers and pregnant women are further influenced by 

socio-cultural expectations and pressures of motherhood 

– all creating a situation in which pregnant women are in 

no position to make informed choices about HIV testing and  

to actively participate in decisions affecting their health  

and lives.

…they did not explain anything and they did not ask 

questions, all they said was ‘if you did not get tested, 

you will not give birth in this hospital’…2

Policy provisions

The Policy Guidelines define ‘informed consent’ as:

…A process by which a client voluntarily confirms his or 

her willingness to provide a written or verbal consent 

to be tested for HIV or to provide information about his 

or her HIV status to a healthcare worker or researcher. 

This agreement is obtained after the client has received 

information about the HIV test and understands the 

purpose of the procedure, or after understanding 

the purpose of the exchange of information is in the 

best interests of his or her own health or that of the 

partner or in the case of a pregnant woman, the foetus 

(baby in utero) or the infant being breastfed. Informed 

consent should be voluntary and conducted according 

to the legal and ethical requirements as outlined in  

this document.3
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The Guidelines also emphasise the fact that ‘HIV testing must 

always be voluntary and free of coercion’4 and stipulates 

further that ‘in order to make an informed decision about 

testing’, a person needs access to information about:

…HIV acquisition and transmission; HIV risks and risk 

reduction; importance of early diagnosis; the HIV testing 

process; the meaning and implication of a negative result; 

the window period; the meaning and implications of a 

positive result and information on referral; disclosure; 

[and] confidentiality.5

One of the complexities of giving informed consent for a 

pregnant woman is, arguably, based on the fact that she 

is making decisions for herself and for her unborn child. If 

this complexity were to be recognised within the context of  

HIV testing during pregnancy, then the process of counselling 

should adequately address this. As such, HIV counselling 

should provide not only general information about HIV and 

the testing process, but also explore in-depth the benefits, as 

well as the possible adverse impacts, for the woman herself 

within her specific socio-cultural context, and the benefits 

and possible adverse impacts for the unborn child. It is the 

recognition of a woman in her own right and with her own 

realities and needs, apart from the unborn child, which is the 

key to effective counselling that will facilitate both a process 

in which a woman is in the position to make a free and 

informed decision as to whether or not to test for HIV, and to 

have access to referrals and services in her own right.

Such an approach to HIV counselling would also assist in 

ensuring that women are more adequately ‘supported and 

counselled’ in relation to managing the consequences of 

their HIV status, including disclosure to partners and family 

members. Since the Policy Guidelines specifically emphasise 

the need for HIV counselling and testing services to ‘be 

appropriate and sensitive to the client’s circumstances’6, a 

more comprehensive approach to counselling that recognises  

and responds to women’s complex realities and needs would 

fall within the scope of the existing policy framework.

Recognising that policy provisions are only as effective 

in protecting an individual’s fundamental rights as they 

are responsive to the societal context in which policies are 

to be implemented, it is the lack of due consideration to 

prevailing gendered inequalities and rights violations during 

the process of giving consent, which largely determines 

that especially pregnant women’s right to make a free and 

informed decision will be compromised and severely limited. 

In a societal context in which women are least in the position 

to make choices about their bodies and lives, combined 

with the societal expectations and pressures of pregnancy 

and motherhood, women are afforded limited to no space 

to actively participate in the decision-making process as to 

whether or not to test for HIV during pregnancy. It seems 

thus imperative to acknowledge that women’s lesser power to 

make free and informed decisions in general greatly impacts 

on women’s ‘consent’ to test for HIV during pregnancy – 

especially given the additional unequal power relations 

between the healthcare provider and the woman accessing 

the services in which the ‘offer’ to test for HIV is made and 

‘consent’ is given.

Women’s experiences

Many women participating in this study indicated that they 

were unhappy with the counselling and consent process, 

with only a few indicating that they felt satisfied since some 

information and discussion around consent had occurred, 

and that they felt they could have refused the HIV test.
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While most participants did not share in detail how the 

information received informed the consent process, women 

did express the feeling of being rushed through the process, 

which indicates, amongst other things, that women were not 

given enough time to think about the information received 

and to appreciate the implications of the test – arguably 

impacting on the extent to which women were in the position 

to make an informed decision and to give consent.

…what I would wish for is for women to be given 

the time to think. I wish that they could be given 

time and they must not be forced to go test, everyone 

knows now that this disease [HIV] is here…7

Some respondents, however, seemed to have been ready and 

clearly understood the benefits of HIV testing during pregnancy.

…I think that women being tested during pregnancy 

is right, because in most cases children die if the 

mothers are HIV positive. This [the testing] should 

not happen by force though, they [women] must be 

told everything politely until they consent. Some 

people lose their kids and others still do not know 

[their status], because they are still scared. But it is 

us who must stand up and say that a woman should 

be tested during pregnancy, it is important…8

Many women shared that they felt they had no choice whether  

or not to test for HIV and that it was not voluntary and/or based 

on consent. Levels of perceived choice varied amongst the 

participants, with many indicating that morally they felt they  

had no choice, because they were pregnant, whilst others felt  

that healthcare providers were not giving them any choice. 

One woman further noted that it is common knowledge in the 

community that all pregnant women must test for HIV.

…I wasn’t ready yet, I wasn’t ready yet…it was 

forced, as I explained that I was sick it was a must 

[to test for HIV]...9

…no I hear it from the people, they said each and 

every pregnant woman must get tested for HIV…

whether you like it or not, it’s a must…10

The experiences of some women, particularly in the 

KwaZulu Natal (KZN) sample, clearly indicated that they 

were ‘forced’ to test for HIV, as the ‘routine offer of 

HIV testing’ was linked to a threat of denying access to 

further services, with seemingly very little to no access to 

information and/or counselling.

…they did not explain anything and they did not ask 

questions, all they said was that if you did not get 

tested you will not give birth at this hospital…11

One respondent gave an account of a good counselling 

and consent experience during her first pregnancy in 1999, 

seemingly following the adequate steps and procedures of a 

voluntary counselling and testing approach (VCT), which was 

in place at that time.

…when I went to book for my first [child], it was  

preached that there is a disease called HIV and AIDS 

which people do not accept, and people must try 

to test if you like but you will be counselled first…

they will not just test you, they will firstly counsel 

you, to hear if you can accept your HIV status. If you 

say you will accept your HIV positive status, they 

test you, but if you say ‘no’, they say go back and  

think, they counsel you again until you are  

ready to be tested. Counselling is very good,  

that is what helped me to make a decision to  

be tested...12
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Similarly, some of the respondents who had more than 

one child had prior experiences of both the voluntary 

counselling and testing approach and more recently the 

provider-initiated approach to HIV testing with an option 

to ‘opt-out’. Women’s experiences highlight the impact 

of the differences in the approach to HIV testing on the 

women themselves, and their ability to freely consent to the 

‘offered’ HIV testing process.

…but by that time I was told that there is somebody 

who teaches us that all those who are pregnant must 

come to test, it was not a force, they said no one must 

be forced, but if there is somebody who wants to test 

they must come to the counsellor…13

…first time I tested in 2004…at that time they said it 

was your choice to be tested or not…14

One respondent was uncertain whether or not she was  

being ridiculed, as there was limited to no privacy and 

confidentiality afforded at the clinic. In such an environment  

it is arguably rather difficult to concentrate on the information 

provided and to make an informed decision, thereby threatening  

the extent to which the given ‘consent’ is informed and  

given freely.

…I would like for a woman to be told what  

exactly is going to happen and the door must be 

closed as well, or maybe put up a sign saying 

that you are working if the area is busy. A person  

outside should not be able to hear the conversation 

inside the room, like how it happened to me. I did 

not know whether the people that were laughing 

were laughing at our conversation or what, 

because the door was open and it was full in  

the clinic…15

There were also situations in which women clearly did not 

receive any counselling and did not consent to be tested for  

HIV, nor were given an opportunity to refuse HIV testing.

…they never told me anything; they said it’s forced 

for me to check, because I was pregnant so that I 

can protect my life and the child’s life. That’s all they 

told me…16

…we didn’t have a way to choose, because they 

forced you saying that ‘you won’t go out of  

here if you didn’t go to that door’… no, they didn’t 

tell me anything, they only told me that I am not going 

out of that place without going to that door…17

…no they didn’t tell me before I went for the test, 

they test me and they told me after that I’m positive 

and then I go for counselling…18

Summary

Although the policy framework provides for HIV testing to 

be ‘voluntary and without coercion’ and even allows for the 

‘option to refuse testing’, women’s experiences show that in 

reality there seems to be little to no ‘option’ for pregnant 

women to ‘voluntarily’ decide whether or not to test for HIV; 

to have access to adequate information and time to make 

such a decision; and to make an informed choice free of 

coercion and fear of repercussions.

Most women experienced HIV testing during pregnancy 

as a ‘must’, not because women made an informed choice 

within the context of their specific realities and needs to test 

for HIV, but because women were given no choice, due to 

their pregnancy, clearly indicating a violation of the right to 

informed consent.
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CoUNSEllINg

Information provided during the counselling process is 

mostly inadequate, at times misleading, and more often 

‘tailored’ to achieve the desired ‘outcome’ of pregnant 

women testing for HIV, than to provide factual and inclusive 

information that would facilitate decision-making processes. 

Benefits of HIV testing for women themselves, as compared 

to ‘bearers’ of children, are often not talked about, as the 

focus of information is the benefits of HIV testing for the 

unborn child.

…they never told me anything. They said it’s forced 

for me to check, because I was pregnant...19

Policy provisions

Pre- and post-test counselling is the key to ensuring that 

the right to access to information, the right to autonomy 

and bodily integrity, including the right to make informed 

decisions, the right to dignity, the right to privacy, and the 

right to non-discrimination are respected and protected 

in the context of HIV testing. This also implies that the 

information provided during counselling is factual, inclusive, 

value-free and non-directive, as the process of counselling is 

meant to ensure an individual’s free and informed decision as 

to whether or not to consent to HIV testing.

HIV counselling is defined in the Policy Guidelines as:

An intervention that gives the client an opportunity to 

be educated and supported in order to explore his or her 

HIV risk; to learn about his or her HIV status and manage 

the consequences; to learn about HIV prevention and 

HIV and AIDS treatment, care and support services; and 

to learn how to modify behaviour to reduce the risk of  

HIV infection.20

The Policy Guidelines further stipulate that the HIV 

counselling process in public health facilities ‘should 

always be conducted in the language that the client 

understands’21; that pre-test counselling may take the 

form of group information sessions, which are to be 

‘followed-up with brief individual sessions that address 

individual HIV risk’22; and that everyone, regardless of the 

outcome of the HIV test, ‘should be offered and receive 

post-test counselling’23.

Key components of both the group information session and 

the individual pre-test counselling session include discussion 

on risk reduction and HIV prevention measures, as well as a  

‘discussion on the option not to take the test’. Confidentiality, 

one of the key elements to a rights-based approach to  

HIV testing, is however only mentioned as a ‘key component’ 

for discussion in the group information session24; arguably 

indicating a lack of emphasis on the right to confidentiality 

during the individual pre-test counselling session.

Although the policy guidelines clearly stipulate that the 

process of HIV counselling should afford information 

and discussion on how ‘to manage the consequences’ of 

the HIV test result, little emphasis seems to be placed on 

socio-cultural consequences of a positive HIV test result. 

Recognising prevailing HIV-related stigma, discrimination 

and other violations of rights in all spheres of society, it 

seems imperative to provide information and allow for 

discussion on both the prevalence of HIV-related rights 

abuses and mechanisms for redress, as this is an integral part 

of ‘managing the consequences’ of an HIV test.

While the Policy Guidelines mention a violence risk assessment 

as part of pre-test counselling, the failure to follow-up on 

the risk of adverse reactions and consequences as and when 
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women test positive for HIV, and to provide information and 

referrals to services and support in post-test counselling 

sessions, potentially impacts on the extent to which women 

will be in the position to ‘manage the consequences’. Similarly,  

the Policy Guidelines emphasise the importance to ‘inform 

and counsel’ about possible emotional responses to a  

positive HIV test result. However, the Guidelines do not  

explicitly emphasise the need for ‘information and  

counselling’ on how to respond to and manage possible 

negative and violent reactions by partners, family and 

community members.

Women’s experiences

While women did not necessarily share and/or remember 

the details of the content of the counselling sessions per se, 

many reported experiencing some form of humiliation and/or 

abuse during the process.

…I did not receive any counselling. It was 

my first time going to get tested, because I 

was pregnant. I was scared, but they [nurses] 

said that I would not get any help unless  

I tested...25

The information received during pre-test counselling 

seemed to be disproportionately focussing on information in 

relation to the benefits of HIV testing for the unborn child, 

as compared to the benefits of HIV testing for the woman 

herself. The counselling generally lacked factual information 

and was largely presented within a moralistic and emotionally 

charged context, as often indicated by the use of language, 

such as ‘you will kill your child, if you do not test’. A dominant 

theme emerging from the study was the overwhelming 

emphasis, and thus pressure on women, to test for HIV due 

to pregnancy.

...I tested in 2004…at that time they said it was your 

choice to be tested or not, because if you tested, then 

you were protecting your child. Maybe you’d test 

positive or you wouldn’t test, but if you’re positive 

that means you have killed your child…26

In the context of post-test counselling, the responses indicate 

an undue emphasis on discouraging women from having 

more children.

…they said that it is alright to have this child, 

but not to have other children, since I am  

HIV positive…27

…they motivated us not to have many children, we 

must have a limit. We shouldn’t have more, because 

of HIV…28

Women were also strongly encouraged to disclose to partners 

as part of the post-test counselling process, with little 

evidence that the counselling assisted women to prepare 

for, and manage the impact of, the disclosure process. There 

was not one respondent who relayed in any depth any form 

of risk assessment done during the counselling process 

regarding the possibility of adverse reactions by partners to 

the disclosure of a positive HIV status, such as violence.

…I got my results, I was shocked…but then I asked 

‘who am I supposed to tell?’. And then they [nurses] 

told me to disclose to my husband. We left the clinic, 

but on the way home I wasn’t feeling alright at all, in 

fact it got worse…it was just wrong, because I kept 

thinking how am I going to tell my husband, I don’t 

know how I’m going to do it…29

While most women did not recall receiving any form of 
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information and/or referral to support services during  

the counselling process, participants from the  

Western Cape sample seemed to have been provided  

with some form of information on referral 

to support services. However, the referral 

information was limited to support groups, to  

the police (as and when women would experience  

stigma and discrimination within the community), and 

to social services with regard to accessing social grants 

– clearly failing to provide information and referral to  

services that would support women who experience 

abuse in their relationships and families.

...yes, they said like if a person is not treating you 

well you can go and report it at the police station or 

at the council and then the councillor could speak 

with the parties involved…30

…there is no paper [information] that they gave me; 

the only paper that came out when you got tested 

is the one that states whether you are positive or 

negative. You would then use that paper to go for 

a CD4 count check. I do not know of a paper for 

contact details if you are abused, it is my first time 

hearing of it…31

Of particular concern was one respondent’s reported 

experience of being forced to join a support group in order 

to access further services for her infant. This coercion into 

‘support’ services is not only psychologically damaging, 

but also a clear violation of an individual’s right to make 

an informed decision whether or not and which services  

to access.

...I realised that I don’t have a choice. At the clinic 

we are not given a choice, they tell you that if you do 

not attend the support group, you will not even get 

the milk for your baby...32

Some women spoke of being tested for HIV and ‘post-test 

counselled’ with others present, a situation which not only 

violates the right to privacy and breaches confidentiality, but 

also cannot be considered as ‘counselling’. ‘Group post-test 

counselling’ fails to afford women an adequate space to ask 

questions and to receive information and support responding 

to their specific situations and needs. The account below 

further highlights the lack of dedicated and sufficient time 

and space allocated for post-test counselling.

…then another sister entered, it was the one 

who was assisting us at the other side who was 

scanning us, and when she got there she asked 

‘are we done?’ and we said ‘no, we came for the 

counselling’. And then she sat down and asked the 

lady that was assisting us with counselling if she 

has assisted us and what has she found…33

One respondent shared her experience that indicated that she 

received no post-test counselling at all.

….The time that the sister gave me [the result], she 

said ‘you are now going to see for yourself, and as 

you can see your results, what [do] they say. You 

must follow-up for yourself on what you should do. 

It is up to you if you carry on coming back to the 

clinic to fetch your medicine from the clinic’. The 

way they handled me, they just said it was full in the 

clinic …they just told me out of the blue, and then I 

took my papers [test result] and read. I sat down and 

kept quiet for a long time, after that I then asked that 

a person with this [result], what do they do and there 

was no one who wanted to assist me. I eventually left 
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there and went home and came back the following 

couple of days, and then they explained and I took 

it from there …34

Summary

Despite clear guidelines as to the process of counselling, 

the content of information to be provided and the way 

in which consent is to be given, women’s experiences of  

HIV counselling are largely filled with disrespect and 

humiliation, with inadequate access to information and 

insufficient time allocated for ‘information sharing’ and 

‘decision-making’, and with non-private spaces and 

interruptions during the counselling process.

Given the apparent failure of healthcare providers to 

afford pregnant women access to adequate and dignified  

HIV counselling processes, the extent to which women are 

in the position to ‘consent’ to HIV testing and to ‘manage 

the consequences’ of their HIV test result – two of the stated 

outcomes of HIV counselling – are severely limited.

CoNFIdENTIAlITy

For many women there is no assurance that their  

HIV test result remains confidential. Healthcare settings are 

often not equipped to ensure confidentiality, with ‘open 

door policies’ during post-test counselling, free sharing of 

patient information, and clinic cards that are labelled to 

clearly identify women’s HIV status, are all too common 

realities compromising women’s rights to have their results  

kept confidential.

…she [the nurse] explained that no, this one I found 

her HIV positive, but this one I haven’t checked 

yet…I’m still finishing with this one…I was then told 

to go out and carry on with the ultrasound and left 

the three of them…35

Policy provisions

Assuring confidentiality is a key element to a rights-based 

approach to HIV testing, whilst, at the same time, a lack of 

assured confidentiality is well recognised as one of the main 

barriers to access HIV testing.

Highlighting the need to protect a person’s right to 

confidentiality, the Policy Guidelines stipulate that:

All clients must be assured of the confidentiality of their 

test records, of the system of record keeping and of their 

test results.36

The responsibility to assure confidentiality and ensure 

that a person’s right to confidentiality is not violated 

in the process of HIV counselling and testing is clearly  

placed on the healthcare provider. According to the  

Policy Guidelines:

…the HCT service provider is required to keep secure 

and not discuss any information revealed by a client 

or the outcome of an HIV test without the knowledge 

and consent of a client. Confidential information may 

be shared with other providers giving direct care and 

management to the client.37

Further outlining the concept of ‘shared confidentiality’, 

the Guidelines explicitly state that other providers ‘may 

access a client’s medical information with the client’s 

consent’, clearly indicating that even in the context 

of ‘providing continuum of care to the client’38, the  

consent of a client is paramount in sharing  

information amongst healthcare providers.
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The policy provisions are not only very clear as to the 

provider’s responsibility to assure confidentiality in the 

context of HIV counselling and testing, but also as to the 

scope of confidentiality, in that it clearly specifies that 

both information and records are to be kept secure and 

confidential. Such a ‘responsibility’ should arguably also 

impact on decisions at facility level of the how and where  

HIV counselling and testing takes place and results are shared, 

as well as who has access to records indicating a person’s  

HIV test results.

Women’s experiences

Although confidentiality is one of the core ethical principles 

outlined in the Policy Guidelines, only one woman shared 

about being informed during post-test counselling on the 

right to confidentiality. However, the majority of women 

participating in the study shared their experiences and fears 

of breached confidentiality.

…they told me about my rights…if I told you like just 

now that I am HIV positive you don’t have a right to 

tell other people that I am HIV positive, unless I am 

saying tell them…39

…because people know that you are HIV positive 

without you disclosing, and I am thinking that here 

from the clinic there must be something which must 

be done about someone who tells that someone is  

HIV positive. It must be taken seriously. If I tell you that 

I am HIV positive and then you tell someone I have a 

right to sue you, but that does not happen...40

Women also expressed the ‘assumed’ sharing of test results 

by healthcare providers, though it does not seem that the 

principle of ‘shared confidentiality’ between healthcare 

providers had been discussed and/or adequately clarified in 

the counselling process.

…they [healthcare providers] know…I don’t know 

[how], but because I get tested there I assume they 

know…41

The experiences of many women, particularly from KZN, 

indicate that the right to confidentiality, both during the 

testing process and at the time of receiving the test result, 

had been severely compromised and violated. The majority 

spoke about being tested with other women and often with 

more than one healthcare provider present. In addition, doors 

were left open, there were staff interruptions and ‘open’ 

discussions about women’s HIV test results.

…I wasn’t alone there were many of us, we were 

being tested the lot of us…it would have been better 

if I went in there alone, but we were many being 

pushed. Even the results when they [healthcare 

providers] gave you the results, they gave you in 

front of those you were being pushed with…42

…when I arrived there I found another lady who 

is big with big buttocks and then she greeted me…

there was also another lady there, she also came for 

help just like me she too was pregnant, we got there 

and sat together the three of us. When they started 

working, she [the nurse] started with me and pricked 

me and then she put it in the machine and then she 

found that I am HIV positive. Yes, she hadn’t taken 

out the other lady that was there, and then another 

sister entered the one who was assisting us at the 

other side who was scanning us and she got there 

and asked ‘are we done?’, and we said no, we came 

for the counselling. And then she sat down and asked  
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the lady that was assisting us with counselling if 

she has assisted us and what has she found. She 

explained that no this one I found her HIV positive, 

but this one I haven’t checked, I’m still finishing 

with this one and then…I was then told to go out 

and carry on with the ultrasound and I left the three 

of them…43

One of the respondents relayed how she was treated with clear 

breaches of confidentiality, no apparent pre-test counselling, 

and that her request for privacy was denied:

…when I first got tested it was at a clinic in 2004. I 

went there for clinic sessions and a check-up, when 

I got to the nurse she told me that I should go to this 

other room on the other side and I did not know what 

was going to happen in that room. She just wrote on 

a paper and told me to go with it to the room. While I 

was waiting to see what would happen a counsellor 

came and told us that we are going to get tested. 

I was very upset, because when she told me that I 

am going to get tested the door that was near the 

other patients was wide open and they could hear 

everything that we were talking about in that room; 

that upset me. When I told her to please close the 

door first she told me that she is in a rush and she 

has many others to test, I am not her only patient. 

I accepted this, because I did not know what else  

to do…44

Notwithstanding the need for HIV test results to be 

‘documented in the client’s file’45, it is the manner in which 

a client’s HIV positive test result is ‘documented’ that clearly 

violates a person’s right to confidentiality. Women shared 

how the manner of identifying patients’ HIV positive status, 

primarily through the use of stickers, compromises their right 

to confidentiality, as most community members are aware 

what the sticker signifies.

…it’s very different, even at the clinic, you see 

that you are not treated like the other person, 

because here there is a sticker that says I  

have been tested and I am HIV positive… 

I don’t get treated like the other people, those who 

are negative…46

The right to and need for assured confidentiality goes beyond 

the healthcare setting and beyond the relationship between 

patients and healthcare providers. A breach of confidentiality 

within the healthcare settings has far-reaching consequences,  

as it can be perceived to and/or does result in a person’s 

HIV status becoming known to partners, family, relatives, 

friends, and the community at large. Such rights abuses of 

confidentiality not only impact on the overall health and  

well-being of women, but also on levels of access to 

treatment, care and support services. In addition, breaches of 

confidentiality leads to a wide range of consequences, from 

discrimination to abuse and isolation. In the experience shared 

below, the perception that her relatives may have heard about  

her positive HIV status led to a situation in which the woman 

abandoned follow-up services at that clinic, thereby further 

compromising her health and well-being.

…what upset me the most is that my relatives were 

there at the clinic, it upset me because when I left 

the room I walked out and they were laughing. I did 

not know whether they had heard what we [me and 

the counsellor] were talking about. I did not follow 

the matter up, I just left it like that and I did not 

continue going to that clinic…I stopped going to 

clinic sessions and check-ups in that clinic…47

24



Breaches of confidentiality during labour and the process 

of giving birth were described by participants from KZN. 

Women’s experiences point to blatantly discriminatory 

attitudes by healthcare providers and to the significant 

psychological impact this treatment had on women. The study 

clearly indicated that, especially in KZN, healthcare providers 

routinely disclosed the HIV status of patients to others in the 

labour ward and attended to HIV negative women first.

…when I gave birth, well the problem was when 

we sat on the benches they said ‘no’ that one, when 

they took our cards they said ‘no’ those are the 

‘pharaphara’…48

…first thing when I went to give birth I got a nurse 

there in the labour ward where we give birth, we 

were sleeping with someone else, she too was 

sleeping in her own bed, she too was in labour to 

give birth. That nurse hurt me; she said ‘I won’t 

start with you, because you are HIV positive, I 

will start with this one who doesn’t have the 

virus’. I was hurt. Even now when I look at the 

nurse in the hospital it comes up in my heart that 

she was mistreating me. If I knew my rights, there 

was something I was supposed to say to her. But 

since I didn’t know my rights that time that’s why 

she was mistreating me…49

Participants also spoke about breaches of confidentiality 

when disclosing to family and partners.

…even now that I am living with HIV, I went back 

to him, and I told him, I tested, I am positive, 

and you better get tested too. What did he do? 

He spread rumours. I was just trying to help him. 

But now, he’s sick now, he is getting weaker and 

weaker. Three years back when I told him, if you 

could have tested that time, get on the treatment, 

you would not be this bad today. He is really  

bad now…50

…in the community there are people who have been 

tested and who have HIV, they say it is not them 

who say they are HIV positive, but other people 

do disclose their HIV positive status, so that is 

why I say it will not be easy to talk about HIV in  

the community…51

Participants spoke about their discomfort in having 

experienced situations at the clinic where they overheard 

staff discussing other patients’ HIV status and breaching 

confidentiality.

…when I was standing by the door listening, this 

sister said ‘this child is so young and it’s the first 

time she is having a child and she is HIV positive 

already’. This one said ‘our children they are 

troublesome, they like giving birth, they also like to 

get sick, they don’t know that life is ugly now’. And 

then the sister said, ‘it means she likes it…they date 

their fathers when we are here, these fathers leave 

us in the house they go and stay with these children 

where they work’…she just talked, she said a lot of 

things that I didn’t hear, because I was outside, but 

the door was open…52

One of the participants, after talking about her experiences 

continued to reflect on her rights:

…I had the right to choose if I must get tested or 

not, and I had the right to get tested separately not 

amongst people, on the side, and even when telling 
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me my status, not to tell me amongst people, to tell 

me alone on the side…53

Summary

Women’s experiences in healthcare settings during pregnancy 

clearly indicate a general lack of assured confidentiality 

and non-compliance with policy provisions stipulating that 

‘all clients must be assured of the confidentiality of their 

test results’54. The seemingly systemic failure to assure and 

protect a person’s right to confidentiality in the context of 

HIV testing during pregnancy not only constitutes a gross 

violation of women’s rights, but also impacts greatly on the 

extent to which women are in the position to access quality 

healthcare, especially during pregnancy. In addition, breaches 

of confidentiality combined with prevailing discriminatory 

attitudes exhibited by healthcare providers and denial of 

quality services impact greatly on especially positive women’s 

overall health and well-being, and arguably on the overall 

effectiveness of the AIDS response, particularly in the context  

of prevention of vertical transmission programmes.

Recognising the adverse impact of the lack of assured 

confidentiality ranging from humiliation and disrespect to 

violence and abuse within healthcare settings and the broader 

community, it is arguably crucial to not only ensure that 

both healthcare providers and healthcare users are informed 

and knowledgeable of available policy provisions and rights 

protections, but also that women whose rights have been 

violated have access to redress and justice.

ImPACT oN WomEN’S lIVES

Acknowledging that most women participating in the study 

experienced the process of HIV counselling and testing as 

humiliating, disrespectful and abusive, it seems to be both 

the process leading up to the test and the consequences of 

the test result which greatly impact on women’s lives, as 

well as on the extent to which women are in the position to 

‘manage’ the consequences.

Women who shared positive experiences mostly referred 

to the support and motivation they received from ‘outside’ 

the healthcare settings, particularly from positive women in  

the community.

…I felt sad [after learning of positive HIV 

status] and as a result I was constantly crying, 

up until people spoke to me that they also had 

HIV. I felt as if my life was over, it was the end 

of the world. But to talk about it, that was giving  

me courage…55

Some women also indicated that they felt accepted and  

well-treated in their communities, especially in communities 

with higher levels of awareness about human rights and 

HIV, which impacted on women’s overall well-being and also 

assisted in disclosing to partners and family members.

…with the support from my family and  

husband, I feel normal. I don’t think of myself as 

HIV positive, I just think I am normal. But in the 

beginning I was worried and even thought of killing 

myself…but I didn’t go through with it, because my 

husband supported me…56

…as life went on, I saw people continue with their 

lives even though they were positive. I realised that 

others were living without isolating themselves and 

after some time I eventually became comfortable 

and didn’t have a problem…57
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Most women, however, shared negative experiences of how 

being tested for HIV during pregnancy and living with HIV 

impacted on their lives in various ways. The pressure placed 

on women by both healthcare providers and ‘public opinion’ 

to disclose their HIV status to partners and families often 

leads to a situation of being blamed, stigmatised and violated 

within relationships, families and communities – with little to 

no access to support and/or services.

…that made me sick and I had stress. Because even 

the father of the child, when I told him, he distanced 

himself. I got mistreated a lot…and luckily that my 

parents didn’t disown me, they supported me…58

…I have not told my current partner, because when 

I told the father of my child who I was dating back 

then, he ran away. I have a fear of telling him…59

…Yes, because I had a problem when I went to 

the police station, they didn’t take me seriously. I 

had a problem, he abused me and I was trying to 

report him, because even the child he wasn’t giving 

anything, not even food. Even my in-laws, we are 

not very close, because they say I came with HIV to 

their home…60

A lack of adequate care and support services may not only 

have an adverse impact on women’s overall health and 

well-being, but also on women’s mental health and ‘ability’ 

to manage the consequences of a positive HIV status. In 

addition, women’s negative experiences may also deter 

women from accessing healthcare in the future.

…I told myself that if I get pregnant again I will 

not go to a clinic, even when I was sick I would 

not return to a hospital, because they are useless. 

I am fortunate that my children are alive and well, 

because most HIV positive mothers give birth to 

children who die shortly after birth…61

Reflecting on their experiences, women also shared their 

sense of powerlessness and anger at the way they were 

treated and violated within and outside healthcare settings, 

and expressed the need for rights literacy so as to ensure  

that women have access to redress as and when these 

violations occur.

…I was hurt. Even now when I look at the nurse in 

the hospital it comes up in my heart that she was 

mistreating me…if I knew my rights, I know that was 

something I was supposed to say to her. But since 

I didn’t know my rights that time, that’s why she 

mistreated me…62
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Women’s experiences clearly highlight that 

HIV testing during pregnancy is coercive and a form 

of gender violence – thus it seems imperative to 

change the way in which HIV counselling and testing 

is ‘routinely offered’ to pregnant women.

…It must be changed, because you are abused. 

You are abused because you are pregnant and 

then you are abused again, because you are 

being tested by force and then you are being 

abused because you are HIV positive…and you 

are not prepared at all for these things, you are 

not prepared for this…1

What do women want?

The majority of women participating in the study clearly 

expressed what they would like to see changing in the  

context of HIV testing during pregnancy. Women’s 

recommendations include:

HIV testing services must be confidential and the right •	

to privacy must be protected

…I would like for a woman to be told what exactly 

is going to happen…and the door must be closed 

as well…or maybe put up a sign saying that you 

working, if the area is busy. A person outside should 

not be able to hear the conversation inside the room, 

like how it happened to me. I did not know whether 

the people that were laughing were laughing at our 

conversation or what, because the door was open 

and it was full in the clinic…2

Good quality counselling must be an essential part of •	

HIV testing services

…I had it in my heart that they were not trained 

properly, but we, as normal people, seem to know 

better than them [the nurses]. The things that they 

do to us are not the things they should be doing. For 

example, if there was a woman who does not want to 

test, I would close the door and speak to her…in most 

cases I can now call a person, if I can see that they 

are HIV positive but scared to come into the open, I 

call them and tell them that I am HIV positive. There 

have been many people that I have talked to. Even my 

sister was not afraid to come and tell me that here is 

a problem…3

Time to think and reflect during the counselling process•	

…what I wish for is for women to be given time to 

think…I wish that they could be given time…and 

they must not be forced to go test...4

Detailed information must be provided during •	

counselling

…if I had my way, I would like to see a person to get 

a lot of information, like the contact numbers to call 

if you get abused…I would like people to be made 

aware of things like that…5

The right to consent must be upheld, no forced testing•	

…no, they should not be forced, they should go at 

their own will, because they must know their status, 

because most of them are sick…even the men, there 

What needs to Change?
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are a lot of them who are sick, but they do not get up 

[take the initiative] to go test…6

…I would like in the future for a woman to 

choose for herself about life…and by loving 

her child and by loving her life for her to  

choose herself to get tested…not being forced by 

another person…7

Advocacy responses

To promote and protect women’s rights to autonomy, 

consent, non-discrimination and to be free from all 

forms of violence, including coercion, it is essential to 

create sustained change at the following levels:

Societal and community

Address gender and power imbalances so as to ensure •	

free and informed decision making during pregnancy, 

without coercion and the fear of repercussions

Policy design and implementation

Ensure positive women’s central participation in policy •	

design and implementation, including HIV testing 

approaches, counselling and support programmes

Review and/or develop policies that do not explicitly or •	

implicitly ‘target’ women for HIV testing

Ensure that the three Cs – consent, counselling, •	

confidentiality – are at the core of policy development 

and implemented both in form and substance

Health systems and human resourcing

Enhance knowledge and understanding of fundamental •	

rights in the context of HIV testing amongst service 

providers and service users

Establish accessible redress mechanisms for human •	

rights violations which should be monitored by service 

users, particularly positive women
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