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In South Africa, the issues surrounding HIV/AIDS have 

long been contested and are, in themselves, complex. 

Treatment has been normalized, embraced and guided by 

the National HIV/AIDS and STI Strategic Plan (NSP), which 

is the overall guiding plan for HIV/AIDS in South Africa. The 

Plan is implemented in partnership with the South African 

National AIDS Council (SANAC). The NSP has gaps in the key 

areas of sexual and reproductive health and rights (SRHR), 

and this has been an important critique of policy guidelines.  

SRHR are only identified in the indicators of prevention 

and are absent from other provisions in the Plan.  These 

gaps are also challenges in the Southern African region and 

globally. While the process of addressing SRHR in South 

Africa has started, these comments have the potential for 

wider application globally. 

WHY THE GAP? 
In reflecting on the period after political transition in 
1994, it is clear that there were very ‘soft boundaries’ 
which enabled close collaboration between government 
and women’s groups. Collaboration arose from a trusting 
relationship borne out of a period of solidarity resulting from 
the liberation struggle. This changed over time. By 2000 
the relationship had become more brittle, with women’s 
groups struggled with a negative funding environment 
post-International Population and Development Conference 
(ICPD Cairo) and post-Fourth World Conference on Women 
(FWCW – Beijing), dominated by the United States 
Presidential Emergency Plan for AIDS Relief (PEPFAR) and 
the Mexico Gag Rule, which prohibited funding work that 
was linked to reproductive health.  

It is difficult to describe and address many gaps posed 
by not having a clear lens of SRHR, which has impacted 
deleteriously on prevention and treatment within the 
feminised HIV/AIDS epidemic. Since they are viewed as 
sensitive and related to core issues of sexuality, important 
gaps remain in the SRHR area. These issues are at the 
bottom of the agenda. Hence, it is difficult to advocate 
for synergies and collaboration between the HIV/AIDS and 
SRHR movements. Yet 2009 heralds a time of change and it 
is important to interrogate and address these gaps. 

A liminal space has opened with a change in the United 
States administration, with President Obama reversing 
the Mexico Gag rule, so enabling active support for 
reproductive health and supporting the United Nations 
Fund for Population Activities (UNFPA). Within South 
Africa, Minister of Health Barbara Hogan has also been 
more accessible and willing than her predecessor to explore 
rational HIV/AIDS treatment.  

The process of developing treatment guidelines would 
create a practical forum to mitigate this obstacle.1 
This process draws on the 1994 Women’s Health Policy 
Conference2 methodology which viewed the process in 
which guidelines are developed as being as important as 
their content.

Spelling out ten gaps
Ten areas have been identified as needing to 
be explored in the process of developing the 
guidelines, through the 60% e-list process and 
dialogue discussions. Currently these include: 

Testing practices and criminalisation of 
transmission of HIV
Fertility planning: contraception and 
sterilisation
Sexual health and rights and desire
Abortion 
Sexually transmitted infections (STIs) 
and reproductive cancers, including 
cervical cancer 
Anxiety, addiction and depression 
Violence against women (VAW)  
Highly active antiretroviral therapy 
(HAART) regimens 
Lesbian health 
The care economy, including the 
gendered burden of care.
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Testing practices and criminalisation of 
transmission: Provider-initiated care has been 
implemented as a strategy to test more people and to 
‘normalise’ testing for HIV/AIDS. However, inadequate 
counselling is provided and the quality of testing 
procedures is of concern. Antenatal services have 
reported women not making use of services earlier, 
for fear of being pressurised into testing and having 
to deal with an HIV-positive diagnosis. A positive 
diagnosis may not be in the best interests of women 
as there are reports of increased violence and abuse 
following disclosure of HIV status. Confidentiality is 
also not guaranteed. Women need to be able to choose 
to voluntarily test for HIV/AIDS. There are also efforts 
to criminalise transmission of HIV/AIDS, motivated by 
wanting to protect those who are most vulnerable. 
However, this has been shown to be harmful to 
women.3  

Fertility planning: contraception and 
sterilisation:  Contraception for women on HAART 
is not well understood. In some areas there are 
reports of women being forced to have injectable 
contraceptives as certain HAART drugs are contra-
indicated in pregnancy.  Two drugs within the first-
line regimen - Evafirenz and Tenofovir - are contra-
indicated in pregnancy. Women are also reporting as 
being made to sign consent forms for sterilisation to 
access various services, e.g. abortion or HAART. 

Sexual health and rights, pleasure and 
desire: The notion that HIV-positive are entitled to 
sexual rights and desire is not well addressed. Many 
HIV-positive women, after dealing with an initial 
diagnosis and then stabilisation on treatment, express 
the desire to express their sexuality and also possibly 
to have a child.  The choice to have a child is not 
part of the continuum of HIV/AIDS care. The sexual, 
reproductive and fertility intentions of women have 
been driven underground and in a sense mirror the 
era of ‘population control’. There is an underlying 
stigmatizing assumption that HIV-positive women 
should not be conceiving. Yet the main mode of sexual 
transmission of HIV - sexual intercourse - is also the 
mode of getting pregnant. This reality is not being 
dealt within the public health notion ‘use condoms for 
dual prevention’, which emphasises a safer sex practice 
but does not deal with the reproductive intentions of 
women.  Current prevention messages are limited in 
that they do not address women’s full sexuality.  

Abortion: Some women learn that they are HIV 
positive during pregnancy and may want to terminate 
their pregnancy. Abortion and HIV services are not 
integrated, linked or regulated. There have also been 
reports of women being compelled to sign consent 
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for an abortion or sterilisation in order to continue 
accessing HAART. While our abortion law is viewed as a 
liberal law, currently only surgical abortion is available 
in the public sector. Medical abortion is only provided 
in the private sector for the first 56 days of pregnancy. 
The NSP suggests that the medical abortion guidelines 
for the public sector need to be finalised and medical 
abortion should be offered as part of the continuum of 
HIV/AIDS care. However, this is not on the treatment 
agenda.  

STIs and reproductive cancers, including 
cervical cancer: STI services have not been well 
implemented and lack quality of care.4  HIV-positive 
women are forty times more likely to contract cervical 
cancer than those not infected. Our cervical cancer 
screening programme is not well understood by clients 
nor well implemented by health workers and the 
health system. A woman may be on HAART and yet still 
die of cervical cancer. We have 50% of the necessary 
radiation equipment to treat cervical cancer in South 
Africa. Two cervical cancer vaccines were registered 
in South Africa in 2008. Other reproductive health 
cancers related to HIV/AIDS are not well understood. 
There is a need for greater understanding to address 
better prevention and treatment programmes.

Anxiety, depression and addiction: Over 
30% of women are believed to experience post-natal 
depression. HIV-positive women and poorer women are 
believed to experience greater anxiety and depression. 
There has been limited work done to understand 
these issues and limited programming to address it. 
Addiction is believed to be a growing epidemic that 
directly impacts on prevention and adherence efforts 
and needs to be addressed. 

Violence against women:  VAW is pervasive 
in South Africa and is a driver of the HIV epidemic. 
Currently there is a disconnection between health 
services and services addressing VAW. Health workers 
do not consistently screen for VAW nor refer women 
who experience violence. Post-exposure prophylaxis 
(PEP) services and recording of details of sexual assault 
need to be better implemented.

HAART in pregnancy: At the 2008 International AIDS 
Conference in Mexico City, new compelling evidence of 
HAART medications that were safe in pregnancy was 
presented for the first time. It is important to consider 
this information and to disseminate these particular 
findings. There are efforts in South Africa by the HIV 
Clinicians Society to develop an appropriate regimen 
for consideration. 

Lesbian health: Lesbians have not been seen as 
needing specific health care. However, recent research 
noted a self-reported HIV incidence rate of 9% within 

5.

6.

7.

8.

9.

SPELLING OUT THE TEN GAPS



3

Setting up content groups – which one 
would you like to join?

Each content area in the continuum of care would 
be distilled and a sector expert working group 
formed. We are committed to ensuring that an 
appropriate mix of stakeholders is included  – 
this would include key academics, nursing and 
medical associations, professional groups and 
health worker unions, advocacy interest NGOs 
and organisations of those directly affected 
– HIV/AIDS women’s groups and networks of 
persons living with HIV. While it is important 
that the work of mapping the policy is done by 
each of the content working groups, of equal 
importance is enabling each group to ensure 
appropriate diversity and representation. This 
needs to be noted in the process and supported.  
A key process objective would be to attempt 
to create and maintain neutral evidence-based 
spaces, given the complexity, sensitivity and 
contestation of these issues. 

a sample of South African lesbian women. There is 
also pervasive violence that black lesbian women 
experience corrective rape. Health services do not 
specifically address lesbian women’s health needs. 

 The care economy – gendered burden of 
care: Women have borne the brunt of care in the form 
of caring in families, as community health workers and 
as nurses. As such women have often not addressed 
their own needs. 

10.

PROCESS OF DEVELOPING THE 
GUIDELINES 

A three-phase participatory process is planned. We hope 
to have a sustained dialogue on treatment literacy. 

Phase one: first six months

Formation of co-ordinating reference group

The meeting of the co-ordinating reference group and 
firming up of the process would include the development 
of indicators for activities (short term and long term) and 
ultimate outcomes, so as to develop a shared understanding 
of goals and intentions.  This can be used a template in the 
formation of the working groups.  It is important to conduct 
a ‘pre-mortem’ and to discuss evaluation processes. 
Informal stakeholder analysis needs to be undertaken. The 
ten content groups need to be identified and established. 
A background mapping of the ten key content areas, 
including a literature review, would be useful. This could 
be followed by the development of communication and 
advocacy materials for the process. 

Phase two: 12-month period

The first meeting of each working group would involve 
setting up a process for developing the policy area. The 
agenda of the content working groups would be determined 
by the reference group. The groups would develop the 
content but also consider and engage strategically in 
process spaces and with groups that impact on policy 
development, change and implementation, as well as those 
who seek services. At the second meeting of the content 
group finalisation of policy could take place. Electronic 
distribution of materials and reflection are important. A 
national meeting would also be useful, and should include 
international decision-makers and actors, to enable wide 
application in international policy spaces. 

Phase three: six months

In this phase each content group could ensure that their 
deliberations are translated into policy briefs. Training of 
trainers would follow. Specific stakeholder dissemination 
locally and internationally is essential at this stage. Finally, 
an evaluation process is necessary. 

Mapping of literature

What do you think of the ten content areas? Do you have materials, research and reports that 
you would like included in the process? 

LO
C

A
L 

P
A

R
T

N
E

R
S



4

PARTICIPATING USING INFORMATION 
AND COMMUNICATION TECHNOLOGIES

We partner with Cell-Life and Womensnet to ensure that we 
have a variety of platforms to host and facilitate dialogue 
and information exchange. These platforms would include 
citizen journalism, digital story-telling, blogs and wiki 
spaces. It is important to remember that South Africa has 
a very high proportion of the population who use mobile 
telephones (80% of youth and adults). 

What will we achieve?
Each content area will explore the following issues in 
developing guidelines:

What is the problem?
Which legislation or policy should change?
Through what process should this change?
What research, curricula or services are required?
What are the quantitative measures or indicators of 
success?
What is the time-frame and level of quality of care 
that should be reached? 

Policy guidelines would note clear content in mapping out 
information and noted goals, aims and issues. Guidelines 
should also be informed and embedded in a context which 
notes the feminised epidemic, the lack of integration of 
HIV/AIDS and SRHR, and a struggling health system with 
limited resources. Interests and influences will be noted 
along with the reality of compromises which have led to 
the current situation, where there are few champions 
of SRHR and HIV/AIDS. In developing the guidelines, we 
are cognisant of the reality that policy guidelines are 
more than just the content of the policy. Issues such as 
process, context and actors/stakeholders are also equally 
important to consider in the development, finalisation and 
dissemination of guidelines.  

A wide range of stakeholders and actors are involved: 

Clients who request health care need to be informed 
of the continuum of care which they should have 
access to and they need to be knowledgeable of 
their rights in this regard.

Health workers need to be aware of sexual and 
reproductive health and rights, how these relate to 
HIV/AIDS care, and how care should be oriented. 

Local and international government need to consider 
and ultimately adopt the guidelines. 
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WIDE OWNERSHIP AND PARTICIPATION
The Treatment Monitor (Women’ HIV/AIDS Gauge),  a 
project within the Health Systems Trust which  monitors 
HIV/AIDS treatment through a sexual and reproductive 
health lens, conceptualised this process through various 
means, including Sixty Percent dialogues, the United 
Nations General Assembly Special Session on HIV/AIDS 
(UNGASS) SRHR Indicators Country Study, and in partnership 
with ATHENA. ATHENA has active, strong membership in 
South Africa and the region. ATHENA has contributed to 
the mapping of ten priority areas for the development of 
treatment guidelines for women of reproductive age as 
part of the Network’s ongoing work at the intersection of 
SRHR and HIV, and as part of a Packard Foundation-funded 
initiative “Bridging the Gap: Addressing Contentious and 
Neglected Issues at the Intersection of SRHR and HIV.” 
ATHENA is engaged is a member of the international 
advisory body in this process. Local reference and advisory 
body organisations (many of whom are members of ATHENA) 
include:  MOSAIC, IPAS, DENOSA, Womensnet, OUT LGBT, 
TLAC, Her Right Initiative, International Community of 
HIV/AIDS Positive Women Southern Africa and the Aids 
Legal Network.  The local group met in October 2008 
and welcomed further development and participation in 
this process. The group mandated Promise Mthembu and 
Marion Stevens to develop this process. Other international 
groups that are partners in this process include WGNRR, 
GESTOS Brazil, GIRE Mexico, WHO and UNAIDS. Given 
that the process is located in South Africa, there is also 
engagement with the South African Department of Health. 
While HST would facilitate the process, the intention is to 
ensure wide application and ownership.  
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Funding
The first phase of the campaign will be funded by OSI via OSF and ATHENA via the Packard Foundation.


