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Across the world, governments are scaling up national programs to prevent
vertical transmission.! The aim of the scale up is to meet the the Global
Plan? targets to eliminate new infections in children by 2015 and keep their
mothers alive. However, systemic barriers that prevent women living with
HIV from accessing reproductive and maternal health services or adhering
to drug and feeding regimens still pose the biggest threat to efforts to end
vertical transmission, and may lead them to drop out of prevention of vertical
transmission programs in spite of the science and tools to bring about
success. Along with gender inequality and violence, HIV related stigma and
discrimination remain the most important reasons why women may not use or
adhere to services or guidance. Previous studies have shown that the impact
of stigma and discrimination remains one of the biggest stumbling blocks
when it comes to women’s willingness to seek health care. For example, in
Vietnam, 60 percent of pregnant women who refused HIV testing cited fear
of stigma and discrimination as the dominant reasons.® In Kenya, pregnant
women identified fear of discrimination by health providers as a reason to
avoid delivering their babies at a health facility, or deliberately destroying
their antenatal cards (which included their HIV status).*

At every stage of the cascade of services available to prevent vertical
transmission, stigma can deter women living with HIV from accessing these
critical services. Pregnant women may refuse an HIV test due to the fear

1 The terms commonly used to describe HIV transmission from parents to their
children include mother-to-child transmission, parent-to-child transmission, perinatal
transmission, and vertical transmission. In this document, prevention of vertical
transmission is used interchangeably with prevention of mother-to-child transmission.
However, many advocates recommend abandoning the term “mother-to-child”
transmission because this term implicitly blames women for infecting their unborn
children (GENDER-AIDS eForum, 2003).

2  Global Plan towards the Elimination of New HIV Infections among Children by 2015 and
Keeping their Mothers Alive. UNAIDS 2011.

3 Nguyen, T. A., Oosterhoff, P. &Ngoc, Y.P. (2008) Barriers to access prevention of mother-
to-child transmission for HIV positive women in a well-resourced setting in Vietnam.
AIDS Research and Therapy.

4 Turan JM, S Miller, EA Bukusi (2008) HIV/AIDS and maternity care in Kenya: How fears
of stigma and discrimination affect uptake and provision of labor and delivery services.
AIDS Care.

of discrimination by healthcare workers, and the fear of rejection, blame or
abandonment by their partner or families following a positive result. Mothers
may not be able to adhere to infant feeding guidance due to a fear of
involuntary disclosure of their HIV status and pressure from their family and
the community to breastfeed. Similarly, a fear of being seen at an “HIV clinic”
or lacking private places to store drugs may compromise women’s adherence
to antiretroviral treatment for their own health. And critically, stigma or the
fear of stigma affects the ability of women living with HIV to make their own
reproductive decisions in the first place.

Bearing these considerations in mind, the goal of this research was to improve
understanding of the facets of stigma and discrimination faced by pregnant
women living with HIV when accessing antenatal care and reproductive health
services. While the experiences of the women interviewed in this study are
consistent with findings from other qualitative research studies (including
peer-reviewed research), they are not necessarily representative of the
experiences of all pregnant women living with HIV.

Between November 2012 and March 2013, ICASO supported networks of
women living with HIV and other advocates in five countries - Cameroon,
Ivory Coast, Ethiopia, India and Indonesia - to hear and document the stories
of pregnant women or mothers living with HIV, who had experienced stigma
or discrimination in the course of making reproductive choices or accessing
services to prevent vertical transmission of HIV. This report highlights some of
the common themes that emerged across the diverse settings and countries
in Africa and Asia.

Testimonies from forty mothers living with HIV, between the ages of 19 and
40, were gathered for this study. Many more spoke up and shared their
experiences of the stigma they faced during their pregnancy and delivery
during focus group discussions and meetings. The stories represent women
from urban centers and capital cities, smaller towns and rural districts.

Some of the women interviewed had been told they should not have children;
others had been turned away from hospitals as they prepared to go into labor.
Mothers living with HIV had been disinherited by their families or abandoned
by their husbands. The stories confirmed the complex and multiple layers
of discrimination women living with HIV encounter on a daily basis. But the
stories also demonstrate their courage and hope, even while experiencing
the most inhumane treatment in clinics or cruelest rejection at home. There
is optimism and self-assurance even as the women speak of their own fears
and feelings of shame.

Experiences of pregnant women and mothers living with HIV



With the support of local networks and associations of women living with
HIV, many of the women interviewed have gained critical knowledge and
confidence to be able to know and assert, “/ have not done anything (wrong),
just ‘I live’ and then | had this disease.” Many women now stand up to family
members and doctors, demanding their right to make their own reproductive
choices. And many had clear advocacy messages for their governments.

The research findings show without a doubt that it is simply not enough to scale
up services without paying careful attention to the quality of the services. Three
decades into the AIDS epidemic, and many health care workers continue to
demonstrate lack of knowledge about modes of transmission, an extreme lack
of empathy, and unacceptable levels of stigma, discrimination and cruelty. As
the AIDS response is currently facing funding cuts,® it is vital for advocates to
ensure that local organizations, networks and support services have sufficient
funding to continue empowering women to assert their rights. If we are to
make real progress in ending AIDS, eliminating vertical transmission and
improving maternal health, there needs to be a partnership between donors,
governments and local organizations to ensure that services are appropriate,
accessible and affirming. Furthermore, the women’s experiences clearly
highlighted that the experience of accessing antenatal and post-natal health
care is not a positive one. Overwhelmingly, the women reported a lack of
confidentiality, coercion, denial of treatment and inhumane behavior.

To promote and protect the human rights of all women living with HIV to
full autonomy, non-discrimination, health and effective ante and post-natal
services for all women, and to meet the targets set in the Global Plan, it
is vital for advocacy to demand the funding and scale-up of rights-based
PMTCT programs, interventions and related services for women living with
HIV: adequate funding for PMTCT programs and stigma and discrimination
initiatives, the enactment of national laws, policies and programs that prohibit
discrimination, protect human rights with a woman-centered approach, health
care settings that are stigma-free, supportive and uphold women’s sexual
and reproductive health and rights, community settings that are mobilized
and well-resourced and normative agency guidance that incorporates the
promotion and protection of human rights and the ethical delivery of PMTCT
all have critical roles to play in ensuring that meeting the targets in the Global

5 For example, funding for PEPFAR has fallen 12 percent since 2010 in the State
Department HIV bilateral budget line. | IRIN News Services, June 6, 2013 http://www.
irinnews.org/report/98168/pepfar-budget-cuts-cause-anxiety (accessed June 20, 2013).

Plan and other global and national commitments do not compromise ethical
and human rights imperatives.

In many instances women are still only viewed in their role as mother, mostly
to the detriment of their own realities, needs, and rights, which can include
HIV-related treatment and prevention. It has long been acknowledged by UN
agencies, governments and NGOs that gender inequality is one of the key
driving factors in the AIDS epidemic, especially in developing country contexts,
where women continue to fight for, and in some cases lose, their reproductive
and sexual rights. Increasingly, women living with HIV face violations of their
reproductive rights, including forced abortions and sterilization. The sexual
and reproductive rights of women living with HIV are seldom taken into
consideration, and specific services that would benefit them are not offered,
or simply do not exist.°

The prevention of transmission of HIV during pregnancy, delivery and/or
breastfeeding (vertical transmission) has been a critical issue in the AIDS
pandemic globally. The prevention of mother to child transmission (PMTCT),
as it is also known, has become a cornerstone of HIV-prevention programming
across the world. National AIDS programs have seen PMTCT as an important
element of strengthening primary health care services as it relates to antenatal
care, seeing the offering of voluntary counseling and testing of women at
antenatal clinics as central to their AIDS responses. In June 2011, the United
Nations General Assembly adopted the ‘Political Declaration on HIV and
AIDS: Intensifying Our Efforts to Eliminate HIV and AIDS’ with the aim to
eliminate new HIV infections among children by 2015, and to substantially
reduce AIDS-related maternal deaths.

6 Mantell, Smit and Stein in Tallis, V. (2012). Feminisms, HIV and AIDS. Subverting power,
reducing vulnerability. Basingstoke. Palgrave Mac Millian
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Political Declaration 6

Commit to working towards the elimination of
mother-to-child transmission of HIV and substantially
reducing AlIDS-related maternal deaths by 2015.

While PMTCT programs have proven
highly effective, they have not been
sufficiently scaled up to eradicate vertical
transmission. Research shows that there
are many barriers to prevention of vertical
transmission.” These include:

e Stigma from the community.

e Lack of male partners’ support for
women accessing the services.

e Fear of gender-based violence
resulting from disclosure.

e Negative attitudes of health workers.

e | ack of availability of antiretroviral
drugs and infant formula.

e |nadequacy of physical
infrastructure and staff shortages
to deliver services.

e Challenges in the procurement and
supply chain management, all of
which contribute to stock-outs

e Unmet training needs of the
health staff and capacity of
healthcare workers to deliver
PMTCT, among others.

7 Anderson, G et al (2012). Community voices:
barriers and opportunities for programmes to
successfully prevent vertical transmission of
HIV identified through consultations among
people living with HIV

10 STORIES OF STIGMA,
STORIES OF HOPE

Any discussion on PMTCT must pay
attention to all four prongs of PMTCT
(SEE BOX TWO ). Elements of Prong 1 and 2
address women'’s rights and health beyond
what is often a disproportionate emphasis
on Prong 3. As some of the stories in
this report indicate, women have had
problematic experiences within PMTCT
programs in exercising their reproductive
health rights. Further, while it is critical
that all pregnant women are offered HIV
testing and counseling, concerns have
been raised that, in practice, approaches
such as Provider-Initiated Testing and
Counseling (PITC) often leave women
feeling coerced into being tested during
pregnancy, undermining both the quality
and propriety of the counseling (in terms of
consistency with normative guidance) and
informed consent (two of the three C’s of
counseling, confidentiality and consent).®

8 Kehler J, Cornelius AH, Blosse S, Mthembu,
P. Scale-up of provider-initiated HIV testing
and counselling of pregnant women: The
South African experience. AIDS Legal
Network, Cape Town, 2010.

PRONG ONE wmy Heartn

PRONG TNO My Choice

PRONG THREE wmy child

PRONG FOUR wy Life

TWO

9 Preventing HIV and unintended pregnancies: Strategic framework 2011-2015.
UNFPA. Retrieved from http://www.unfpa.org/w v/site/global/shar:
lications/2012/PreventingHIV_UnintendedPregnanci F2011_2015.pdf

10 Gilobal Plan towards the Elimination of New HIV Infections among Children by 2015 and
Keeping their Mothers Alive. UNAIDS 2011.
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Without
Intervention,

25_40% of

infants born to women
living with HIV will
become infected with
HIV during pregnancy,
labor and delivery, or
postpartum through
breastfeeding.
However, effective

interventions
can reduce
transmission

of HIV from mother to
child to

1%-2% "

Nandi Siegfried N, van der

Merwe L, Brocklehurst P, Sint

T. Antiretrovirals for reducing
the risk of mother-to-child
transmission of HIV infection.
Cochrane HIV/AIDS Group,
2011.

Notably, discussions in the literature on stigma and discrimination focus on
stigma in communities, as well as general stigma towards people living with
HIV in healthcare settings, but rarely focus on the stigma experienced by
women living with HIV who are pregnant. The International Community of
Women Living with HIV (ICW) has been breaking the silence on this issue,
calling policy makers’ attention to barriers to accessing prevention of vertical
transmission programs for women living with HIV in antenatal settings around
the world.

The first national programs to prevent vertical transmission of HIV (commonly
known as preventing mother to child transmission or PMTCT) were rolled out
in 1997. Such programs initially had at their core a focus on the child and not
the mother. Only through intense advocacy by women living with HIV and
their allies did the focus begin to change and shift. While vertical transmission
of HIV has been virtually eliminated in developed countries, many pregnant
women in the developing world do not receive the vital services needed to
safeguard their own health, and prevent infection in their unborn-infants.

At the historic United Nations General Assembly’s Special Session on HIV/
AIDS in 2001, world leaders made a commitment to halve the proportion of
infants infected with HIV by 2010. This would be achieved by:

e ensuring that 80 per cent of pregnant women accessing antenatal care
have information, counseling and other HIV prevention services available
to them;

* increasing the availability of and by providing access for HIV-infected
women and babies to effective treatment to reduce mother-to-child
transmission of HIV;

e through effective interventions for HIV-infected women, including voluntary
and confidential counseling and testing, access to treatment, especially
anti-retroviral therapy;

e and, where appropriate, by providing breast milk substitutes and the
provision of a continuum of care.'””

12 Declaration of Commitment on HIV/AIDS 2001.
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The Global Plan
sets two targets
for the global
community to

achieve by 2015:

Despite being one of the most achievable targets and one of the most cost-
effective interventions to prevent HIV, progress has been slow. From 2003-
2009, new HIV infections in children only dropped by 23%'" and only a third
of the women in need received antiretroviral prophylaxis to prevent HIV
transmission during pregnancy or delivery. This shameful record spurred world
leaders to accelerate progress and in the 21 African priority countries of the
Global Plan, vertical transmission rates decreased from 26% in 2009 to 17%
in 2012. 65% of pregnant women living with HIV received ARV medicines for
PMTCT in 2012, compared with 49% in 2009.™

With renewed global attention on the lack of progress on improving maternal
health in the context of HIV as well as more broadly, the Global Plan towards
the elimination of new HIV infections among children by 2015 and keeping
their mothers alive, launched in 2011 committed the world to two new global
targets: 1) Reduce the number of new HIV infections among children by 90%
and 2) reduce the number of AIDS-related maternal deaths by 50%.'° This was
a turning point. The new targets were bold and ambitious. More importantly,
the world was starting to acknowledge that previous efforts to prevent vertical
transmission had failed in part due to the narrow focus on preventing HIV
in infants, rather than on providing comprehensive care for women and
their families based on the four pillar approach recommended by the UN.

L) TARGET 1: L) TARGET 2:
- -
O [ the number of 8 GO0 the number of

new HIV infections

0 WAl AIDS-related
90% among children 50%

maternal deaths

13 UNAIDS World AIDS Report 2012
14 Global Update on HIV Treatment 2013: Results, Impact and Opportunities. WHO, 2013.

15 Global Plan, 2011. Retrieved from http://www.zero-hiv.org/wp-content/
uploads/2011/12/GlobalPlan.pdf

Mapping Progress on the Global Plan

The Global Plan also provides a critical advocacy opportunity to ensure a
more comprehensive approach to preventing vertical transmission of HIV,
which consists of giving young women the tools and knowledge to prevent
HIV, and ensuring that women living with HIV can make their own reproductive
choices, prevent HIV transmission to their infants, and access treatment for
their own health.

One of the key principles of the Global Plan is that “women living with HIV
must be at the center” of developing programs for prevention of vertical
transmission and maternal health. It is only by involving women and mothers
living with HIV and ensuring that their rights are respected and their needs
are met that we will see effective progress on efforts to prevent vertical
transmission of HIV.

16 Angola, Botswana, Burundi, Cameroon, Chad, Ivory Coast, Democratic Republic of the
Congo, Ethiopia, Ghana, India, Kenya, Lesotho, Malawi, Mozambique, Namibia, Nigeria,
South Africa, Uganda, United Republic of Tanzania, Swaziland, Zambia and Zimbabwe
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WHO has recently launched the “Consolidated guidelines on the use
of antiretroviral drugs for treating and preventing HIV infection”. In the
Consolidated guidelines, WHO moves away from the previous terms “Options
A, B and B+” for the use of ART for prevention vertical transmission. Instead,
these guidelines recommend two options: Option B and Option B+ ((FF B0X
FOUR). While the recommendation to use Option B or Option B+ is conditional,
based on the epidemic setting and country program, it should take into
consideration issues about toxicity, health outcomes for the mother and the
child and adherence. Additionally, the experiences of stigma documented in

this report need to be addressed in order to implement any of these two
options.

17 Consolidated guidelines on the use of antiretroviral drugs for treating and preventing
HIV infection. WHO, 2013

STORIES OF STIGMA,
STORIES OF HOPE

3. WOMEN'S VOICES:
DOCUMENTING THE EXPERIENCES
OF PREGNANT WOMEN LIVING WITH
HIV, IN THEIR HOMES, COMMUNITIES
AND HEALTH CARE SETTINGS

Policymaking and programming at national level are often done without
understanding the realities of people’s lives, resulting in faulty planning that
does not meet the requirements of those most in need of services. Data and
analysis are vital in enabling us to better understand the nature of the epidemic
and design evidence-informed responses. However, whether through lack of
political will or technical capacity, there is a dearth of high quality, reliable
data in too many contexts. The study, Stories of Stigma, Stories of Hope,
was designed to put women’s voices and experiences in the spotlight, to
better understand the realities of women living with HIV in making reproductive
choices and accessing antenatal, maternity and post natal services.

A. METHODOLOGY

The goal of this research project was to improve the understanding of the
layers of stigma and discrimination pregnant women living with HIV face
when accessing antenatal care and reproductive health services. While the
experiences of the women interviewed in this study are consistent with
findings from other qualitative research studies (including peer-reviewed
research), they are not necessarily representative of the experiences of all
pregnant women living with HIV. ICASO partnered with networks of women
living with HIV and civil society organizations in five countries to document
the testimonies of the experiences of stigma and discrimination of women
living with HIV during their pregnancies.
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Five countries were selected — Cameroon, Ivory Coast, Ethiopia, India and
Indonesia — based on the following criteria:

e High HIV prevalence amongst pregnant women, ensuring that
comprehensive prevention of vertical transmission services are important.

e Geographic diversity (Africa and Asia)

e Active engagement of a national partner (network of women living with HIV
or an organization working with them) who had some previous experience
of community-led research or advocacy on issues of prevention of vertical
transmission or sexual and reproductive rights of women living with HIV.

Four of the countries (apart from Indonesia) are among the 22 priority
countries identified by the Global Plan, with Ethiopia reported to be making
rapid progress, Cameroon and Ivory Coast making moderate progress, and
India making slow progress in meeting the global targets.

{ Y e |
(A = ey
Ly Fo - - I.;';ll
aA I
N A/
- h, M= !
N \
e - ‘.-'—‘ ¥, I\.\ _./
A/ y s

Research guidance and process

ICASO provided the in-country research teams with a standard questionnaire
as a framework for interviews, which was adapted by the teams to suit to their
national contexts. The research was carried out during December 2012 and
January 2013, and country reports were drafted and finalized by March 20183.
The research process was community-led. In most cases the interviewers
were women or men living with HIV or from networks of people living with
HIV. In some cases, partners sought limited assistance from local consultants
either to conduct interviews or help draft the report.

The research methodology used was mainly one-to-one interviews with
selected interviewees. However, some countries started the process with
focus group discussions to help prioritize issues and select the final list of
interviewees. In each country, up to nine women were interviewed, and at
least six testimonies were published in the final country report.

The criteria used to select women to be interviewed included:

e Women who were open about their HIV status.
e Women who had been or wanted to be pregnant.
¢ Women who had intense experiences of stigma and/or discrimination.

¢ Women who were willing to share their stories
publically, including for publication.

Country partners were provided mentorship and support throughout the
process. They were also provided guidance and tips on writing the reports
and extensive feedback and editorial help on their draft country reports.

The voices in this report represent only some of the stories of women living
with HIV who were interviewed across the five countries in Africa and Asia.
While each story is unique, common themes emerged that demonstrate the
level of stigma and discrimination that many women living with HIV face in
their homes, communities and specifically in health care settings. To read each
individual story and learn more about the country context, please contact the
country teams listed in the acknowledgements section.

The names of the women interviewed have been changed to protect their
identity. Quotes have been edited for clarity and brevity.

Experiences of pregnant women and mothers living with HIV
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B. STORIES OF STIGMA

Stigma is commonly understood as a process of devaluation. It can have
many outcomes (such as discrimination, which is also known as enacted
stigma) and in the context of HIV can adversely affect how and when someone
accesses services (including testing, support and treatment), how people
interact with each other (including friendships, intimate partnerships and
professional relationships), and how someone perceives themselves and their
self-esteem.™

HIV and AIDS related stigma is highly complex, dynamic, and deeply ingrained
in society as demonstrated by the stories and voices that follow. Rooted in
broader, existing inequalities evident in society, and in societies’ often negative
view of expressions of sexuality and gender, stigma is linked to power, and is
used to perpetuate and entrench social exclusion and inequalities.” Layers
of stigma may be experienced differently; for example, on the basis of race,
age, sexual orientation, class, gender. Stigma undermines prevention, care
and treatment efforts, which increases the impact of the epidemic on women.

18 Give Stigma the Index Finger http://www.nat.org.uk/media/Files/Publications/Nov-2
Give-Stigma-the-Index-Finger.pdf

19 Tallis, V. (2012). Feminisms, HIV and AIDS. Subverting power, reducing vulnerability.
Palgrave MacMillan. Basingstoke.

STORIES OF STIGMA,
STORIES OF HOPE

Robert Carr,® a longtime HIV
advocate who dedicated his life
to bringing attention to issues
of stigma and discrimination
against people living with or
affected by HIV said:

20 Dr. Robert Carr was the Director of Policy and Advocacy at ICASO at the time
of his untimely passing in 2011 — this project was the born out of his vision,
passion and leadership.

21 Piecing it Together for Women and Girls: The gender dimensions of HIV-related
stigma. March 2011. IPPF
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Although the terms stigma and discrimination are often used interchangeably,
it is important to distinguish between them. HIV related stigma refers to
negative beliefs and statements about HIV and especially people living
with HIV. Discrimination refers more to actions and behaviors, for example,
excluding people living with HIV or treating people in a way that disadvantages
them. Stigma and discrimination can undermine efforts to implement effective
HIV responses, and in addition, often lead to violations of human rights of
people living with HIV.

The stories and experiences of the women interviewed for this project
highlight the insidious nature of the stigma and discrimination they faced, and
demonstrate that for some women, there is simply no “safe zone”. Stigma
occurs in many places and spaces - in intimate relationships, families and
the home, communities, and paradoxically in health “care” settings. The
lived realities of the women also show that women experience many negative
feelings as a result of stigma. Greater visibility of women in public discourse,
policy and practice has not fundamentally changed how women living with
HIV are viewed: women are still blamed for bringing HIV into the relationship
and the home. This spills over into the community and society, and impacts
on how women living with HIV are treated in many different settings, often
with stigma and discrimination against women living with HIV a common-
place occurrence. Stigma and discrimination is experienced by PLHIV at
many levels across the prevention-treatment-care continuum and can result
in reduced access to appropriate interventions. Women'’s own fears of stigma
and discrimination also impact their health seeking behaviors.

STIGMA
DISCRIMINATION
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22 http://www.stigmaindex.org
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Stigma invokes powerful
psychological feelings in women
living with HIV. These can include
fear, depression, sadness, or a lack
of confidence. These emotions and
feelings in turn impact how women
view themselves — it is not uncommon
for women to take on and absorb the
negative treatment and messages
from the broader society — leading to
internalized stigma. While a majority
of the women interviewed belonged
to support groups and were aware
of their rights as well as modes
of HIV transmission, many still
reported feeling shame or even guilt
— contributing to self-stigma. This
is likely to be an even greater issue
among women who do not have the
same level of awareness or who do
not benefit from peer support.

Women living with HIV have many
fears for their future and the future of
their children (born and unborn).
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Women also live with the fear of being stigmatized by Women living with HIV have experienced stigma first hand in many

the family, community or in health care settings and different settings. Women across all the countries most commonly
these results in women being unable to look after their reported facing verbal insults and disapproval — from health care
sexual and reproductive health, for example, not going workers, family members and others in their community. Stigma
to health service providers or not taking medication. occurred as a result of unfounded fears of becoming infected by
Traore (below) fears the pressure to conform to HIV through casual contact or associating HIV with “immoral” or
“normal” cultural practices, namely breastfeeding, “promiscuous” behavior.

but the consequences of not doing so could lead to

disclosure of her HIV status.? Intimate Rela l‘jonsh/'ps

Intimate relationships are for many the most significant relationships
of all. Most women interviewed discussed their intimate relationships
and described their experiences with their husbands or partners
either as positive (where women felt supported and loved) or negative.
Although some women were in supportive relationships, many women
experienced rejection, abandonment and betrayal from their husbands
or partners.

23 Traore’s experience regarding the pressure to conform
to ‘normal’ cultural practices by breastfeeding her infant
is puzzling because WHO guidance on HIV and Infant
Feeding has not changed since 2010; it recommends that
pregnant women living with HIV who are either on ART
or have been provided with effective ARV prophylaxis
to prevent vertical transmission should breastfeed their
children as this results in the best health outcomes for
HIV-exposed infants. It is unclear from the quote whether
Traore has access to these interventions, in which case
the counseling on breastfeeding which should have been
provided as a standard part of antenatal care has resulted
in a lack of knowledge regarding the immunological benefits
of breastfeeding. In settings where maternal ART or ARV
prophylaxis is unavailable, then other options aimed at
ensuring the HIV-free infant survival should have been
discussed, depending on national policy guidance. See
Guidelines on HIV and Infant Feeding 2010: Principles and
recommendations for infant feeding in the context of HIV
and a summary of evidence. WHO, 2010.
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Sexual rejection was also a common feature in
the interviews.

Women reported that their partners do not always
accept their own HIV status and keep it hidden

from them - adding to their feelings of betrayal. A few intimate partners even publicized

the woman’s HIV status within the family or
community without her consent.
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Home and family

Asdiscussed earlier, HIV-related stigma further contributes to the discrimination
faced by women due to their unequal status in society. Characteristically, the
home is the place in which most women experience oppression and inequality.
The women we interviewed reported being blamed for “bringing the virus
home” either because they were the first to test for HIV or because they had
a lower CD4 count. At best, they received little or no support when needed.
Zinash’s story clearly illustrates her isolation, when her sister rejected her due
to fear of casual contact, leaving her without any close family support. For
Jyoti, it meant being evicted from her home.

STORIES OF STIGMA,
STORIES OF HOPE

Blame was a common theme as experienced by the women we interviewed.

The lack of inheritance rights of women in general, and women living with HIV
particularly makes them extremely vulnerable. This came up time and again
during the interviews.
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Health care settings as
negative spaces

Health care settings can be anything but places of
care. The women reported many and varied incidents
of verbal abuse and discrimination which, apart from
the trauma and emotional impact, also impacted on
their health seeking behavior later. Incidents ranged
from breaches of confidentiality, disclosure of status,
to denial of treatment based on their HIV status.

The women reported feeling stigmatized by the
identifying signs on their medical records, which
labeled them as “HIV positive”. Furthermore, they
found health education materials, depicting people
living with HIV as very ill, distressing and insensitive.
This added to their negative experiences associated
with accessing services at health care facilities.

Some women experienced health care workers as rude and patronizing.




CO”fronﬁn Coercion and pressure Often women blindly follow the doctor or nurses instruction — “doctor knows
frOm hea/t care WOrkerS best” is firmly entrenched in women’s minds.

Coercion from health care workers has been widely
reported in many studies - the most blatant being the
forced sterilization of women living with HIV.* In this study
women too reported feeling coerced by healthcare workers
or doctors to follow their recommendation on a range of
issues — on the method of contraception or delivery, on
the best infant feeding option, and most importantly on
the decision to have a child. While many may have given
in to the pressure, some women who were interviewed
stood by their choices even against the advice of medical
professionals (see next section). This is worth further
exploration — informed women who know their rights and
are able to stand up for themselves is an important feature
of ensuring that health services meet women’s needs.

Even when women know their rights and assert them, the authority of the
medical profession may cause distress.

24 See for example, Wilton K, Double Stigma: Forced Sterilization
of Women Living with HIV in Kenya and Namibia, Population and
Development Program, US, 2013. http://popdev.hampshire.edu/
projects/dt/80
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Denial of treatment

Many of the women reported being stigmatized
and receiving differential treatment from healthcare
workers, for example, nurses wearing extra pairs of
gloves or being made to wait the longest. Some were
denied treatment or forced to go to other hospitals.

One woman resorted to giving bribes in order to get treated.
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Inhumane treatment and torture
in health care settings

Stigma and discrimination cannot be quantified and
no matter how insignificant an incident may seem to
others, for the person on the receiving end it is often
devastating and cruel. The following experiences
voiced by women we interviewed demonstrate the
extremes that stigma and discrimination can lead to,
including the most inhumane treatment that meets
the United Nations definition of torture as any act by
which severe pain or suffering, whether physical or
mental, is intentionally inflicted on a person for such
purposes as (...) punishing him for an act he or a
third person has committed or is suspected of having
committed, or intimidating or coercing him or a third
person, or for any reason based on discrimination
of any kind, when such pain or suffering is inflicted
by or at the instigation of or with the consent or
acquiescence of a public official or other person
acting in an official capacity.®

The stories of these women clearly illustrate the
most savage of actions designed with only one
thing in mind - to inflict as much pain as possible as
punishment for their HIV status.

25 1984 UN Convention Against Torture and Other Cruel,
Inhuman or Degrading Treatment or Punishment. Article 1.
http://www.un.or: ment r r046.htm




C. STORIES OF HOPE

Although all of the women told stories of stigma and discrimination and
how it had affected them or some aspects of their lives, their stories also
demonstrated resilience, strength and hope. Many of the women highlighted
how important the support of their partner or a family member was, especially
in helping them deal with their own fears and negative thoughts.

Backed by women’s support groups

Women interviewed often mentioned practical help, such as financial or
nutritional assistance, and the emotional support and backing provided by
peers and support groups. This helped them stand up to medical staff and
make their own reproductive choices.
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Advocacy messages to the community

Speaking up for their rights
Some of the women who were interviewed
demonstrated an awareness and ability
to assert their rights as evidenced in the
advocacy messages below. Many also showed
an understanding of their responsibilities in
living healthy lives and helping to prevent HIV
transmission.

« 2\
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Advocacy messages to health care workers

Advocacy message to government

4. CONCLUSION & RECOMMENDATIONS

Policies and programs exist to eradicate vertical transmission and to ensure
that women living with HIV are at the center of planning and implementation.
WHO guidelines also identify principles and recommendations on how PMTCT
programs should be implemented, including the principle of promoting human
rights, equity and ethical standards in counseling, informed consent, privacy
and confidentiality. However, despite overwhelming scientific evidence,
effective interventions, clinical and programmatic guidance and an increased
and sustained commitment from donors and governments to address vertical
transmission head-on, much remains to be done, including ensuring that
the services are delivered ethically and that the human rights of pregnant and
breastfeeding women are respected.

The stories recounted by the women in this study offer a compelling case to
address stigma and discrimination in communities, health centers and families,
as part of a comprehensive approach to prevent the vertical transmission
of HIV, while ensuring the health and well-being of mothers and pregnant
women. While this study is not the first to highlight the drivers of stigma
and discrimination as significant barriers, it does aim to give a voice to the
women at the center of the epidemic, humanize the statistics, and provide
some insights into how these barriers can be overcome. Furthermore, the
study clearly illustrates just how regularly lack of confidentiality, coercion,
denial of treatment and inhumane behavior still occur in ante and post-natal
health settings.

The current consolidated WHO guidelines now recommend either Option B
(maternal ART for all pregnant and breastfeeding women and cessation of
ART after the risk of vertical transmission has ceased for women with CD4
counts >500 mm3) or Option B+ (lifelong ART for all pregnant or breastfeeding
women, irrespective of CD4 count). The decision regarding whether to
offer Option B or Option B+ (or both) rests with national PMTCT programs.
Option B+ introduces a potentially revolutionary approach that is simpler to
implement because it does not require clinicians to rely on laboratory testing
to determine post-breastfeeding eligibility, it harmonizes maternal ART with
those of adult regimens and offers important maternal health benefits. Option
B+ has the potential to help realize the Global Plan targets. However, whether
Option B or Option B+ is implemented, it is critical to ensure that human
rights abuses and violations are not scaled up in tandem and that women’s
agency is fully supported. The focus on integration and decentralization of



PMTCT and related maternal and child health services to make them more
comprehensive and accessible to women are not, in themselves, sufficient to
overcome the pernicious social barriers that keep women, their partners, and
their children from fully accessing health services.

In the rush to scale-up PMTCT services to meet Global Plan targets, it is
essential that greater attention be paid to how these services are implemented,
and that national policy guidance follow WHO recommendations in providing
clear guidance in a number of areas and address not only quantitative
increases in the number of pregnant women enrolled and retained in PMTCT
programs, but also on the quality of the services provided and on how these
programs are being administered at the community level.

To promote and protect the human rights of all women living with HIV to full
autonomy, non-discrimination and effective ante and post-natal services and
to meet the targets set in the Global Plan, it is vital for advocacy to demand
the funding and scale-up of rights-based PMTCT programs, interventions and
related services for women living with HIV: adequate funding, national laws,
policies and programs, health care settings, community settings and normative
agency guidance all have critical roles to play in ensuring that meeting the
targets in the Global Plan and other global and national commitments do not
compromise ethical and human rights imperatives.

Funa'/ng

Increase investment in PTMTC programs from international donors and
national governments to fund, implement and evaluate the activities,
programs and interventions outlined in the recommendations below.

e Prioritize funding for effective stigma-reduction initiatives in donor-funded
programs, national AIDS plans and the national AIDS budget.

National Laws, Policies And Programs

¢ Ensure the meaningful involvement of women and mothers living with
HIV in developing, implementing and evaluating all four prongs of PMTCT
policies, plans and programs.

e Ensure that national policies and programmatic guidance are reviewed/
revised as necessary to address the experiences of stigma and
discrimination reported by women living with HIV.

e Enact laws and policies prohibiting discrimination on the basis of HIV
status and establish mechanisms for reporting and remedying HIV-related
discrimination which protect individuals from potential retaliation Ensure
that adequate and relevant technical assistance is available to support the
scale up of rights-based PMTCT programs and related health services.

e Ensure national PMTCT policies, plans and programs are consistent
with the human rights principles and ethical requirements outlined in
WHO Provider-Initiated Testing and Counselling Guidelines, HIV and
Infant Feeding Guidelines, and Consolidated Guidelines on the Use of
Antiretroviral Drugs for Treating and Preventing HIV Infection, including
ensuring a supportive social, policy and legal framework for pregnant and
breastfeeding women.

Hea/th Care Settings

Ensure that health care settings are free of stigma and discrimination by
incorporating human rights promotion and the ethical delivery of PMTCT
services in health care worker training, including coercion-free HIV testing
and counseling, informed consent, confidentiality and privacy

e Regularly train health care workers on HIV and Infant Feeding Guidelines,
with a focus on clear, current and accurate communications to pregnant
and breastfeeding mothers living with HIV.

e Ensure sexual and reproductive health services and related maternal
and child health services are integrated in PMTCT programs to provide
comprehensive care for women living with HIV.

e Develop and implement strategies to engage male partners in PMTCT
programs in order to reduce stigma in the family.

e Review national plans and budgets for preventing vertical transmission
and ensure stronger focus on sexual and reproductive rights of women
living with HIV.
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Community and family settings

Support community mobilization and collective advocacy to ensure that
initiatives to reduce stigma, discrimination and violence against women
living with HIV are central to the ambition and plans to meet the 2015
targets.

Develop and evaluate community-based interventions and programs
aimed at reducing stigma and discrimination faced by women living with
HIV in the community and family settings

Ensure women living with HIV that are pregnant and breastfeeding have
access to community-based organizations and other community resources
and tools.

Rights-based normative guidance

Ensure that WHO, UNICEF and UNAIDS incorporate the promotion and
protection of human rights and the ethical delivery of PMTCT and related
maternal, newborn and child health services as integral elements of all
future clinical, programmatic and operational guidance on the public
health approach.
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