International Community of Women Living with HIV
Submission to the UN Working Group on the Issue of Discrimination
against Women in Law and in Practice

The International Community of Women Living with HIV (ICW) respectfully submits to the UN Working
Group on the Issue of Discrimination against Women in Law and in Practice this report highlighting
the discrimination and abuse experienced by women living with HIV in healthcare settings and good
practices to address these human rights violations.
Women living with HIV frequently experience abuse and discrimination within healthcare setting,
including a lack of informed consent, stigma, discrimination and physical abuse at the hands of
healthcare providers, forced and coerced sterilization and abortion, refusals to provide services,
hostile attitudes towards women living with HIV who seek to have children, stigmatization, breaches of
confidentiality, and involuntary and coerced testing for HIV. As a result, women living with HIV are
often reluctant to a seek care or experience delays, and poor treatment, misinformation or denial of
services because of stigma from healthcare workers—all of which serve as barriers to women living
with HIV achieving their highest attainable standard of health and overwhelmingly contribute to
adverse health outcomes such as maternal morbidity and mortality.
Key best practices for addressing these violations include supporting networks of women living with
HIV to document and address rights violations, take serious steps to hold health care providers
accountable and to address stigma, discrimination and abuse in healthcare settings, and finally
increasing access to justice for women living with HIV who have experienced these violations.

Respectful Maternal Care
For women living with HIV, these experiences of stigma, discrimination, and abuse often occur in the
context of seeking maternal health care. Experts have described seven major categories of disrespect
and abuse that women encounter during maternity care, including physical abuse, non-consented
clinical care, non-confidential care, non-dignified care (including verbal abuse), discrimination based
on specific patient attributes, abandonment or denial of care, and detention in facilities.1 Women living
with HIV have reported experiencing these abuses, often exacerbated by stigma and discrimination
based on their HIV status.
During contractions, the staff neglected me to take care of the negative patients first.
– Woman living with HIV, Cameroon2
At the ward, people living with HIV are kept at the extreme end of the room. They don’t tell [the] other
patients why, but we know we are kept there because of our status.
– Woman living with HIV, Nigeria 3
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Globally, women living with HIV are 7 to 8 times more likely to die during pregnancy and the
postpartum period than their HIV-negative peers. 4 Although experts continue to learn about the
various causes of maternal mortality attributable to HIV during pregnancy, we do understand that
maternal deaths occur in large part due to delays in the decision to seek care, in arriving at care, and
in receiving appropriate care. In countries with high maternal mortality, evidence suggests that “the
fear of disrespect and abuse that women often encounter in facility-based maternity care is a more
powerful deterrent to use of skilled care than commonly recognized barriers such as cost or
distance.”5
As the global scale-up of the prevention of vertical or mother-to-child transmission of HIV (PMTCT)
efforts continues, women living with HIV, in particular pregnant women and those seeking to become
pregnant, are increasingly central to the global goal of “getting to zero” children born with HIV.
However, PMTCT programmes prioritize the protection of babies and infants, and this focus has
frequently marginalized the rights, needs, and perspectives of women living with HIV within
programme development and design and has led to human rights violations.6
Option B+ (lifelong antiretroviral therapy) I started a long time ago because the doctors say
“Listen we are not giving you these ARVs to save you, we are saving the baby, we don’t mind
about your CD4 count.
– Woman living with HIV, Uganda7
Although interventions to prevent vertical transmission of HIV have resulted in lower rates of
transmission of HIV to infants, expectant mothers with HIV often face intense stigma, marginalization,
and abuse from health care providers. For example, pregnant women living with HIV have reported
certain discriminatory practices by service providers, such as using extra gloves or bleach and asking
women to not come close to them, touch things, and cover their mouths while talking. 8 This
discrimination and fear leads many women to avoid going to hospitals and to access care.
I know of a woman living with HIV who went to [an] antenatal [clinic and] at the point of
delivery, [the doctor] went through the files and when he saw her file he said ‘This one, [I] am
not touching her.” She was on the stretcher already and [was] in labor. He said, “It’s a positive
case... I didn’t leave my house to come and do a positive case today. I am not prepared.” The
woman was left on the stretcher.
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Woman living with HIV, Nigeria9

I had an HIV-positive pregnant friend and the nurse asked her to buy more gloves than
necessary because she has to use double gloves for any contact with her not to be
contaminated.
– Woman living with HIV, Cameroon10
Further, while accessing antenatal and maternal care, a recent qualitative study conducted by ICW &
GNP+ indicates that women living with HIV may not receive full information about the realities and
risks, such as higher morbidity, associated with Caesarean Section, as opposed to vaginal delivery
and it is unclear from this data whether refusals of c-section was respected.11
When I went to maternity to deliver that day… actually those people they see money.
Personally, I was told; ‘Prepare for caesarean.’ Then I told them, who told you I cannot push?
Who told you I cannot push?
– Woman living with HIV, Kenya (KEN2#5)12
The WHO recommendations state that “although Caesarean section has been shown to
protect against HIV transmission, especially in the absence of ARV drugs or in the case of high viral
load, WHO does not recommend it in resource limited settings specifically for HIV infection; rather it is
recommended for obstetric and other medical indications.”13
The lack of information provided to women about the risks and benefits of c-sections reported in this
study suggests a fundamental and pervasive violation of the rights of women living with HIV to
informed consent and a need for better dissemination of updated guidance on the risks and benefits
of c-sections for expectant mothers living with HIV.14

Forced and Coerced Sterilization: A Global Phenomenon
Forced and coerced sterilization is a particularly egregious example of the human rights violations in
the healthcare setting. It occurs within a spectrum of violations that deny women living with HIV the
autonomy to exercise their sexual and reproductive rights, including forced and coerced abortion and
contraception, misinformation, lack of informed consent, stigma, discrimination, and abuse.
Voluntarily and freely chosen sterilization is an appropriate form of family planning for those women
and men who do not wish to become pregnant or to have children. Sterilization that takes place
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involuntarily, meaning without the full, free and informed consent of the woman herself is a violation of
her human rights. Coerced sterilization, including, for example, sterilization that has been compelled
in exchange for incentives such as loans or cash payments, access to nutritional supports such as
formula or other services or supports or is a result of persuasion via unequal power dynamics,
misinformation, exaggeration of the risks, abuse or discrimination, also constitutes a serious violation
of fundamental human rights.
The forced and coerced sterilization of women living with HIV is a pervasive global phenomenon, and
has been reported15 by women living with HIV along with other coercive practices in Bangladesh16,
Brazil17, Cambodia18, Chile19, China20, Democratic Republic of Congo21, Dominican Republic22, El
Salvador 23 , Fiji 24 , Honduras 25 , India 26 , Indonesia 27 , Kenya 28 , Malawi, Mexico 29 , Mozambique 30 ,
Namibia31, Nepal32, Nicaragua33, Pakistan34, Philippines35, South Africa36, Sri Lanka37, Swaziland38,
Tanzania39, Thailand40, Uganda41, Ukraine42, Venezuela43, Viet Nam44 and Zambia.45
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Women from around the world have reported these violations, but despite differences of geography,
the stories of women living with HIV who have experienced coercive or forced sterilization are
disturbingly similar and are frequently reported in the context of prevention of vertical transmission.
The United Nations High Commission on Human Rights and UNAIDS have also highlighted concerns
about the use of forcible and coercive measures in the context of prevention of vertical transmission
and in particular the counterproductive outcome of coercive measures in terms of meeting public
health goals.46
Women living with HIV report being sterilized during delivery via caesarean section for the purposes
of prevention of vertical transmission of HIV to the baby or while undergoing other surgical
procedures. They routinely report being asked to sign papers or verbally consent to sterilization while
in labour, or health care workers obtaining consent for the procedure from their husbands or fathers.
Women living with HIV frequently experience discriminatory practices such as refusal to provide
services, hostile attitudes towards women who seek to have children, stigmatization at hospitals and
medical centers by health care providers and staff and breaches of confidentiality. In some cases,
women living with HIV report being offered nutrition or cash supports and services in exchange for
undergoing sterilization. Women living with HIV report fear that they will be denied life-saving
medicines or treatments if they do not undergo sterilization. Many women report that they do not even
learn that they have been sterilized without their consent until they are trying to have another child.47
During the cesarean and under the effects of the anesthesia they forced her into sterilization
so that she couldn’t have more children. She didn’t sign a consent. When she was recovering
from the anesthesia, she saw that her finger was stained with ink.
– Woman living with HIV, Mexico48
I found out they had sterilised me when I had the abortion without my consent. I was angry
and I didn't want to sign the form. The doctor who did the sterilisation brought me to a room.
He said the operation was difficult and said it was up to me if I filled in the form or not, but if I
did I would receive money from my administrative district to help with my nutrition during my
recovery. In the end I signed and I got the money [USD23].
– Woman living with HIV, Viet Nam49
They forced me to accept sterilization by telling me that if I didn’t, they wouldn’t help me with
milk for my children.
– Woman living with HIV, El Salvador 50
Conference: Abstract no. CDD0956
Office of the United Nations High Commissioner for Human Rights & Joint United Nations Programme on HIV/AIDS (UNAIDS),
International Guidelines onHIV/AIDS and Human Rights 2006 Consolidated Version para. 96 (2006). available at
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The nurse told me if I did not agree to tubal ligation then Blue House will not take care of my
maternity expenses. I got to Pumwani and I was given a form, the nurses insisted I had to
sign. They called me ‘a useless woman with HIV.’ I took the form and signed it because I was
kept waiting in the labor ward until I signed.
– Woman living with HIV, Kenya51

Good Practices & Recommendations:
1. Ensure human rights: Take steps to address stigma, discrimination, mistreatment, and
abuse in healthcare settings.
a. Stronger protocols and training for healthcare workers at all levels is critical to ensure
protection of the rights of women living with HIV, such as the right to informed consent for
all services, including for HIV testing of women and their infants, and birthing options;
b. Ensure that efforts to improve maternal health include mandatory training for all personnel
who provide health care services on gender equality, autonomy, and human rights.
c. Develop PMTCT programs and services that ensure women living with HIV are able to
make voluntary, fully informed, autonomous decisions about whether and when to be
treated.
2. Engage women living with HIV as peer supports and in the conceptualization, planning and
implementation of programming:
Women living with HIV offer a rich resource of lived experience that can support development and
implementation of policies and programs that are responsive to the needs of women and girls.
Supporting women and girls to engage in decision-making platforms offer an opportunity for women
and their communities to understand and own programs thereby ensure sustainability.
a. Meaningful involvement of women living with HIV in the design, implementation, and
evaluation of programs and services.
b. Peer support programs, that promote comprehensive, holistic care and safe pregnancies
and deliveries and provides accurate and accessible information and psychosocial support
to women living with HIV;
c. Support networks of women living with HIV to educate other women about their rights to
empower them in their exchanges with healthcare workers;
d. Support networks of women living with HIV to document human rights abuses.
3. Increase access to justice for women living with HIV, including through the courts or
alternative mechanisms to report rights violations and mistreatment:
In addition to justice through the courts and compensation for women living with HIV who have
experienced sterilization:
a. Holistic approach to the needs of women living with HIV who have experienced forced and
coerced sterilzation, provide medical examinations for women who believe that they may
have been sterilized, offer medical reversals for those women whose situations permit
51
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women living with HIV who have experienced forced or coerced sterilization and ensure
that policy or regulatory prohibitions on adoption for people living with HIV are reformed;
b. Develop and support alternative grievance mechanisms, in partnership with women living
with HIV, where healthcare providers can be held accountable and where women living
with HIV can report violations with out fear of consequences and with out the barriers
posed by legal process.
Examples of Justice through the Courts:
i. ICW’s Network the Namibian Women’s Health Network in Namibia first exposed the
issue of forced and coerced sterilization and in 2010, as a result of ICW’s advocacy
and documentation efforts, Namibian women who had been forcibly sterilized
brought suit against the Namibian Ministry of Health and Social Services. In
November 2014, the Namibian Supreme Court upheld the lower court’s decision
that three HIV-positive women had been forcibly sterilized without proper consent
during emergency caesarean deliveries. Although the three women were
successful in their efforts, many more women have experienced forced and
coerced sterilization and have little access to redress.
ii. Our regional network in South Africa, ICW Southern Africa, has also been actively
documenting these efforts and recently filed its first lawsuit in South Africa, which
settled out of court. Media around the case caused over 40 more women to report
forced or coerced sterilization in South Africa.
iii. The sterilization of women living with HIV in Kenya women without their informed
consent first sparked outrage in 2012, when a report published by the African
Gender and Media Initiative (GEM), in partnership with local networks of women
living with HIV titled ‘Robbed of Choice’ described the experiences of 40 women
living with HIV who had been forcibly or coercively sterilized due to their HIV
positive status. As a result of the documentation, the Kenya Legal and Ethical
Issues Network on HIV & AIDS (KELIN) and GEM filed two lawsuits on behalf of
five women living with HIV against healthcare providers, county health officials and
the Health Cabinet Secretary for violations of their human rights.52 These cases are
still pending.
4. Increase research
a. Increase research on drivers of positive maternal health outcomes for women living
with HIV. In particular, increase research to identify causes of higher maternal mortality
and to develop evidence-based responses to maternal health disparities for women
living with HIV including stigma and discrimination.
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