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PREFACE

In the year 2000, 189 countries at the United Nations (UN) General Assembly endorsed a
Millennium Declaration in which they proposed to make measurable progress toward the
development of all nations by the year 2015 [1]. Eight Millennium Development Goals
(MDGs) were delineated for achievement of the Declaration. While none of them directly
address sexual and reproductive health (SRH) in broad terms, three are especially
pertinent to women’s reproductive health:

= MDG 3 seeks to promote gender equality and empower women

= MDG 5 aims to improve maternal health

= MDG 6 focuses on combating HIV/AIDS, malaria and other major diseases.

Targets and indicators were developed to help governments mark their progress
towards the MDGs, but these targets and indicators are macro-level in scope and thus
not so useful for many smaller NGOs that wish to assess interim progress in specific
geographical or content areas. For example, the target for MDG 5 is reduction of a
country’s maternal mortality rate by 75%, and an indicator is the maternal mortality ratio
[2]. A smaller NGO that works on maternal health may be more interested in knowing
whether their advocacy work on reducing unsafe abortions has had an effect on policies
related to HIV/AIDS.

Because the MDGs now form a widely used approach to development, it is important
that NGOs be able to situate their advocacy and intervention work in this framework.
One way to achieve this is by using benchmarks to assess progress toward achieving the
MDGs and their associated targets. It was in this context that Ipas took the lead, in
collaboration with ICW, the Center for Health and Gender Equity (CHANGE) and the
Pacific Institute for Women’s Health, in developing a resource called Fu/filling
reproductive rights for women affected by HIV. A tool for monitoring achievement of
Millennium Development Goals [3]. The monitoring tool suggests benchmarks that can
help determine how MDGs 3, 5 and 6 are being met in relation to the SRH of women
affected by HIV/AIDS.

In 2005 and 2006, eight organizations partnered with Ipas to pilot the benchmarks as a
data-collection method in 11 countries. They included organizations of women living
with HIV/AIDS, family-planning associations, and national and local NGOs:

= The Federation for Women and Family Planning (hereafter referred to as the
Federation) is a member association of the International Planned Parenthood
Federation (IPPF) that works on SRH in Poland [4].

= The Foundation for Studies and Research on Women (FEIM) carries out advocacy and
research on SRH in Argentina [5-6].

= GAF is an NGO working on gender and HIV and AIDS issues in South Africa [7].
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= The Instituto de Educacion y Salud (IES) carries out SRH research and interventions in
Peru [8].

= |CW, the only international network exclusively representing HIV-positive women and
girls, used the benchmarks in Botswana, Lesotho, Namibia and Swaziland [9-11].

= PPFN, a member association of IPPF, used the benchmarks in data collection in the
North-East region of the country [12].

= Punto de Encuentro de la Comunidad, A.C. (PECAC) is the only NGO working on
HIV/AIDS in Chetumal, the state capital of Quintana Roo, Mexico [13].

= Women Fighting AIDS in Kenya (WOFAK) is an association that provides counseling,
training and material support to women living with and affected by HIV/AIDS [14].

The Federation, FEIM, GAF, ICW in Lesotho and Swaziland, PECAC and WOFAK
participated in the first phase of the project in 2005; FEIM, ICW in Botswana and
Namibia, IES and PPFN carried out projects in the second phase during 2006. Each
partner prepared its own project report and disseminated its findings independently.
Ipas collated the findings from the various studies and updated the monitoring tool to
address suggestions for improvements given by the partners [15].

In 2005, Ipas produced a report with a detailed description of the rationale,
methodologies and overall findings from the first phase of the project [16]. Since the
methodologies in the second phase largely replicated those used originally, this report
does not provide extensive information in that regard; readers are referred to the first
report or the individual country reports for details. This report combines the findings
from the first and second phases of the project, so some duplication of text from the
first report has occurred. This report is further somewhat unconventional in that the
recommendations emerging from the project — which are usually presented at the
conclusion of a paper — are given at the start since that information may be what
interests readers most.
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RECOMMENDATIONS FROM THE PROJECT

The findings from the MDG-SRH-HIV monitoring tool project indicate that a number of
obstacles at the national and local levels are hindering achievement of the MDGs on
advancing gender equality and the empowerment of women (MDG 3), improving
maternal health (MDG 5) and combating HIV/AIDS (MDG 6). Addressing some of these
obstacles requires substantial financial and human resources; others can be tackled to
at least some extent with fewer inputs by both governmental and nongovernmental
organizations working on HIV/AIDS. The recommendations below are based on
suggestions from study respondents and staff of partner organizations in the project.

Disseminate practical information on human-rights standards and ways

in which women can claim their rights

People affected by and living with HIV, service and health-care providers, NGO staff and
policymakers need to be better informed about human rights, including sexual and
reproductive rights, in the context of HIV/AIDS.

Disseminating documents such as IPPF’s summary guide to sexual and reproductive
rights [17], the Barcelona Bill of Rights [18] and the International Guidelines on HIV/AIDS
and Human Rights [19] — as well as locally produced materials on human rights — is an
essential and fairly simple step to take. It does depend on the willingness and financial
capacity of advocates to obtain, translate, reproduce and distribute the documents to all
parties concerned. If funds are limited, such documents can at least be photocopied to
leave as display copies with NGOs, in waiting rooms of governmental agencies, and at
voluntary HIV counseling and testing (VCT) sites, hospitals and clinics.

Mere dissemination of human-rights documents is nevertheless insufficient to help
people understand how these rights apply to their lives. They need to know which
international rights treaties their government has ratified, lobby for ratification of
relevant treaties that have not yet been ratified, understand how rights guaranteed in
treaties can be claimed through laws and regulations, and know how private citizens can
bring forward complaints when their rights are violated. NGOs need to help HIV-positive
women identify where complaints can be addressed and provide them with support in
following up on those complaints, which can be a lengthy process. This can include
instructing HIV-positive women on how to present cases to ethics committees of
hospitals and professional medical associations, how to submit cases for follow-up with
local human-rights commissions and ombudspersons, and how to find lawyers who can
take well-documented cases to court if necessary.

Pressure can also be put on governments to speed up compliance with human-rights
treaties by preparing reports for the international committees that monitor treaty
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compliance; such reports can come from individual citizens and NGOs. Associations of
people living with HIV/AIDS and NGOs can also lobby local and national individuals and
institutions that should accept complaints about human-rights violations so that they
actually deal with those cases in a timely fashion.

Information about these measures can be disseminated through articles in newsletters
and journals, brochures and leaflets, radio and TV programs, the Internet and through
capacity-building sessions for both service providers and clients/patients. When people
understand that there are practical steps they can take regarding discrimination and
rights violations, these rights can leave the realm of theory and enter into the reality of
daily life.

Expand and intensify training for health professionals on occupational
risks of HIV infection in conjunction with capacity-building on the rights

of people living with HIV/AIDS

Such training should emphasize that health-care providers also have rights regarding
their labor situation. For example, they should have sufficient supplies available — such
as gloves, disposable needles and sharps disposal boxes — to observe universal
precautions for themselves and their patients. Health systems must also make post-
exposure prophylaxis (PEP) available to providers.

It is important to build a stronger rapport between health-care providers and women
living with HIV, so that there is more mutual understanding and information in both
groups about the particular circumstances and challenges they each face. Training
sessions and workshops on the ethics of service provision to people living with HIV/AIDS
should incorporate HIV-positive women as paid facilitators, since guided dialogues
between them and providers can contribute to changes in attitude and subsequent
treatment of clients and patients. HIV-positive women who have had treatment-literacy
training, which educates them about antiretroviral drugs (ARVs) and other medications,’
can help explain why it is important for patients to be partners with health professionals
in treatment implementation.

Promote capacity- and skills-building for women affected by and living
with HIV/AIDS so that they can participate meaningfully in advocacy and
policymaking

Many of the women who have direct experience with the HIV/AIDS epidemic, and who

could contribute invaluable information to inform and direct policies and programs,
have had no formal training on translating their experience into advocacy and action.

! Treatment literacy training covers issues such as types of drugs available, drug dosages, how to take drugs
(for example, with or without food), side effects, possible drug interactions, the consequences of
nonadherence to treatment regimens, and drug resistance.
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The project indicated that women want a place at the decisionmaking table but that this
must be achieved in a meaningful way so that their voices are actually taken into
account in the development of policies and programs.

NGOs and universities can provide a wealth of information on advocacy and
policymaking strategies and procedures, and they can contribute greatly to enhancing
women’s skills. In addition to offering HIV-positive and affected women training courses
and workshops on advocacy and policymaking, another approach to explore is
mentoring. University and NGO staff can offer women living with HIV a chance to
collaborate on their research as interns, with a clearly stated objective of the women
gaining skills to use in other capacities. Professional policy analysts and researchers can
mentor and guide female NGO staff and HIV-positive women in developing skills such as
proposal writing, program design, strategic planning, documentation of program
achievements, and monitoring and evaluation.

As the respondents in Swaziland noted, capacity-building also needs to be a two-way
process so that governments, businesses and organizations learn how to create
meaningful involvement of women affected by and living with HIV/AIDS. Asking HIV-
positive women to co-facilitate such capacity-building would be a step in the right
direction.

Work with associations of HIV-positive women and women’s groups
specifically to develop advocacy around broader sexual and reproductive
health rights

Much of the advocacy carried out by associations of people living with HIV/AIDS in
recent years has focused on issues other than sexual and reproductive rights. Particular
attention has gone toward expanding pregnant women’s access to antiretroviral therapy
(ART) during pregnancy to prevent perinatal transmission (PPT)2 and expanding access
to ARVs. In some countries, advocacy is now shifting somewhat more to improving the
circumstances in which ART is offered (for example, via treatment literacy programs,
access to better nutrition, lowering or abandoning fees for peripheral services such as
CD4 counts and viral load assessments). In most countries, however, reproductive rights
are not a priority, particularly where associations of people living with HIV/AIDS are
primarily led by or comprise men.

It is nevertheless important for women to have access to other SRH services that will
protect and improve their health. Since PEP can be effective in preventing HIV infection
after unprotected sex, women need to be informed about this, PEP supplies must be

2 The commonly-used terms PMCT or PMTCT — prevention of mother-to-child transmission of HIV — can
carry unintended connotations of “blaming” the mother if a newborn infant is infected. With the term “parent-
to-child transmission,” the same danger of implicit blame applies. We therefore advocate for use of the more
neutral term “perinatal transmission,” which was used in the past.
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made available, and barriers to accessing PEP should be removed (for example,
requirements for having officially reported a rape to the police before being granted
PEP).

Given high levels of sexual and domestic violence in all countries, women should have
easy access hot only to PEP but also emergency contraception (EC) to prevent unwanted
pregnancies. Unsafe abortions may particularly pose grave risks to the health of
immunocompromised women, so advocacy to increase access to legal abortions should
also be undertaken, including in cases of rape and incest, fetal malformations and
danger to a woman’s physical and mental health. At the same time, advocates can
promote incorporation of postabortion care into HIV/AIDS programs, as well as
messaging on the fact that pressuring women to undergo sterilization and abortions is a
violation of their human rights. Many HIV-positive women are further unaware of their
increased risks for cervical cancer and the associated importance of Pap smears and
screening for human papillomavirus (HPV).

In all these cases, advocacy efforts can involve four strategies: provision of information
and education to women, health-care providers and policymakers on the issues;
lobbying for adequate legal and regulatory provisions to enable these aspects of
reproductive-health care to be offered; training of HIV-positive women so that they can
demand appropriate services; and training and equipping of health-care providers so
that they can offer high-quality services.

Employ women living with HIV in prevention, VCT and treatment

programs as paid counselors and treatment adherence advisers

Many programs involve HIV-positive women and men in disseminating prevention
messages — use condoms, get tested, be faithful to your partner — through talks and
personal appearances during educational activities. However, it does not seem that
women living with HIV are often consulted regarding the kinds of messages that would
have drawn their attention before they learned their serostatus. For example, what
messages might have motivated them to have an HIV test sooner than they did?
Involving HIV-positive women in the formulation of prevention policies and messages is
very important, and they should be paid for providing their life-based expertise and
input so that motivational messaging can be improved.

One factor impeding the establishment of more VCT sites throughout countries is a lack
of trained counselors. Many health-care professionals already have heavy workloads for
meager wages and may be reluctant or unable to add counseling to their daily tasks.
Trained HIV-positive persons have proved to be excellent counselors in many countries.
Health systems need to stop relying on them as volunteers; rather, they should be
employed as health-system staff so that services become more widely available.
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Associations of people living with HIV/AIDS are increasingly offering treatment literacy
programs so that HIV-positive people are better informed about all aspects of their
medical treatment. Some graduates of these programs could be trained and paid to act
as advisers on treatment adherence, particularly for people who live far from ART
distribution sites. For example, in Botswana, women living with HIV are asked to collect
ART supplies monthly but only have check-ups for side effects every three or six
months. To cut time and transportation costs for patients, the health system might
consider offering quarterly ART supplies and referrals to community-based treatment
monitors who can refer women when they do need to see a physician because of side
effects. In countries where the health system has lost many professional staff due to
AIDS and labor emigration, such HIV-positive treatment advisers could also assist in
local clinic distribution and education on ARVs.

Prepare and publish materials on family planning, contraception and
options for avoiding and dealing with unwanted pregnancies in the

context of HIV/AIDS

While it is advisable for women living with HIV to be informed about the double
protection against reinfection and pregnancy offered by male and female condoms, they
also should receive information about other contraceptive options.

Such information should address concerns related to HIV/AIDS, such as which
contraceptives might be preferable for women in their situation and the potential
interactions between hormonal contraceptives, ARVs and drugs for opportunistic
infections. Options for avoiding unwanted pregnancies should also be addressed,
including EC and safe abortion for indications permitted by law in each country. Given
the high prevalence of sexual violence experienced by women living with HIV, for
example, it is important that they know whether termination of pregnancy (TOP) is
allowed in cases of rape or when a woman'’s health is endangered. While such materials
should be developed through collaboration between governmental AIDS and SRH
agencies and family-planning organizations, other NGOs can also play a role.

Advocate for the possibility of HIV-positive people adopting children
While women living with HIV can reduce the chances of perinatal HIV transmission by
participating in PPT programs, they can also avoid the risk of perinatal transmission by
intentionally preventing pregnancy. Many HIV-positive women, particularly younger
women, do indeed want to become pregnant and bear biological children. However,
some women and men are interested in adopting children and this option should be
possible.

Organizations working on AIDS should ascertain whether legal and regulatory
restrictions on adoption would prevent HIV-positive people from adopting and, if so,
whether these restrictions are reasonable. NGOs and government agencies entrusted
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with adoption programs should collaborate with associations of people living with
HIV/AIDS to discuss how programs can ensure that HIV-positive people are not
automatically disqualified as prospective adoptive parents because of their infection.
Adoption as a parenting option should be included in informational SRH materials for
people affected by HIV. Associations of HIV-positive people can also disseminate stories
about successful adoptions through newsletters, websites and conferences; cases from
one country can serve as examples and inspiration for people in other countries.

Advocate for regular monitoring of SRH benchmarks by female NGO staff

and women affected by the HIV/AIDS epidemic

The monitoring tool project showed that provision of benchmarks, together with some
very simple guidance on implementing a data-collection exercise, was sufficient to
enable NGO partners in very different countries to collect information on the same
topics. By repeating the exercise periodically, NGOs can monitor progress toward
achieving fulfillment of women’s sexual and reproductive rights, thereby gaining
valuable input for their advocacy efforts and enabling them to make even more
substantive contributions to policy formulation and evaluation.

From a gender perspective, it is important that NGOs assign female staff members to
such exercises, including presentation of results at various venues. It is still not
uncommon for women to be more involved in administrative and support tasks related
to data collection, rather than in conceptualization and implementation of studies. The
insights these women can bring to studies are invaluable. Enabling them to publicly
present the findings and recommendations at meetings, press conferences and technical
consultations will increase the visibility and recognition of women’s contributions to
increasing the knowledge base concerning the epidemic and its effects.

“User involvement in research is not just about making the interviews more user-
friendly to the research participants (although this is an area where evidence does
support the advantage of involving service users); it is also about questioning some
of the philosophical foundations for the research itself. It is not enough to invite a

user to sit on an advisory group. Researchers need to acknowledge the change in
ethos that this represents and to understand that we, as service users, have
access to some specialist knowledge and views that may be valuable in the conduct
of the research” [20].

It is equally important to engage more HIV-positive women in gathering information and
evidence on which advocacy and community action can be based — similar to what was
done in the monitoring tool studies in Botswana, Kenya, Lesotho, Namibia, South Africa
and Swaziland, where the research teams included women living with HIV. The
respondents in Swaziland also recommended that HIV-positive women be more involved
in designing research studies and evaluating what can be done with the findings.
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1. INTRODUCTION

1.1. BACKGROUND TO THE PROJECT

Origin of the project

On 8 March 2004, 25 NGOs submitted a statement to the UN Commission on the Status
of Women to draw attention to areas of reproductive health that are neglected with
regard to HIV-positive women, such as fertility regulation and gynecological care [21].
The benchmarks in this monitoring tool emerged from that statement and were related
to the MDGs, which had become a major framework for development work and
assistance at the international and national levels.

A gender scan of several national MDG reports by UNDP in 2005 found that most reports
did not adequately include gender concerns across all the goals; moreover, “attempts to
‘step out of the box’ and place discussions on issues such as poverty and HIV/AIDS in
the larger context of gender equality and women’s rights and freedoms, were infrequent
exceptions” [22]. There is no specific SRH goal or target in the MDGs, although UN
Secretary General Kofi Annan stated that ensuring access to SRH services promotes
development since it advances gender equity and empowers women [23]. The World
Bank has added that development assistance to improve health status and health care is
only significantly effective when given in a context of good policies and institutions [24].
In our view, such an environment includes policies and institutions that promote respect
for, and fulfillment of, sexual and reproductive rights for all people, including those
living with and affected by HIV/AIDS. Others, such as the European Union, NGOs and
international reproductive-health experts, support that viewpoint [25-27].

The logistics

Ipas conceptualized the monitoring tool project and recruited NGOs to participate
through personal contacts. The partner organizations approached in the Asian region
unfortunately were either unable to participate or could not complete the project work.

The overall project coordinator at Ipas provided sample questionnaires for interviews or
surveys, a sample informed consent form for respondents, and ideas for possible data-
collection methods. She also reviewed adapted questionnaires prepared by the partner
organizations, as well as focus—group guides developed by some partners. Each partner
agreed to provide a narrative and financial report on their study, including information
on obstacles they encountered in trying out the tool and suggestions on how the
monitoring tool could be improved.

Ipas paid each partner US$2,000 (in 2005) or US$2,500 (in 2006) to help cover staff
time, transportation, photocopying, postage and other logistical costs for the project.
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Each organization was asked to gather information related to the following 10
benchmarks:

MDG 3: Promoting gender equality and empowering women

= All relevant local governmental agencies and NGO programs serving HIV-positive
women include representatives of these women in policy and program design,
monitoring and evaluation.

= All agencies serving local HIV-positive women publicly endorse documents listing
their sexual and reproductive rights.

MDG 5: Improving maternal health

= All HIV-positive women have access to family-planning information that addresses
contraception in relation to HIV/AIDS.

=  Women’s choices on how to regulate their fertility do not prevent them from
accessing ART.

= Information is available to people living with HIV about methods to improve the
safety of conception and childbirth.

= HIV-positive women and men are informed about all their legal options for parenting
children.

= Local organizations serving HIV-positive women address all legal options for dealing
with unwanted pregnancy.

MDG 6: Combating HIV/AIDS

= VCT is available to women through health-care facilities other than antenatal and
delivery care, as well as other venues.

= Measures have been taken to minimize chances of HIV infection for women who have
been subjected to coerced or forced sex, both within and outside marriage.

= Stigma and discrimination in relation to HIV/AIDS have been successfully eradicated
in the health-care sector.

Data-collection processes

Most of the partner organizations had staff members (including women living with HIV
in Botswana, Kenya, Lesotho, Namibia, South Africa and Swaziland) conduct the studies.
The Federation, FEIM, GAF and PPFN also included consultants in their teams. The
studies in Argentina’s Buenos Aires province, Kenya, Lesotho, Mexico, Poland, South
Africa and Swaziland were carried out from January-May 2005. The studies in other
Argentinean cities, Botswana, Namibia, Nigeria and Peru were done from January-May
2006.

All project partners used questionnaires based on the sample questions provided (Table
1, p. 15). The questions were answered in various ways. For example, in Nigeria,

respondents completed the surveys in writing, in Argentina and Kenya interviewers read
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out the questions and recorded responses, and in Botswana the questions were read out
to a group of women who discussed what the best answers would be. Interviews
generally lasted between 40-90 minutes; for the policymakers and staff of NGOs and
health facilities, the interviews mostly took place at their places of work.

GAF, ICW, IES, PPFN and WOFAK also organized focus-group discussions with
respondents, which generally lasted about 60-90 minutes. All the discussions were held
in English or Spanish (Peru), with the exception of one group in Nigeria that spoke
Hausa and three groups in Namibia that held their discussions in a local language. The
groups sometimes discussed other topics in addition to those covered by the
benchmarks. For example, in Kenya, the main concern expressed by HIV-positive men
was the maternal mortality rate and number of children orphaned by AIDS. They
concluded that it is evident that keeping mothers alive will also reduce the infant
mortality rate. HIV-positive widows’ main concerns were related to property ownership,
inheritance rights and protecting their daughters against HIV infection. In Swaziland, the
principal topic of discussion was violence against women, particularly sexual violence. In
Lesotho, the main topics to emerge were reproductive rights, especially the right of
women living with HIV to have children, and the function of support groups and other
support networks.

Three partners included site visits in their studies. In Mexico, PECAC interviewed staff of
six pharmacies about the sale of EC. PECAC and PPFN in Nigeria collected samples of
information, education and communication (IEC) materials available at specific sites in
each country (e.g., brochures and posters dealing with HIV/AIDS, family planning,
contraceptive measures and human rights). In Poland, the Federation visited a hospital,
two diagnostic centers and five NGOs in Warsaw.

Most partners provided their respondents with the Barcelona Bill of Rights [18], a policy
statement formulated in 2002 by HIV-positive women’s associations and endorsed by
more than 260 individuals and organizations worldwide. All the partner organizations
reviewed documentation related to HIV/AIDS policies, laws, regulations and programs
within their countries.

The categories of respondents included in the various studies comprised representatives
of governmental agencies at the municipal, state and national levels; staff of NGOs and
associations of people living with HIV/AIDS; health-care providers; heads of clinic and
hospital programs and departments; and individual men and women living with HIV
(Table 2, p. 16). The NGOs included family planning associations, AIDS service
organizations, feminist groups and human-rights agencies.

Two of the partners used the studies as an opportunity for awareness-raising and
capacity-building. In Lesotho and Swaziland, ICW reviewed human-rights documents
with their respondents, including the Barcelona Bill of Rights [18], the UNGASS
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Declaration of Commitment [28], the Abuja Declaration [29] and the Convention on the
Elimination of All Forms of Discrimination against Women (CEDAW) [30].

For GAF, the research process was as important as the information obtained; their
project was somewhat time-consuming and more complicated than the other projects.
Their eight-step research process included a training workshop for the research teams
that covered: definitions of research from knowledge-systems and feminist
perspectives, research principles, data-collection and analysis techniques, an
introduction to the MDGs, and a review of international human-rights instruments. ICW
incorporated the monitoring tool study into ongoing projects in Botswana, Lesotho,
Namibia and Swaziland; the monitoring tool focus-groups took place within the context
of broader skills-building workshops.

1.2. GEOGRAPHICAL AND SOCIAL CONTEXT FOR THE STUDIES

The monitoring tool projects were carried out primarily in very poor countries, where
government spending on all health services ranges from US$13 (Nigeria) to US$518
(Argentina) per capita. Four projects were carried out in countries with relatively
moderate HIV/AIDS epidemics — Argentina, Mexico, Peru and Poland — while seven
projects took place in countries with advanced epidemics — Botswana, Kenya, Lesotho,
Namibia, Nigeria, South Africa and Swaziland. The percentage of women being infected
with HIV has risen in all these countries over recent years, but it is in the African
countries that women constitute more than 50% of people living with HIV/AIDS. It is also
in the African countries that the numbers of children who have lost parents to AIDS are
extremely high. Table 3 (p. 17) provides some comparative information on the
countries’ socioeconomic and HIV/AIDS situations; data from the United States are given
for comparison purposes.

ICW was able to gather respondents from throughout Botswana, Lesotho, Namibia and
Swaziland since they incorporated the MDG project into national workshops. In
Argentina, FEIM focused on cities with high HIV prevalence levels: Buenos Aires and
greater Buenos Aires, Bahia Blanca, Cérdoba, Mar del Plata and Rosario. WOFAK was able
to include respondents in three cities where they have staff — Kisumu, Mombasa and
Nairobi. The Federation focused on two larger Polish cities, Warsaw and Szczecin, with
relatively high numbers of HIV-positive residents. In South Africa, GAF held five focus
groups with women in two areas near Durban and one near the city of Pietermaritzburg,
all in the province of KwaZulu Natal which has high HIV prevalence. In Peru, IES
restricted data collection to the capital city, Lima, due to funding and time constraints.
In Mexico, PECAC focused on Quintana Roo state, while in Nigeria PPFN worked in four
states (Bauchi, Borno, Gombe and Yobe) with HIV-positive women and health-facility
staff.
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Table 1: Data-collection methods used by the project partners.

Project partner

Data-collection method

Questionnaire
completed by
respondents

Questionnaire-
based interviews

Focus-group
discussions

Document
& literature
review

Visits/observation

FEIM, Argentina
Buenos Aires & Bahia Blanca, 2005

Cérdoba, Mar del Plata & Rosario, 2006

24 persons

29 persons

Yes

6 hospitals; 3 health-care
centers; 5 NGOs

ICW, Botswana, 2006
National workshop

14 persons

1 group: 14 members

WOFAK, Kenya, 2005
Kisumu, Mombasa & Nairobi

43 persons

3 groups: 10 HIV-
positive widows; 10
HIV-positive men; 10
HIV-positive women <
30 years

ICW, Lesotho, 2005

14 persons

1 group: 11 members

PECAC, Mexico, 2005
Chetumal, Quintana Roo state

27 persons

12 facilities;
6 pharmacies

ICW Namibia. 2006
Erongo & Khomas regions

6 persons (3
women, 3 providers)

6 persons (same
as in column 1)

4 groups: 69 members

PPFN, Nigeria, 2006
Bauchi, Borno, Gombe & Yobe states

94 persons (54
women, 40 NGO &
health staff)

2 groups: 21 women

4 family planning clinics; 5
NGOs; 6 hospitals

IES, Peru, 2006

12 persons

6 groups: 58 members

Federation, Poland, 2005
Warsaw and Szczecin

8 persons

1 hospital; 2 diagnostic sites;
5 NGOs

GAF, South Africa, 2005

KwaZulu Natal (Pietermaritzburg & Durban

areas)

20 persons

5 groups

ICW, Swaziland, 2005

20 persons
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Table 2: Types of respondents approached by the project partners. *The persons identified as HIV-positive in the projects carried out

by FEIM and the Federation also represented NGOs. PHA = people living with HIV/AIDS.

Project partner

Type of respondents (No.)

HIV-positive
women & men

NGO directors/staff*

Clinic & hospital staff

Other health facilities

Governmental program staff

FEIM, Argentina
Buenos Aires & Bahia
Blanca

Cérdoba, Mar del Plata
& Rosario

6 persons
(3 PHA groups)

3 women (one for
PHA group)

8 persons
(3 PHA groups & 5 NGOs)

10 persons (9 NGOs)

7 persons
(7 service facilities)

7 persons (3
hospitals)

5 persons
(2 national. 1 provincial & 2
municipal programs)

9 persons (3 provincial & 6
municipal programs)

ICW, Botswana

14 women

WOFAK, Kenya

36 persons

4 persons (3 NGOs, 1 PHA
association)

2 persons
(2 hospitals)

1 person
(Ministry of Education)

ICW, Lesotho

14 women

PECAC, Mexico

3 women

10 persons (3
hospitals, 1 clinic, 1
urban health center)

8 persons (2 state-level
facilities, blood bank,
medical association,
laboratory)

6 pharmacy staff

6 persons (including pro-
grams on population,
women, adolescents, human
rights)

ICW, Namibia

72 women

2 persons (2 NGOs)

1 person (Ministry of Health)

PPFN, Nigeria

75 women

5 persons (5 NGOs)

6 persons (6
hospitals)

4 persons (4 family
planning clinics )

IES, Peru

58 women

4 persons (2 NGOs)

8 persons (4 national & 4
provincial programs)

Federation, Poland

5 persons (1 group of women
living with HIV; 3 NGO
representatives were HIV-
positive)

2 persons (PPT
programs)

1 person (national AIDS
program)

GAF, South Africa

38 persons
(37 women, 1
man)

4 persons

7 persons

ICW, Swaziland

20 women
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Table 3: Information on some socioeconomic and HIV/AIDS data for the project countries
compared with data for the United States (source [31] except *, which comes from [32]); -
means no data provided.

Per Per capita Persons | HIV preva- HIV- Pregnant
capita government living on | lence (15-49 positive women
gross spending on | <US$ years; %) persons receiving
national health (US$) 2/day No. of HIV- receiving ART for PPT
income (%) positive women | ART (%) %)

(US$) (15 years &
older)
Argentina 12,460 . 0.6
36,000
Botswana 8,920 . 24.1
140,000
Kenya 1,050 . 6.1
740,000
Lesotho 3,210 . 23.2
150,000
Mexico 9,590 . 0.3
42,000
Namibia 6,960 . 19.6
130,000
Nigeria 930 . 3.9
1,600,000
Peru 5,370 . 0.6
26,000
Poland 1,240 0.1
7,500
South 10,960 . 18.8
Africa 3,100,000
Swaziland 4,970 33.4
120,000
USA 39,710 0.6
300 000

Despite the differences in the level of their epidemics, the project countries are similar in that
many of their female residents find their decisionmaking capacity in the domestic and public
spheres restricted by gender-based societal norms. For example, a review of MDG reports from
a gender perspective found that adolescent mothers in Botswana cannot overrule their
husbands and exercise choices in general, while in Kenya women are unable to negotiate safer
sex due to their low social status, which also contributes to infant mortality [22].
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Domestic violence and sexual violence against women are major public-health problems in all
11 countries. For example, a demographic health survey published in Kenya in August 2004
estimated that more than 50% of women had suffered violence since the age of 15 years [33].
South Africa has one of the highest rates of rape in the world, with the Law Commission
estimating 1.6 million occurrences annually [34]. Indeed, UN Secretary General Annan recently
recommended that national governments and donors immediately increase and sustain funding
“to address gender inequalities that fuel the epidemic among women and girls, reform and
enforce legislation, where needed, to protect women and girls from harmful traditional
practices and from sexual violence in and outside marriage and ensure equality in domestic
relations...“as part of an effective worldwide response to the AIDS pandemic [35].

The projects in Argentina, Peru and Poland particularly noted that there are few links between
HIV/AIDS and reproductive-health programs and services. This disconnect is found at all levels,
ranging from national programs to hospitals and clinics. The Rosario municipal AIDS program
in Argentina did disseminate a folder on gender and HIV/AIDS that advocated for the right of
HIV-positive women to decide whether they want children. However, a respondent in the
Buenos Aires province commented: “... in practice, no one has assumed responsibility for
addressing contraception for people with HIV. ... In reality it concerns one person; sexuality is
not differentiated in the sense of ‘now I’'m going in relation to reproduction’ and ‘now I’'m going
in relation to HIV.”” In Peru, representatives of the National Health Strategy for Sexual and
Reproductive Health said that issues related to women and HIV are not their concern but should
be handled by the National HIV/Sexually Transmitted Infections (STI) Health Strategy.
Respondents in Swaziland commented that there are no SRH services for women living with
disabilities and that, due to customary practices related to the death of a spouse, widows find it
hard to access all kinds of health care.

Not all the project partners were able to ascertain adoption agencies’ policies regarding the HIV
status of potential adoptive parents. In the African countries, respondents in any event tended
to think in terms of informal adoption of grandchildren, nieces and nephews since many
families are already caring for children orphaned due to AIDS.

The abortion laws in the countries vary. A large number of respondents in all countries spoke

about abortion being illegal, and they did not know the indications for which pregnancy may be

legally terminated (or they considered it too difficult to obtain legal abortions). The indications

for which abortion is permitted by law are:

= Argentina: when pregnancy poses danger to a woman'’s health or life or when a mentally
disabled woman becomes pregnant due to rape [36]

= Botswana: rape and incest; risk to the life of the pregnant woman or injury to her physical or
mental health; if the child were born, it would suffer from or later develop such serious
physical or mental abnormality or disease as to be seriously handicapped [37]

= Kenya: when pregnancy endangers a woman'’s life [38]

= Lesotho: when pregnancy endangers a woman’s life [39]
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= Mexico, Quintana Roo state: to save a woman'’s life; in cases of pregnancy due to rape and in
cases of fetal malformation [40]

= Namibia: in cases of danger to a woman'’s life; serious threat to her physical or mental
health; a serious risk that the child to be born will suffer from a physical or mental defect of
such a nature that he will be irreparably seriously handicapped; rape; or illegitimate
intercourse with a woman who is permanently mentally disabled [41]

» Nigeria: to save a woman'’s life [42]

= Peru: in cases of extramarital rape; unlawful artificial insemination outside marriage; and
grave mental or physical handicaps of the fetus [43]

= Poland: severe danger to a woman’s health [44]

= South Africa: within the first 12 weeks of pregnancy upon request and up to the 20th week
to protect a woman'’s life, physical and mental health, in cases of rape, incest or fetal
abnormality, and on socioeconomic grounds. Abortion is permitted beyond the 20th week if
the woman'’s life and health are at risk or in case of severe fetal abnormality [45]

= Swaziland: to save a woman'’s life [46].

Country-specific background information

Argentina.? About 65% of HIV infections are found in the country’s capital, Buenos Aires, and
its immediate surroundings. Since 1997, the government has mandated that pregnant women
must be offered an HIV test and ART for PPT if the woman is found to be HIV-positive [47].
Replacement feeding is made available through the public health system for children up to two
years of age [48]. Most HIV-positive people receive medical care through the public-health
system, which provides treatment mostly to poorer people who do not have private or
employer-funded health insurance [49]. Cases of AIDS and deaths due to AIDS have decreased
since 1998 when viral load assays, ART and drugs to treat opportunistic infections became
available free of charge through the public-health system as a result of a court case brought by
FEIM and seven other NGOs [49].

Nevertheless, some people have difficulty obtaining or using ART because of
bureaucratic requirements and long waiting times at hospitals and laboratories. Some patients
are unable to meet their daily subsistence needs due to poverty; a lack of steady meals can
affect ART regimens. There are no special HIV-prevention services for women and girls, and the
National AIDS Program has no agencies or bodies specifically focused on women’s issues [48].
There are numerous self-help groups for HIV-positive people, and the ICW Latin American
coordinator is in Argentina.

3 Where no references are sited, the information provided comes from the project partners’ reports.
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Botswana: The country’s severe AIDS epidemic has caused life expectancy to fall nearly 30
years since 1995, to 37 years for men and 36 years for women. The government now mandates
routine opt-out HIV testing at health facilities throughout the country. Between 2001-2005, HIV
prevalence among pregnant women remained at 34-37% [50].

ART for PPT is offered at all public health facilities and uptake was estimated at 60.3% in
2004 [50]. While high numbers of HIV-positive people have access to ART through 32
government, mission and mine hospitals [51] and infant formula is provided free of charge, the
health infrastructure is straining to provide services. The country lost approximately 17% of its
health-care workers due to AIDS from 1999-2005 [50] and many health-care providers are
seeking employment in other countries. HIV-positive women may have to travel up to 200 km
to reach a hospital where they will receive a monthly supply of ART, whereas they only receive
check-ups for side effects every three or six months. Only one hospital offers pediatric
formulations of ARVs [52]. In addition to the Botswana Network of People Living With and
Affected by HIV and AIDS (BONEPWA), a women’s support network, Bomme Isago Association,
was formed in 2006. ICW is collaborating with a project called Parliamentarians for Women’s
Health, which focuses on work with five parliamentarians to build awareness of women’s health
issues, with a particular emphasis on HIV-positive women’s health rights and concerns, and to
build the capacity of parliamentarians to influence policy in this area.

Kenya.: Community-based research found that the Kenyan government’s endorsement of the
2001 UNGASS Declaration of Commitment on HIV/AIDS had no evident impact on women’s and
girls’ vulnerability to HIV [31]. The gender difference in HIV infection rates is most pronounced
among young people; prevalence among young women aged 15 to 24 years in 2004 was 4.9%
compared to 0.9% for their male counterparts [53]. A study published in 2001 indicated that
HIV infection rates were 10% higher for married than single women aged 15 to 19 years in
Kisumu [54]. Research also showed that between 2002 and 2004, HIV-positive men were twice
more likely to be admitted to hospital than HIV-positive women; moreover, the women paid
65% more per visit than the men. Female life expectancy has dropped below that of men due to
AIDS [31]. In 2005, all provincial and 70 district hospitals, as well as some NGOs, were
providing ART free of charge but patients may have to pay fees for viral load tests or CD4
counts; 759 facilities were offering ART for PPT with uptake by 60% and 58% of mothers and
infants, respectively [53]. Four Family Planning Association of Kenya clinics are now offering
ART through a service model offering comprehensive SRH care [31]. Large numbers of NGOs
and associations of HIV-positive people are working on HIV/AIDS issues; about 40% of health
care is provided through Christian health associations.

Lesotho: Surveys have shown that up to two-thirds of young women aged 15 to 24 years
cannot name three HIV prevention methods [54]; this undoubtedly contributes to the high rate
of HIV prevalence among antenatal clinic attenders, which was about 27% in 2004 [31]. The
country initiated a “Know your status” program in 2005, in which 3,000 community health
workers are to be trained to go door to door to encourage all citizens to have an HIV test [31].
However, the government only allocated 3,000 maloti (US$ 465) to support post-test referrals
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and services [55]. About 40% of health-care services in the country are provided by Christian
health services [31]. At the end of 2005, about 8400 people were receiving ART, while it was
estimated that 58,000 need such treatment [32].

Mexico.: While most HIV infections are found among men who have sex with men and
injecting drug users, the Ministry of Health reports that heterosexual transmission is increasing
[54]. Quintana Roo is one of the states with the highest HIV prevalence in Mexico; in 2003, the
rate was 0.55% [56]. The federal government reports that there is universal access to ART for
HIV-positive persons (provided by 171 public health sector facilities as of 2003), but not to all
drugs needed to treat opportunistic infections; moreover, there are sometimes problems with
ARV supplies [57]. The government has also affirmed a need to operationalize policies
guaranteeing that HIV-positive women, sex workers and transgender women receive health-
care services free of stigma and discrimination [57]. The number of NGOs working on AIDS
issues is much higher in the capital city than other places; PECAC is one of only a very few civil
society organizations addressing HIV/AIDS in Quintana Roo state.

Namibia: By 2006, 143 community counselors had been trained to offer VCT at 43 health
facilities in the country [58]. HIV prevalence among antenatal clinic attenders is quite high in
some cities, ranging from 22-28% in some port cities to more than 42% in an area bordered by
Angola, Botswana and Zambia [31]. Eighty-eight percent of hospitals, health centers and clinics
are run by the government. Thirty sites offered ART by the end of 2005; 34 hospitals and 79
general health clinics offered ART for PPT [58]. Coverage is uneven throughout the country,
however, as some districts and regions have low numbers of physicians, pharmacists and
pharmacist assistants. As in Botswana, ICW in Namibia is collaborating on the Parliamentarians
for Women’s Health project.

Nigeria: By the end of 2005, there were 228 sites offering VCT throughout the country [59].
Although Nigeria has a relatively low HIV prevalence rate, it is the most populous African nation
and has the third-largest number of HIV-positive residents in the world [31]. HIV prevalence
ranges from 2.0-3.9% in Borno and Yobe states and 4.0-5.9% in Bauchi state to 6.0-7.9% in
Gombe state [60]. About 50 sites provide ART throughout the country; 33 are government-run
and 17 offer services through NGOs, the private sector and faith-based organizations [60].
Many of these sites are in urban centers, requiring rural people to spend considerable sums on
transportation and lodging to gain access to free or low-cost treatments. Some 1300 AIDS-
specific and other civil society organizations work on HIV/AIDS issues, including some 300 self-
help groups involved primarily in care and support [59].

Peru: Thus far, the HIV epidemic in Peru has been largely concentrated among men who have
sex with men; rates among female sex workers, for example, have remained relatively low [31].
Nevertheless, the number of women infected with HIV has increased over time. About 31% of
pregnant women have been reached with VCT during antenatal care; of those diagnosed HIV-
positive, only 37.4-47.4% received ART for PPT from 2002-2004 [61]. The majority of poor
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people living with HIV receive health services through the public sector, which has some 220
hospitals concentrated in six of 25 departments. The system also runs health centers and
health posts, which are more widely distributed but do not offer all kinds of health services.
Associations of people living with HIV/AIDS have been quite active in the country for some
years and collaborate with other NGOs and civil society organizations through networks.

Poland: The country has 17 testing centers in the larger municipalities [62]. Most new
registered cases of HIV infection in Central Europe are found in Poland; since 1985, more than
half of those infections have been associated with drug use [31]. The male-to-female ratio of
new diagnoses steadily declined from 1:4.8 in 1987 to 1:2.9 in 1998. Nevertheless, women are
still perceived to be at low risk and are less frequently informed about HIV testing than men
[63]. Doctors are not obliged to offer HIV tests to pregnant women and other women of
reproductive age. On average, women are diagnosed with HIV infection later in the course of
the illness than men and their prognosis is consequently worse. There is no registration of
pregnhancies among women living with HIV in Poland. Based on interview information gathered
from doctors who provide care to HIV-positiv