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As the international community moves toward a more robust recognition of both the
human rights of disabled persons and the reproductive rights of women, the intersection
comprising the right of disabled women to reproductive freedom must be given full atten-
tion. This briefing paper proposes a human rights framework for considering the repro-
ductive rights of women with disabilities, taking into consideration international human
rights laws and instruments and global consensus documents. We recognize, and respect,
that there are differences of opinion among — and within — the disabilities rights,
women’s rights, and human right communities. Our objective is foremost to articulate
the human rights norms against which the laws and policies of nations must be measured.
Laws and policies affecting women’s reproductive rights and services, when not blatantly
discriminatory, are often silent where women with disabilities are concerned. It is hoped
that this paper will raise awareness and open a door to dialogue among the disabilities,
women’s, and human rights advocates.?

Approximately 300 million women around the world have mental and physi-
cal disabilities.? Globally, women make up three-quarters of the disabled people
in low and middle income countries, and between 65 and 70 percent of those
women live in rural areas.* Women with disabilities comprise 10 percent of

all women worldwide,’ and yet, their reproductive health and rights are all too
often neglected. Women with disabilities, like all people, enjoy the full panoply
of human rights that are secured by international law and custom. The 1993
Vienna Declaration and Programme of Action is significant for its assertion

that “[s|pecial attention” must be given in order to ensure “non-discrimination,
and the equal enjoyment of all human rights and fundamental freedoms by
disabled persons, including their active participation in all aspects of society.”®
Reproductive rights are among these fundamental freedoms, including: the right
to equality and non-discrimination, the right to marry and found a family; the
right to comprehensive reproductive health care including family planning and
maternal health services, education, and information; the right to give informed
consent to all medical procedures including sterilization and abortion; and the
right to be free from sexual abuse and exploitation.

The specific needs of women with mental disabilities, including developmen-

tal disabilities and mental illness, pose particularly significant challenges in the
human rights context. It is not that the rights of women with physical disabilities
do not deserve attention. Rather, because states tend to equate mental disability
with lack of legal capacity, mental disability requires separate examination.”




Women with mental disabilities should be involved in decision-making about their
reproductive rights to the fullest extent allowed by their capacities. To the degree
that a woman can give her informed consent, she is entitled to do so. At the same
time, women with mental disabilities may possess particular vulnerabilities that
entitle them to heightened protection from sexual abuse and other forms of exploi-
tation. Sexual freedom must not be unduly restricted, and reproductive health ser-
vices, particularly contraception, sterilization, and abortion, must not be forcibly or
coercively imposed. In the course of the provision of health services for all women
with disabilities, the right to receive care also includes the right to refuse it.

In extreme cases of mental disability, substituted judgment may be appropriate when
a severe emotional disturbance or cognitive impairment compromises an individual’s
ability to give informed consent. Any restriction or denial of decision-making author-
ity to a disabled woman should be the consequence of an objective procedure, con-
taining proper legal safeguards against every form of abuse. This procedure must be
based on an evaluation of the capability of the mentally disabled person by qualified
experts, subject to periodic review and to appeal.8 If it has been determined that a
woman has no ability to consent, those making reproductive decisions on her behalf
must respect her individual needs as paramount. Any action which limits her repro-
ductive rights must be as minimal as possible, and not based on the convenience of
others. A diagnosis of a mental disability should never be automatically accompanied
by a presumption of incompetence and an assignment of decision-making authority to
another party.

This briefing paper focuses on four interrelated reproductive freedoms within the
international human rights framework. These are: (1) the right to equality and non-
discrimination; (2) the right to marry and found a family; (3) the right to reproduc-
tive health, including family planning and maternal health services, information, and
education; and (4) the right to physical integrity. These rights are protected under a
number of widely ratified international human rights treaties that create binding legal
obligations upon the states that are parties to them. In addition, UN conferences
have resulted in international agreements concerning reproductive rights. While

not binding in the same way as treaties, these consensus documents are evidence of
states” acknowledgement that they must take specific measures to ensure that repro-
ductive rights are protected, respected, and fulfilled. Similarly, there are a variety of
specific international consensus documents addressing the rights of the disabled and
states’ commitments to realizing them. These are resolutions of the United Nations
General Assembly, including: the Declaration on the Rights of Disabled Persons?, the
Standard Rules on the Equalization of Opportunities for Persons with Disabilities!?,
the Principles for the Protection of Persons with Mental Illness and the Improvement
of Mental Health Care,!! and World Programme of Action Concerning Disabled
Persons.12 After establishing the international legal and normative framework, this
briefing paper presents a select number of national laws, policies, and statistical
trends that reflect a government’s failure to ensure reproductive rights to women with
disabilities.
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The Right to Equality and Non-Discrimination
INTERNATIONAL HUMAN RIGHTS LAW AND POLICY

The right to equality and non-discrimination is among the most fundamen-

tal of all human rights.> The Convention on the Elimination of All Forms of
Discrimination Against Women (hereinafter “Women’s Rights Convention”)
directs states to condemn “discrimination against women in all its forms,”1* and

as the Committee on the Elimination of Discrimination Against Women General
Recommendation on Health (hereinafter “ CEDAW General Recommendation on
Health”) notes, “special attention should be given to the health needs and rights
of women belonging to vulnerable and disadvantaged groups, such as . . . women
with physical or mental disabilities.”?5

INTERNATIONAL CONSENSUS DOCUMENTS

The Fourth World Conference on Women, Beijing Declaration and Platform for Action
(hereinafter “FWCW Platform for Action”)\6

DECLARATION

Para. 32 [We are determined to] [i|ntensify efforts to ensure equal enjoy-
ment of all human rights and fundamental freedoms for all women
and girls who face multiple barriers to their empowerment and
advancement because of such factors as their. . . disability.

PLATFORM

Para. 232(p)  [Governments must] [s]trengthen and encourage the implementa-
tion of the recommendations contained in the Standard Rules on
the Equalization of Opportunities for Persons with Disabilities,
paying special attention to ensure non-discrimination and equal
enjoyment of all human rights and fundamental freedoms by
women and girls with disabilities, including their access to infor-
mation and services in the field of violence against women, as well
as their active participation in and economic contribution to all
aspects of society.

The Declaration on the Rights of Disabled Persons

Para. 3 Disabled persons, whatever the origin, nature and seriousness of
their handicaps and disabilities, have the same fundamental rights
as their fellow-citizens . . . .
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Para. 10 Disabled persons shall be protected against all exploitation, all
regulations and all treatment of a discriminatory . . . nature.

The Standard Rules on the Equalization of Opportunities for Persons with Disabilities
(hereinafter “Standard Rules”)\”

Rule 5 States should recognize the overall importance of accessibility in
the process of the equalization of opportunities in all spheres of
society, for persons with disabilities of any kind. States should (a)
introduce programmes of action to make the physical environment
accessible; and (b) undertake measures to provide access to infor-
mation and communication.

INTRODUCTION

Para. 25 The principle of equal rights implies that the needs of each and
every individual are of equal importance . . . and that all resources
must be employed in such a way as to ensure that every individual
has equal opportunity for participation.

Principles for the Protection of Persons with Mental lliness and the Improvement of Mental
Health Care (hereinafter “The Mental Health Care Principles”)'s

Principle 1.4 There shall be no discrimination on the grounds of mental illness.
“Discrimination” means any distinction, exclusion, or preference
that has the effect of nullifying or impairing equal enjoyment of
rights. Special measures solely to protect the rights, or secure the
advancement, of persons with mental illness shall not be deemed
to be discriminatory.

NATIONAL LAWS AND POLICIES: ISSUES AND CHALLENGES

Disabled women must shoulder the double burden of discrimination based on sex
and discrimination based on disability. The concomitant economic disadvantage
this group experiences only serves to compound inequities. The degree of dis-
crimination against women with disabilities is so profound that laws and official
policies often omit to address women disabilities entirely. Despite international
human rights guarantees, women with disabilities still suffer from vast inequality.
Some examples include:

¢ Disabled women in South Africa are more likely to be destitute, malnourished,
illiterate, and less likely to found a family than non-disabled women. Women
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with disabilities who do have children sometimes face rejection and scorn.!®

¢ In Bangladesh, negative cultural attitudes discourage the education of women
and girls with disabilities. Additionally, 87% of the disabled population live in
rural areas, while most institutions that offer education for disabled people are in
urban areas and cater to the wealthy.20

e In Russia, children born to parents with mental disabilities are institutionalized,
whether or not the child has any disability. Disabled parents are not provided
with support services, nor is an effort made to keep such families together.2!

The Right to Marry and Found a Family
INTERNATIONAL HUMAN RIGHTS LAW AND INSTRUMENTS

The right to marry and found a family upon the free consent of both spouses is
well established in international law.22 The Universal Declaration of Human
Rights?? and the International Covenant on Civil and Political Rights2* guarantee
the right to marry and found a family to men and women of majority age. The
Universal Declaration of Human Rights,?> the Political Rights Covenant,2¢ and the
International Covenant on Economic, Social and Cultural Rights?7 further require
the free consent of the spouses.

INTERNATIONAL CONSENSUS DOCUMENTS

Program of Action of the International Conference on Population and Development
(hereinafter “ICPD Programme of Action” )8

Principle 5.5 Governments should take effective action to eliminate all forms
of coercion and discrimination in policies and practices . . . .
Assistance should be provided to persons with disabilities in the
exercise of their family . . . rights and responsibilities.

The Standard Rules

Rule 9 States should promote the full participation of persons with
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disabilities in family life. They should promote their right to
personal integrity and ensure that laws do not discriminate
against persons with disabilities with respect to sexual rela-
tionships, marriage and parenthood.

Rule 9.2 Persons with disabilities must not be denied the opportunity to . . .
experience parenthood. Taking into account that persons with dis-
abilities may experience difficulties in getting married and setting
up a family, States should encourage the availability of appropriate
counseling.

NATIONAL LAWS AND POLICIES: ISSUES AND CHALLENGES

The foundational human right to marry and found a family has frequently been
denied to women with disabilities. International human rights law makes clear that
states may neither restrict adults from marrying nor allow marriages without the
spouses’ consent. Nonetheless, to the extent that a disabled woman can consent to
marriage, she has the right to do so. Laws that prohibit marriage and parenthood
for all mentally disabled women without regard to developmental level are overly
broad and unnecessarily restrictive. Any restriction on the right of a physically
disabled woman to marry and found a family is a violation of her human rights, as
these examples illustrate:

® In Tanzania, consent for marriage must be given “freely and voluntarily.”
However, consent is not considered valid when either party suffers from any
mental disorder, based on the assumption that he or she cannot fully understand
the nature of the ceremony.2

e China’s Protection of Maternal and Child Health law mandates pre-marital
examination by a physician. If one partner is found to have a “serious genetic
disease” the couple may only marry if they adopt long-term contraceptive mea-
sures or undergo ligation (permanent sterilization).30

® The 1989 Cambodia Act on Marriage and Family mandates that people who are
“mentally ill or insane” may not marry . . . 3!

* An institutionalized woman who gives birth in Uruguay faces the permanent loss
of her parental rights if no family member is available to care for the child. 32
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The Right to Reproductive Health, Including Family
Planning and Maternal Health Services, Information,
and Education

INTERNATIONAL HUMAN RIGHTS LAW AND INSTRUMENTS

The right to reproductive health care, including family planning and maternal
health services, information and education is most succinctly formulated in the
Women'’s Rights Convention, but also is secured in other international instru-
ments. The Women’s Rights Convention explicitly urges states to ensure the
right to family planning information, counseling, and services?? and the right

to determine the number and spacing of one’s children.’* The Committee on
the Elimination of Discrimination Against Women’s General Recommendation
on Disabled Women specifically requests that states report on measures taken

to ensure that disabled women have equal access to health services.?> The
Committee’s General Recommendation on Health instructs states to “take appro-
priate measures to ensure that health services are sensitive to the needs of women
with disabilities and are respectful of their human rights and dignity.”36

INTERNATIONAL CONSENSUS DOCUMENTS
The Vienna Declaration and Programme of Action

Para. 41 The World Conference on Human Rights recognizes the impor-
tance of the enjoyment by women of the highest standard of
physical and mental health throughout their life-span . . . . [The
Conference] reaffirms, on the basis of equality between women
and men, a woman’s right to accessible and adequate health care
and the widest range of family planning services, as well as equal
access to education at all levels.

The FWCW Platform for Action

Para. 223 [TThe Fourth World Conference on Women reaffirms that repro-
ductive rights rest on the recognition of the basic right of all cou-
ples and individuals to decide freely and responsibly the number,
spacing and timing of their children and to have the information
and means to doso . . . .
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The ICPD Programme of Action

Principle 8

Para. 6.30

Para. 7.16

States should take all appropriate measures to ensure, on a basis
of equality of men and women, universal access to health-care ser-
vices, including those related to reproductive health care, which
includes family planning and sexual health.

Governments at all levels should consider the needs of persons
with disabilities in terms of ethical and human rights dimensions.
Governments should recognize needs concerning, inter alia, repro-
ductive health, including family planning and sexual health, HIV/
AIDS, information, education and communication. Governments
should eliminate specific forms of discrimination that persons with
disabilities may face with regard to reproductive rights [and] house-
hold and family formation . . . .

[States should] assess the extent of national unmet need for good-
quality family-planning services . . . paying particular attention to
the most vulnerable and underserved groups in the population.

World Programme of Action Concerning Disabled Persons

Para. 74

Para. 151

The needs of mentally handicapped people for personal and social
relationships, including sexual partnership, are now increasingly
recognized.

[States should prepare] special materials to inform disabled persons
and their families of the rights, benefits and services available to
them and of the steps to be taken to correct failures and abuses in
the system. Such materials should be available in forms that can
be used and understood by people with . . . communication limita-
tions.

The Standard Rules

Rule 9.2

[S]tates should encourage the availability of appropriate counsel-
ing. Persons with disabilities must have the same access as others
to family-planning methods, as well as to information in accessible
form on the sexual functioning of their bodies.
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NATIONAL LAWS AND POLICIES: ISSUES AND CHALLENGES

Despite international human rights guarantees, states often disregard or ignore the
sexuality of women with disabilities and refuse to offer the information and ser-
vices to which they are entitled. This is reflected in the de jure dearth of laws and
policies and the de facto exclusion of women with disabilities from reproductive
health services, information, and education. For example:

e One U.S. study found that only 19% of the physically disabled women surveyed
had received sexuality counseling. Women with paralysis, impaired motor func-
tion or obvious physical disability were rarely offered contraceptive methods or
information.37

e In India, women with very minor physical disabilities do not receive reproduc-
tive health services because they are considered to have no marriage prospects.3s

e [n the U.S., women with schizophrenia not only experience higher rates of
unintended pregnancy than women from the general population, but they expe-
rience higher rates of obstetric complications. These women may also be more
susceptible to episodes of schizophrenia during the postpartum period. In spite
of these challenges, the reproductive health needs of women with psychiatric
disorders are often overlooked.3?

The Right to Physical Integrity
INTERNATIONAL HUMAN RIGHTS LAW AND INSTRUMENTS

The right to physical integrity is a central tenet of the broad right to life, liberty,
and security of person guaranteed by the Universal Declaration and the Political
Rights Covenant.#0 Physical integrity is also guaranteed by those instruments’ pro-
hibitions against torture and cruel, inhuman, or degrading treatment or punish-
ment.*! The right to physical integrity encompasses two important reproductive
freedoms: the right to make decisions concerning one’s health, and the right to be
free from sexual abuse and exploitation. Women and girls with disabilities must
be guaranteed freedom from both types of encroachments on their physical per-
son.#2 The CEDAW General Recommendation on Health prohibits coercion and
non-consensual sterilization,® and requires health services to be consistent with
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women’s human rights, “including the rights to autonomy, privacy, confidentiality,
informed consent and choice. . . .”#

Regarding sexual abuse and exploitation, the Declaration on the Elimination of
Violence Against Women notes that women with disabilities are among the groups
of women who are especially vulnerable to violence and calls for the adoption of
measures aimed specifically at eliminating violence against such groups.*

INTERNATIONAL CONSENSUS DOCUMENTS
The ICPD Programme of Action

Para. 7.17 Governments at all levels are urged to institute systems of monitor-
ing and evaluation of user-centered services with a view to detect-
ing, preventing and controlling abuses by family planning manag-
ers and providers . . . . Governments should secure conformity
to human rights and to ethical and professional standards in the
delivery of family planning and related reproductive health services
aimed at ensuring responsible, voluntary and informed consent
and also regarding service provision.

The FWCW Platform for Action

Para. 106(h) [Governments should] [t]ake all appropriate measures to eliminate
harmful, medically unnecessary or coercive medical interven-
tions, as well as inappropriate medication and over-medication
of women, and ensure that all women are fully informed of their
options, including likely benefits and potential side-effects, by
properly trained personnel.

Para. 124(m) [Governments should] [e|nsure that women with disabilities have
access to information and services in the field of violence against
women.

Para. 126 (d) [Governments should] [t]ake special measures to eliminate vio-
lence against women, particularly those in vulnerable situations,
such as . . . women with disabilities . . . including enforcing any
existing legislation . . . .
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The Declaration on the Rights of Disabled Persons

Para. 296 The rights of intellectually disabled women to consent to or refuse
medical treatment should be respected; similarly, the rights of
intellectually disabled minors should be respected.

The Standard Rules

Rule 9.4 Persons with disabilities and their families need to be fully

informed about taking precautions against sexual and other forms
of abuse. Persons with disabilities are particularly vulnerable to
abuse in the family, community or institutions and need to be
educated on how to avoid the occurrence of abuse, recognize
when abuse has occurred and report on such acts.

The Mental Health Care Principles

Principle 8.2

Principle 9.4

Principle 10.1

Principle 12

Every patient shall be protected from harm, including unjustified
medication . . . .

The treatment of every patient shall be directed towards preserving
and enhancing personal autonomy.

Medication shall meet the best health needs of the patient, shall be
given to a patient only for therapeutic or diagnostic purposes and
shall never be administered . . . for the convenience of others.

Sterilization shall never be carried out as a treatment for mental
illness.

NATIONAL LAWS AND POLICIES: ISSUES AND CHALLENGES

Despite the international human rights guarantees, laws and policies all too often
violate the right of disabled women to physical integrity. For example:
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12

In Russia, a law authorizes medical intervention without the patient’s consent in
the case of mentally disabled individuals.#0

In the Colonias (asylums) of Uruguay, patients rarely have access to birth con-
trol. Psychiatrists or physicians may prescribe oral contraceptives or order that a
woman be fitted for an IUD if she “appears to have many lovers.”#7

Between 1992 and 1997, 1,045 girls with disabilities under the age of 18 were
forcibly sterilized in Australia. Girls as young as nine years old have been steril-
ized for reasons that include the elimination of menstruation and the prevention
of pregnancy.*

China’s Maternal and Infant Health Care Law requires doctors to advise preg-
nant women to obtain an abortion when prenatal test indicate that the fetus
has a “serious hereditary disease” or “serious deformity.” Although the statute
purports to require a woman’s consent for the abortion, it states that the couple
“should” follow their physician’s recommendation.

In Japan, the controversial hogo-sha system requires the appointment of a guard-
ian, usually a family member, to make decisions on behalf of someone with

a mental disability, including decisions about health care. The far-reaching
authority allows the guardian to substitute his or her consent for the consent of
the individual, sometimes without procedural safeguards.>

The British Columbia Court of Appeal ruled that a surgeon could perform a
hysterectomy on a disabled ten-year-old girl with the consent of her parents
because of an anticipated adverse reaction to menstruation.’!
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