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PRESENTATION

Sur Journal has the pleasure to release its
issue number 14, which focuses on the
rights of persons with disabilities. The pur-
pose of this issue is to promote a wide de-
bate on the impacts of the adoption of the
UN Convention on the Rights of Persons
with Disabilities and its Optional Protocol,
and to evaluate the consequences of this
normative evolution for national and re-
gional systems in the Global South.

The final selection of articles presents
a diverse approach to disability-rights,
both in terms of regional representation
and thematic scope. The dossier’s open-
ing article entitled Analysis of Article
33 of the UN Convention: The Critical
Importance of National Implementation
and Monitoring, by Luis Fernando As-
torga Gatjens, discusses the role played
by States Parties and civil society orga-
nizations, specially organizations of per-
sons with disabilities (OPwDs), in imple-
menting and monitoring the compliance
with the convention, in accordance with
the Article 33 of the Convention on the
Rights of Persons with Disabilities.

From a comparative-law perspective,
Leticia de Campos Velho Martel analyzes
in Reasonable Accommodation: The New
Concept from an Inclusive Constitutional
Perspective the incorporation of the Con-
vention into the Brazilian legal-framework.

On sexuality-related rights, Marta Schaaf,
in her article entitled Negotiating Sexu-
ality in the Convention on the Rights of
Persons with Disabilities, give us a critical
account on the dynamics of power and dis-
course related to disabled sexuality, point-
ing out the remaining silence on the matter
even after the adoption of the Convention.

The UN Convention on the Rights of
Persons with Disabilities in Africa: Progress
after 5 Years, by Tobias Pieter and Heléne
Combrinck, presents a review of the Conven-
tion’s potential impact on African regional
human rights normative framework and on
implementation of disability-related rights in
selected domestic legal systems (South Af-
rica, Ethiopia, Uganda, and Tanzania).

Based on a critical account of theories
of justice, Human Diversity and Asymme-
tries: A Reinterpretation of the Social
Contract under the Capabilities Approach,
by Stella C. Reicher, critically examines
political participation of persons with dis-
abilities, inclusion and diversity in contem-
porary societies.

Peter Lucas’s The Open Door: Five
Foundational Films that Seeded the Rep-
resentation of Human Rights for Per-
sons with Disabilities presents a careful
landmark disability
rights-related films and suggests an origi-
nal approach on the role of filmmakers in

description of five



advancing poetical strategies to represent
disability; merging art and political will to
break the silence and promote change.

Closing the dossier, we also included
an exclusive Interview with Luis Gal-
legos Chiriboga, President (2002-2005)
of the Ad Hoc Committee that Drew Up
the Convention on the Rights of Persons
with Disabilities. The interview was made
by Regina Atalla, President of the Latin
American Network of Non-Governmental
Organizations of Persons with Disabilities
and their Families (RIADIS).

Apart from our thematic articles, we
have also included the article named Social
Movements and the Constitutional Court:
Legal Recognition of the Rights of Same-
Sex Couples in Colombia, by Mauricio
Albarracin Caballero, which explores how
rights-mobilization by social movements
have influenced the approach by the Co-
lombian Constitutional Court to this issue.

Daniel Vazquez and Domitille Delaplace
in Public Policies from a Human Rights
Perspective: A Developing Field, expose a
critical view on how to use the tools of the
New Public Management in order to include
human rights into public policies, bringing
particularly the experience of Mexico.

The article by J. Paul Martin on Human
Rights Education in Communities Recov-
ering from Major Social Crisis: Lessons

for Haiti, discusses Haiti after the 2009
earthquake and elucidates the main chal-
lenges facing human rights education in a
situation of post-conflict and national re-
construction.

Concepts expressed in the articles are
exclusive responsibility of the authors.

We would like to thank the experts who
reviewed the articles for this issue. We are
especially grateful to Diana Samarasan and
Regina Atalla for their involvement in the
call for papers and the selection of articles
related to rights of persons with disabilities
for the current issue. In addition, we would
like to stress our appreciation to Matheus
Hernandez, who assisted in the elaboration
of this issue in the first semester of 2011.

Sur Journal is glad to inform that the
table of contents of this special edition on
the rights of people with disabilities is also
printed in braille, with the link to our website.

Exceptionally, the present issue, dated
June of 2011, was printed in the second
semester of 2011.

Finally, Sur Journal would like to remind
our readers that the next issue will discuss
implementation at the national level of the
decisions of the regional and international
human rights systems and civil society’s
monitoring role in regard to this process.

The Editors.
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ABSTRACT

The Convention on the Rights of Persons with Disabilities includes several sexuality-related
rights. However, the sexuality-related rights in the Convention that was adopted are far less
explicit and affirmative than those included in the initial draft text. This paper explores the
reasons for these differences. First, the paper outlines the evolution of sexuality in disability
theory and sexuality in international human rights debates. It then critically examines the
discussions at the Ad Hoc Committee sessions where the Convention was elaborated. These
discussions were marked by tensions between efforts to promote sexual rights and efforts

to protect PWDs from unwanted sterilization and other forms of sexual abuse. Finally, the
paper proposes ways of enhancing sexual rights claims for people with disabilities.

Original in English.
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NEGOTIATING SEXUALITY IN THE CONVENTION ON
THE RIGHTS OF PERSONS WITH DISABILITIES*

Marta Schaaf

1 Background

On May 3, 2008, the U.N. Convention on the Rights of Persons with Disabilities
entered into force (UNITED NATIONS, 2011a). The first binding international
instrument specific to people with disabilities (PWDs), the Convention elaborates
how rights already enshrined in international rights law apply to PWDs, outlining
domains where particular efforts are required.

The Convention enumerates several rights that relate directly to sexuality,
including the right to health; the right to liberty and security of person; freedom
from exploitation, violence, and abuse; and respect for home and the family. It also
contains an article specific to women with disabilities and an article mandating
awareness-raising to combat stigma (UNITED NATIONS, 2006a). However, the
sexuality-related rights in the Convention that was adopted are far less explicit and
affirmative than those included in the initial draft, as shown in Annex 1.

What happened? As an example of what Michel Foucault called “put[ting]
into discourse” (mise en discours) (FOUCAULT, 1984, p. 299) the Ad Hoc Committee
negotiations illuminate prevailing views about disabled sexuality, as well as sexuality
more broadly. While disability theorists and advocates increasingly proclaim the import
of acknowledging and supporting disabled sexuality, the discourse produced by the Ad
Hoc Committee reflects the ongoing salience of Foucault’s assertions that “abnormality”
and sexuality are both subject to “governmentality” (FOUCAULT, 1984, p. 338).

2 Foucault, Discourse and Governmentality

Foucault described discourses as “polymorphous techniques of power” that
“produce” effects of truth (FOUCAULT, 1984, p. 60, 298). In other words, the
workings of power shape paradigms and social rules that frame the limits of human

*Professor Carole Vance of the Department of Sociomedical Sciences at Columbia University’s Mailman
School of Public Health kindly read the paper and provided valuable comments.
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behavior and even reality. Such discourses need not be explicit; silences too hold
power. “Silence itself — the things one declines to say or is forbidden to name...
is less the absolute limit of discourse...than...an integral part of the strategies
that underlie and permeate discourses” (FOUCAULT, 1984, p. 300). Thus, not
acknowledging disabled sexuality is a way of regulating it.

As an attribute of the body that intersects with the control of the population,
sexuality came to be a particular subject of governmentality in 19" century
Western Europe. Sex “called for management procedures; it had to be taken charge
of by analytical discourses” (FOUCAULT, 1984, p. 316, 307). The Church plays
a particularly prominent role in Foucault’s analysis of discourse and sexuality;
the “Christian pastoral also sought to produce specific effects on desire, by the
mere fact of transforming it — fully and deliberately — into discourse: effects of
mastery and detachment, to be sure, but also an effect of spiritual reconversion”
(FOUCAULT, 1984, p. 306). Similarly, his concept of “bio-power” explains how
the state, buttressed by scientific discourses, “brought life and its mechanisms
into the realm of explicit calculations and made knowledge-power an agent of the
transformation of human life” (FOUCAULT, 1984, p. 17).

Foucault’s insights regarding discourses, bio-power, and the role of the
Church, shed light on evolutions in disability theory, as well as the negotiations
regarding sexuality in the Convention on the Rights of Persons with Disabilities.

3 Prevailing discourses of disabled sexuality

The broad term “disability” is employed throughout this paper. Although this term
obscures heterogeneity, it reflects usage in many of the discourses this paper will
examine. Where relevant, distinctions are made. The terms “disability studies” and
“disability theory” refer to a self-described area of theoretical inquiry that is peopled
by academics and advocates, many of whom have disabilities themselves. Much of
their work expressly relates to both physical and mental disabilities. However, most
of those theorists with disabilities have physical, as opposed to mental disabilities,
and they thus focus much of their work on embodiment. Moreover, it is important
to note that while the Convention on the Rights of Persons with Disabilities is a
global treaty, much of the disability theory that is visible in the academy or on the
internet was written by persons from the Global North. Voices from the South are
rarely in evidence, particularly in the context of sexuality.

Sexuality was a peripheral topic in disability studies until about twenty years
ago, and it continues to be under-addressed outside of disability studies, as well
in social policies and programs (SHILDRICK, 2007; RICHARDSON, 2000; TEPPER,
2000). Historically and presently, there are two notable exceptions. Outside of the
field of disability studies, sexuality is most frequently invoked: 1) When disabled
sexuality is perceived as a threat to others through the purported expression of
hyper-sexuality or aggression, or at least as a troubling attribute of individuals
perceived (or forced) to be asexual (SHILDRICK, 2007; TEPPER, 2000; LEYDEN,
2007). 2) When PWDs, particularly women and children, are described as requiring
special protection form sexual abuse or exploitation.
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The perceived threat of disabled sexuality relates in part to its possible
challenge of the monogamous, heterosexual, reproduction-oriented norm (TEPPER,
2000). Certain individuals are unable to experience “normal” sexuality, because of
embodied difference, such as lack of genital sensation, infertility, or requiring a
third person to facilitate intimate contact (SHILDRICK, 2009). Physically disabled
male sexuality especially challenges normative discourses, as male sexuality is
traditionally understood as a dominant, phallocentric experience (SHAKESPEARE,
1999). A man with a physical disability having sex is inconsistent with the gendered
discourse of male virility (HAHN, 1994).

References to disabled women’s and children’s need for special
protections from sexual abuse are certainly merited (FIDUCCIA; WOLFE, 1999;
SHUTTLEWORTH, 2007). However, as one of the few visible discourses of disabled
female sexuality, these references reinforce norms of both femininity and disability
that describe women with disabilities (WWDs) as vulnerable, sexually passive
or asexual, and dependent (SHAKESPEARE, 1999; LYDEN, 2007). Moreover, the
sexual protection discourse is gendered; male vulnerability to sexual abuse is
much less frequently invoked.

Concern about abuse and fear of disabled sexuality intersect in the control
of reproduction. WWDs’ fertility is often proscribed through forced or coerced
sterilization or abortion (GIAMI, 1998; EUROPEAN DISABILITY FORUM, 2009;
UNITED NATIONS, 2009). This long-standing and widespread practice is frequently
ostensibly performed to protect women from the pregnancy that may follow sexual
abuse, or from the honor killing that could possibly follow pregnancy. In many
countries, the law allows parents to subject a minor to this procedure without his/her
consent (UNITED NATIONS, 1999, para. 447; NSW DISABILITY DISCRIMINATION
LEGAL CENTRE, 2009; FIDUCCIA; WOLFE, 1999).

4 Sexuality in disability theory

Disability theory (which is a fairly young field) has historically not addressed
sexuality, except to selectively engage the issues noted above. Theorists and
advocates countered the hegemonic discourse of hyper-sexuality, though they
rarely engaged the canard of asexuality. They also sought to protect PWDs,
particularly women, from forced or coerced sterilization or abortion (FIDUCCIA;
WOLFE, 1999). Affirmative sexuality or sexual rights, however, were not in
evidence. Silence may have persisted because sexuality was perceived as a desire,
not a real need. Other advocacy priorities were more pressing (SHUTTLEWORTH,
2007; SHAKESPEARE, 2000). Moreover, sexuality had been an area of “distress,
and exclusion, and self-doubt for so long, that it was sometimes easier not to
consider it, than to engage with everything from which so many were excluded”
(SHAKESPEARE, 2000, p. 160).

Over the past 20 years, this silence has been increasingly broken; theorists
and activists make conscious efforts to undermine the power of discursive silence
(TEPPER, 2000; SHUTTLEWORTH; MONA, 2000). Sexuality is more and more
addressed in different theoretical strands of disability studies (RICHARDSON, 2000;
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TEPPER, 2000; SHUTTLEWORTH, 2007; FIDUCCIA; WOLFE, 1999). This change
reflects broader trends in the emerging field of sexual rights, as well as growing
recognition of the centrality of sexuality in the struggle for equality:

I’ve always assumed that the most urgent Disability civil rights campaigns are the ones
we're currently fighting for — employment, education, housing, transport, etc...For the
first time now I'm beginning to believe that sexuality, the one area above all others to
have been ignored, is at the absolute core of what we’re working for. ... You can’t get closer
to the essence of self or more ‘people-living-alongside-people’ than sexuality, can you?.

(as cited in: SHAKESPEARE, 2000, p. 165).

Informed in part by Foucault’s bio-power critique, disability theorists criticize what
they refer to as the medical or individual model — a paradigm of disability that
focuses on the individual body and the limitations imposed by physical or mental
impairment. Social and programmatic manifestations of the medical model include
physical rehabilitation and the primacy of professional (medical) power (SODER,
2009, p. 68). Locating harm in the discursive representations of disability as opposed
to impairment itself, activists and theorists have sought to replace the medical
model with the social model. The social model distinguishes between impairment
and disability. Impairment is physical or mental dysfunction, whereas disability is
the socially constructed assumption of incapacity that stems from an oppressive
and discriminatory society (SHILDRICK, 2009; SODER, 2009; SHAKESPEARE, 1999;
HAHN, 1994). In this conception, the social construction of disability underlies the
stigma and harm that affects PWDs, not the impairments themselves.

However, in the past several years, some theorists have challenged the social
model, arguing that it is hidebound and unduly dismissive of the importance of
embodiment. These critiques are driven in part by the increasing attention to
sexuality as well as to theoretical insights from feminism and queer theory. Some
argue that the body should be ‘brought back’ into thinking about disability;
impairment can restrict sexual engagement in a profound manner and this should
be acknowledged and discussed (SODER, 2009; SHILDRICK, 2009). Dismissing the
body at the expense of social analysis was, in the language of feminism, neglecting
the relationship between the public and the private spheres (SHAKESPEARE, 1999).

This conceptual shift relates to the parallel development of notions of sexual
citizenship, and its direct application to PWDs. Claims to sexual citizenship can
crudely be grouped into two categories: 1) claims “for tolerance of diverse identities,”
and, 2) “active cultivation and integration of these identities” (RICHARDSON,
2000, p. 122). This first category describes campaigns for self-definition and
the right to exist as a minority. The second is broader, demanding the enabling
conditions for sexual diversity and ‘sexual participation’ for previously stigmatized
individuals and groups. Disability theorists and activists make such claims, with
some asserting that the experience of pleasure is an accessibility issue (TEPPER,
2000; SHUTTLEWORTH, 2007). Sexual participation for PWDs may require
moving beyond current prevailing conceptions of sexuality. Reflecting queer
theory’s questioning of taxonomic understandings of sexuality, Tom Shakespeare,
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one of the most prolific theorists of disabled sexuality, asks: “Are we trying to win
access for disabled people to mainstream sexuality or to change way sexuality is
conceived?” (SHAKESPEARE, 2000, p. 163). Recognizing the importance of the
body and making it the subject of sexual citizenship claims does not reinforce
the medical approach to disability; it instead pushes current understandings of
sexuality and sexual citizenship beyond current categories.

These theoretical evolutions are reflected in advocacy by organizations
focused on disability rights as well as those concerned with sexual rights. For
example, both the Irish Family Planning Association (IFPA) and the U.S.-based
Center for Reproductive Rights (CRR) have recently issued relevant briefing
papers: the IFPA’s on sexuality and disability and CRR’s on reproductive rights
for women with disabilities (Irish Family Planning Association, no date; Center
for Reproductive Rights, 2002). These efforts encompass physical and mental
disabilities. The American Association on Intellectual and Developmental
Disabilities recently stated that “people with mental retardation and related
developmental disabilities, like all people, have inherent sexual rights and basic
human needs” (as cited in: LYDEN, 2007, p. 4).

Advocacy has resulted in some policy changes. For example, in the
Netherlands, Denmark, and parts of Australia, the use of trained sex workers and
sexual surrogates is subsidized by the state (SHILDRICK, 2009, p. 61).

5 Sexuality in international* human rights law

Conventions and declarations** are negotiated by member states of the United
Nations, and individuals and NGOs may have the right to make proposals and
express their opinion. The first UN human rights declaration, the Universal
Declaration of Human Rights, and subsequent human rights treaties address several
domains directly related to sexuality, including the role of the family, marriage,
bodily integrity, and equality between the sexes (GIRARD, 2008). However, before
1993, the words “sexual” or “sexuality” had never appeared in an international
intergovernmental document, except for an article in the Convention on the
Rights of the Child providing for protection from sexual exploitation and abuse
(PETCHESKY, 2000).

Sexuality was initially discussed in the context of reproductive health.
Reproductive rights as such were not mentioned explicitly in a UN document until
the 1968 International Human Rights Conference in Teheran (FREEDMAN; ISSACS,
1993), whose final act included a provision stating: “Parents have basic human
rights to decide freely and responsibly on the number and spacing of their children”
(UNITED NATIONS, 1968). The right of individual women (as opposed to parents)
to decide on the number and spacing of their children was enshrined in the 1979

*The term “international law’ is used in this paper to refer to U.N. declarations and conventions, not to
those associated with regional mechanisms.

**Conventions are binding, whereas declarations are not. However, declarations do represent a consen-
sus, and overtime, they can come to be considered binding (as customary international law). Moreover,
as in the case of the CRPD, elements of Declarations can become the basis for a binding convention.
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Convention on the Elimination of All Forms of Discrimination Against Women
(FREEDMAN; ISSACS, 1993). Advocates tried to broaden definitions of reproductive
rights to include sexuality-related rights at the International Conference on
Population and Development in Cairo in 1994, and the International Conference
on Women in Beijing in 1995 (GIRARD, 2008). As a result of transnational advocacy
and changing perceptions regarding women’s roles, among other factors, the final
declarations of these two conferences represented a paradigm shift. Reproductive
autonomy was recast as an objective, in contrast to earlier population control or
pro-natalist orientations (GRUSKIN, 2008; GREER etal., 2009; GIRARD, 2008). The
final declaration from the International Conference on Women stated:

the human rights of women include their right to have control over and decide freely
and responsibly on matters related ro their sexualiry, including sexual and reproductive
health, free of coercion, discrimination and violence. Equal relationships between
women and men in matters of sexual relationships...require mutual respect, consent,
and shared responsibility for sexual behavior and its consequences.

(UNITED NATIONS, 1995, para. 96)

Discussions about freedom from discrimination based on sexual orientation and
gender identity have also begun in UN fora, although to date, there has been little
mention of this in final documents.

Sexual and reproductive rights and non-discrimination on the basis of
sexual orientation are increasingly included by advocates into the concept of sexual
rights, which parallels the development of concepts of sexual citizenship. Sexual
rights unites advocacy related to sexual violence against women; reproductive
rights; lesbian, bisexual, gay, and transgender rights; and HIV/AIDS, among other
areas (MILLER, 2009). However, the overriding concept of sexual rights remains
insufficiently developed, with “predictable disjunctures” “constrain[ing] the
evolution of coherent and progressive policy positions in this area” (MILLER, 2009,
p. 1). Lack of coherence makes sexual rights—as well as the constituent elements
that are grouped under this term — more vulnerable to powerful opposition.

Indeed, conservative forces pose many obstacles to the inclusion of sexual rights
in UN documents. During negotiations, the Holy See has consistently proposed
conservative definitions of family, and has sought to limit the de-coupling of women’s
reproduction from the family unit (GIRARD, 2008). The Holy See and conservative
allies (generally several Latin American and Islamic countries and allied NGOs) assert
that sexual rights would undermine family relations and national, ethnic, or religious
identities (KLUGMAN, 2000; FREEDMAN, 1995). In heated moments, delegates have
declared that the term “sexual rights” implies promiscuity, and the right to have sex
with whomever one wants to, including children and animals (KLUGMAN, 2000).
The Holy See and others also claim that affirming sexual rights would represent the
creation of new rights, as opposed to the application of human rights norms to the
domain of sexuality. This argument is fairly weak, as one of the explicit objectives
of Cairo, for example, was to apply human rights principles to reproduction — not
to create ‘new rights’ (KLUGMAN, 2000).
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6 Negotiating sexuality in the Convention on the
Rights of Persons with Disabilities

The Convention on the Rights of Persons with Disabilities was negotiated between 2002
and 2006. The Holy See and others demanded the same limitations on sexual rights
as they had at earlier negotiations. However, these debates were at times qualitatively
different than discussions in Cairo and Beijing. Widespread concern about eugenic
measures and the centrality of the body in conceptions of disability shaped the debate.

President Vincente Fox of Mexico proposed a comprehensive treaty on the rights
of people with disabilities at the 56 Session of the General Assembly in 2001 (UNITED
NATIONS, 2003a). The treaty would be a binding follow-up to the Standard Rules on
the Equalization of Opportunities for Persons with Disabilities, a resolution adopted by
the General Assembly in 1993 (UNITED NATIONS, 1993). The treaty was negotiated in
7 sessions of an Ad Hoc Committee that was comprised of delegates from governments
and NGOs holding consultative status with the UN’s Economic and Social Council.
The initial draft texts were prepared by a Working Group, which was made up of 27
governments, 12 NGOs, and 1 national human rights institution representative.

The following discussion is based on a close reading of Ad Hoc Committee
session summaries, country and NGO position papers, and draft text emerging
from regional intergovernmental consultations. However, given the volume of
documentation, a text search was employed to identify relevant text. The words
“sex,”
summaries of discussions around pertinent articles were read in their entirety,
including the articles relating to marriage and family life; privacy; awareness-raising;
health; and freedom from exploitation, violence, and abuse. Proposals regarding
how to mainstream gender concerns were also read. Further underlining the point
that disabled sexuality remains an under-addressed topic, no peer-reviewed or other
papers relating to sexuality in the Convention were identified.

The discussion below is not an exhaustive analysis of the sexuality-related
negotiations; abbreviated discussions about non-discrimination based on sexual
orientation and other matters are not discussed. However, the discussion does speak
to the most debated sexual rights issues.

repro,” “intimate,” “personal,” and “fertility” were searched. In addition,

6.1 Freedom from exploitation, violence, and abuse

Sexuality was mentioned in documents emanating from initial regional consultations
almost exclusively in the context of sexual abuse and forced sterilization; indeed,
sexual vulnerability was presented as a principal area for increased protections. For
example, the introductory paragraph of a summary emerging from an expert meeting
in Bangkok stated that “people with disabilities throughout the world are subjected
to widespread violations of their human rights. These violations include malnutrition,
forced sterilization, sexual exploitation...” (UNITED NATIONS, 2003b). NGO input had
asimilar focus. The first contribution from the World Network of Users and Survivors
of Psychiatry regarding the article related to family life mentioned only the right to be
free from sexual assault (in the realm of sexuality) (UNITED NATIONS, 2004d). Thirty-
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five participants from both governmental and non-governmental delegations presented
a joint proposal in the first session regarding how to integrate “gender sensitive areas of
concern.” Again, in relation to sexuality, they focused entirely on vulnerability to sexual
assault. Indeed, other discussions regarding sexuality were rare in the first committee
sessions. It did not emerge as a controversial issue until later in the negotiations.

References to sexual abuse in the Convention were uncontroversial, although
they were not ultimately maintained in those terms. This was likely due in part
to the semi-parallel discussions about the development of an article specific to
women and children. Many of the same issues were covered in that draft text,
though in somewhat different language. Moreover, forced sterilization, a widely
shared priority, was addressed in the article relating to respect for home and the
family. In any case, as will be shown, the concept of protection was a leitmotif of
the sexuality-related negotiations; some delegates invoked the need for protection
in their opposition to any mention of sexuality.

6.2 Right to health

The initial draft text developed by the Working Group included a “right to sexual
and reproductive health services.” This language derived in part from the Standard
Rules, which stipulated that “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 (UNITED NATIONS, 2003a).

The Holy See objected to the term “sexual and reproductive health services”
from the moment it was introduced (UNITED NATIONS, 2004b). NGO responses
were slower. The Committee Chair solicited NGO input on the day the draft
text was introduced. Several agencies commented, including Rehabilitation
International, the World Network of Users and Survivors of Psychiatry, Handicap
International, Save the Children, WHO, and a consortium of national human
rights institutions. They did not mention sexual and reproductive health services.
Only one NGO commented on this aspect — National Right to Life. They stated
that explicitly mentioning sexual and reproductive health would necessarily limit
the scope of the right to health, and would “promote the use of genetic testing to
abort unborn babies with disabilities.” In its place, they proposed text proscribing
the “denial of medical treatment, foods or fluids” (UNITED NATIONS, 2004b).

NGOs that were not part of the pro-life alliance were evidently ill-prepared
to engage the debate. They did advocate for maintaining the text in later sessions,
although not extensively, and they clearly lacked the organization of the right to life
coalition. Indeed, the right to life message coalesced in later sessions, with numerous
NGOs opining that the phrase might codify “abortion and euthanasia,” including
of newborn babies, and several linking the discussion to denial of food and water
for PWDs (UNITED NATIONS, 2005d). Governmental delegations also made this
argument, though they discussed only abortion, not euthanasia. Qatar, Iran, Kenya,
Jamaica, Yemen, Syria, Pakistan, Sudan, Bahrain, Kuwait, Oman, and the United Arab
Emirates all urged cutting the text, alleging that it would create a new right, including
potentially a right to abortion. The word “services,” in particular was alleged to be
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code for including abortion (UNITED NATIONS, 2005b, 2005d, 2006¢). The U.S. too
supported the deletion of the text on the grounds that including it would somehow
endanger PWDs, explaining that it supported deletion of the text because of the history
of forced sterilization of PWDs in the United States (UNITED NATIONS, 2006d).

Several NGOs that were not physically present at the negotiations submitted
comments stating that maintaining the text was important. They argued primarily
that specifically mentioning sexual and reproductive health was important because
PWDs often lacked access due to persistent perceptions that they were asexual
(UNITED NATIONS, 2005a, 2006¢). Several country delegations came out in favor
of the text at the seventh session, including Brazil, Canada, Croatia, Ethiopia, Mali,
Norway, Uganda, and the European Union (EU) (UNITED NATIONS, 2006d). The
EU stated that sexual and reproductive health services do not include abortion, an
assertion that the Council of Europe, WHO, and the Special Rapporteur on the
Right to Health supported in written submissions (UNITED NATIONS, 2006d,
2006e). Delegates grew frustrated with the stagnant debate, and the Chair atypically
intervened to state that sexual and reproductive health services do not include
abortion, and that the phrase “health services” appears in both the International
Convention on the Protection of the Rights of All Migrant Workers and Members
of Their Families and CEDAW (UNITED NATIONS, 2006¢).

Uruguay and Costa Rica and later several other countries eventually united
around a proposal to maintain the phrase “sexual and reproductive” but to cut
the term “services.” This is the language that was ultimately adopted (UNITED
NATIONS, 2006d). Despite this compromise, several countries signed the treaty with
relevant reservations. El Salvador stipulated that it signed the convention insofar as
it did not violate the constitution of El Salvador (UNITED NATIONS, 2011b), which
stipulates that life begins at conception (CENTER FOR REPRODUCTIVE RIGHTS,
2003). Several EU countries formally indicated their opposition to El Salvador’s
reservation. Malta made the following interpretive statement: “Malta understands
that the phrase ‘sexual and reproductive health’ in Art 25 (a) of the Convention does
not constitute recognition of any new international law obligation, does not create
any abortion rights, and cannot be interpreted to constitute support, endorsement,
or promotion of abortion” (UNITED NATIONS, 2011b). Monaco and Poland made
very similar interpretive statements (UNITED NATIONS, 2011b).

6.3 Marriage and family life and awareness raising

The sexuality-related debate in regards to these articles was even more contentious
and moribund than the right to health negotiations. As can be seen in Annex 1,
the initial text for both of these articles made several references to sexuality. Again,
the proposed text was close to the Standard Rules, which specify:

* States should promote the full participation of persons with 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 relationships, marriage and parenthood.
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*  DPersons with disabilities must not be denied the opportunity to experience
their sexuality, have sexual relationships and experience parenthood.

* States should promote measures to change negative attitudes towards
marriage, sexuality and parenthood of persons with disabilities, especially of
girls and women with disabilities, which still prevail in society (UNITED
NATIONS, 2003a).

In the initial debate, several countries, namely Libya, Syria, Qatar, Iran, and Saudi
Arabia urged sublimating sexuality-related rights to marriage and/or traditional
norms or laws (UNITED NATIONS, 2004a). However, these delegates were not
uniformly opposed to the mention of sexuality; several suggested rewordings that
included the term (UNITED NATIONS, 2004a). Saudi Arabia, for example, explicitly
stated that they accepted the term, but only with a marriage caveat (UNITED
NATIONS, 2004a). For their part, the Holy See and Yemen were opposed to the
term with or without any caveats (UNITED NATIONS, 2004a, 2004b).

The allegation that these draft articles, particularly the phrase “experience
their sexuality,” would amount to the elaboration of new rights was frequently
made. The Holy See repeatedly stated that the language in both articles did not
appear in any other convention, neglecting to acknowledge that it did appear in the
non-binding Standard Rules (UNITED NATIONS, 2004b, 2004¢). Holy See-aligned
NGOs again supported this position, with the Society of Catholic Social Scientists
and the Pro-Life Family Coalition contending that mentioning sexual relationships
out of the context of marriage would mean that the CRPD went into “uncharted
and controversial directions” (UNITED NATIONS, 2004b).

As in the case of the sexual and reproductive health negotiations, opposition
to the Holy See was somewhat slow in coming. Norway reacted initially (UNITED
NATIONS, 2004b), but the EU, Australia, Brazil, Childe, and New Zealand did not
express their desire to maintain at least some of the language until days later on in
the session or the next session (UNITED NATIONS, 2005c¢, 2006d).

Several compromises were proposed. The Canadian delegation acknowledged
that it was not “aware of a right to sexuality per se,” but unequivocally stated that
they were opposed to the Holy See suggestions to exclude references to sexuality,
as well as efforts by “Syria, Qatar, Libya, Saudi Arabia, and Yemen to roll back
language on sexuality through references to marriage or religious and social
conventions” (UNITED NATIONS, 2004¢). The Canadian delegation suggested
framing sexuality-related rights in the context of non-discrimination, specifying
that PWDs had the right to enjoy these rights “on an equal footing” (UNITED
NATIONS, 2004f). Several countries supported this proposal, including Costa Rica,
Morocco, and New Zealand (UNITED NATIONS, 2004e, 2004f). Other delegates
suggested different compromises, including replacing the term “sexual” with
“intimate,” replacing the term “sexuality” with “sexual life,” or keeping some or all
of the sexuality language but accepting the marriage caveat (UNITED NATIONS,
2004a). The Holy See, Yemen, Syria, and Qatar rejected these compromises.

NGO advocacy to maintain the sexuality language was also not immediate.
With the exception of the pro-life groups, no NGO mentioned it during the
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initial comment period on the draft article (UNITED NATIONS, 2004b). Only
one explicitly addressed sexuality; Disabled Peoples’ International spoke of the
centrality of “intimate relationships” (UNITED NATIONS, 2004¢). NGOs who
were not present later submitted written contributions in support of language
related to sexuality. A coalition of individuals and agencies from Eastern Europe
noted laws should not discriminate “against persons with disabilities with respect
to sexual relationships, marriage and parenthood. Persons with disabilities should
be enabled to live with their families and must have the same access as others
to family-planning methods, as well as to appropriately designed and accessible
information on sex and sexuality” (UNITED NATIONS, 2004c). The World
Network of Users and Survivors of Psychiatry maintained that the Convention
needed “to address this issue [sexuality] even if it was not a right, as deprivation
of this choice happens in instances of adults living in institutions” (UNITED
NATIONS, 2004f).

Additional written contributions during the seventh session were even more
unequivocal. The Japan Disability Forum and the International Disability Caucus
both explained that they supported the articulated sexual rights because of the
longstanding prejudice against sexual relationships of PWDs and the negative legacy
of eugenics (UNITED NATIONS, 2004g). For them, the legacy of eugenics did not
mean that references to sexuality were threatening, but rather that articulating
sexual rights was vital to promoting autonomy and citizenship.

As in the case of the sexual and reproductive health debate, several countries
with predominantly Muslim populations hardened their positions to converge with
that of the Holy See. Nigeria, Qatar and Yemen eventually urged the deletion of
all the text mentioning sexuality (UNITED NATIONS, 2006d). Other countries
suggested deleting the text without explaining why, including Russia and China
(UNITED NATIONS, 2006d). Japan recommended more general text to “avoid over-
prescriptive, controversial language to many countries,” a position India supported
(UNITED NATIONS, 2004h).

As debate dragged on, the Chair intervened. Noting that the word
“sexuality” is particularly difficult for some countries, he explained that delegates
did not intend to force cultures to any particular position. He went on to say
that it may be the first time that sexual relationships are addressed in a U.N.
convention, and suggested language from the Standard Rules as a guide (UNITED
NATIONS, 2005c). Opposition persisted. Citing the “numerous cultural concerns
about the word sexuality,” the Chair removed it at the seventh session (UNITED
NATIONS, 2006d).

Forced sterilization was also included in the discussions regarding marriage
and family life. As noted, as a violation of the right of bodily integrity of PWDs,
forced sterilization was a widely shared priority. Despite the fact that the right
to decide on the number of spacing of one’s children implied the right to be free
from forced sterilization, many countries, including Australia, China, Costa
Rica, the EU, Kenya, Mexico, New Zealand, Serbia and Montenegro, Thailand,
Uganda, Thailand, and the United States suggested the forced sterilization be
explicitly mentioned in the Convention (UNITED NATIONS, 2004a). Many NGOs
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also advocated for the Convention to directly address sterilization, including by
prohibiting laws that allow parents to subject their minor children to sterilization
(UNITED NATIONS, 2005d, 2006¢c). New Zealand suggested the more positive and
uncontroversial wording that was ultimately retained, affirming that PWDs have
the right to “retain their fertility” (UNITED NATIONS, 2004a).

7 Conclusions

7.1 Reproductive autonomy and disability

The false distinction between negative rights (freedom from) and positive rights
(freedom to) is not unique to disability rights, but the context of particular concern
about sexual abuse and eugenic measures is unique.

Throughout the Convention negotiations, considerable tension existed
between efforts to promote sexual rights and efforts to protect PWDs from
unwanted sterilization. This was complicated by repeated attempts to elevate the
fetus to a being with rights, making a non-discrimination approach to disabled
sexuality infeasible. The Holy See and their allies pushed the discussion to be
about how to apply existing human rights norms to fetuses with abnormalities,
rather than how to apply these norms to disabled sexuality. They further posited
that access to reproductive and sexual health services would somehow lead to
purposeful deprivation of food and water for adults with disabilities, or murder
of newborn children with disabilities. This concern was alluded to only twice in
the hundreds and hundreds of DPO statements. It was an intellectually flawed,
but somewhat successful attempt to establish a slippery slope from abortion to
euthanasia of the very kind of individuals attending the negotiations. As a result,
protectionist measures were maintained and affirmations of sexual rights were
eliminated. Discursive silences about disabled sexuality were enshrined in the most
important official expression of global disability discourse.

As in Foucault’s description of 19 century Europe, the Church (the Holy
See) was instrumental in delineating the boundaries of acceptable sexuality and
in protecting those lacking ‘reason’ from the desires in their own bodies. Several
states allied themselves with the Holy See, expressing the need to police “rampant
sex” (UNITED NATIONS, 2005¢) and restrict reproductive autonomy.

7.2 Negotiating the sexual rights of PWDs

The delay in response and the lack of vigorous advocacy for sexual rights indicates
that DPOs continue to be reluctant to engage sexuality. Moreover, they were likely
unprepared, not anticipating a coalition of Holy-See aligned organizations with a
pre-planned agenda. Indeed, of the civil society groups present at the negotiations,
all were DPOs, with the exception of the Catholic right to life groups and Save
the Children. The right to life groups were ready to advocate from the moment
discussion was allowed; the DPOs were not.

Enhancing DPO sexual rights advocacy capacity (assuming they would
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want this) would facilitate future discussions regarding the Convention treaty
body and other international negotiations. DPOs are already moving in this
direction. In November 2010, the UN Committee on Economic, Social, and
Cultural Rights held a day of general discussion on “the right to sexual and
reproductive health.” Two of the 15 written submissions were from DPOs
(UNITED NATIONS, 2010).

Similarly, ensuring that sexual and reproductive rights organizations
contribute to disability-related debates would further erode taboos around disabled
sexuality. Indeed, further integration of disability into sexual rights advocacy
would be an important manifestation of the intent of the Convention — ensuring
the application of human rights norms to PWDs.

As the workings of power are diffuse, so too should our advocacy come
from multiple directions. Sexual rights as a rubric of rights’ claiming will likely
continue to grow, providing greater and better opportunities to move beyond current
understandings of sexual citizenship to include disabled and all other bodies.
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NEGOTIATING SEXUALITY IN THE CONVENTION ON THE RIGHTS OF PERSONS WITH DISABILITIES

Annex 1

Draft presented by Committee

Chair at the Fifth Session (1)

Convention as adopted (2)

Marriage and

That persons with disabilities are

(a) The right of all persons with disabilities who

to promote awareness, and provide
education and information to the
public in accessible formats, aimed
at changing negative perceptions
and social prejudices towards
[sexuality marriage and parenthood]
[in all matters of marriage and
family relations] for persons with
disabilities.”

family life not denied the equal opportunity to are of marriageable age to marry and to found a
[experience their sexuality,] (3) have family on the basis of free and full consent of the
sexual and other intimate relationships | intending spouses is recognized;

«ET;IS::SECZ 'sg’f;nThan'gg[ﬂ :L'gordance (b) The rights of persons with disabiltes to

with the national laws, customs and de0|qe freely alnd rgsponsmly on the number and

traditions in each country]. spacing of the|r ghlldren gnd to have access to
age-appropriate information, reproductive and
family planning education are recognized, and
the means necessary to enable them to exercise
these rights are provided

Awareness- States parties shall take [all] States Parties undertake to adopt immediate,

raising appropriate and effective measures effective and appropriate measures:

(a) To raise awareness throughout society,
including at the family level, regarding persons
with disabilities, and to foster respect for the
rights and dignity of persons with disabilities;

(b) To combat stereotypes, prejudices and
harmful practices relating to persons with
disabilities, including those based on sex and age,
in all areas of life

Freedom from
exploitation,
violence, and
abuse

States parties shall take all appropriate
legislative, administrative, social,
educational and other measures to
protect persons with disabilities both
within and outside the home, from [all
forms of exploitation, violence and
abuse] [all forms of harm, including]
[all forms of exploitation, violence

and abuse, including abandonment,
violence, injury or mental or physical
abuse, abduction, harassment, neglect
or negligent treatment, maltreatment
or exploitation, including economic
and sexual exploitation and abuse].

1. States Parties shall take all appropriate
legislative, administrative, social, educational

and other measures to protect persons with
disabilities, both within and outside the home,
from all forms of exploitation, violence and abuse,
including their gender-based aspects.

2. States Parties shall also take all appropriate
measures to prevent all forms of exploitation,
violence and abuse by ensuring, inter alia,
appropriate forms of gender- and age-sensitive
assistance and support for persons with
disabilities and their families and caregivers,
including through the provision of information
and education on how to avoid, recognize and
report instances of exploitation, violence and
abuse. States Parties shall ensure that protection
services are age-, gender- and disability-sensitive.

Right to health

Provide persons with disabilities
with the same range and standard
of [affordable/free] health [and
rehabilitation services] as provided
other persons, [including sexual
and reproductive health services]
and population-based public health
programmes (4)

Provide persons with disabilities with the same
range, quality and standard of free or affordable
health care and programmes as provided to
other persons, including in the area of sexual and
reproductive health and population-based public
health programmes

(
(
(
(

===

1
2
3
4

This draft was presented at the fifth session, and is a good representation of the initial and bracketed text.
United Nations (2011a).
Brackets delineate text that was supported by some delegates, and disputed by others.
The right to health article was not presented until the sixth session.
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RESUMO

A Convengio sobre os Direitos das Pessoas com Deficiéncia inclui vdrios direitos relacionados
a sexualidade. Entretanto, os direitos relacionados 4 sexualidade que foram adotados pela
versdo final da Convengao sdo muito menos explicitos e taxativos do que os que haviam
sido incluidos na versao inicial do texto. Este artigo explora as razoes dessa diferenca.
Primeiramente, o artigo explica a evolugdo da sexualidade na teoria das deficiéncias e

da sexualidade dentro dos debates internacionais de direitos humanos. Depois examina
criticamente as discussodes durante as sessées do Comité Ad Hoc no qual a Convengio foi
elaborada. Essas discussoes foram marcadas pelas tensoes entre os esforgos para promover
os direitos sexuais e os esforgos para proteger pessoas com deficiéncias contra esterilizacio
forcada e outras formas de abuso sexual. Finalmente, o artigo propée formas de como
podemos aumentar as reivindicacoes dos direitos sexuais das pessoas com deficiéncia.

PALAVRAS-CHAVE

Direitos sexuais — Direitos reprodutivos — Convencio sobre os Direitos das Pessoas com
Deficiéncia — Teoria da deficiéncia

RESUMEN

La Convencién sobre los Derechos de las Personas con Discapacidad incluye varios derechos
relacionados con la sexualidad. Sin embargo, en la Convencién tal como fue adoptada, esos
derechos son mucho menos explicitos y afirmativos que aquellos incluidos en el borrador
inicial. El presente articulo explora los motivos de tales diferencias. En primer lugar, el
articulo hace un esbozo de la evolucién de la sexualidad en la teorfa de la discapacidad y en
los debates internacionales sobre derechos humanos. Luego se hace un andlisis critico de las
deliberaciones que tuvieron lugar durante los periodos de sesiones del Comité Ad Hoc en el
que se elaboré la Convencién. Dichas deliberaciones estuvieron marcadas por tensiones entre
los esfuerzos por promover los derechos sexuales y los esfuerzos por proteger a las PcD de
esterilizaciones no deseadas y otras formas de abuso sexual. Por dltimo, se proponen formas
de fortalecer las reivindicaciones de los derechos sexuales para las personas con discapacidad.

PALABRAS CLAVE

Derechos sexuales — Derechos reproductivos — Convencién sobre los Derechos de las
Personas con Discapacidad — Teorfa de la discapacidad
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