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CHAPTER9

DISABILITY, COMMUNITY LIVING,
HEALTH AND HUMAN RIGHTS

Disability is a human rights issue! | repeat: disability is a human rights issue.

— Speech by Bengt Lindquist, Special Rapporteur on Disability of the United Nations Commission
on Social Development



Health and Human Rights Resource Guide
Copyright © 2013 FXB Center for Health and Human Rights and Open Society Foundations. All rights reserved.

Fifth Edition, November 2013
Cover photograph courtesy of Keystone Moldova, “Community for all - Moldova Program”

FXB Center for Health and Human Rights Open Society Foundations
http://harvardfxbcenter.org/ http://www.opensocietyfoundations.org/




Disability
Community Living

Table of Contents

INEFOAUCLION ...............oeoeeeeieeeeee ettt ettt et b et et et et e st et e e se e s e eb e s s e s e s e st enteseeseeseese et e sensensenseneeseeneesees 9.1
1. Disability and RUMARN FIGRLS ...................ccooiiiiiiiiiiiiiiiieeee ettt ettt 9.2
What do we mean by diSability? .......c.coiiiiiriiiiee et 9.2
The CRPD and ConflICting LAW.......c.coevueuiuirinieieiiirietci ettt ettt ettt ettt 9.3
1A. How is disability and health a human Fights iSSUE? ...................cccocooiiiiiriiniiiiniiinieiee e 9.4
INEFOAUCEION 1ttt et et et et et e e st et e et e e s besse e st esseeseess e seessesseassessessaessanseassensessaessasseassensesseensans 9.4
The CRPD and the right 10 health ..ot 9.4
Social determinants of health and persons with disabilities.........c..cccccorieinniiinniiiccccces 9.10
Violations of the right to health..........c.oiiiii s 9.12
1B. How is institutional living a human rights issue and what is community living? ...................c..ccccovvevinnnnee. 9.15
INEFOAUCEION 1ttt ettt ettt e ettt e st et e et e es b e eseessesseesaesseaseessa s aesaassesssessesseassassesssassesseensansenseanes 9.15
How is institutional living a human rights iSSUE .......c.cciiiiiiiiiiiiic e 9.15
What is the human rights-based approached of community liVing? ........ccooeiiiiniiniieeeee 9.19

2. Which are the most relevant international and regional human rights standards related to disability,

health and community lIVING? ................ccccoociiiiiiiiiiiniiieeee ettt ettt 9.22
HOW t0 r€ad the tabDlES.....cceiieeeiee ettt re b sa e s e sseesbesseessenseeseenns 9.22
ADDIEVIALIONS ..ttt ettt ettt ettt e e ae et e teete et e e te e b e beerb e beeraeabeebeeas e beers et e ereenbeeteersenteereenns 9.23
Table A: International Human Rights Instruments and Protected Rights and Fundamental Freedoms......... 9.24
Table B: Regional Human Rights Instruments and Protected Rights and Fundamental Freedoms................ 9.25
Table 1: Disability and non-discrimination ..........c.cceeeoriciinneiece e 9.26
Table 2: Disability and the right to live independently and be included in the community
(COMMIUNILY TIVINE) ettt ettt ettt a et b ettt be e 9.28
Table 3: Disability and the right to supported decision-making.........cccoveeeierrineiniinenceeeeee 9.31
Table 4: Disability and equality before the law ... 9.32
Table 5: Disability and the right to the highest attainable standard of health ..........c.cccccoonniiinniinne. 9.33
Table 6: Disability and the right to informed consent ............cooceoiniieiiniciinc s 9.36
Table 7: Disability and the right to sexual and reproductive health ............cccccoviiiniiinnccceee 9.37
Table 8: Disability and the right to education ..........c.cocciiiniiniini e 9.38
Table 9: Disability and the right to decent WOrK ........c..ccoiueiriiiiiiiniiee e 9.41
Table 10: Disability and the right t0 life......c.oveiiiiii s 9.43
Table 11: Disability and the right to liberty and security of person ..o 9.44
Table 12: Disability and protection against exploitation, violence and abuse...........coccccveereneincnncnncne 9.45
Table 13: Disability and freedom from torture and cruel, inhuman and degrading treatment ...................... 9.46

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations



Disability
Community Living

3. What is a human rights-based approach to advocacy, litigation, and programming? ....................c..cccoceenee. 9.47
What is a human rights-based approach? ...........c.cocoiiiiiiiiiii e 9.47
What are key elements of a human rights-based approach? ............ccccooniiinniiinniccccc e 9.48
Why use a human rights-based approach?...........coccoiriiininiiii e 9.48
How can a human rights-based approach be used? ............ccoiiiiiiiiiinii e 9.49

4. What are some examples of effective human rights programming in the area of

disability, health and community lIVING?.................ccccooiiniiiiniiinie et 9.50
Example 1: Studies on Disability-Related Harassment.........ooueivieirieiieinieeeeeeee e 9.51
Example 2: The First Decision of the Committee on the Rights of Persons with Disabilities ...........c.cccco...... 9.53
Example 3: Challenging Educational Opportunities for Children with Autism in France ..........ccccoeeevnnnnee. 9.56
Example 4: Advocating for the Rights of Persons with Intellectual Disabilities in Kenya .........cccccoveueenenneee. 9.58
Example 5: Advocating for the Implementation of the CRPD in Croatia .........ccccoevueueerininecninciciieecrees 9.60
Example 6: Advocating Across Europe for Independent Living for Persons with Disabilities..............c........ 9.62
Example 7: Establishing Community-Based Supported Housing and Support Services in Moldova............ 9.64
Example 8: Implementing Supported Decision Making Through “Representation Agreements”

T @Y =T - DRSO SU PSSR 9.66

5. Where can | find additional resources on disability and human rights? .....................ccocoovvevineinenneneeennn 9.68
A, INterNatioNal INSTIUMENTS ..cc.eieieieicieeceeee ettt e st e st et et et e st eseeseese st essesenseneeneens 9.69
B. Regional INSTrUMENES = EUMOPE ...c.cvuiiiiciiiictcitectcte ettt ettt 9.69
C. Regional INStruments - OTher ..ottt 9.70
D. Disability and Human Rights - GeNeral..........ocoiiuiiiiiiiiiiiiiieeee e 9.70
E. Health Care and Disability ......cecioieuirieiieiiere ettt sttt sttt 9.72
F. Disability and Reproductive and Sexual Health .........ccocooiiiiiiiinicc e 9.72
G. Education and Disability .........coceriiriiirieiee et 9.73
H. Torture, Violence and Abuse and Disability..........coooeriiiiiiiiiiii e 9.73
I. Women and Girls With DiSabilities ......c.ccieviiviiiieiiiiceeee ettt st s ess e e 9.73
J. Children With DiSabilities .....eceruerieieieieieieieeete ettt sttt be s a e neeseeseenene 9.74
K. HIV/AIDS and Disability .......coevuiriirieieieieict ettt sttt 9.74
L. Disability and DevelOpmMENT........ccucuirieuiriiiriciricirictecet ettt sttt 9.75
M. Community LiVINgG = GENEIAl c.c.oouiiiiieiiieiiee ettt sttt 9.75
N. Community LiVING — EUIOPE.....cciiiiiiiiiiiiiiiiiiiieici ettt st s e 9.76
O. Supported DeCiSioN MakiNg ........cccceriiriiniiiiiecec ettt ettt 9.77
P. Resource Guides and PeriodiCals .......c.coiiiiiiiiiieiiiiicecee ettt ettt ettt et e ve s 9.78
Q. TOOIKIES ettt ettt ettt et et e e b et e e st e b e et e ess e seessessesseesseaseeseesseeseessanteeseesseeseenseseessenseereensans 9.78
R. WEDSILES - GENEIAL.....eiieiiiieeieeceeee ettt et ettt et e e ta et e eaeesbeereessesssersesseereenseseennanns 9.79
S. Websites — COMMUNILY LIVING....cooriiuiiriieriiniiicicireetctr ettt ettt 9.80

6. What are the key terms related to disability and human rights? .....................cccoooviiiniiiniiniincnceceens 9.81

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghts Resource Guide



Disability
Community Living

INTRODUCTION

This chapter will introduce you to key principles of the Convention on the Rights of Persons with Disabil-
ities (CRPD) and health and human rights issues facing persons with disabilities. The chapter will also
introduce you the right of persons with disabilities to live in the community as well as the human rights
violations against persons with disabilities living in institutions. This chapter is based upon the Conven-
tion on the Rights of Persons with Disabilities.

a.

Some of the issues in this chapter are also addressed in Chapter 1 on Patient Care and Human Rights.

The chapter is organized into six sections that answer the following questions:

1.

How is disability a human rights issue?
1A. How is disability and health a human rights issue?
1B. How is institutional living a human rights issue and what is community living?

What are the most relevant international and regional human rights standards related to disability,
health and community living?

What is a human rights-based approach to advocacy, litigation, and programming related to
disability, health and community living?

What are some examples of effective human rights-based work in the area of disability, health
and community living?

Where can | find additional resources on disability and human rights?

What are key terms related to disability and human rights?

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations
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. DISABILITY AND HUMAN RIGHTS

What do we mean by disability?

Defining disability
The Convention on the Rights of Persons with Disabilities (“CRPD”) does not provide a definition of dis-
ability, but instead provides a broad description intended to be widely inclusive. The CRPD establishes in
Article 1 that ‘persons with disabilities’ includes ‘those who have long-term physical, mental, intellectual or
sensory impairments which in interaction with various barriers may hinder their full and effective partici-
pation in society on an equal basis with others’.” This description of disability shifts the focus toward the
social and environmental barriers that hinder an individual’s participation in society rather than on the
individual's impairments.

This approach to disability is called the “social model” of disability. The “social model” recognizes that the
exclusion of a person with a disability from society is the result of a barrier or hindrance to the individu-
al’s ability to participate fully, rather than the result of the individual’s inherent inability to participate. For
example, if a person cannot access a health clinic because of his/her mobility impairment, it is not his/her
inability to walk which is the issue, but rather the clinic’s lack of accessibility.

Global prevalence of disability
Persons with disabilities constitute a significant portion of the population worldwide, yet they remain one
of the most marginalized and vulnerable populations. It is difficult to obtain accurate data on the number
of people with disabilities worldwide because approaches to measuring disability vary across countries and
according to the purpose and application of the data. However, the World Health Survey—a face-to-face
household survey conducted in 2002-2004 in 59 countries—estimated that about 650 million adults had
a disability, with about 92 million of those adults experiencing very significant disabilities. The survey also
demonstrated that the occurrence of disability is higher in low-income countries where about 18% of the
population has a disability, in comparison to high income countries where about 11.8% of the population
has a disability.3

Human rights-based approach to disability
Over the past decade, awareness and understanding of issues related to disability rights has grown. In
particular, the Convention on the Rights of Persons with Disabilities (CRPD), adopted in 2006 and entered
into force on May 3, 2008, has been integral to advancing recognition of the human rights of persons with
disabilities. The CRPD provides us with a comprehensive approach to realizing the rights of persons with
disabilities.

1 United Nations General Assembly, Convention on the Rights of Persons with Disabilities, A/RES/61/106, Art. 1 (2006). http://www.ohchr.org/EN/HRBodies/
CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

2 World Health Organization, World Report on Disability (2011). http://whglibdoc.who.int/publications/2011/9789240685215_eng.pdf.

3 Id.
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The CRPD is important for both outlining the rights of persons with disabilities and for changing percep-
tions of disability. The UN Office of the High Commissioner for Human Rights describes a human rights-
based approach to disabilities:

A rights-based approach seeks ways to respect, support and celebrate human diversity by creating
the conditions that allow meaningful participation by a wide range of persons, including persons
with disabilities. Protecting and promoting their rights is not only about providing disability-related
services. It is about adopting measures to change attitudes and behaviours that stigmatize and mar-
ginalize persons with disabilities. It is also about putting in place the policies, laws and programmes
that remove barriers and guarantee the exercise of civil, cultural, economic, political and social rights
by persons with disabilities.*

Persons with disabilities face wide-ranging human rights abuses including institutionalization, isolation,
stigma and discrimination, and lack of access to health, education and employment opportunities. The
CRPD sets outs a wide range of rights that address all aspects of life, such as respect for home and the
family, education, employment, health, participation in political and public life, participation in cultural
life, recreation, leisure and sport, the right to life, freedom from torture or cruel, inhuman or degrading
treatment or punishment and the right to equal protection and equal benefit of the law. The CRPD seeks
to “ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with
disabilities and to promote respect for their inherent dignity.”s

The CRPD and Conflicting Law

The CRPD is a relatively recent human rights treaty. The CRPD consolidates and expands on existing
international law on the rights of persons with disabilities. As the UN Department of Public Information
notes, “[the CRPD] does not create any ‘new rights’ or ‘entitlements’. What the convention does, however,
is express existing rights in a manner that addresses the needs and situation of persons with disabilities.”®

The CRPD imposes new legal obligations on States and supersedes any prior non-binding international,
regional or domestic standards. However, there are many binding regional and domestic standards that
fall short of, or conflict with, the more recent and expansive CRPD standards. For example some stan-
dards and case law address forced treatment or confinement where due process was not maintained, but
do not question the legitimacy of forced treatment or confinement. Likewise, some standards and case
law qualify the right to live in the community, rather than protecting the right absolutely.

This chapter, including the tables, is based upon the CRPD and CRPD-aligned standards. The chapter
does not include standards or case law that contravenes or diminishes the rights provided in the CRPD.

4 UN Office of the High Commissioner for Human Rights, Monitoring the Convention on the Rights of Persons with Disabilities: Guidance for Human Rights
Monitors (2010). http://www.ohchr.org/Documents/Publications/Disabilities_training_17EN.pdf.

5 United Nations General Assembly, Convention on the Rights of Persons with Disabilities, A/RES/61/106, Art. 1 (2006). http://www.ohchr.org/EN/HRBodies/
CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

6 United Nations, Convention on the Rights of Persons with Disabilities, “Why a Convention?” http://www.un.org/disabilities/convention/questions.shtml.
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IA. HOW IS DISABILITY AND HEALTH A
HUMAN RIGHTS ISSUE?

Introduction
Using the CRPD as a framework, this section explores a human rights-based approach to health for per-
sons with disabilities, including the social and economic determinants of health.

The CRPD and the right to health

Persons with disabilities have the right to the enjoyment of the highest attainable standard of health with-
out discrimination on the basis of disability, under CRPD Article 25.7 In this context, health is defined as “a
state of complete physical, mental and social well-being and not merely the absence of disease or illness.”®
It is crucial to note that the CRPD establishes that disability is not necessarily a medical condition and
emphasizes the role of environmental and attitudinal barriers, rather than an impairment (if it exists at all)
in hindering full and effective participation in society on an equal basis with others. While persons with
disabilities may at times need to access health services for medical conditions related to their disabilities,
this should not be presumed to be their primary need for health services.

The right to health in Article 25 must be interpreted in the context of the core principles of CRPD outlined
in Article 3. The core principles include non-discrimination; participation; autonomy, including the freedom
to make one’s own choices; social inclusion; gender equality; and equality of opportunity. These principles
are overarching and should guide interpretation of other CRPD articles.

Progressive Realization and Non-Discrimination
The right to health established in Article 25 must also be read in light of Article 4(2) which requires States
to progressively realize economic and social rights. Progressive realization means that “States parties
have a specific and continuing obligation to move as expeditiously and effectively as possible”9 towards
the full realization of the right to health. The Committee on the Rights of Persons with Disabilities rec-
ognizes that no State is able to realize the right to health immediately. For example, States may have to
develop health care infrastructure, train health professionals, or implement health care legal reforms to
begin realizing the right to health. The obligation for States to progressively realize the right to health
requires them to make continuing efforts to implement the right, recognizing that it is a process achieved
over time.

States are immediately obligated, upon ratifying the CRPD, to ensure non-discrimination. The obligation
to guarantee non-discrimination under the CRPD is the same as required under the ICESCR and the CRC,
which “all impose an immediate obligation to guarantee that economic, social and cultural rights are en-
joyed without discrimination. Accordingly, measures towards the progressive achievement of rights must
at all times be guided by, and comply with, the basic requirement of non-discrimination.”® The obligation
to guarantee non-discrimination must be immediately implemented “irrespective of the level of available

7 United Nations General Assembly, Convention on the Rights of Persons with Disabilities, AJRES/61/106, Art. 25 (2006). http://www.ohchr.org/EN/HRBod-
ies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

8 World Health Organization, “Definition of Health.” http://www.who.int/about/definition/en/print.html.
UN Nations Committee on Economic, Social, and Cultural Rights, General Comment No. 3: The Nature of States Parties Obligations, E[1991/23 (Dec. 14,
1990). http://www2.ohchr.org/english/bodies/cescr/comments.htm.

10 United Nations Economic and Social Council (2007). “Report of the United Nations High Commissioner for Human Rights”, E/2007/82, 25 June. http://
ap.ohchr.org/documents/alldocs.aspx?doc_id=15584.
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resources.”” The Committee on Economic, Social and Cultural Rights explains that non-discrimination

is an immediate obligation for all States, regardless of resources because “many measures, such as most
strategies and programmes designed to eliminate health-related discrimination, can be pursued with mini-
mum resource implications through the adoption, modification or abrogation of legislation or the dissemi-
nation of information.”*

Access to Health Services

The CRPD requires that States Parties “take all appropriate measures to ensure access for persons with
disabilities to health services that are gender-sensitive, including health-related rehabilitation.”” Persons
with disabilities face a range of barriers in accessing health care services, including cost, accessibility,
stigma and discrimination and lack of or inadequacy of services and resources.” Without equal access to
health care, “people with disabilities are at serious risk of delayed diagnoses, secondary co-morbidities,
persistent abuse, depleted social capital, and isolation.”"

Both the CRPD and the Committee on Economic, Social and Cultural Rights (CESCR) provide guidance
on what accessibility means and how it should be understood in the context of health. The CRPD broadly
defines accessibility in Article g as “access, on an equal basis with others, to the physical environment, to
transportation, to information and communications ... and to other facilities and services open or pro-
vided to public, both in urban and rural areas.”*® CESCR explains in General Comment 14 on the right to
health that the four components of accessibility are non-discrimination, physical accessibility, economic
accessibility, and information accessibility.”

Non-discrimination - Equal Access to Health Care
Non-discrimination is a central principle to the CRPD and is critical for ensuring equal access to health
care for persons with disabilities. The CRPD defines in Article 2 that:

“Discrimination on the basis of disability” means any distinction, exclusion or restriction on the basis
of disability which has the purpose or effect of impairing or nullifying the recognition, enjoyment or
exercise, on an equal basis with others, of all human rights and fundamental freedoms in the politi-
cal, economic, social, cultural, civil or any other field. It includes all forms of discrimination, includ-
ing denial of reasonable accommodation.™

All persons with disabilities have the same general health care needs as everyone else and require access
to mainstream health care services on an equal basis as everyone else.” Also, with the move away from
institutionalized living towards community living, it is crucial that health care services and facilities are
developed and accessible to all persons with disabilities.

14
15
16

Id.

UN Nations Committee on Economic, Social, and Cultural Rights, General Comment No. 14: The Right to the Highest Attainable Standard of Health,
E/C.12/2000/4 (Aug. 11, 2000). http://www2.ohchr.org/english /bodies/cescr/comments.htm.

United Nations General Assembly, Convention on the Rights of Persons with Disabilities, A/RES/61/106, Art. 25(a) (2006). http://www.ohchr.org/EN/HR-
Bodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

World Health Organization, World Report on Disability (2011). http://whglibdoc.who.int/publications/2011/9789240685215_eng.pdf.

Tomlinson M et al, “Health care and the UN Disability Rights Convention” The Lancet, 374, (Nov. 28, 2009).

United Nations General Assembly, Convention of the Rights of Persons with Disabilities, A/RES/61/106, Art. 9(1) (2006). http://www.ohchr.org/EN/HR-
Bodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

UN Nations Committee on Economic, Social, and Cultural Rights, General Comment No. 14: The Right to the Highest Attainable Standard of Health,
E/C.12/2000/4 (Aug. 11, 2000). http://wwwz2.ohchr.org/english/bodies/cescr/comments.htm.

United Nations General Assembly, Convention on the Rights of Persons with Disabilities, A/RES/61/106, Art. 2 (2006). http://www.ohchr.org/EN/HRBod-
ies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

World Health Organization, Disability and health, Fact Sheet (Nov 2012). http://www.who.int/mediacentre/factsheets /fs352/en/index.html.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www2.ohchr.org/english/bodies/cescr/comments.htm
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx
http://whqlibdoc.who.int/publications/2011/9789240685215_eng.pdf
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx
http://www2.ohchr.org/english/bodies/cescr/comments.htm
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx
http://www.who.int/mediacentre/factsheets/fs352/en/index.html

Disability
Community Living

Physical Accessibility

Physical accessibility is a critical component for ensuring equal access to health care for persons with dis-
abilities. Physical barriers to accessing health care include both environmental and infrastructural barriers
as well as geographical barriers, such as access to rural health centers.

The CESCR explains in General Comment 14 on the right to health that physical accessibility is defined as
follows:

Health facilities, goods and services must be within safe physical reach for all sections of the popula-
tion, especially vulnerable or marginalized groups, such as ... persons with disabilities ... Accessibility
also implies that medical services and underlying determinants of health, such as safe and potable
water and adequate sanitation facilities, are within safe physical reach, including in rural areas.
Accessibility further includes adequate access to buildings for persons with disabilities.

The CRPD also focuses on geographical access to health care, establishing in Article 25(c) that States par-
ties must “[p]rovide these health services as close as possible to people’s own communities, including in
rural areas.” Provision of health care facilities to individuals in rural areas ensures that everyone is able to
physically reach health care facilities. The provision of health services within an individual’s community is
critical for persons with disabilities who have a right to access health services within their community.

In addition to access to health facilities, physical access extends to accessible medical equipment and
services. For example, women with mobility impairments are often unable to access breast and cervical
cancer screening because examination tables are not height-adjustable and mammography equipment
only accommodates women who are able to stand.*

Economic Accessibility

The CRPD provides in Article 25 that States parties must “provide persons with disabilities the same
range, quality and standard of free or affordable health care and programmes as provided to other persons
... According to the 2002-2004 World Health Survey, affordability was the primary reason why persons
with disabilities, across gender and age groups, did not receive needed health care in low-income coun-
tries.?” In its study of 51 countries, the World Health Survey reported that 32—-33% of nondisabled men and
women cannot afford health care, compared with 51-53% of persons with disabilities.?

The CRPD establishes in Article 25 that States parties must “[p]rohibit discrimination against persons with
disabilities in the provision of health insurance ... which shall be provided in a fair and reasonable man-
ner.” However, persons with disabilities have lower rates of employment, making it more difficult for them
to afford health insurance or less likely to covered if health insurance is usually provided by the workplace.
Those persons with disabilities who are provided health insurance may be denied coverage due to their
pre-existing conditions or discriminatory coverage policies.

Affordable health insurance is an important measure for addressing barriers to financing and affordability.
Measures can include targeting people with disabilities who have the greatest health care need, providing
general income support, reducing or removing out of pocket payments to improve access, eliminating
discriminatory provisions, and providing incentives to health providers to promote access.?

20 Id.
21 World Health Organization, World Report on Disability (2011). http://whglibdoc.who.int/publications/2011/9789240685215_eng.pdf.
22 Id.
23 Id.
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Information Accessibility

The form or the content of information can serve as barriers to accessing information for many persons
with disabilities.>* For example, presenting information in Braille and sign language are two different
forms of communication which make information accessible to individuals who otherwise may experience
barriers. Similarly, using easy-to-read language or using pictures and cartoons are different methods for
changing the content of information to make it more accessible.

In the health context, access to information is crucial for patients to engage with their health care provid-
ers and to receive and understand relevant health information. Access to information in the health context
extends to accessible forms, informational brochures and communication with health care providers. Ac-
cess to information is also important for navigating the health care system. Information provided through
referral systems, waiting lists or booking systems for appointments should also be accessible to everyone
and facilities should also be outfitted with proper signage to and within buildings.

Informed consent

The CRPD establishes in Article 25 that States parties must “[rlequire health professionals to provide care
of the same quality to persons with disabilities as to others, including on the basis of free and informed
consent ...” The UN Special Rapporteur on the right to health, Anand Grover, defines informed consent as
the following:

Informed consent is not mere acceptance of a medical intervention, but a voluntary and sufficiently
informed decision, protecting the right of the patient to be involved in medical decision-making, and
assigning associated duties and obligations to health-care providers. Its ethical and legal normative
Justifications stem from its promotion of patient autonomy, self-determination, bodily integrity and
well-being.>

Informed consent is supported by the general principles in CRPD Article 3 which include individual auton-
omy and respecting the freedom of individuals to make decisions about their life.

Violations of informed consent may, in some instances, amount to torture. In his most recent report, the
Special Rapporteur on torture, Juan Méndez, called on all countries to ban all non-consensual and forced
medical interventions against persons with disabilities.?® He explains that “Both this mandate and United
Nations treaty bodies have established that involuntary treatment and other psychiatric interventions in
health-care facilities are forms of torture and ill-treatment.”?

Persons with disabilities have the right to provide or withhold consent for any medical intervention or
health service and should be involved and communicated with directly about their health. Health profes-
sionals should speak directly with individual them self about their health matters and health choices, and
not speak solely to their carers, relatives or proxies.?

For more information on informed consent generally, please see Chapter 1 on Patient Care.

24
25
26

27
28

9.7

Office of the High Commissioner for Human Rights, Monitoring the Convention on the Rights of Persons with Disabilities: Guidance for Human Rights Moni-
tors (2010), pg. 58. http://www.ohchr.org/Documents/Publications/Disabilities_training_17EN.pdf.

United Nations General Assembly, Report of the Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and
mental health, Aj64/272 (Aug. 10, 2009).

Human Rights Council, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, A/HRC/22/53 (Feb 2013).
http://www.ohchr.org/Documents/HRBodies/HRCouncil /RegularSession/Session22 /A.HRC.22.53_English.pdf.

Id.

Shakespeare T, Lezzoni LI, and Groce NE, “Disability and the training of health professionals,” The Lancet 374, no. 9704 (Nov. 28, 2009).

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.ohchr.org/Documents/Publications/Disabilities_training_17EN.pdf
http://www.ohchr.org/Documents/HRBodies/HRCouncil/RegularSession/Session22/A.HRC.22.53_English.pdf

Disability
Community Living

Sexual and reproductive care of the same range, quality and standard of

care as others
The CRPD establishes in Article 25 that States parties must provide persons with disabilities the same sex-
ual and reproductive health care and programmes as provided to other persons. Sexual and reproductive
rights must be guaranteed for persons with disabilities and yet persons with disabilities often experience
gross violations of their rights and cannot access sexual and reproductive services. This quote from a
guide on gender mainstreaming in public disability policies explains the content of sexual and reproduc-
tive rights respectively:

Sexual rights, understood to mean liberty to decide freely and responsibly on all questions related to
sexuality, implies also the right to exercise one’s sexuality safely, free from discrimination, coercion and
violence; the right to physical and emotional pleasure; the right to freely-chosen sexual orientation; the
right to information on sexuality; and the right to access sexual health services. Reproductive rights,
taken to mean the freedom and independence each individual has to decide responsibly if she or he
wants to have children or not, how many, when and with whom, encompasses also the right to access
information, education and the means to do so; the right to take decisions on reproduction free from
discrimination, coercion and violence; the right to access quality primary healthcare, and the right to
measures to protect motherhood. All these rights must be fully guaranteed for female adolescents and
women with disabilities under conditions of equality, free consent and mutual respect: to date this has
not been the case.”

Statistics reveal that adolescents and adults with disabilities are more likely to be excluded from sexual and
reproductive health education and face stigma, prejudice, and denial of access to sexual and reproductive
health services.» It is commonly and wrongfully assumed that persons with disabilities are not sexually
active and therefore do not need sexual and reproductive health information and services.

Women with disabilities often have their reproductive rights denied, and some are subjected to forced
marriages, forced abortions and forced sterilizations.> Women with disabilities are particularly vulnerable

to forced sterilizations that are performed under the auspices of legitimate medical care or the consent of
others in their name.?* Sterilization is defined as “a process or act that renders an individual incapable of sex-
ual reproduction.” In his most recent report, the Special Rapporteur on torture, Juan Méndez, asserted that
“forced abortions or sterilizations carried out by State officials in accordance with coercive family planning
laws or policies may amount to torture.” Forced sterilization of girls and women with disabilities is driven
by social factors, including minimizing inconvenience to caregivers, the lack of adequate measures to protect
against the sexual abuse and exploitation of women and girls with disabilities, and a lack of adequate and ap-
propriate services to support women with disabilities in their decision to become parents. The International
Federation of Gynecology and Obstetrics (FIGO) issued updated guidelines in 2011, reaffirming the rule of no

29 Ediciones CINCA, Guide to gender mainstreaming in public disability policies (Feb 2012): 246. http://www.oear.or.at/inter-national /europaeische-union/eu-
ropaeisches-und-internationales-recht/GuidetoGenderMainstreaminginPublicDisabilityPolicies.pdf#page=233.

30 World Health Organization, Disability and health, Fact Sheet (Nov. 2012). http://www.who.int/mediacentre/factsheets /fs352/en/index.html; World Health
Organization, World Report on Disability (2011). http://whglibdoc.who.int/publications/2011/9789240685215_eng.pdf.

31 Open Society Foundations, Sterilization of Women and Girls: A Briefing Paper (2011). http:/ /www.opensocietyfoundations.org/sites /default/files /steril-
ization-women-disabilities-20111101.pdf; World Health Organization, Promoting sexual and reproductive health for persons with disabilities: WHO/UNFPA
Guidance Note (2009). http://whqlibdoc.who.int/publications/2009/9789241598682_eng.pdf.

32 Center for Reproductive Rights, Reproductive Rights and Women with Disabilities (2002). http://www.handicap-international.fr/bibliographie-handi-
cap/4PolitiqueHandicap/groupes_particuliers/Femmes_Genre/reproductive_rights.pdf.

33 Human Rights Council, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, A/[HRC/22/53 (Feb 2013).
http://www.ohchr.org/Documents/HRBodies/HRCouncil /RegularSession/Session22/A.HRC.22.53_English.pdf.
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sterilization without informed consent of the women herself (that of a family member or guardian does not
amount to consent,) and requiring both the provision of information in accessible formats and the time and
support to make a decision.3

Quality health care services and provision of specialized services

The CRPD establishes in Article 25 that States parties must “provide persons with disabilities with the
same range, quality and standard of free or affordable health care programmes as provided to other
persons.” Research demonstrates that persons with disabilities receive poorer health care services and
consequently experience poorer health outcomes. Persons with disabilities are also more vulnerable to
deficiencies in healthcare services, which increase their risk of secondary conditions, co-morbid conditions
and age-related conditions.

For example, women with disabilities receive less screenings for breast and cervical cancer than women
without disabilities, and people with intellectual impairments and diabetes are less likely to have their
weight checked.>® The Disability Rights Commission in the UK conducted a formal investigation into
inequalities in health and found “that people with mental illness and people with intellectual impairments
not only experienced more ill-health, but received a poorer service from health professionals and as a con-
sequence they had higher rates of morbidity and mortality.”

People with disabilities have the same healthcare needs as everyone else, especially as they age, and re-
quire screening, preventive, and wellness-oriented care as provided to other persons. Health care provid-
ers must be taught that “having a disability is not incompatible with being healthy and it should not be
assumed that the issue for which consultation in being sought is related to disability.”

Measures for addressing barriers to service delivery include: targeting interventions to complement
inclusive health care, including people with disabilities in general health care services, improving access
to specialist health services, providing people-centered health services, coordinating services and using
information and communication technologies.?®

Health professionals

The CRPD establishes in Article 25 that States parties must “[rlequire health professionals to provide

care of the same quality to persons with disabilities as to others ... by, inter alia, raising awareness of the
human rights, dignity, autonomy and needs of persons with disabilities through training and the promul-
gation of ethical standards for public and private health care.” States must also address human resource
barriers to quality healthcare for people with disabilities by integrating disability education into undergrad-
uate training, providing health care workers with continuing education, and supporting health care work-
ers with adequate resources.?
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The CRPD prioritizes health care training and awareness as well as the creation of ethical standards in an
effort to ensure that health professionals provide the same quality of care to persons with disabilities as to
others. Health care education on disability should include a range of topics including clinical information,
communication strategies and an introduction to a human rights approach to disability. Training beyond
clinical information is important as explained in this article:

Doctors and other health professionals who encounter disabled people in their professional practice
should be aware not only of the causes, consequences, and treatment of disabling health conditions,
but also of the incorrect assumptions about disability that result from stigmatised views about peo-
ple with disabilities that are common within society... it is important for professionals to understand
not just disease, but also the experience of living with disability.«

Health care professional training on the rights of persons with disabilities combats stigma and equips
providers with the awareness necessary to provide persons with disabilities quality health care.

Social determinants of health and persons with disabilities

In General Comment 14, CESCR explains that the right to health is “an inclusive right extending not only
to timely and appropriate health care but also to the underlying determinants of health, such as access to
safe and potable water and adequate sanitation, an adequate supply of safe food, nutrition and housing,
healthy occupational and environmental conditions, and access to health-related education and informa-
tion, including on sexual and reproductive health.”# In addition to access to services, the right to health
encompasses social factors that affect health, including gender equality, health-related education and
information, and adequate nutrition.#> Moreover, CESCR explains that the determinants of health must
also be physically accessible, economically affordable, available in sufficient quantity and provided in a
non-discriminatory manner.#

The determinants of health, as described above, “are in turn shaped by a wider set of forces: econom-
ics, social policies, and politics.”# Michael Marmot explains that “material deprivation is not simply

a technical matter of providing clean water or better medical care. Who gets these resources is socially
determined.”# Persons with disabilities, as a marginalized population, are more vulnerable to the social
and economic determinants of health and consequently experience poorer health outcomes. As Richard
Wilkinson and Michael Marmot explain, “It's not simply that poor material circumstances are harmful to
health; the social meaning of being poor, unemployed, socially excluded, or otherwise stigmatized also
matters.”4®
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Persons with disabilities are “disproportionately poor, and have historically experienced diverse forms of
social exclusion.”# For example, the Special Rapporteur on Health wrote that “Services to ensure the un-
derlying determinants of health, includ[e] adequate sanitation, safe water and adequate food and shelter.
Persons with mental disabilities are disproportionately affected by poverty, which is usually characterized
by deprivations of these entitlements.”# Therefore, “Inclusive health-care models will be key tools for gov-
ernments creating poverty-reduction programmes due to the link between disability and poverty.”4

The social and economic determinants of health for persons with disabilities are essential to consider.
“Injustices occur when disability is overmedicalised. Seeing difficulties purely as individual problems can
ignore structural issues that contribute to health status, such as poverty, environmental barriers, and so-
cial exclusion.”°® A human rights-based approach that addresses the social and economic determinants of
health, including discrimination, is required to address the persistent inequalities of persons with disabili-
ties in health status and access to health care.

Right to Education

Education is a social determinant of health, and lack of education can limit the enjoyment of the right

to health and other economic and social rights. Generally, lower levels of education are associated with
poorer health outcomes including illness, malnutrition and higher rates of infant mortality. It is important
to consider access to education and quality education as part of the broader picture of health.

The CRPD provides in Article 24 that persons with disabilities must not be excluded from the general ed-
ucation system. States parties must enact legislation and implement policies to develop inclusive educa-
tion systems. The CRPD establishes that when free primary education is provided, people with disabilities
may not be excluded on the basis of their disability. When developing inclusive education systems, gov-
ernments must also account for additional funding requirements and allocate appropriate funds from the
budget.

The CRPD establishes that State parties must provide persons with disabilities the support necessary to
facilitate their effective education. However, many schools do not facilitate education for persons with dis-
abilities, thereby creating barriers to academic and social development. Barriers to effective education are
diverse and include curriculum and pedagogy issues, inadequate training and support of teachers, physical
inaccessibility, and labelling, violence, bullying, abuse and attitudinal problems.5* The CRPD explains that
States shall provide effective individualized support measures to maximize academic and social develop-
ment. Societal attitudes of stakeholders, including teachers, school administers and other students are
also an important factor in facilitating equal education for persons with disabilities.s
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Right to Work and Employment
The right to work and employment is also a social determinant of health and must be considered in the
broad picture of health. Persons with disabilities have low participation in the labor market and, when em-
ployed, are frequently employed in low-paying positions.? It is not surprising that as a result, persons with
disabilities are disproportionately poor and socially marginalized. Work is a means to gain a living as well
as participate in one’s community. The CRPD provides in Article 27 that persons with disabilities have the
right to work on an equal basis with other, including the “right to the opportunity to gain a living by work
freely chosen or accepted in a labour market and work environment that is open, inclusive and accessible
to persons with disabilities.”s+

Persons with disabilities face a range of barriers to employment opportunities, most significantly discrim-
ination and stigma, lack of accommodation, lack of accessible transport, and denial of education and/or
vocational training.5s The CRPD guides States parties to focus on non-discrimination laws, accessibility,
reasonable accommodation, and positive measures as means to implement the right to work for persons
with disabilities.

Violations of the right to health

Freedom from Violence, Abuse and Exploitation®
Persons with disabilities are vulnerable to violence, abuse and exploitation, especially when persons
with disabilities are reliant upon others for support and care. Persons with disabilities are susceptible to
violations within their home and by family members, caregivers, health care professionals and community
members.” People with disabilities also experience higher rates of corporal punishment in schools.5® Per-
sons with disabilities are also vulnerable to sexual violence, sexual abuse and sexual exploitation, and are
up to three times more likely than non-disabled people to face physical and sexual abuse and rape.>

CRPD Atrticle 16 on freedom from violence, abuse and exploitation provides detailed directives for coun-
tries on legislation, programs, monitoring systems and other measures to prevent and address violence
against persons with disabilities. Under the CRPD, States parties must implement recovery and reinte-
gration programs for persons with disabilities who were victims of violence, abuse or exploitation. Even
though persons with disabilities are more vulnerable to violence, abuse and exploitation, they face barriers
to accessing physical, cognitive and psychological rehabilitation services and legal interventions.

53 United Nations Human Rights Council, Report of the Office of the United Nations High Commissioner for Human Rights: Thematic study on the work and
employment of persons with disabilities, AJHRC/22/25 (Dec. 17, 2012). http://www.ohchr.org/EN/Issues/Disability/Pages/UNStudiesAndReports.aspx.

54 United Nations General Assembly, Convention on the Rights of Persons with Disabilities, A/RES/61/106, Art. 27 (2006). http://www.ohchr.org/EN/HRBod-
ies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

55 United Nations Human Rights Council, Report of the Office of the United Nations High Commissioner for Human Rights: Thematic study on the work and
employment of persons with disabilities, AJHRC/22/25 (Dec. 17, 2012). http://www.ohchr.org/EN/Issues/Disability/Pages/UNStudiesAndReports.aspx.
See also, O'Reilly A, The Right to decent work of persons with disabilities (International Labour Organization, Nov. 30, 2007). http://www.ilo.org/wecmsps/
groups/public/---dgreports /---dcomm/---publ/documents /publication/wcms_091349.pdf.

56 United Nations General Assembly, Convention on the Rights of Persons with Disabilities, A/RES/61/106, Art. 16 (2006). http://www.ohchr.org/EN/HRBod-
ies/CRPD/Pages/ConventionRightsPersonsWithDisabilities.aspx.

57 United Nations General Assembly, Note by the Secretary- General on Torture and other cruel, inhuman or degrading treatment or punishment, AJ63/175 (July
28, 2008).

58 Human Rights Watch, US: Students with Disabilities Face Corporal Punishment at Higher Rates: ACLU and Human Rights Watch Seek Ban on Physical Disci-
pline at School (Aug. 10, 2009). http://www.hrw.org/news/2009/08/07/us-students-disabilities-face-corporal-punishment-higher-rates.

59 United Nations Population Fund, Emerging Issues: Sexual and Reproductive Health of Persons with Disabilities. http://www.unfpa.org/upload/lib_pub_
file/741_filename_UNFPA_DisFact_web_sp-1.pdf.
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Freedom from Torture

In his most recent report, the Special Rapporteur on torture, Juan Méndez, writes that persons with dis-
abilities are vulnerable to torture in the health care setting. The report affirms that involuntary and forced
medical treatment in as well as involuntary commitment to health-care facilities and institutions are forms
of torture and ill-treatment. He writes that “in the context of health care, choices by people with disabili-
ties are often overridden based on their supposed “best interests”, and serious violations and discrimina-
tion against persons with disabilities may be masked as “good intentions” of health professionals.”®® The
report explains that violations cannot be justified by claims of “medical necessity,” and emphasizes the
fundamental need for free, full, and informed consent by patients for any medical procedures.®

The following examples have been recognized by the Special Rapporteurs on torture, Méndez and Nowak,
as forms of torture in the health care setting. All of these practices are prohibited under the CRPD®2 but
may rise to the level of torture in the following circumstances:

« Forced and non-consensual medical interventions including:

o Forced administration of psychiatric medication without free and informed consent or against the
individual’s will, under coercion or as a form of punishment. Also, “[tlhe administration of drugs,
such as neuroleptics, which cause trembling, shivering, and contractions, and make the individual
apathetic and dull his or her intelligence has been recognized as a form of torture.”®

o Medical experimentation or medical treatments without consent including abortion, sterilization,
electroshock treatment and psychosurgery.

o The use of electroshock treatment (also a form of forced and non-consensual medical interven-
tions). In writing about prisoners, the Special Rapporteur explained that “unmodified ECT may
inflict severe pain and suffering and often leads to medical consequences, including bone, liga-
ment and spinal fractures, cognitive deficits and possible loss of memory. It cannot be considered
as an acceptable medical practice, and may constitute torture or ill-treatment.”%
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o The use of restraints or seclusion for both long and short-term application (also a form of forced
and non-consensual medical interventions). There have been reports of persons with disabilities
tied, chained or handcuffed to their beds or chairs for prolonged periods.® Overmedication may
also be considered a form of chemical restraint. The Special Rapporteur writes that “[i]t is import-
ant to note that “prolonged use of restraint can lead to muscle atrophy, life-threatening defor-
mities and even organ failure, ‘and exacerbates psychological damage.”” The Special Rapporteur
notes that there can be no therapeutic justification for the prolonged use of restraints, which may
amount to torture or ill-treatment.”¢®

« Deprivation of liberty through involuntary commitment to psychiatric hospitals or institutions.
“Deprivation of liberty that is based on the grounds of a disability and that inflicts severe pain or
suffering could fall under the scope of the Convention against Torture (A/63/175, para. 65). In making
such an assessment, factors such as fear and anxiety produced by indefinite detention, the infliction
of forced medication or electroshock, the use of restraints and seclusion, the segregation from family
and community, etc., should be taken into account.”®”

The Special Rapporteur against torture notes that all of the above practices are banned under the CRPD.
States are urged to prohibit all forced and non-consensual medical treatment and to require the free

and informed consent of patients prior to performing medical treatment.®® As well, the Special Rappor-
teur against torture recommends that States abolish “[l]egislation authorizing the institutionalization of
persons with disabilities on the grounds of their disability without their free and informed consent” citing
to Article 14(1) (b) of the CRDP which provides that “the existence of a disability shall in no case justify

a deprivation of liberty.”® Instead, the Special Rapporteur recommends that States “[r]eplace forced
treatment and commitment by services in the community” that “meet needs expressed by persons with
disabilities and respect the autonomy, choices, dignity and privacy of the person concerned...””®
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United Nations General Assembly, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, Manfred
Nowak, A/63/175 (July 28, 2008); Human Rights Watch, Like a Death Sentence: Abuses Against People with Mental Disabilities in Ghana (Oct. 2012). http://
www.hrw.org/reports /2012 /10/02/death-sentence-o; Tavanier YB, Institutions Remain Dumping Grounds for Forgotten People, Newsletter (European Coali-
tion for Community Living, 2009). http://www.opensocietyfoundations.org/publications /institutions-remain-dumping-grounds-forgotten-people.

United Nations General Assembly, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, Manfred
Nowak, A/63/175 (July 28, 2008).
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IB. HOW IS INSTITUTIONAL LIVING A
HUMAN RIGHTS ISSUE AND WHAT
IS COMMUNITY LIVING?

Introduction
This section focuses on CRPD Article 19 on the right of persons with disabilities to live independently and
to be included in the community. CRPD Article 19 provides that persons with disabilities have the right
to live in the community and to participate in society as equal citizens. This right is referred to as “the
right to community living” within this chapter. The right to community living reinforces that persons with
disabilities are not restricted in their choices and opportunities because of their own limitations, but rather
are restricted as a result of social and physical environmental barriers to their full and equal participation
within their communities. The focus of community living is to create an enabling social and physical envi-
ronment so that all persons are able to be included and participate in their community.

This section will begin by discussing violations of Article 19 on community living, focusing on segregation in
institutions as well as isolation in the community, including in group home and home living arrangements.
Additional human rights violations that occur in institutions including heightened risk of exploitation,
violence and abuse and will also be explored in the first section. The chapter will then examine the right to
community living and how this right may be implemented. As states move away from institutionalized living,
it is important to understand what alternatives are available that respect the right to community living.

The analysis in this section of the chapter is based solely upon CRPD Article 19.

How is institutional living a human rights issue?

Institutionalization violates the right to community living
Persons with disabilities are frequently segregated in institutions against their will where they are denied
the opportunity to make decisions about their lives or participate in the community as equal citizens.
Persons with disabilities are often deprived of their right to live independently and instead are placed in
residential institutions—a process known as “institutionalization.” The term ‘institutionalization’ is used
to describe a person with a disability who has been confined to an institution, often against their will, and
deprived of the ability to make decisions about their lives.

The most common conception of an institution is a large, long-term residence facility. However, rather
than focus upon a set of defining characteristics of institutional residences, human rights advocates focus
on the culture of institutions and their effect upon the individual as portrayed in the following description:

An institution is any place in which people who have been labelled as having a disability are isolat-
ed, segregated and /or congregated. An institution is any place in which people do not have, or are
not allowed to exercise control over their lives and day to day decisions. An institution is not defined
merely by its size.”

71 Parker C and Clements L, The European Union and the Right to Community Living: Structural Funds and the European Union’s Obligations under the Conven-
tion on the Rights of Persons with Disabilities (Open Society Foundations, 2012). http://www.opensocietyfoundations.org/sites/default/files /europe-com-
munity-living-20120507.pdf; European Coalition for Community Living, Wasted Time, Wasted Money, Wasted Lives—A Wasted Opportunity?, Focus Report
(2010): 78. http://community-living.info/documents/ECCL-StructuralFundsReport-final-WEB.pdf; Inclusion International, Inclusion International Cam-
paign on Article 19 — Living in the Community. http://www.inclusion-international.org/home/inclusion-international-campaign-on-article-19/.
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People with disabilities are frequently segregated in institutions against their will where they are denied the
opportunity to make decisions about their lives or participate in the community as equal citizens.

A large number of children and adults with disabilities are institutionalized globally. The United Nations
(UN) estimates that up to eight million children live in institutions.” The UN figure is likely to be an un-
derestimate, given that data collection and reporting in many countries is poor. For example, a European
Commiission-funded study of European Union member states and Turkey found that there are almost 1.2
million people with disabilities living in institutions in these countries alone.” The two largest groups who
are institutionalized are people with mental health problems and people with intellectual disabilities.’

Institutionalization of persons with disabilities persists, and new institutions for persons with disabilities
continue to be built. The European Union seeks to promote the social inclusion of people with disabilities.
However, even in countries that are members of the European Union little has been done to address the
institutionalization of people with disabilities and new institutions for people with disabilities continue to
be built in some EU member states.

CRPD Article 19 obligates States parties to recognize the right of persons with disabilities to live in the
community with choices equal to others and to ensure that they have the opportunity to choose their place
of residence, and where and with whom they live. While CRPD Article 19 does not make specific reference
to closing institutions, its provisions indicate that this is required. For example, the requirement that
States parties ensure that persons with disabilities have access to community services that support their
social inclusion and “prevent isolation or segregation from the community” is incompatible with persons
continuing to be placed in institutions.’s

Segregation in institutions isolates individuals from the community

Segregation in long-stay institutions, such as psychiatric facilities, social care homes and orphanages, is
the most significant human rights violation experienced by many children and adults with disabilities. The
segregation of persons with disabilities in long-stay institutions is in itself a human rights abuse because
it deprives them of their right to community living and to live independently. Furthermore, institutional-
ization reinforces the stigma and prejudice directed towards persons with disabilities and perpetuates the
misconceptions that they are incapable or unworthy of participating in community life.”®

In some countries, long-stay institutions are situated in remote rural areas. This means that residents
rarely, if ever, receive visitors and have little or no communication with the outside world—in in many
cases for the rest of their lives. For example, a 2004 study of residential institutions in France, Hungary,
Poland, and Romania found that “[cJontact with family, friends and community is limited.”””

72 United Nations General Assembly, Report of the independent expert for the United Nations study on violence against children, Aj61/299 (Aug. 29, 2006): 16.
http://www.unicef.org/violencestudy/reports /SG_violencestudy_en.pdf.

73 Mansell J et al, Deinstitutionalisation and community living — outcomes and costs: report of a European Study, Volume 2: Main Report (Canterbury: Tizard
Centre, University of Kent, 2007), (the DECLOC report). http://www.kent.ac.uk/tizard /research/DECL_network/documents/DECLOC_Volume_1_Exec_

Summary._final.pdf.
74 1d.
75 Parker C, A Community for All: Implementing Article 19 — A Guide for Monitoring the Implementation of Article 19 of the Convention on the Rights of Disabilities

(Open Society Foundations, Dec 2011). http://www.opensocietyfoundations.org/sites /default/files/community-for-all-guide-20111202.pdf; Hammarberg
T, The Right of People with Disabilities to Live Independently and be Included in the Community, CommDH/Issue Paper, (Council of Europe, 2012). https://
wcd.coe.int/ViewDoc.jsp?id=1917847.

76 United States Supreme Court, Decision of Olmsted v. LC, 527 US 581 (1999).

77 Freyhoff G et al, eds., Included in Society - Results and Recommendations of the European Research Initiative on Community-based Residential Alternatives for
Disabled People (European Commission, 2004). http://www.community-living.info/contentpics/226/Included_in_Society.pdf.
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Segregation in institutions denies the right to make choices

Institutional living denies persons with disabilities the right to choose where they live, how they live, and
with whom they associate. Institutional life is inherently a strictly controlled living and does not provide
opportunities for individuals to make choices.”

Segregation in institutions limits access to services within the community

Conditions within many institutions are poor and residents are not provided with adequate support or ser-
vices, including health and rehabilitation services. For example, the 2004 study mentioned above found
that “[r]esidents often live lives characterized by hours of inactivity, boredom and isolation” and that “[s]
taff numbers are frequently too low to provide habilitation and therapy.”?

Segregation in institutions limits participation in the community

Institutionalized persons with disabilities face major challenges in exercising their fundamental rights to
participate in the community. Particularly, institutionalized individuals are denied full and equal access to
education and employment, two major methods of community participation. Institutionalized individuals
are often denied educational opportunities, being either excluded from the education system or provided
segregated or poor quality education. Likewise, persons with disabilities are often denied opportunities to
work in the community. Some programs provide employment opportunities where persons with disabili-
ties are grouped together and given menial tasks, disregarding the individual’s choices and right to partici-
pate in the community.

Isolation within the community and isolation by improper service delivery

violate the right to community living
Individuals living in a home or group home setting are also subject to violations of the right to live in the
community. It is not the size of the residence that determines whether the right to live in community has
been violated. Rather, the right to community is violated when an individual is denied the right to live
independently, to exercise control over one’s life, and to participate in one’s community.

Violations of the right to community living occur when persons with disabilities living in a home or group
home are isolated or segregated as a result of how services are delivered or by a lack of services available
in the community. Violations occur:

... when people with disabilities who need some form of support in their everyday lives are required
to relinquish living in the community in order to receive that support; when support is provided in a
way that takes away people’s control from their own lives; when support is altogether withheld, thus
confining a person to the margins of the family or society; or when the burden is placed on people
with disabilities to fit into public services and structures rather than these services and structures
being designed to accommodate the diversity of the human condition.®

78 Hammarberg T, The Right of People with Disabilities to Live Independently and be Included in the Community, CommDH/Issue Paper, (Council of Europe,
2012). https://wcd.coe.int/ViewDoc.jsp?id=1917847.

79 Freyhoff G et al, eds., Included in Society - Results and Recommendations of the European Research Initiative on Community-based Residential Alternatives for
Disabled People (European Commission, 2004). http://www.community-living.info/contentpics/226/Included_in_Society.pdf.

80 Hammarberg T, The Right of People with Disabilities to Live Independently and be Included in the Community, CommDH/Issue Paper, (Council of Europe,
2012): 4. https://wcd.coe.int/ViewDoc.jsp?id=1917847.
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This means that a person is denied their right to live in the community if he/she is prohibited from leaving
the house, or faces barriers to accessing education or health services, or pursuing employment. Not only
do structural barriers such as inaccessible places, technologies, or services cause isolation and segregation,
but stigma and a lack of support within the community can also results in isolation of persons with dis-
abilities from their communities.®’ These social, physical, and economic barriers or hindrances prevent full
participation in the community, and constitute violations of CRPD Article 19.

Persons with disabilities living in institutions experience additional
violations of their human rights, beyond the right to community living.

Persons with disabilities living in institutions are at higher risk of torture and other cruel, inhuman or
degrading treatment or punishment, in violation of CRPD Article 15. Reports have shown that residents of
institutions are subjected to serious and sustained human rights violations, ranging from inadequate food,
heating and clothing to barbaric treatment such as the unmodified (without anaesthesia or muscle relax-
ants) use of electro-convulsive therapy, the use of cage beds, sexual abuse, forced sterilisation and other
forms of “treatment” without their consent.®

The United Nations Special Rapporteur on torture and other cruel, inhuman or degrading treatment of
punishment (Special Rapporteur on Torture) explains the vulnerability of persons with disabilities in insti-
tutions to torture:

Torture, as the most serious violation of the human right to personal integrity and dignity, presupposes
a situation of powerlessness, whereby the victim is under the total control of another person. Persons
with disabilities often find themselves in such situations, for instance when they are deprived of their lib-
erty in prisons or other places, or when they are under the control of their caregivers or legal guardians.
In a given context, the particular disability of an individual may render him or her more likely to be in a
dependant situation and make him or her an easier target of abuse. However, it is often circumstances
external to the individual that render them “powerless”, such as when one’s exercise of decision-making
and legal capacity is taken away by discriminatory laws or practices and given to others.®

Torture against persons with disabilities has been widely reported and documented within institutions.
Persons with disabilities, when committed to a residential institution for long-term stay, are dependent
upon the institution for their care, support and social needs. Persons with disabilities have been subjected
to neglect, severe forms of restraint and seclusion, as well as physical, mental and sexual violence inside
institutions.® A lack of reasonable accommodation in detention facilities can increase the risk of neglect,
violence, abuse, torture and ill-treatment.®

Torture in institutions must be addressed by prohibiting and terminating all institutionalized living. The
Special Rapporteur on Torture, Juan Méndez, writes in his 2013 interim report that “The Committee on the
Rights of Persons with Disabilities has been very explicit in calling for the prohibition of disability-based

81
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Amnesty International, Bulgaria: Far from the Eyes of Society: Systematic Discrimination against People with Mental Disabilities (Oct. 2002). http://www.am-
nesty.org/en/library/info/EUR15/005/2002; Amnesty International and Mental Disability Advocacy Center, Cage Beds: Inhuman and Degrading Treatment
in Four Accession Countries (2003). http://www.mdac.info/en/resources/cage-beds-inhuman-and-degrading-treatment-or-punishment-four-eu-accession-
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United Nations General Assembly, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, Manfred

Nowak, A/63/175 (July 28, 2008).

United Nations General Assembly, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, Manfred

Nowak, A/63/175 (July 28, 2008).
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detention, i.e. civil commitment and compulsory institutionalization or confinement based on disability.
It establishes that community living, with support, is no longer a favourable policy development but an
internationally recognized right.”%¢

What is the human rights-based approached of
community living?

Right to community living

CRPD Article 19 establishes that people with disabilities have a right to live in the community and to par-
ticipate in society as equal citizens. By ratifying the CRPD, States parties make a commitment to ensuring
that persons with disabilities can live and participate fully in their communities. The right to community
living requires the closing of institutions and prohibiting institutionalized living.” Therefore, governments
must provide the support and structures that enable persons with disabilities to live and participate in the
community. “This will encompass a range of services and supports such as housing, including supported
housing, care in the family home, social work support, and supported employment, as well as access to
mainstream services such as health care.”®

CRPD Article 19:

Living independently and being included in the community

States parties to this Convention recognize the equal right of all persons with disabilities to live in the
community, with choices equal to others, and shall take effective and appropriate measures to facilitate full
enjoyment by persons with disabilities of this right and their full inclusion and participation in the commu-
nity, including by ensuring that:

(a) Persons with disabilities have the opportunity to choose their place of residence and where and
with whom they live on an equal basis with others and are not obliged to live in a particular living
arrangement;

(b) Persons with disabilities have access to a range of in-house, residential and other community
support services, including personal assistance necessary to support living and inclusion in the
community, and to prevent isolation or segregation from the community;

(c) Community services and facilities for the general population are available on an equal basis to
persons with disabilities and are responsive to their needs.

Community living is closely linked with other human rights including the right to liberty, non-discrimi-
nation, bodily integrity, privacy, and freedom from torture, violence, exploitation, and abuse. However,
community living is more than the realization of these rights. “The core of the right, which is not covered
by the sum of the other rights, is about neutralising the devastating isolation and loss of control over one’s
life, wrought on people with disabilities because of their need for support against the background of an
inaccessible society.”?
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Article 19 establishes that States parties can ensure full inclusion and participation in the community by
(a) providing persons with disabilities to opportunity to choose where and with whom they live; (b) pro-
viding a range of support services; and (c) ensuring that all public services are provided to persons with
disabilities on an equal basis. These three components of community living are each important to realiz-
ing community living:

1. Choice. Ensuring that persons with disabilities have the opportunity to choose where and with whom
they live implicates the right to equal recognition before the law (Art 12 on legal capacity). Article 12 of
the CRPD affirms the right of everyone to make their own decisions. Article 12(2) states that “States
Parties shall recognize that persons with disabilities enjoy legal capacity on an on equal basis with oth-
ers in all aspects of life.” Therefore, current state laws on involuntary commitment and guardianship
should be revisited in light of the rights articulated in Article 12 and Article 19.

2. Individualized support services. In order to ensure that persons with disabilities are enabled to live in
the community, they must have access to a full range of services including housing and community
support services, which includes personal assistance. Community support services could include
a broad range of services including access to social workers, supported employment and access to
health care. The CRPD establishes that access to all services necessary to “to prevent isolation or seg-
regation from the community” is an essential component of the right to community living.

Many countries do not have the resources necessary to provide extensive services. However the CRPD
provides in Article 4(2) that States parties are obligated to “take measures to the maximum of its available
resources ... with a view to achieving progressively the full realization of these rights.” Therefore, States
parties must continuously strive to implement the right to live in the community by taking steps over time
and to the maximum of their resources. This extends to the State’s obligation to provide the resources
and support services necessary to realize the right to community living for persons with disabilities.

3. Inclusive community services. Article 19 establishes that community services and facilities for the gen-
eral population must be available on an equal basis to persons with disabilities and are responsive to
their needs. This means that all public services and facilities must accessible to persons with disabili-
ties, and reasonable accommodations should be made.

Implementing the right to community living

Governments must make a commitment to community living in order to ensure the right of persons with
disabilities to living in the community. The former Council of Europe’s Commissioner for Human Rights,
Thomas Hammarberg recommends to “...set deinstitutionalisation as a goal and develop a transition plan
for phasing out institutional options and replacing them with community-based services, with measurable
targets, clear timetables and strategies to monitor progress.”*

When implementing community living policies and programs, governments should be guided in all
decisions by the CRPD, especially the CRPD general principles. There is “less clarity with regard to the
mechanisms that replace institutionalisation and would constitute a human rights-based response.”?'
Effective deinstitutionalisation requires an understanding that the right to community living is more than
just access to the physical placement in the community; rather, living in the community is linked to issues
of autonomy and choice.*
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There are also budgetary considerations that must be accounted for in implementing the right to commu-
nity living. “For living independently and being included in the community to become a reality, social pol-
icy reform is needed, which has budgetary implications, involves multiple stakeholders, and necessitates
coordination across government ministries and local authorities.”?

To provide guidance on key areas of work that governments will need to take to comply with CRPD Article
19, the Open Society Public Health Program has developed a checklist. % The ten action points from this
list are:

A Community for All: A Guide for Monitoring the Implementation of
Article 19 of the Convention on the Rights of Disabilities

1. Commit to transforming the system from institutional services to community- based services

2. Provide explicit recognition of the right to community living for all (the right of all persons with
disabilities to live in the community, ‘with choices equal to others’)

3. Develop a national strategy for transforming the system from institutional placements to commu-
nity-based services

4. Establish mechanisms to enable the participation of civil society, in particular, people with disabili-
ties and their families

5. Develop links with experts (international and national)
6. Review legislation, policies and practices relevant to the implementation of Article 19
7. Review existing services for people with disabilities

8. Ensure transparency and accountability in the use of public funds
9. Establish mechanisms for data collection

10. Establish mechanisms for periodic review of the action plan and national strategy

Organizations are beginning to develop resources and tools to provide guidance on the process of dein-
stitutionalization and the transition to community living, and many of these are listed in the resources
section of this chapter. For example, the European Expert Group on the Transition from Institutional to
Community-based Care has published a resource that provides detailed guidance on transitioning from
institutionalization to community living called “Common European Guidelines on the Transition from
Institutional to Community Based Care”% as well as a toolkit on the use of European Union Funds.

93 Id.
94 Parker C, A Community for All: Implementing Article 19 — A Guide for Monitoring the Implementation of Article 19 of the Convention on the Rights of Disabilities

(Open Society Foundations, Dec 2011). http://www.opensocietyfoundations.org/sites/default/files/community-for-all-guide-20111202.pdf.

95 European Expert Group on the Transition from Institutional to Community-based Care, Common European Guidelines on the Transition from Institutional
to Community Based Care: Guidance on implementing and supporting a sustained transition from institutional care to family-based and community-based alter-
natives for children, persons with disabilities, persons with mental health problems and older persons in Europe (Nov. 2012). http://deinstitutionalisationguide.
eu/wp-content/uploads/2012/12/2012-12-07-Guidelines-11-123-2012-FINAL-WEB-VERSION.pdf. See also, European Expert Group on the Transition from
Institutional to Community-based Care, Toolkit on the Use of European Union Funds for the Transition from Institutional to Community-based Care (Nov.
2012). http://deinstitutionalisationguide.eu/.
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2. WHICH ARE THE MOST RELEVANT INTERNATIONAL
AND REGIONAL HUMAN RIGHTS STANDARDS RELATED
TO DISABILITY, HEALTH AND COMMUNITY LIVING?

How to read the tables

Tables A and B provide an overview of relevant international and regional human rights instruments. They
provide a quick reference to the rights instruments and refer you to the relevant articles of each listed hu-
man right or fundamental freedom that will be addressed in this chapter.

From Table 1 on, each table is dedicated to examining a human right or fundamental freedom in detail as it
applies to persons with disabilities. The tables are organized as follows:

Human right or fundamental freedom

Examples of Human Rights Violations

Human rights standards UN treaty body interpretation

This section provides general comments issued by UN treaty bodies as
well as recommendations issued to States parties to the human right
treaty. These provide guidance on how the treaty bodies expect countries
to implement the human rights standards listed on the left.

Human rights standards Case law

This section lists case law from regional human rights courts only. There
may be examples of case law at the country level, but these have not been
included. Case law creates legal precedent that is binding upon the states
under that court’s jurisdiction. Therefore it is important to know how the
courts have interpreted the human rights standards as applied to a specif-
ic issue area.

Other interpretations: This section references other relevant interpretations of the issue.
It includes interpretations by:

« UN Special Rapporteurs

« UN working groups

« International and regional organizations

« International and regional declarations

The tables provide examples of human rights violations as well as legal standards and precedents that can
be used to redress those violations. These tools can assist in framing common health or legal issues as
human rights issues, and in approaching them with new intervention strategies. In determining whether
any human rights standards or interpretations can be applied to your current work, consider what viola-
tions occur in your country and whether any policies or current practices in your country contradict human
rights standards or interpretations.

Human rights law is an evolving field, and existing legal standards and precedents do not directly address

many human rights violations. Through ongoing documentation and advocacy, advocates can build a
stronger body of jurisprudence on disability and human rights.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghts Resource Guide 9.22



Abbreviations

Disability
Community Living

In the tables, we use the following abbreviations to refer to the thirteen treaties and their corresponding

enforcement mechanisms:

Treaty

Enforcement Mechanism

Universal Declaration of Human Rights (UDHR)

None

Convention on the Rights of Persons with Disabilities
(CRPD)

Committee on the Rights of Persons with Disabilities
(CRPD)

International Covenant on Civil and Political Rights
(ICCPR)

Human Rights Committee (HRC)

International Covenant on Economic, Social, and
Cultural Rights (ICESCR)

Committee on Economic, Social and Cultural Rights
(CESCR)

nation Against Women (CEDAW)

Convention on the Elimination of All Forms of Discrimi-

Committee on the Elimination of Discrimination Against
Women (CEDAW Committee)

International Convention on the Elimination of All
Forms of Racial Discrimination (ICERD)

Committee on the Elimination of Racial Discrimination
(CERD)

Convention on the Rights of the Child (CRC)

Committee on the Rights of the Child (CRC Committee)

Convention against Torture and Other Cruel, Inhuman
or Degrading Treatment (CAT)

Committee against Torture (CAT)

African Charter on Human and Peoples’ Rights and
Protocols (ACHPR)

African Commission on Human and Peoples’ Rights
(ACHPR Commission)

[European] Convention for the Protection of Human
Rights and Fundamental Freedoms (ECHR)

European Court of Human Rights (ECtHR)

1996 Revised European Social Charter (ESC)

European Committee of Social Rights (ECSR)

American Convention on Human Rights (ACHR)

Inter-American Court of Human Rights (IACHR)

American Declaration of the Rights and Duties of Man
(ADRDM)

Inter-American Court of Human Rights (IACHR)

Also cited are the former Commission on Human Rights (CHR) and various UN Special Rapporteurs (SR)

and Working Groups (WG).
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Table A: International Human Rights Instruments and Protected
Rights and Fundamental Freedoms

UDHR CRPD ICCPR ICESCR | CEDAW ICERD CRC
Non-discrimination Art. 1, Art. 2(1), | Art. 2(2), Art. 2,
and Equality Art. 2 Art.5 Art. 3 Art. 3 Art.2, Al Art. 5, All Art. 2
Independent Living Art. 19 Art.
23(1,2)
Sup[?orted Decision Art. 12
Making
Equality before the Law At 6 Art.5(1), | Art.16, Art. s
Art. 12 Art. 26
Health Art. 23
Art. 25 Art. 25 Art. 12 Art. 12 Art.. 5(¢) (3, 4),
(iv)
Art. 24
Informed Consent Art. 25(d)
Sexual and Art. 12(1), Art. 24(>
Reproductive Health Art. 25(a) Art. 14(2) .(f)4( )
(b)
Education Art. 23
Art.5(e) | (3, 4),
Art. 26 Art. 24 Art. 13 Art. 10 V) Art. 28,
Art. 29
Employment Art. 6, Art. 5(e)
Art. 23 Art. 27 Art. 7 Art. 11 ()
Life Art. 3 Art.10 | Art. 6(1) Art. 6(1)
Liberty and Security
of Person Art. 3 Art.14 | Art. 9(1) Art. 37(b)
Exploitation, Violence Art.19,
and Abuse Art. 16 Art.32(1),
Art. 34,
Art. 36
Torture or Cruel, In-
human or Degrading Art. 5 Art. 15 Art. 7 Art. 37(a)
Treatment*

*See also Convention against Torture and Other Cruel, Inhuman or Degrading Treatment or Punishment,

Article 2.
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Table B: Regional Human Rights Instruments and Protected Rights
and Fundamental Freedoms

Africa: Europe: Europe: Americas: Americas:

ACHPR ECHR ESC ADRDM ACHR
Non-Discrimination and Art. 2

. ' Art. Art. E Art. I Art.
Equality Art. 19 .14 t t t.1(0)
Independent Living Art. 15
Supported Decision
Making
Equality before the Law Art. 11,
Art. 3 Art. XVI| Art. 3
Health Art. 16 Art.11, Art. XI
Art. 13

Informed Consent
Sexual and Reproductive
Health
Education Art. 17 Art. XII
Employment Art. 15 Art. 1 Art. XIV
Life Art. 4 Art. 2 Art. | Art. 4
Liberty and Security of
Person Art. 6 Art. 5(1) Art. | Art. 7(1)
Exploitation, Violence
and Abuse Art. 5
Torture or Cruel, In-
human or Degrading Art. 5 Art. 3 Art. 5(2)
Treatment
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Table I: Disability and non-discrimination

Examples of Human Rights Violations

«  Persons with disabilities are disproportionately underrepresented in the labor market.

«  Persons with disabilities are not provided an accommodation to ensure access to health care services or places of work.

«  Children with disabilities are discriminated against in the classroom because teachers misunderstand the disability or
consider the child ‘handicapped’.

Human Rights Standards

Treaty Body Interpretation

CRPD g5 (1) States Parties
recognize that all persons are
equal before and under the
law and are entitled without
any discrimination to the
equal protection and equal
benefit of the law.

(2) States Parties shall prohibit
all discrimination on the basis
of disability and guarantee to
persons with disabilities equal
and effective legal protection
against discrimination on all
grounds.

(3) In order to promote equal-
ity and eliminate discrimina-
tion, States Parties shall take
all appropriate steps to ensure
that reasonable accommoda-
tion is provided.

(4) Specific measures which
are necessary to accelerate or
achieve de facto equality of
persons with disabilities shall
not be considered discrimi-
nation under the terms of the
present Convention.

CRPD: recommending that Argentina “incorporate the concept of reasonable accommoda-
tion into its anti-discrimination legislation and to ensure that the relevant laws and regula-
tions define the denial of reasonable accommodation as a form of discrimination on grounds
of disability. The Committee recommends that the State party take steps to simplify existing
judicial and administrative remedies in order to enable persons with disabilities to report
acts of discrimination to which they have been subjected. The Committee also recommends
that the State party devote special attention to the development of policies and programmes
for persons with disabilities who belong to indigenous peoples and for deaf-blind persons
with a view to putting an end to the many forms of discrimination to which these persons
may be subjected.” CRPD/C/ARG/CO/1 (CRPD, 2012).

CRPD: reiterating to Spain that the denial of reasonable accommodation constitutes discrim-
ination and that the duty to provide reasonable accommodation is immediately applicable
and not subject to progressive realization. CRPD/C/ESP/CO/1 (2011).

CRPD: “[tlhe Committee urges Spain to expand the protection of discrimination on the
grounds of disability to explicitly cover multiple disability, perceived disability and associa-
tion with a person with a disability, and to ensure the protection from denial of reasonable
accommodation, as a form of discrimination, regardless of the level of disability. Moreover,
guidance, awareness-raising and training should be given to ensure a better comprehension
by all stakeholders, including persons with disabilities, of the concept of reasonable accom-
modation and prevention of discrimination. CRPD/C/ESP/CO/1 (2011).

CRPD: calling upon Hungary to adopt effective and specific measures to ensure equality and
prevent multiple forms of discrimination of women and girls with disabilities in its policies,
and to mainstream a gender perspective in its disability-related legislation and policies. CRP-
D/C/HUN/CO/1 (2012).

CRPD: calling upon Hungary, Spain, Tunisia and China to take steps to ensure that its leg-
islation explicitly prescribes that failure to provide reasonable accommodation constitutes
a prohibited act of discrimination. CRPD/C/HUN/CO/1 (2012), CRPD/C/ESP/CO/1 (2011),
CRPD/C/TUN/CO/1(2011), CRPD/C/CHN/CO/1 (2012).

CRPD: urging China to take measures to fight the widespread stigma in relation to boys and
girls with disabilities and revise their strict family planning policy so as to combat the root
causes for the abandonment of boys and girls with disabilities. CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that Peru place emphasis on the development of policies and pro-
grammes on indigenous and minority persons with disabilities—in particular women and
children with disabilities that live in rural areas, as well as persons of African descent—in
order to address the multiple forms of discrimination that these persons may suffer. CRP-
D/C/PER/CO/1 (2012).
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Human Rights Standards

Treaty Body Interpretation

CRPD: urging that Peru accelerate its efforts to eradicate and prevent discrimination against
women and girls with disabilities by incorporating gender and disability perspectives in all
programmes, as well as by ensuring their full and equal participation in decision-making. The
Committee also urged Peru to amend its legislative framework to provide special protection
to women and girls with disabilities, as well as to adopt effective measures to prevent and
redress violence against women and girls with disabilities. CRPD/C/PER/CO/1 (2012).

CRPD: recommending that Tunisia act with urgency to include an explicit prohibition of
disability-based discrimination in an anti-discrimination law, as well as ensure that disabil-
ity-wbased discrimination is prohibited in all laws, particularly those governing elections,
labor, education, and health, among others. CRPD/C/TUN/CO/1(2011).

CRC 3 (1) States Parties recog-
nize that a mentally or phys-
ically disabled child should
enjoy a full and decent life,

in conditions which ensure
dignity, promote self-reliance
and facilitate the child’s active
participation in the commu-
nity ...

CRC Commiittee: recommending that Azerbaijan “undertake awareness-raising campaigns on
eliminating discrimination against children with disabilities, and consider enacting legislation
explicitly prohibiting such discrimination.” CRC/C/AZE/CO/3-4 (CRC, 2012).

CRC Committee: recommending that Australia and Azerbaijan “establish a clear legislative
definition of disability, including for learning, cognitive and mental disabilities, with the
aim of accurately identifying children with disabilities to effectively address their needs in a
non-discriminatory manner.” CRC/C/AUS/CO/4 (CRC, 2012); CRC/C/AZE/CO/3-4 (CRC,
2012).

CRC Committee: recommending that Andorra “Increase budget allocations to provide
children with disabilities with equal access to adequate social and health services, including
psychological support , counselling services, parental guidance for families of children with
disabilities, and tailored services for children with learning difficulties and behavioural disor-
ders, and raise awareness about all services available.” CRC/C/AND/CO/2 (CRC, 2012).

CRC Committee: recommending that Namibia “Ensure that all legislation on children,
including the proposed Child Care and Protection Bill, include a specific prohibition of dis-
crimination on the ground of disability, and develop holistic and coordinated programmes
across ministries on the rights of children with disabilities.” CRC/C/NAM/CO/2-3 (CRC,
2012).
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Table 2: Disability and the right to live independently and
be included in the community (community living)

Examples of Human Rights Violations

«  Persons with disabilities who are institutionalized.

+  Dedication of resources to the reconstruction of large residential institutions.

« Lack of resources and services to help persons with disabilities live within their communities.

« Achild is placed in an institution because she is diagnosed with Down Syndrome and her parents are told that there is
no support available to help them raise her at home.

«  Ayoung man with intellectual disabilities is admitted to a social care home far from his home because his mother has
become ill and can no longer look after him without some help.

Human Rights Standards

Treaty Body Interpretation

CRPD 19 States Parties to this Con-
vention recognize the equal right of all
persons with disabilities to live in the
community, with choices equal to others,
and shall take effective and appropriate
measures to facilitate full enjoyment by
persons with disabilities of this right and
their full inclusion and participation in
the community, including by ensuring
that:

(a) Persons with disabilities have the
opportunity to choose their place of
residence and where and with whom they
live on an equal basis with others and are
not obliged to live in a particular living
arrangement;

(b) Persons with disabilities have access
to a range of in-, residential and other
community support services, including
personal assistance necessary to support
living and inclusion in the community,
and to prevent isolation or segregation
from the community;

(c) Community services and facilities for
the general population are available on
an equal basis to persons with disabilities
and are responsive to their needs.

CRPD: recommending that Spain ensure an adequate level of funding is made
available to effectively enable persons with disabilities to: enjoy the freedom to
choose their residence on an equal basis with others; access a full range of in-
home, residential and other community services for daily life, including personal
assistance; and enjoy reasonable accommodation so as to better integrate into
their communities. CRPD/C/ESP/CO/1 (20m1).

CRPD: encouraging Spain to expand resources for personal assistants to all per-
sons with disabilities in accordance with their requirements. CRPD/C/ESP/CO/
(20m).

CRPD: recommending that Argentina “implement the deinstitutionalization strat-
egies that it has adopted in an effective manner and to develop and implement
mental health plans based on the human rights model of disability, along with ef-
fective measures to promote the deinstitutionalization of persons with disabilities.”
CRPD/C/ARG/CO/1 (CRPD, 2012)

CRPD: calling upon Hungary “to ensure that an adequate level of funding is
made available to effectively enable persons with disabilities to: enjoy the free-
dom to choose their residence on an equal basis with others; access a full range
of in-home, residential and other community services for daily life, including per-
sonal assistance; and enjoy reasonable accommodation with a view to support-
ing their inclusion in their local communities.” CRPD/C/HUN/CO/1 (2012).

CRPD: calling upon Hungary to take appropriate measures to enable men and
women with disabilities who are of marriageable age to marry and found a family,
as well as to provide adequate support services to men and women, boys and
girls with disabilities to enable them to live with their families, with a view to
prevent and reduce the risk of placement in an institution. CRPD/C/HUN/CO/1
(2012).

CRPD: calling upon Hungary to undertake greater efforts to make available the
necessary professional and financial resources, especially at the local level, to
promote and expand community-based rehabilitation and other services in their
respective local communities to children with disabilities and their families, in or-
der to enable children with disabilities to live with their families, as recommend-
ed by the Committee on the Rights of the Child (CRC/C/HUN/CO/2). CRPD/C/
HUN/CO/1 (2012).
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Human Rights Standards

Treaty Body Interpretation

CRPD: recommending that China take immediate steps to phase out and elimi-
nate institutional-based care for people with disabilities. Further, the Committee
recommends China to consult with organisations of persons with disabilities on
developing support services for persons with disabilities to live independently in
accordance with their own choice. Support services should also be provided to
persons with a high level of support needs. CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that China develop a wide range of community-based ser-
vices and supports that respond to needs expressed by persons with disabilities,
and respect the person’s autonomy, choices, dignity and privacy, including peer
support and other alternatives to the medical model of mental health. CRPD/C/
CHN/CO/1 (2012).

CRPD: urging Peru to initiate comprehensive programmes to enable persons
with disabilities to access a whole range of in-home, residential and other com-
munity support services, including personal assistance necessary to support
living and inclusion in the community, and to prevent isolation or segregation
from the community, especially in rural areas. CRPD/C/PER/CO/1 (2012).

CRC 23 (1) States Parties recognize that

a mentally or physically disabled child
should enjoy a full and decent life, in
conditions which ensure dignity, promote
self-reliance and facilitate the child’s
active participation in the community.

CRC General Comment No. 7: explaining that “[e]arly childhood is the period
during which disabilities are usually identified and the impact on children’s wellbe-
ing and development recognized. Young children should never be institutionalized
solely on the grounds of disability. It is a priority to ensure that they have equal
opportunities to participate fully in education and community life, including by

the removal of barriers that impede the realization of their rights. Young disabled
children are entitled to appropriate specialist assistance, including support for their
parents (or other caregivers). Disabled children should at all times be treated with
dignity and in ways that encourage their self-reliance.” CRC/C/GC/7/Rev.1 (2006),
para. 36(d).

CRC Committee: recommending that Australia “Take measures to de-institution-
alize children with disabilities and further strengthen support to families to enable
them to live with their parents.” CRC/C/AUT/CO/3-4 (CRC, 2012).

CRC Commiittee: recommending that Egypt “[s]trengthen the availability and
accessibility of community-based educational and health services for children
with disabilities, in particular by strengthening inclusive education which
promotes the child’s self-reliance and active participation in the community in
line with article 23, paragraph 1 of the Convention.” CRC/C/EGY/CO/3-4
(CRC, 2011).

CRC Commiittee: recommending that the Czech Republic implement of measures
to provide alternatives to the institutionalization of disabled and for the strength-
ening of community-based programmes to enable them to stay at home with
their families in. CRC/C/15/ADD.201 (CRC, 2003), para. 49.

CRC Commiittee: recommending that Hungary implement community-based re-
habilitation programmes, including parent support groups, to avoid the margin-
alization and exclusion of disabled children and children with disabled parents.
CRC/C/HUN/CO/2 (CRC, 2006), para. 40.
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Table 2 (cont.)

Other Interpretations

The UN Standard Rules on the Equalization of Opportunities for Persons with Disabilities 1993: “Persons with disabilities are members of
society and have the right to remain within their local communities. They should receive the support they need within the ordinary struc-
tures of health, employment and social services.”

Council of Europe Commissioner for Human Rights: “The right to live in the community applies to all people with disabilities. No matter
how intensive the support needs, everyone, without exception, has the right and deserves to be included and provided with opportunities
to participate in community life. Time and again it has been demonstrated that people who were deemed too ‘disabled’ to benefit from
community inclusion thrive in an environment where they are valued, where they partake in the everyday life of their surrounding communi-
ty, where their autonomy is nurtured and they are given choices.” (CommDH/IssuePaper(2012)3).

Council of Europe, Recommendation (2006) 5 of the Committee of Ministers to member states on the Council of Europe Action Plan to
promote the rights and full participation of people with disabilities in society: improving the quality of life of people with disabilities in
Europe 2006-2015: “People with disabilities should be able to live as indepenzzdently as possible, including being able to choose where and
how to live. Opportunities for independent living and social inclusion are first and foremost created by living in the community. Enhancing
community living . . . requires strategic policies which support the move from institutional care to community-based settings . .. .”

The Parliamentary Assembly of the Council of Europe, Report of the Social, Health and Family Affairs Committee: “The practice of placing
children and adults with disabilities into institutions undermines their inclusion as they are kept segregated from the rest of society and
suffer serious damage to their healthy development and obstruction of the exercise of other rights. Deinstitutionalisation is a prerequisite
to enabling people with disabilities to become as independent as possible and take their place as full citizens with the opportunity to access
education and employment, and a whole range of other services.” Doc 11694 (August 8, 2008).
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Table 3: Disability and the right to supported decision-making

Examples of Human Rights Violations

« Anindividual is denied the right to make decisions about their life because the court has declared them legally incapaci-
tated and appointed a guardian.

« Anindividual is denied the opportunity to decide where he/she lives and with whom.

« Anindividual is denied the right to vote because the court has declared them legally incapacitated.

Human Rights Standards

Treaty Body Interpretation

CRPD 12 (2) States Parties
shall recognize that persons
with disabilities enjoy legal
capacity on an equal basis

with others in all aspects
of life.

(3) States Parties shall take
appropriate measures to
provide access by persons
with disabilities to the
support they may require
in exercising their legal
capacity.

(4) States Parties shall
ensure that all measures
that relate to the exercise
of legal capacity provide
for appropriate and effec-
tive safeguards to prevent
abuse in accordance with
international human rights
law. Such safeguards shall
ensure that measures relat-
ing to the exercise of legal
capacity respect the rights,
will and preferences of the
person, are free of con-
flict of interest and undue
influence, are proportional
and tailored to the person’s
circumstances, apply for
the shortest time possible
and are subject to regular
review by a competent,
independent and impartial
authority or judicial body.
The safeguards shall be
proportional to the degree
to which such measures
affect the person’s rights
and interests.

CRPD: recommending that Argentina “launch an immediate review of all current legislation
that is based on a substitute decision-making model that deprives persons with disabilities
of their legal capacity. At the same time, the Committee urges the State party to take steps to
adopt laws and policies that replace the substitute decision-making system with a supported
decision-making model that upholds the autonomy, wishes and preferences of the persons
concerned. In addition, the Committee recommends that training workshops on the human
rights model of disability be organized for judges to encourage them to adopt the supported
decision-making system instead of granting guardianships or trusteeships.”
CRPD/C/ARG/CO/1 (CRPD, 2012)

CRPD: recommending that Spain and Tunisia review the laws allowing for guardianship and
trusteeship, and take action to develop laws and policies to replace regimes of substitute de-
cision-making by supported decision-making, which respects the person’s autonomy, will and
preferences. It further recommends that training be provided on this issue for all relevant pub-
lic officials and other stakeholders. CRPD/C/ESP/CO/1 (2011), CRPD/C/TUN/CO/1(2011).

CRPD: recommending that Hungary use effectively the current review process of its Civil
Code and related laws to take immediate steps to derogate guardianship in order to move
from substitute decision-making to supported decision-making, which respects the person’s
autonomy, will and preferences and is in full conformity with article 12 of the Convention,
including with respect to the individual’s right, on their own, to give and withdraw informed
consent for medical treatment, to access justice, to vote, to marry, to work, and to choose
their place of residence. CRPD/C/HUN/CO/1 (2012).

CRPD: urging China to “adopt measures to repeal the laws, policies and practices which
permit guardianship and trusteeship for adults and take legislative action to replace regimes
of substituted decision-making by supported decision making, which respects the person’s
autonomy, will and preferences, in the exercise of one’s legal capacity in accordance with
Article 12 of the CRPD. In addition, the Committee recommended that China, in consultation
with DPOs, prepare a blueprint for a system of supported decision-making, and legislate and
implement it which includes:

«  Recognition of all persons’ legal capacity and right to exercise it.
«  Accommodations and access to support where necessary to exercise legal capacity.

«  Regulations to ensure that support respects the person’s autonomy, will and preferences
and establishment of feedback mechanisms to ensure that support is meeting the per-
son’s needs.

«  Arrangements for the promotion and establishment of supported decision-making.”
CRPD/C/CHN/CO/1 (2012).

CRPD: urging Peru to abolish the practice of judicial interdiction and review the laws allowing
for guardianship and trusteeship to ensure their full conformity with article 12 of the Conven-
tion and to take action to replace regimes of substitute decision-making by supported deci-
sion-making, which respects the person’s autonomy, will, and preferences.
CRPD/C/PER/CO/1 (2012).
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Table 4: Disability and equality before the law

Examples of Human Rights Violations

right to vote.

«  Persons with disabilities are not given identity cards.
«  Persons with disabilities who are declared incompetent by a court are consequently also denied civil rights such as the

«  No legal remedies and safeguards against guardianship, such as independent review and right to appeal.
«  Persons with disabilities are denied the ability to exercise the right to marry.

Human Rights Standards

Treaty Body Interpretation

CRPD 12 (1) States Parties reaffirm that per-
sons with disabilities have the right to recog-
nition everywhere as persons before the law.

(2) States Parties shall recognize that persons
with disabilities enjoy legal capacity on an
equal basis with others in all aspects of life.

(3) States Parties shall take appropriate
measures to provide access by persons with
disabilities to the support they may require in
exercising their legal capacity. ...

CRPD: noting that in Peru it is reported “that a number of persons with dis-
abilities, especially those living in rural areas and in long-term institutional
settings, do not have identity cards and, sometimes, have no name” and
urging Peru to promptly initiate programmes in order to provide identity doc-
uments to persons with disabilities, including in rural areas and in long-term
institutional settings, and to collect complete and accurate data on people
with disabilities in institutions who are currently undocumented and/or do not
enjoy their right to a name. CRPD/C/PER/CO/1 (2012).

CRPD: urging Peru to amend the Civil Code in order to adequately guarantee
the exercise of civil rights, particularly with regards to the right to marry to all
persons with disabilities. CRPD/C/PER/CO/1 (2012).

CRPD: recommending that China revise their laws to ensure that all persons
with disabilities have the right to vote. CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that Peru:

(a) “Restore voting rights to all people with disabilities who are excluded
from the national voter registry, including people with disabilities subject
to judicial interdiction.

(b) Reach out to vulnerable individuals and protect people with disabili-
ties from such violations in the future, including through relevant training.

(c) Guarantee the right to vote of people with disabilities in institutions,
by ensuring that they are physically permitted to go to assigned polling
stations and have the support required to do so, or to permit alternative
options.” CRPD/C/PER/CO/1 (2012).
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Table 5: Disability and the right to the highest attainable

standard of health

Examples of Human Rights Violations

them.

proper treatment.

« A person with a disability is denied care at a local health center because the physician does not know how to care for

« A person with limited mobility cannot access a health care facility.

«  Rural citizens with disabilities cannot access health facilities because they are too far.

« A person with a disability does not have the ability to pay for needed health care services.

«  Specialized health services for children with disabilities are not readily available leading to late diagnosis and/or im-

«  Lack of early detection programmes of disabilities for children.

«  There are no rehabilitation services offered to individuals with disabilities in a certain city.

« A woman with a schizophrenia diagnosis is told by nursing staff that her abdominal pain is ‘all in your head'. She is
later diagnosed with ovarian cancer.

«  Women with disabilities are denied reproductive health services.

While States parties have an obligation to move as expeditiously as possible towards the full realization of the right to health,
States are immediately obligated to ensure non-discrimination in access to health care. Therefore, discrimination on the basis
of disability is prohibited regardless of a State’s resources.

Human Rights Standards

Treaty Body Interpretation

CRPD 25 States Parties recognize
that persons with disabilities have
the right to the enjoyment of the
highest attainable standard of
health without discrimination on
the basis of disability. States Parties
shall take all appropriate measures
to ensure access for persons with
disabilities to health services that
are gender-sensitive, including
health-related rehabilitation. In par-
ticular, States Parties shall: . . .

(d) Require health professionals to
provide care of the same quality to
persons with disabilities as to oth-
ers, including on the basis of free
and informed consent by, inter alia,
raising awareness of the human
rights, dignity, autonomy and needs
of persons with disabilities through
training and the promulgation of
ethical standards for public and
private health care;

CRPD: recommending that China adopt measures to ensure that all health care and ser-
vices provided to persons with disabilities, including all mental health care and services,
be based on the free and informed consent of the individual concerned, and that laws
permitting involuntary treatment and confinement, including upon the authorisation of
third party decision-makers such as family members or guardians, be repealed and that
China develop a wide range of community-based services and supports that respond to
needs expressed by persons with disabilities, and respect the person’s autonomy, choic-
es, dignity and privacy, including peer support and other alternatives to the medical
model of mental health. CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that China “allocate more human and financial resources to the
public medical services and arrange the cooperation of the insurance companies.” CRP-
D/C/CHN/CO/1 (2012).

CRPD: urging Peru to “elaborate comprehensive health programmes in order to ensure
that persons with disabilities are specifically targeted and have access to rehabilitation
and health services in general” and to:

«  “Review its legal framework in order to ensure that insurance companies and
other private parties do not discriminate against persons with disabilities;

- Apply budgetary resources and create skills among health personnel, in order to
effectively comply with the right to health care of persons with disabilities, ensur-
ing that hospitals and health centres are accessible to persons with disabilities;

Provide services of early identification of disabilities, in particular deafness, designed to
minimize and prevent further disabilities, including among children.” CRPD/C/PER/CO/1
(2012).
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Table 5 (cont.)

Disability
Community Living

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1) The States Parties to
the present Covenant recognize the
right of everyone to the enjoyment
of the highest attainable standard of
physical and mental health.

CESCR, General Comment 14, para 19: “States have a special obligation to provide
those who do not have sufficient means with the necessary health insurance and health-
care facilities, and to prevent any discrimination on internationally prohibited grounds.”

CESCR, General Comment No. 5, para. 34: “States should ensure that persons with
disabilities, particularly infants and children, are provided with the same level of medi-
cal care within the same system as other members of society. The right to physical and
mental health also implies the right to have access to, and to benefit from, those med-
ical and social services—including orthopaedic devices—which enable persons with
disabilities to become independent, prevent further disabilities and support their social
integration. Similarly, such persons should be provided with rehabilitation services
which would enable them to reach and sustain their optimum level of independence
and functioning.” All such services should be provided in such a way that the persons
concerned are able to maintain full respect for their rights and dignity.”

CRC 3(3) States Parties shall ensure
that the institutions, services and
facilities responsible for the care or
protection of children shall conform
with the standards established by
competent authorities, particularly
in the areas of safety, health, in the
number and suitability of their staff,
as well as competent supervision.

CRC 24(1) States Parties recognize
the right of the child to the en-
joyment of the highest attainable
standard of health and to facilities
for the treatment of illness and re-
habilitation of health. States Parties
shall strive to ensure that no child is
deprived of his or her right of access
to such health care services.

CRC Commiittee: recommending that Egypt strengthen the availability and accessibility
of community-based educational and health services for children with disabilities; en-
sure that all children with disabilities regardless of their status, enjoy access to rehabil-
itation services and increase the coverage of community-based rehabilitation facilities
across its territory; and review the current health insurance system in order to cover all
children and to lower the cost of health services for the most disadvantaged families.”
CRC/C/EGY/CO/3-4 (CRC, 201).

CRC Committee: recommending that Bolivia establish systems of early identification
and early intervention as part of their health services; and undertake greater efforts

to make available the necessary professional (i.e. disability specialists) and financial
resources, especially at the local level and to promote and expand community-based
rehabilitation programmes, including parent support groups to ensure that all children
with disabilities receive adequate services. CRC/C/BOL/CO/4 (CRC, 2009).

CRC Committee: recommending that Malaysia provide children with disabilities with
equal access to adequate social and health services, including psychological and
counselling services, and tailored services for children with learning difficulties and
behavioural disorders, and raise awareness about all services available.
CRC/C/MYS/CO/1 (CRC, 2007).

CRC Committee: recommending that Finland “Establish a holistic legal and pol-
icy framework to guarantee the equal right of children with disabilities to access
good-quality health -care services, public buildings and transportation.”
CRC/C/FIN/CO/4 (CRC, 2011).
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Table 5 (cont.)

Human Rights Standards Case Law

ACHPR 16(1) Every individual shall have the ACHPR: In a case against The Gambia, the Court held that the Lunatics Deten-
right to enjoy the best attainable state of tion Act (LDA), the principle instrument governing mental health, is outdated
physical and mental health. for many reasons: overcrowding, no requirement for consent to treatment,

no independent examination for the living conditions in units, and patients
cannot vote. The Court ordered Gambia to repeal the law and develop new
legislation for mental health in conformance with international norms and
standards. 241/01 Purohit and Moore | Gambia (The) (May 2003).

ACHPR 16(2) States Parties to the present
Charter shall take the necessary measures to
protect the health of their people and to en-
sure that they receive medical attention when
they are sick.

Other Interpretations

The UN Standard Rules on the Equalization of Opportunities for Persons with Disabilities 1993: “Persons with disabilities are members of
society and have the right to remain within their local communities. They should receive the support they need within the ordinary struc-
tures of health, employment and social services.”

The Declaration on the Promotion of Patients’ Rights in Europe, promulgated by a WHO European Consultation: “Patients have the right to
a quality of care which is marked both by high technical standards and by a humane relationship between the patient and health care pro-
vider.” World Health Organization, A Declaration on the Promotion of Patients’ Rights in Europe art. 5.3 (Copenhagen: WHO, 1994). Available
at http://www.who.int/genomics/public/eu_declaration1994.pdf.

Charter of Fundamental Rights of the European Union, art. 35. Everyone has the right of access to preventive health care and the right to
benefit from medical treatment under the conditions established by national laws and practices. A high level of human health protection
shall be ensured in the definition and implementation of all Union policies and activities.
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Community Living

Table 6: Disability and the right to informed consent

Examples of Human Rights Violations

«  People with disabilities are deprived of their right to provide or deny consent to treatment.
«  Women with disabilities are subject to sterilization without their full and informed consent.
«  Persons with disabilities are subjected to medical experimentation without their consent.

«  Persons with disabilities are subjected to forced medications.

Human Rights Standards | Treaty Body Interpretation

CRPD 25 States shall (d) | CRPD: urging Hungary to amend Act CLIV on Healthcare and abolish its provisions that provide

Require health profes- a legal framework for subjecting persons with disabilities with restricted legal capacity to med-
sionals to provide care ical experimentation without their free and informed consent. The Committee recommended

of the same quality to to Hungary that it implement the recommendation made by the Human Rights Committee in
persons with disabilities | 2010 (CCPR/C/HUN/CO/s5) to “establish an independent medical examination body mandated to
as to others, including examine alleged victims of torture and guarantee respect for human dignity during the conduct of

on the basis of free and medical examinations.” CRPD/C/HUN/CO/1 (2012).

informed consent ... . - . . .
nror CRPD: expressing concern to Tunisia about the lack of clarity concerning the scope of legisla-

tion to protect persons with disabilities from being subjected to treatment without their free and
informed consent, including forced treatment in mental health services; and recommending
that Tunisia incorporate into the law the abolition of surgery and treatment without the full and
informed consent of the patient, and ensure that national law especially respects women'’s rights
under article 23 and 25 of the Convention. CRPD/C/TUN/CO/1 (2011).

CRPD: urging that China cease its policy of subjecting persons with actual or perceived impair-
ments to “correctional therapy” and abstains from involuntarily committing them to institutions.
It furthered urged China to abolish laws that allow for medical experimentation on persons with
disabilities without their free and informed consent. CRPD/C/CHN/CO/1 (2012)

CRPD: recommending to China that rights based approach to rehabilitation and habilitation be
put in place and ensure that such programmes promote the informed consent of individuals with
disabilities and respects their autonomy, integrity, will and preference. CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that China adopt measures to ensure that all health care and services
provided to persons with disabilities, including all mental health care and services, is based on
the free and informed consent of the individual concerned, and that laws permitting involuntary
treatment and confinement, including upon the authorisation of third party decision-makers such
as family members or guardians, are repealed. CRPD/C/CHN/CO/1 (2012).

CRPD: noting that in Argentina, there is a “lack of clear-cut mechanisms for ensuring that persons
with disabilities give their free and informed consent. for any type of medical treatment before

it is administered” and recommending that Argentina “adopt protocols for ensuring that all
persons with disabilities give their free and informed consent for any type of medical treatment
before it is administered.” CRPD/C/ARG/CO/1 (CRPD, 2012).

CRPD: recommending that Spain “ensure that the informed consent of all persons with disabil-
ities is secured on all matters relating to medical treatment, especially the withdrawal of treat-
ment, nutrition or other life support.” CRPD/C/ESP/CO/1 (CRPD, 2011).
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Table 7: Disability and the right to sexual and

reproductive health

Examples of Human Rights Violations

«  Women with disabilities are subject to compulsory abortions.
«  Women with disabilities are subject to involuntary sterilization.

Human Rights Standards

Treaty Body Interpretation

CRPD 25 States shall (a) provide persons
with disabilities with the same range, quality
and standard of free or affordable health
care and programmes provided to other
persons, including in the area of sexual and
reproductive health and population-based
public health programmes.

CRPD 17 Every person with disabilities has
a right to respect for his or her physical
and mental integrity on an equal basis with
others.

CRPD 23 (1) States Parties shall take effective
and appropriate measures to eliminate dis-
crimination against persons with disabilities
in all matters relating to marriage, family,
parenthood and relationships, on an equal
basis with others, so as to ensure that:

(c) Persons with disabilities, including chil-
dren, retain their fertility on an equal basis
with others.

CRPD: recommending that Spain abolish the administration of medical treat-
ment, in particular sterilization, without the full and informed consent of the
patient; and ensure that national law especially respects women’s rights under
articles 23 and 25 of the Convention. CRPD/C/ESP/CO/1 (20m1).

CRPD: calling upon Peru to abolish administrative directives on forced steriliza-
tion of persons with disabilities. CRPD/C/PER/CO/1(2012).

CRPD: calling upon China to prohibit compulsory sterilization and forced abor-
tion on women with disabilities. CRPD/C/CHN/CO/1 (2012).

CRPD: regretting that, in Argentina, “in cases where a woman with disabilities
is under guardianship, her legal representative may give consent for a legal
abortion on her behalf. It is likewise concerned that persons with disabilities
are being sterilized without their free and informed consent.” CRPD/C/ARG/
CO/1 (CRPD, 2012).

CRPD: recommending that Argentina “amend article 86 of its Criminal Code
and article 3 of Contraceptive Surgery Act No. 26.130 so that they will be in
accordance with the Convention and take steps to provide the necessary sup-
port to women under guardianship or trusteeship to ensure that the women
themselves are the ones who give their informed consent for a legal abortion
or for sterilization.” CRPD/C/ARG/CO/1 (CRPD, 2012).

CRPD: recommending that China ensure that “sex education be taught to
children and adolescents with intellectual disabilities.” CRPD/C/CHN/CO/x
(2012).

CESCR General Comment 5, para. 31: explaining that “[w]jomen with disabilities
have the right to protection and support in relation to motherhood and preg-
nancy... The needs and desires in question should be recognized and addressed
in both the recreational and procreational contexts.”

CEDAW 12(1) States Parties shall take all
appropriate measures to eliminate discrim-
ination against women in the field of health
care in order to ensure, on a basis of equal-
ity of men and women, access to health
services, including those related to family
planning.

CEDAW Committee: recommending that Australia “enact national legislation
prohibiting, except where there is a serious threat to life or health, the use of
sterilization of girls, regardless of whether they have a disability, and of adult
women with disabilities in the absence of their fully informed and free consent.”
CEDAW/C/AUL/CO/7 (2010).

CEDAW Committee: noting that the Czech Republic “has not implemented

the 2005 recommendations of the ombudsman, endorsed by the committee

in 2006, to adopt without delay legislative changes with regard to sterilization,
including a clear definition of free, prior and informed consent in cases of steril-
ization and to financially compensate the victims of coercive or non-consensual
sterilizations performed on, in particular, Roma women and women with men-
tal disabilities.” CEDAW/C/CZE/CO/5 (CEDAW, 2010).
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Table 8: Disability and the right to education

Examples of Human Rights Violations

she is ‘uneducable.’

«  Parents of a child with intellectual disabilities are told that their daughter cannot go to school because

« No education is provided to children in an institution.

« A person with a disability is denied vocational training on the basis of their disability.

«  Parents of a child with a disability are not provided adequate resources to assist them in sending their child to school.
«  Achild with a disability does not attend the local school because of the lack of transportation.

Human Rights Standards

Treaty Body Interpretation

CRPD 24(1) States Parties rec-
ognize the right of persons with
disabilities to education . . .

CRPD 24(2) In realizing this
right, States Parties shall ensure
that: (a) Persons with disabili-
ties are not excluded from the
general education system on
the basis of disability, and that
children with disabilities are not
excluded from free and compul-
sory education, of from second-
ary education, on the basis of
disability.

CRPD: recommending that Argentina “develop a comprehensive State education policy
that guarantees the right to inclusive education and allocates sufficient budgetary resources
to ensure progress towards the establishment of an education system that includes stu-
dents with disabilities. The Committee also urges the State party to intensify its efforts to
ensure that all children with disabilities receive a full compulsory education as established
by the State party, while devoting particular attention to indigenous peoples and other rural
communities. It likewise urges the State party to take the necessary steps to ensure that
pupils with disabilities who attend special schools are enrolled in inclusive schools and to
offer reasonable adjustments for students with disabilities within the general education
system.” CRPD/C/ARG/CO/1 (CRPD, 2012).

CRPD: recommending that Spain

(@) “Increase its efforts to provide reasonable accommodation in education, by:
allocating sufficient financial and human resources to implement the right to
inclusive education; paying particular attention to assessing the availability of
teachers with specialist qualifications; and ensuring that educational departments
of local governments understand their obligations under the Convention and act
in conformity with its provisions;

(b) Ensure that the decisions to place children with a disability in a special school
or in special classes, or to offer them solely a reduced - standard curriculum, are
taken in consultation with the parents;

(c) Ensure that the parents of children with disabilities are not obliged to pay for
the education or for the measures of reasonable accommodation in mainstream
schools;

(d) Ensure that decisions on placing children in segregated settings can be appealed
swiftly and effectively.” CRPD/C/ESP/CO/1 (CRPD, 2011).

CRPD: recommending that China “reallocate resources from the special education sys-
tem to promote the inclusive education in mainstream schools, so as to ensure that more
children with disabilities can attend mainstream education.” CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that Peru “allocate sufficient budget resources to achieve advances
in the progress for an inclusive education system for children and adolescents with dis-
abilities, and take appropriate measures to identify and reduce illiteracy among children
with disabilities, especially indigenous and Afro-Peruvian children.” CRPD/C/PER/CO/
(2012).

CRPD: noting that in Tunisia “the inclusion strategy is not equally implemented in

schools; rules relating to the number of children in mainstream schools and to the man-
agement of inclusive classes are commonly breached; and schools are not equitably dis-
tributed between regions of the same governorate.” CRPD/C/TUN/CO/1 (CRPD, 2011).
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Disability
Community Living

Human Rights Standards

Treaty Body Interpretation

CRC 28(1) States Parties rec-
ognize the right of the child to
education, and with a view to
achieving this right progressively
and on the basis of equal oppor-
tunity, they shall, in particular:

(a) Make primary education
compulsory and available free
to all;

(c) Make higher education acces-

sible to all on the on the basis
of capacity by every appropriate
means;

(e) Take measures to encourage
regular attendance at schools
and the reduction of drop-out
rates.

CRC Committee: recommending that Australia “Give priority to inclusive education of chil-
dren with disabilities and ensure that the best interests of each child are a primary consider-
ation in decisions concerning his/her school enrolment.” CRC/C/AUT/CO/3-4 (CRC, 2012).

CRC Committee: recommending that Bosnia and Herzegovina “Ensure that children with
disabilities enjoy their right to education, and provide for their inclusion in the main-
stream education system to the greatest extent possible, including by developing a dis-
ability education action plan to specifically identify current inadequacies in resources, and
to establish clear objectives with concrete timelines for the implementation of measures
to address the educational needs of children with disabilities.” CRC/C/BIH/CO/2-4 (CRC,
2012).

CRC Committee: recommending that Namibia “Ensure that children with disabilities

are able to exercise their right to education, and provide for their inclusion in the main-
stream education system to the greatest extent possible, including by providing teachers
with special training, by increasing facilities for children with disabilities and by making
schools more accessible.” CRC/C/NAM/CO/2-3 (CRC, 2012).

CRC Commiittee: stating to Italy that “[w]hile welcoming efforts to integrate children with
disabilities in the school system, the Committee is concerned that disability is still con-
ceptualized as a “handicap” rather than approached with the aim of ensuring the social
inclusion of children with disabilities, and that there are regional disparities in the pro-
vision of specialist teachers in schools” and recommending that Italy “provide sufficient
numbers of specialist teachers to all schools so that all children with disabilities can enjoy
access to high - quality inclusive education.” CRC/C/ITA/CO/3-4 (CRC, 2011).

CRC Committee: recommending that Cyprus “establish a clear legislative definition of
inclusive education. It further recommends that the State party adopt measures, includ-
ing reasonable accommodation in all schools, to ensure that children with disabilities are
able to exercise their right to education, and provide for their inclusion in the mainstream
education system.” CRC/C/CYP/CO/3-4 (CRC, 2012).

CRC Commiittee: raising concerns to Bulgaria about the inadequate education for chil-
dren in “social care institutions” and considers these children need to be provided with
mainstream education. CRC/C/BGR/CO/2, 2008.

CRC Committee: concerned about the limited inclusion of children with disabilities in the
educational system in Kazakhstan and Ukraine. CRC/C/15/ADD.213 (CRC, 2003), para.
54; CRC/C/15/ADD.191 (CRC, 2002), para. 53.

CRC Commiittee: noting the limited number of trained teachers to work with children with
disabilities, insufficient efforts made to facilitate the children’s inclusion into the educa-
tional system, and inadequate resources allocated to special education in India, Rwan-
da, and Zambia. CRC/C/15/ADD.228 (CRC, 2004), para. 56; CRC/C/15/ADD.234 (CRC,
2004), para. 46; CRC/C/15/ADD.206 (CRC, 2003), para. 52.

CRC Committee: recommending that Kyrgyzstan integrate children with disabilities
into the regular educational system and for increased resources for special education.
CRC/C/15/Add.244 (CRC, 2004), para. 48.
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Table 8 (cont.)

Human Rights Standards Case Law

ESC 15 ... the Parties undertake in particular (1) to ECSR: held that France violated Article 15 and 17 because insufficient
take the necessary measures to provide persons provision was made for the education of children and adults with

with disabilities with guidance, education and voca- | autism. International Association Autism-Europe v. France, Complaint
tional training in the framework of general schemes | No. 13/2002.

wherever possible or, where this is not possible,

through specialised bodies, public or private: ECSR: held that Bulgaria violated Article 17 “because children with

moderate, severe or profound intellectual disabilities residing in HM-

ESC 17(1) With a view to ensuring the effective DCs do not have an effective right to education,” and “because there
exercise of the right of children and young persons | is discrimination against children with moderate, severe or profound
to group up in an environment which encourages intellectual disabilities residing in HMDCs as a result of the low number

the full development of their personality and of their | of such children receiving any type of education when compared to
physical and mental capacities, the Parties under- other children.” Mental Disability Advocacy Center (MDAC) v. Bulgaria,
take . .. (1)(a) to ensure that children and young per- | Complaint No. 41/2007.

sons . . . have the care, the assistance, the education
n and the training they need.

Other Interpretations

The UN Standard Rules on the Equalization of Opportunities for Persons with Disabilities 1993: States should recognize the principle of
equal primary, secondary and tertiary educational opportunities for children, youth and adults with disabilities, in integrated settings. They
should ensure that the education of persons with disabilities is an integral part of the educational system. [Standard Rules, 6].

United Nations Guidelines for the Alternative Care for Children: stating that children “should have access to formal, non-formal and voca-
tional education in accordance with their rights, to the maximum extent possible in educational facilities in the local community.” (Novem-
ber 2009, para. 8s).

Council of Europe: stating that “all children have rights, hence disabled children have the same rights to family life, education, health, social
care and vocational training as all children; long-term planning involving all stakeholders will be needed to ensure that children with disabili-
ties are able to exercise the same rights as other children and to access social rights on the same basis as other children.” (CM/Rec(2010)2).
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Table 9: Disability and the right to decent work

Examples of Human Rights Violations

ployed.

the past.

« A person with intellectual disabilities is placed under guardianship, and the guardian does not allow him to be em-
«  An employer refuses to hire a woman even though she is the best applicant for the job because she had depression in

«  People with intellectual disabilities are ‘employed’ in a workshop where they are given menial tasks to do all day for
which they receive ‘pocket money’ at the end of the week.

Human Rights Standards

Treaty Body Interpretation

CRPD 27(1) States Parties recognize the right
of persons with disabilities to work, on an
equal basis with others; this includes the
right to the opportunity to gain a living by
work freely chosen or accepted in a labour
market and work environment that is open,
inclusive and accessible to persons with
disabilities...

CRPD: recommending that Spain “develop open and advanced programs to
increase employment opportunities for women and men with disabilities.”
CRPD/C/ESP/CO/1 (CRPD, 2011).

CRPD: recommending that Argentina “develop a public policy to promote the
inclusion of persons with disabilities in the labour market through, for exam-
ple, the launch of awareness-raising campaigns targeting the private sector
and the public at large which are designed to break down cultural barriers and
prejudices against persons with disabilities, the implementation of reasonable
adjustments in order to ensure that persons with disabilities in need of such
adjustments can participate in the labour market, and the development of
training and self-employment programmes. The Committee recommends that
the State party reinforce its measures for monitoring and certifying compli-
ance with the employment quota for persons with disabilities in the public
sector.” CRPD/C/ARG/CO/1 (CRPD, 2012).

CRPD: recommending that Hungary “effectively implement the disability-spe-
cific provisions of the Labour Code and develop programmes to integrate
persons with disabilities into the open labour market and the education and
professional training systems, and to make all work places and educational
and professional training institutions accessible for persons with disabilities.”
CRPD/C/HUN/CO/1 (CRPD, 2012).

CRPD: recommending that China “undertake all necessary measures to
ensure the persons with disabilities freedom of choice to pursue vocations
according to their preferences” and that it “create more working opportuni-
ties and enact legislature, so that companies and State organs employ more
persons with disabilities.” CRPD/C/CHN/CO/1 (2012).

CRPD: recommending that China “introduce affirmative actions to promote
the employment of persons with disabilities, inter alia, to prioritize the em-
ployment of persons with disabilities as civil servants.” CRPD/C/CHN/CO/1
(2012).

CRPD: recommending that Peru “develop new policies that promote the
inclusion of persons with disabilities in the labour market which could include
tax incentives for companies and persons who employ persons with disabili-
ties, the recruitment of persons with disabilities in public administration and
the development of self-employment programmes.” CRPD/C/PER/CO/
(2012).

CRPD: recommending that Tunisia “Ensure the implementation of measures
of affirmative action provided for in the law for the employment of women
and men with disabilities” and “Increase the diversity of employment and vo-
cational training opportunities for persons with disabilities.” CRPD/C/TUN/
CO/1 (CRPD, 2011).
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Table 9 (cont.)

Human Rights Standards Treaty Body Interpretation

ICESCR 6 (1) The States Parties to the pres- | CESCR General Comment 5, para 21: recognizing “[t]he ‘right of everyone to the
ent Covenant recognize the right to work, opportunity to gain his living by work which he freely chooses or accepts’ (Art
which includes the right of everyone to the | 6(1)) is not realized where the only real opportunity open to disabled workers is
opportunity to gain his living by work which | to work in so-called ‘sheltered’ facilities under substandard conditions. Ar-

he freely chooses or accepts, and will take rangements whereby persons with a certain category of disability are effectively
appropriate steps to safeguard this right. confined to certain occupations or the production of certain good may violate
(2) The steps to be taken by a State Party this right.”

... shall include technical and vocational
guidance and training programmes, policies
and techniques to achieve steady economic,
social and cultural development and full and
productive employment under conditions
safeguarding fundamental political and eco-
nomic freedoms to the individual.

CEDAW 3 States Parties shall take in all CEDAW Committee: recommending that Italy “mainstream the issues of ...
fields, in particular in the political, social, women with disabilities, who may suffer multiple forms of discrimination, into
economic and cultural fields, all appropriate | its employment policies and programmes, and to intensify its efforts ... aimed
measures, including legislation, to ensure at achieving de facto equal opportunities for ... women with disabilities in the

the full development and advancement of labour market.” CEDAW/C/ITA/CO/6 (CEDAW, 2011).
women, for the purpose of guaranteeing
them the exercise and enjoyment of human
rights and fundamental freedoms on a basis
of equality with men.

CEDAW Committee: recommending that France “undertake special measures
to assist women with disabilities to enter into the labour market”
CEDAW/C/FRA/CO/6 (CEDAW, 2008).

Other Interpretations

The UN Standard Rules on the Equalization of Opportunities for Persons with Disabilities 1993: States should actively support the
integration of persons with disabilities into open employment. This active support should occur through a variety of measures such as
vocational training, incentive-oriented quota schemes...financial assistance to enterprises employing workers with disabilities. States
should also encourage employers to make reasonable adjustments to accommodate persons with disabilities. [Standard Rules, Rule 7]

Council of the Europe Resolution: asking Member States to ‘continue efforts to remove barriers to the integration and participation of
people with disabilities in the labor market, by enforcing equal treatment measures and improving integration and participation at all
levels of the education and training system’ [2003/C175/01].

Council of Europe: Action Plan to promote the rights and full participation of people with disabilities in society (Europe 2006-2015): “To
promote the employment of people with disabilities within the open labour market by combining anti-discrimination and positive action
measures in order to ensure that people with disabilities have equality of opportunity.” (Recommendation (2006) 5 of the Committee of
Ministers to member states on the Council of Europe).

European Directive on Equal Treatment in Employment, Council Directive 2000/78/EC

European Union Charter, art. 15: “Everyone has the right to engage in work and to pursue a freely chosen or accepted occupation.”
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Table 10: Disability and the right to life

Examples of Human Rights Violations

ability.

«  Terminating life support for persons with disabilities when such decisions are made on the basis of the person’s dis-

«  Creating a distinctive period under the law that permits abortions solely on the basis of disability.
« Endangering a person with disabilities’ life (see the CRPD recommendation to China below).

Human Rights Standards

Treaty Body Interpretation

CRPD 10 States Parties reaffirm that
every human being has the inherent
right to life and shall take all necessary
measures to ensure its effective enjoy-
ment by persons with disabilities on an
equal basis with others.

CRPD: recommending that Hungary and Spain abolish the distinction made in the
Act on the protection of the life of the fetus in the period allowed under law within
which a pregnancy can be terminated, based solely on disability. CRPD/C/HUN/CO/
(2012), CRPD/C/ESP/CO/1 (20M).

CRPD: expressing concern to China about the abduction of persons with intellectual
disabilities, most of them children, and the staging of “mining accidents” in Hebei,
Fujian, Liaoning and Sichuan, resulting in the victim’s death in order to claim
compensation from the mine owners; urging that China continue investigating
these incidents, prosecute all those responsible, impose appropriate sanctions,
implement comprehensive measures to prevent further abductions of boys with
intellectual disabilities and provide remedies to the victims. CRPD/C/CHN/CO/1
(2012).

CRPD 25 States shall ... (f) Prevent
discriminatory denial of health care or
health services or food and fluids on
the basis of disability.

CRPD: expressing concern that, in Spain, guardians representing persons with
disabilities deemed “legally incapacitated” may validly consent to termination or
withdrawal of medical treatment, nutrition or other life support for those persons.
The Committee reminded Spain that the right to life is absolute, and that substitute
decision-making in regard to the termination or withdrawal of life-sustaining
treatment is inconsistent with that right. Requested that Spain ensure that the
informed consent of all persons with disabilities is secured on all matters relating
to medical treatment, especially the withdrawal of treatment, nutrition or other life
support. CRPD/C/ESP/CO/1 (20m).
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Table II: Disability and the right to liberty and security of person

Examples of Human Rights Violations

+ Involuntary commitment to psychiatric institutions.

« Individuals living with intellectual impairments are permanently confined at home because of lack of resources for
medical and social care.

« Ayoung man is detained against his will to a psychiatric hospital after his parents raised concerns about his behaviour.
He is not told why he has been admitted.

« A woman is admitted to a social care home on the authorisation of the person appointed as her guardian. She is not
consulted about this decision.

«  Residents of an institution are not informed about their right to apply to a court or tribunal to challenge their involun-
tary admission/detention.

«  There is no mechanism for appealing an involuntary commitment.

«  People are institutionalized indefinitely with no review of their status or of the admission decision.

Human Rights Standards Treaty Body Interpretation

CRPD 14 (1) States Parties shall ensure that CRPD: recommending that Hungary review provisions in legislation that

persons with disabilities, on an equal basis allow for the deprivation of liberty on the basis of disability, including mental,

with others: psychosocial or intellectual disabilities. CRPD/C/HUN/CO/1 (2012).

(a) Enjoy the right to liberty and security of CRPD: recommending that China abolish the practice of involuntary civil

person; commitment based on actual or perceived impairment. CRPD/C/CHN/CO/
(2012).

(b) Are not deprived of their liberty unlawfully
or arbitrarily, and that any deprivation of liber- | CRPD: calling upon Peru to eliminate Law 29737 to prohibit the deprivation
ty is in conformity with the law, and that the | of liberty on the basis of disability, including psychosocial, intellectual or
existence of a disability shall in no case justify | perceived disability. CRPD/C/PER/CO/1(2012).

2 deprivation of liberty. CRPD: recommending that Tunisia repeal legislative provisions which allow

(2) States Parties shall ensure that if persons | for the deprivation of liberty on the basis of disability, including a psychosocial

with disabilities are deprived of their liberty or intellectual disability. The Committee further recommended that until new
through any process, they are, on an equal legislation is in place, all cases of persons with disabilities who are deprived of
basis with others, entitled to guarantees in their liberty in hospitals and specialized institutions be reviewed, and that the

accordance with international human rights review include the possibility of appeal. CRPD/C/TUN/CO/1 (2011).
law and shall be treated in compliance with
the objectives and principles of this Conven-
tion, including by provision of reasonable
accommodation.

CRPD: recommending that Spain review its laws that allow for the deprivation
of liberty on the basis of disability, including mental, psychosocial or
intellectual disabilities; the repeal of provisions that authorize involuntary
internment linked to an apparent or diagnosed disability. CRPD/C/ESP/CO/1
(20m).

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghts Resource Guide 9.44



Disability
Community Living

Table 12: Disability and protection against exploitation, violence

and abuse

Examples of Human Rights Violations

«  Students with disabilities experience higher rates of corporal punishment.

«  State systematically fails to prosecute persons responsible for violence and abuse against persons with disabilities.

«  State fails to develop a strategy to prevent violence against persons with disabilities in either private or public settings.
«  Programs and facilities servicing persons with disabilities are not monitored by independent authorities.

«  Persons with disabilities are subjected to forced labor.

Human Rights Standards

Treaty Body Interpretation

CRPD 16 (1) States Parties shall take all appropriate
legislative, administrative, social, educational and
other measures to protect persons with disabili-
ties, both within and outside the, from all forms

of exploitation, violence and abuse, including their
gender-based aspects.

(2) States Parties shall also take all appropriate mea-
sures 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 infor-
mation 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.

(3) In order to prevent the occurrence of all forms of
exploitation, violence and abuse, States Parties shall
ensure that all facilities and programmes designed to
serve persons with disabilities are effectively moni-
tored by independent authorities.

(4) States Parties shall take all appropriate measures
to promote the physical, cognitive and psychological
recovery, rehabilitation and social reintegration of
persons with disabilities who become victims of any
form of exploitation, violence or abuse, including
through the provision of protection services. Such
recovery and reintegration shall take place in an envi-
ronment that fosters the health, welfare, self-respect,
dignity and autonomy of the person and takes into
account gender- and age-specific needs.

(5) States Parties shall put in place effective legis-
lation and policies, including women- and child-fo-
cused legislation and policies, to ensure that in-
stances of exploitation, violence and abuse against
persons with disabilities are identified, investigated
and, where appropriate, prosecuted.

CRPD: expressing concern to Spain that at the reportedly higher rates
of abuse of children with disabilities in comparison with other children
and recommending that Spain increase efforts to promote and protect
the rights of children with disabilities, and to undertake research on
violence against children with disabilities, adopting measures to eradi-
cate this violation of their rights. CRPD/C/ESP/CO/1 (2011).

CRPD: recommending that Hungary take effective measures to en-
sure protection of women, men, girls and boys with disabilities from
exploitation, violence and abuse, in accordance with the Convention,
amongst others, the establishment of protocols for the early detection
of violence, above all in institutional settings, procedural accommo-
dation to gather testimonies of victims, and prosecution of those per-
sons responsible, as well as redress for victims. It also recommends
the State party to ensure that protection services are age-, gender- and
disability-sensitive and accessible. CRPD/C/HUN/CO/1 (2012).

CRPD: expressing concern by the reported incidents of abduction

and forced labor of thousands of persons with intellectual disabilities,
especially children, such as the occurrence of slave labor in Shanxi and
Henan; and urging China to continue investigating these incidents and
prosecute the perpetrators. It also asked the state party to implement
comprehensive measures to prevent further abductions of persons
with intellectual disabilities and provide remedies to the victims, by
including data collection on the prevalence of exploitation, abuse and
violence against persons with disabilities. CRPD/C/CHN/CO/1 (2012)

CRPD: expressing concern to Tunisia regarding their high rate of vio-
lence for discipline in the home against boys and girls (94%) and rec-
ommending that Tunisia evaluate the phenomenon of violence against
boys and girls with disabilities. CRPD/C/TUN/CO/1 (20m1).

CRPD: encouraging Tunisia to include women and girls with disabili-
ties in the National Strategy for the prevention of violence in the family
and society, and to adopt comprehensive measures for them to have
access to immediate protection, shelter and legal aid. It requested
Tunisia to conduct awareness campaigns and develop educational pro-
grammes on the greater vulnerability of women and girls with disabili-
ties with respect to violence and abuse. CRPD/C/TUN/CO/1 (20m1).
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Table 13: Disability and freedom from torture and cruel, inhuman
and degrading treatment

Examples of Human Rights Violations

«  People in an institution are kept in cage beds and are forced to eat and use the toilet in bed.

«  People in an institution who have been labeled “dangerous” by staff are tied or chained to chairs or beds for hours and
even days at a time.

«  Persons with disabilities are subjected to “correctional therapy” at psychiatric institutions.

«  Persons with disabilities are involuntary administered psychiatric medication including neuroleptics.

Human Rights Standards Treaty Body Interpretation

CRPD 15 (1) No one shall be CRPD: noting that in China “For those involuntarily committed persons with actual or
subjected to torture or to cruel, perceived intellectual and psychosocial impairments, the Committee is concerned that
inhuman or degrading treatment | the “correctional therapy” offered at psychiatric institutions represents inhuman and

or punishment. In particular, no degrading treatment. Further, the Committee is concerned that not all medical experi-
one shall be subjected without his | mentation without free and informed consent is prohibited by Chinese law.” Urging China
or her free consent to medical or | “to cease its policy of subjecting persons with actual or perceived impairments to such
scientific experimentation. therapies and abstain from involuntarily committing them to institutions” and “to abolish

laws which allow for medical experimentation on persons with disabilities without their
free and informed consent.” CRPD/C/CHN/CO/1 (2012).

CRPD: urging Peru to “promptly investigate the allegations of cruel, inhuman or degrad-
ing treatment, or punishment in psychiatric institutions, to thoroughly review the legality
of the placement of patients in these institutions, as well as to establish voluntary mental
health treatment services, in order to allow the persons with disabilities to be included in
the community and release them from the institutions.” CRPD/C/PER/CO/1 (2012).

CRPD: urging Argentina “to immediately approve the bill on the creation of a national
mechanism for the prevention of torture so that institutionalized persons with disabilities
can be monitored and protected from actions that may constitute acts of torture or other
forms of cruel, inhuman or degrading treatment or punishment.” CRPD/C/ARG/CO/1
(CRPD, 2012)

CRPD: urging Hungary to “amend Act CLIV on Healthcare and abolish the provisions
thereof that provide for a legal framework for subjecting persons with disabilities with
restricted legal capacity to medical experimentation without their free and informed
consent.” CRPD/C/HUN/CO/1 (CRPD, 2012)
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3. WHAT IS A HUMAN RIGHTS-BASED
APPROACH TO ADVOCACY, LITIGATION,
AND PROGRAMMING?

What is a human rights-based approach?
“Human rights are conceived as tools that allow people to live lives of dignity, to be free and equal citizens, to
exercise meaningful choices, and to pursue their life plans.”*

A human rights-based approach (HRBA) is a conceptual framework that can be applied to advocacy,
litigation, and programming and is explicitly shaped by international human rights law. This approach can
be integrated into a broad range of program areas, including health, education, law, governance, employ-
ment, and social and economic security. While there is no one definition or model of a HRBA, the United
Nations has articulated several common principles to guide the mainstreaming of human rights into
program and advocacy work:

The integration of human rights law and principles should be visible in all work, and the aim of all pro-
grams and activities should be to contribute directly to the realization of one or more human rights.
Human rights principles include: “universality and inalienability; indivisibility; interdependence and inter-
relatedness; non-discrimination and equality; participation and inclusion; accountability and the rule of
law.”9” They should inform all stages of programming and advocacy work, including assessment, design
and planning, implementation, monitoring and evaluation.

Human rights principles should also be embodied in the processes of work to strengthen rights-related
outcomes. Participation and transparency should be incorporated at all stages and all actors must be ac-
countable for their participation.

A HRBA specifically calls for human rights to guide relationships between rights-holders (individuals and
groups with rights) and the duty-bearers (actors with an obligation to fulfill those rights, such as States).®
With respect to programming, this requires “[a]ssessment and analysis in order to identify the human
rights claims of rights-holders and the corresponding human rights obligations of duty-bearers as well as
the immediate, underlying, and structural causes of the non-realization of rights.”9

A HRBA is intended to strengthen the capacities of rights-holders to claims their entitlements and to
enable duty-bearers to meet their obligations, as defined by international human rights law. A HRBA also
draws attention to marginalized, disadvantaged and excluded populations, ensuring that they are consid-
ered both rights-holders and duty-bearers, and endowing all populations with the ability to participate in
the process and outcomes.

96 Yamin AE, “Will we take suffering seriously? Reflections on what applying a human rights framework to health means and why we should care,” Health
and Human Rights 10, no. 1 (2008).

97 For a brief explanation of these principles, see UN Development Group (UNDG), The Human Rights Based Approach to Development Cooperation Towards
a Common Understanding Among UN Agencies (May 2003), available at: www.undg.org/archive_docs/6959-The_Human_Rights_Based_Approach_to_
Development_Cooperation_Towards_a_Common_Understanding_among_UN.pdf.

98 Ibid.

99 Ibid.
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What are key elements of a human rights-based approach?
Human rights standards and principles derived from international human rights instrument should guide the
process and outcomes of advocacy and programming. The list below contains several principles and ques-
tions that may guide you in considering the strength and efficacy of human rights within your own programs
or advocacy work. Together these principles form the acronym PANELS.

e Participation: Does the activity include participation by all stakeholders, including affected com-
munities, civil society, and marginalized, disadvantaged or excluded groups? Is it situated in close
proximity to its intended beneficiaries? Is participation both a means and a goal of the program?

e Accountability: Does the activity identify both the entitlements of claim-holders and the obligations
of duty-bearers? Does it create mechanisms of accountability for violations of rights? Are all actors
involved held accountable for their actions? Are both outcomes and processes monitored and
evaluated?

e Non-discrimination: Does the activity identify who is most vulnerable, marginalized and exclud-
ed? Does it pay particular attention to the needs of vulnerable groups such as women, minorities,
indigenous peoples, disabled persons and prisoners?

o Empowerment: Does the activity give its rights-holders the power, capacity, and access to bring
about a change in their own lives? Does it place them at the center of the process rather than treat-
ing them as objects of charity?

o Linkage to rights: Does the activity define its objectives in terms of legally enforceable rights, with
links to international, regional, and national laws? Does it address the full range of civil, political,
economic, social, and cultural rights?

e Sustainability: Is the development process of the activity locally owned? Does it aim to reduce
disparity? Does it include both top-down and bottom-up approaches? Does it identify immediate,
underlying and root causes of problems? Does it include measurable goals and targets? Does it
develop and strengthen strategic partnerships among stakeholders?

Why use a human rights-based approach?
There are many benefits to using a human rights-based approach to programming, litigation and advocacy.
It lends legitimacy to the activity because a HRBA is based upon international law and accepted globally. A
HRBA highlights marginalized and vulnerable populations. A HRBA is effective in reinforcing both human
rights and public health objectives, particularly with respect to highly stigmatizing health issues.100 Other
benefits to implementing a human rights-based approach include:

o Participation: Increases and strengthens the participation of the local community.
e Accountability: Improves transparency and accountability.

e Non-discrimination: Reduces vulnerabilities by focusing on the most marginalized and
excluded in society.

e Empowerment: Capacity building.

e Linkage to rights: Promotes the realization of human rights and greater impact on policy
and practice.

o Sustainability: Promotes sustainable results and sustained change.

100 Gauri V & Gloppen S, Human Rights Based Approaches to Development: Concepts, Evidence, and Policy, World Bank Policy Research Working Paper 5938
(Jan. 2012). http://elibrary.worldbank.org/content/workingpaper/10.1596/1813-9450-5938.
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How can a human rights-based approach be used?
A variety of human rights standards at the international and regional levels applies to patient care. These
standards can be used for many purposes including to:

Document violations of the rights of patients and advocate for the cessation of these violations.
Name and shame governments into addressing issues.

Sue governments for violations of national human rights laws.

File complaints with national, regional and international human rights bodies.

Use human rights for strategic organizational development and situational analysis.

Obtain recognition of the issue from non-governmental organizations, governments or international
audiences. Recognition by the UN can offer credibility to an issue and move a government to take that
issue more seriously.

Form alliances with other activists and groups and develop networks.

Organize and mobilize communities.

Develop media campaigns.

Push for law reform.

Develop guidelines and standards.

Conduct human rights training and capacity building

Integrate legal services into health care to increase access to justice and to provide holistic care.

Integrate a human rights approach in health services delivery.
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WHAT ARE SOME EXAMPLES OF EFFECTIVE
HUMAN RIGHTS PROGRAMMING IN THE AREA
OF DISABILITY, HEALTH AND COMMUNITY LIVING?

This section contains eight examples of effective activities addressing disability and human rights.

These are:

1.

2.
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Studies on dsability-related harassment

The first decision of the Committee on the Rights of Persons with Disabilities
Challenging educational opportunities for autistic children in France
Advocating for the rights of persons with intellectual disabilities in Kenya
Advocating for the implementation of the CRPD in Croatia

Advocating for independent living for persons with disabilities in Europe
Establishing community-based supported housing in Moldova

Implementing supported decision making in Canada
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Example I: Studies on Disability-Related Harassment

Project Type
Advocacy

The Organization

Established in 2007 by the British Government, the Equality and Human Rights Commission now pro-
motes and monitors human rights across nine protected grounds. Under the Equality Act of 2006, the
Equality and Human Rights Commission is charged “with a view to encouraging and supporting the devel-
opment of a society in which (a) people’s ability to achieve their potential is not limited by prejudice or dis-
crimination, (b) there is respect for and protection of each individual’'s human rights, (c) there is respect
for the dignity and worth of each individual, (d) each individual has an equal opportunity to participate in
society, and (e) there is mutual respect between groups based on understand and valuing of diversity and
on shared respect for equality and human rights.” Equality Act, 2006, c. 3, § 3 (Eng, Wales and Scot).

The Problem

People with disabilities are often targets of harassment and violence and in many cases the violence results
in death or serious injury. However, harassment and hate crimes against persons with disabilities are largely
undocumented and as such and remain invisible to society. In cases where persons with disabilities are
harassed to the point of serious injury, authorities have been often aware of earlier, less serious incidents of
harassment but failed to take adequate precautions. Sometimes authorities disregard or disbelieve reports
of violence against persons with disabilities or sometimes they fail to share information with other relevant
organizations. Often authorities seek to change the victim’s behavior rather than addressing the perpetra-
tor's behavior. Also, people with disabilities do not always report violence against them for many factors
including social isolation. When harassment progresses to degrading and dehumanizing treatment, author-
ities often fail to classify this behavior as a hate crime as they would for other protected characteristics.

Actions Taken

The Equality and Human Rights Commission conducted an inquiry into the everyday experiences of per-
sons with disabilities who were subject to harassment. The inquiry featured ten selected cases where per-
sons with disabilities have died or been seriously injured as a result of disability-related harassment. The
inquiry utilized the ten selected cases to illustrate the key features of disability-related harassment. Each
case involved an in depth examination to explore how and why disability-related harassment occurs.

The inquiry engaged with authorities involved with each of the cases leading to open dialogue about the
breakdown in protection of the individual. After reviewing all of the materials and analyzing the common
features, the inquiry developed seven core recommendations and 79 detailed recommendations. The
Equality and Human Rights Commission then published the recommendations for public consultation
through which they received 81 formal responses. Based upon these, the Commission released a second
report detailing 43 final recommendations under seven categories.

Results & Lessons Learned

The inquiry and report are valuable on many levels. The inquiry enabled authorities involved in cases of
pervasive harassment to reflect on their role of protecting persons with disabilities and how this may best
be accomplished. As well, the inquiry made public issues of disability-related harassment and the gross vi-
olations of rights that occur against persons with disabilities in Great Britain. Lastly, the inquiry and report
develop positive recommendations that will be helpful in guiding further discussion and policy reform in
the area of disability-related harassment.
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z-liddsen in Plain Sight: Inquiry into disability-related harassment
2011

Available at: http://www.equalityhumanrights.com/uploaded_files/disabilityfi/ehrc_hidden_in_plain_
sight_3.pdf

Out in the open: Tackling disability-related harassment: A manifesto
for change (2012)

Available at: http://www.equalitythumanrights.com/legal-and-policy/inquiries-and-assessments /inquiry-in-
to-disability-related-harassment/out-in-the-open-manifesto-for-change/

The recommendations are categorize under the following seven categories:

1.
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Reporting, recording and recognition to counter that “underreporting of disability-related harassment
was widespread; that disabled people often saw incidents as so commonplace as to be part of daily life
and not ‘hate crimes’ and that those receiving reports of harassment were failing to ask about disabili-
ty or see it as a potential motivation.”

Addressing gaps in legislation and policy to counter “disparity in sentencing guidelines for different
groups and an insufficiently robust safeguarding referral process that means people are put at risk and
criminal acts are not promptly referred to the police.”

Ensuring adequate support and advocacy to counter “gaps in provision of support services, not just at
the reporting stage but throughout and beyond the process of accessing justice.”

Improved practice and shared learning to prevent “problems with sharing data, failure to recognize
‘incidents’ and a failure to pick up incidents at an early stage.”

Redress and accessing justice to counter that “very few cases of disability-related harassment go
through the courts; and even when they do, sentencing does not always follow.”

Prevention, deterrence and understanding motivation to counter “a lack of investment in research into
the motivation and profile of perpetrators” and the lack of “statutory requirement to conduct a serious
case review for the murder of a disabled person.”

Transparency, accountability and involvement to counter “that the absence of data is a major problem
to identifying, preventing and tackling disability-related harassment” and that it also “makes it harder
for individuals and organizations at a local level to hold authorities to account for their performance.”

Equality and Human Rights Commission
Great Britain
Web: http://www.equalityhumanrights.com/
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Example 2: The first decision of the Committee on the
Rights of Persons with Disabilities

Project Type
Litigation: H.M. v. Sweden, U.N. Doc. CRPD/C/7/D/3/2011 (21 May 2012).

The Actor
H.M., a private litigant with a disability, brought this case.

The Problem

H.M. had disability that limited her mobility. Her doctors determined that hydrotherapy was the only op-
tion to stop her physical impairments from progressing further and improver her quality of life. However,
because she could not leave her house without risk of further injury, the doctors recommended the con-
struction of an indoor pool in her home for hydrotherapy.

H.M. applied for a permit with the Orebro Local Housing Committee to extend her house by 63 square
meters so that she could build an indoor pool. The Housing Committee rejected H.M.’s application be-
cause the Planning and Building Act prohibited such a use.

Procedure
H.M. appealed the decision and exhausted her domestic remedies. She then filed a complaint with the
Committee on the Rights of Persons with Disabilities.

Arguments & Holdings

Article 2—Definition

Article 2(3) of the CRPD prohibits “discrimination on the basis of disability.” The Committee reasoned that
“denial of reasonable accommodation” was included by the definition of “discrimination on the basis of
disability.” Furthermore, and quite importantly, the Committee found:

The right not to be discriminated against in the enjoyment of the rights guaranteed under the
Convention can be violated when States, without objective and reasonable justification, fail to treat
differently persons whose situations are significantly different.

The Committee found that the applicant’s hydrotherapy pool was essential to prevent the advancement of
H.M.’s physical impairments, which stemmed from her disability. Therefore, since a departure from the
development plan under the Planning and Building Act would not be a “disproportionate or undue bur-
den,” the CRPD required that Sweden make the departure so that H.M. may build her therapeutic pool.
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Articles 25 (health) & 26 (habilitation and rehabilitation)

Article 25 of the CRPD provides that persons with disabilities have the right to health “without discrimina-
tion on the basis of disability” and that “States Parties shall take all appropriate measures to ensure access
for persons with disabilities to health services . . . including health-related rehabilitation.” Article 26 of the
CRPD provides that “States Parties shall take effective and appropriate measures . . . to enable persons
with disabilities to attain and maintain maximum independence, full physical, mental, social and vocation-
al ability and full inclusion and participation in all aspects of life.” In light of Articles 25 and 26, the Com-
mittee found that the denial of development plan departure permit was disproportionate and produced

a discriminatory effect on a person with a disability who needed the permit for health and habilitation.
Therefore, the Committee found a violation of Articles 25 and 26 of the CRPD.

Article 19(b) (Living independently and being included in the community).

Article 19 of the CRPD imposes an obligation on States Parties to “take effective and appropriate measures”
to “facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation
in the community.” The Article specifically states that “[p]ersons with disabilities have access to a range of in-
home, residential and other community support services, including personal assistance necessary to support
living and inclusion in the community, and to prevent isolation or segregation from the community.” There-
fore, the Committee found that Sweden had violated Article 19(b) of the CRPD, since the therapeutic pool
was the “only option that could support her living [in] and inclusion in the community.”

Convention on the Rights of Persons with Disabilities (CRPD)

Article 2

“Discrimination on the basis of disability” means any distinction, exclusion or restriction on the basis of
disability which has the purpose or effect of impairing or nullifying the recognition, enjoyment or exercise,
on an equal basis with others, of all human rights and fundamental freedoms in the political, economic,
social, cultural, civil or any other field. It includes all forms of discrimination, including denial of reason-
able accommodation.

Article 25 (health)

States Parties recognize that persons with disabilities have the right to the enjoyment of the highest attain-
able standard of health without discrimination on the basis of disability. States Parties shall take all appro-
priate measures to ensure access for persons with disabilities to health services that are gender-sensitive,
including health-related rehabilitation.

Article 26 (habilitation and rehabilitation)

States Parties shall take effective and appropriate measures, including through peer support, to enable
persons with disabilities to attain and maintain maximum independence, full physical, mental, social and
vocational ability, and full inclusion and participation in all aspects of life. To that end, States Parties shall
organize, strengthen and extend comprehensive habilitation and rehabilitation services and programmes,
particularly in the areas of health, employment, education and social services ...

Article 19 (community living)

States Parties to this Convention recognize the equal right of all persons with disabilities to live in the com-
munity, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoy-
ment by persons with disabilities of this right and their full inclusion and participation in the community ...
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Commentary & Analysis

This is the first decision of the U.N. Committee on the Right of Persons with Disabilities. It also marks a
break from the medical legal model to the social legal model for disability issues. Understanding that it is
not the person that is deficient, but rather the environment, the CRPD rejects a medical model in favor of a
social model that puts an end to barriers that prevent participation in society by persons with disabilities.

Jurisprudence from Committee on the Rights of Persons with Disabilities
Web: http://www.ohchr.org/EN/HRBodies/CRPD/Pages/Jurisprudence.aspx

9.55 Health and Human Rights Resource Guide © 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.ohchr.org/EN/HRBodies/CRPD/Pages/Jurisprudence.aspx

Disability
Community Living

Example 3: Challenging educational opportunities for
children with autism in France

Project Type
Litigation

The Organization

Autism-Europe is a European umbrella organisation whose main objective is to advance the rights of
persons with autism and their families and to help them improve their quality of life. They cooperate with
various other civil society organizations, such as the European Disability Forum (EDF) and the Platform of
European Social NGOs to influence European decision-makers.

The Problem

At the time this action was filed, France was failing to provide education to people with autism due to (1)
the lack of inclusion of people with autism in mainstream education on the one hand and (2) the dramatic
shortage of specialised educational services on the other hand.

When Autism-Europe lodged the complaint, only 10% of children and adults requiring specialized educa-
tion were enrolled in a special school. The other 90% were not receiving any education.

In addition, only 5% of the children with autism who could have been mainstreamed were individually
integrated into schools.

Procedure

In 2002, Autism Europe submitted a collective complaint to the European Committee of Social Rights on
the ground of Articles 15, 17 and E of the European Social Charter, dealing with insufficient educational
provision for persons with autism in France. In 2003 the European Commiittee rendered its decision.

Arguments & Holding

According to Autism Europe, France failed to satisfactorily apply its obligations under the Revised Europe-
an Social Charter with regard to the right to education of children and adults with autism. In this respect,
Autism-Europe argued that France did not provide sufficient education opportunities, facilities and ser-
vices of an adequate standard or quality to children and adults with autism. Additionally, Autism-Europe
claimed that France discriminated against children and adults with autism because France did not manage
to ensure that they enjoyed the right to education in the same way that all other children and adults did.
This lack of action by the French government also resulted in discrimination because children and adults
with autism did not enjoy the same level of education as other people.

The European Committee of Social Rights concluded that the situation in France constituted a violation of
Articles 15§1 and 171, and of Article E of the revised European Social Charter because:

(1) the proportion of children with autism being educated in either general or specialist schools in
France is much lower than in the case of other children, whether or not disabled, and

(2) there is a chronic shortage of care and support facilities for autistic adults.
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Violations of the Revised European Social Charter

Article 15 - The right of persons with disabilities to independence, social integration and participation in
the life of the community.

Article 17 — The right of children and young persons to social, legal and economic protection.

Article E — Non-discrimination principle

Committee’s Application of the Charter to the Facts

“[T]he implementation of the Charter requires the State Parties to take not merely legal action but also
practical action to give full effect to the rights recognised in the Charter. When the achievement of one of
the rights in question is exceptionally complex and particularly expensive to resolve, a State Party must
take measures that allow it to achieve the objectives of the Charter within a reasonable time, with mea-
surable progress and to an extend consistent with the maximum use of available resources. States Parties
must be particularly mindful of the impact that choices will have for groups with heightened vulnerabilities
as well as for others [sic] persons affected including, especially their families on whom falls the heaviest
burden in the event of institutional shortcomings”

Commentary & Analysis

Even though the decision referred specifically to the case of people with autism, its scope goes well beyond
this group by reasserting the right to education for all people with disabilities, regardless of the severity

of the disability. While people with autism are unfortunately the hardest hit because of the glaring lack of
educational services tailored for their needs, they unfortunately are not the only ones to suffer because of
France's indigence in this regard.

Autism Europe’s complaint is the first collective action to defend the rights of people with disabilities in
Europe. Its importance in this respect was highlighted by the Council of Europe. This action culminated
in a decision that was adopted in 2003, which was the European Year of People with Disabilities. It took
its place in the movement to improve the fundamental rights of people with disabilities, especially of those
in need of a high level of support, throughout Europe.

The lack of education could also be challenged by the UN Convention on the Rights of Persons with Dis-
abilities, since States Parties recognize the right of persons with disabilities to education and to effective
individualized support.

Autism Europe

Brussels, Belgium

E-mail: secretariat@autismeurope.org
Web: http://www.autismeurope.org/
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Example 4: Advocating for the rights of persons with
intellectual disabilities in Kenya

Project Type
Advocacy

The Organization

Founded in 1996 as a teacher-based organization, the Kenya Association for the Intellectually Handi-
capped (KAIH) is committed to the promotion of the welfare of the intellectually handicapped. The mis-
sion of KAIH is “[t]o promote the human rights of [persons with intellectual disabilities] and their families
within society through education, advocacy, empowerment, and information exchange.”

The Problem
Persons with intellectual disabilities in Kenya face higher incidences of sexual, physical, emotional and
psycho-social abuse than the general population. As a result, they are more vulnerable to HIV/AIDS.

Only 1% of persons with intellectual disabilities in Kenya have their Kenyan National Identification Card.
Consequently, obtaining benefits and asserting rights based on citizenship is quite difficult. Additionally,
only 1.5-2% of persons with intellectual disabilities attend primary school, and they therefore have fewer
employment opportunities than the general population that attends school at a higher rate.

Most of these problems are traceable to widespread discrimination and stigma within Kenya against per-
sons with intellectual disabilities and the lack of knowledge that persons with intellectual disabilities have
of their own rights.

Actions Taken

In 2004, KAIH began to shift its focus away from training teachers to educating parents and supporting
the home life of children with intellectual disabilities. KAIH formed parent support groups to teach parents
about their child’s intellectual disabilities.
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In addition, KAIH informs children with intellectual disabilities of their human rights. Armed with knowl-
edge, children with disabilities can now use a rights-based approach for self-advocacy.

Finally, KAIH has worked to educate the community about intellectual disabilities to counter the prevalent
stigma and discrimination that exists against persons with intellectual disabilities.

Results & Lessons Learned

There are now 42 different support groups throughout the Migori, Nyeri, Kiambu, Siaya and Nairobi coun-
ties. Each county has its own list of accomplishments, including those related to education awareness cre-
ation, advocacy, self-advocacy, economic, social and political change; HIV/AIDS and reproductive health;
vocational rehabilitation and sustainable livelihoods; resource mobilization; and institutional strengthen-
ing and governance. You may find a list of each county’s accomplishments here:

« Nyeri (http://tinyurl.com/b4gm6rn)

« Siaya (http://tinyurl.com/b7jbnx6)

«  Migori (http://tinyurl.com/asr4xjc)

« Nairobi (http://tinyurl.com/ax73gx9)

o Kiambu (http://tinyurl.com/bxg8pju).

In 2011, KAIH won the social inclusion category at the inaugural Ability Awards, Kenya’s first awards cere-
mony for organizations and people advancing the rights of persons with disabilities. KAIH's work advocat-
ing for persons with disabilities was nationally recognized at the Ability Awards.

Kenya Association of the Intellectually Handicapped (KAIH)
Nairobi, Kenya
Web: http://kaihid.org/
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Example 5: Advocating for the Implementation of the CRPD
in Croatia

Project Type
Advocacy

The Organization
The Association for Self Advocacy (ASA), established in 2003, is the first non-governmental organization
(NGO) in Croatia run by and for persons with intellectual disabilities.

The Problem

Croatia was one of the first countries to ratify the UN Convention on the Rights of Persons with Disabilities
(CRPD), yet prsons with intellectual disabilities remain marginalized in Croatian society. Many persons
with intellectual disabilities in Croatia are declared legally incompetent and thus denied the right to make
any decisions regarding their lives. As a result, many cannot realize their right to education, employment,
marriage, ownership of property, voting, or other basic rights. One in three children and adults with se-
vere intellectual disabilities in Croatia remains institutionalized.

Actions Taken
The CRPD has the potential to introduce significant improvements in the lives of persons with intellectual
disabilities. The ASA undertakes a variety of activities aimed at promoting the implementation the CRPD:

« ASA advocates for the development of community-based services as alternatives to institutional-
ization.

« ASAtrains persons with intellectual disabilities about human rights and self-advocacy, and orga-
nizes public awareness campaigns about the human rights of people with intellectual disabilities.

« Consistent with the CRPD’s guarantee of accessibility, ASA prepares and distributes easy-to-read
materials on the rights of persons with intellectual disabilities.

In Focus

Although Croatia is a state party to the CRPD, its progress towards meeting its obligations under that con-
vention and towards deinstitutionalization of the intellectually disabled has been disappointing. According
to Human Rights Watch, “research in Croatia found a serious lack of progress with regard to deinstitution-
alization, combined with limited investment in development and financing of community-based alterna-
tives to institutional care and housing . . . . [T]he primary reason for the failings described . . . is not lack of
financial resources dedicated to deinstitutionalization but rather lack of leadership.” NGOs, like the ASA,
are necessary to narrow the gap between Convention obligations and the realization of rights for persons
with disabilities.

Source: Human Rights Watch, Once You Enter, You Never Leave: Deinstitutionalization of Persons with
Intellectual or Mental Disabilities in Croatia 2, 51 (September 2010). Available at: http://www.hrw.org/re-
ports/2010/09/23/once-you-enter-you-never-leave-o.
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Results & Lessons Learned

« ASA, led by persons with intellectual disabilities, is recognized for its expertise in human rights
and advocacy.

« Persons with intellectual disabilities in Croatia, Slovenia, Bosnia and Herzegovina, Macedonia
and Romania who have participated in ASA’s self-determination and self-advocacy training are
equipped with the skills to advocate for their rights in their respective countries.

« ASA works with other self advocacy groups, human rights organizations and NGOs providing
community based services for persons with intellectual disabilities to promote implementation of
the CRPD.

Association for Self-Advocacy (ASA)
Udruga za samozastupanje (Croatian)
Zagreb, Croatia

E-mail: kontakt@samozastupanje.hr
Web: http://www.samozastupanje.hr/
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Example 6: Advocating Across Europe for Independent
Living for Persons with Disabilities

Project Type
Advocacy

The Organization

In 2005, a group of advocacy organizations established the European Coalition for Community Living
(ECCL) to advocate for the development of comprehensive, quality, community-based services as an alter-
native to institutionalization. A Europe wide cross-disability initiative, ECCL is led by the European Net-
work on Independent Living, the European umbrella organization run by people with disabilities.

The Problem

Over one million people with disabilities are confined to long-stay institutions across Europe, often for
their entire life. Despite recognition that people with disabilities have the right to live in the community as
equal citizens, the legal, financial, and other reforms necessary for community living have not been imple-
mented. The development of a wide range of quality community-based alternatives to institutionalization
is crucial to realizing community-based living for all people with disabilities.

Actions Taken
ECCLs activities include:

«  Publishing position papers and briefings and making recommendations on the right of people with
disabilities to live in the community.

«  Advocating before European institutions for policies that support community-based services, and
highlighting the crucial importance of involving people with disabilities as equal partners in this
work.

«  Supporting ECCL members in their national advocacy activities.

«  Facilitating exchange of information and the promotion of best practice in the development of
community based services, through seminars and newsletters for ECCL members and other inter-
ested organizations.

« Launching a campaign calling for recognition of the right of all people with disabilities to live in the
community and for a shift in government funding from long stay institutions to community-based
services.
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«  Publishing an investigative article and video that highlights the appalling human rights abuses
that take place on a daily basis in institutions for people with disabilities in Bulgaria, Romania and
Serbia. The article and video also document the lack of real progress towards developing commu-
nity-based alternatives.

o Yana Buhrer et al., Institutions Remain Dumping Grounds for Forgotten People, Newsletter of the
European Coalition for Community Living (Issue No. 10), Oct. 2009, at 3. Available at: http://
www.opensocietyfoundations.org/sites/default/files /eccl_20091031.pdf.

«  Writing a report, which found that recipients of European Union’s Structural Funds maintain large,
archaic institutions for people with disabilities with the funds they receive, instead of using those
funds to support community-based programs.

o European Coalition for Community Living (ECCL), Wasted Time, Wasted Money, Wasted
Lives—A Wasted Opportunity? (2010). Available at: http://www.opensocietyfoundations.org/
sites/default/files /wasted-opportunity-20100325.pdf.

o Video: Dumping Grounds for Forgotten People (Nov. 3, 2009). Available at: http://www.you-
tube.com/watch?feature=player_embedded&v=R_juS3mos534.

«  Contributing to the work of the European Expert Group on the Transition from Institutional to
Community-based Care, established in 2009 at the initiative of the European Commission. Within
this group, ECCL made a significant contribution to three policy documents, and has taken part in
trainings on the right to community living and developing community-based alternatives to institu-
tional care for the European Commission and national governments.

o Report of the Ad Hoc Expert Group on the Transition from Institutional to Community-based
Care (2009). Available at: http://ec.europa.eu/social/main.jsp?langld=ro&catld=89&news-
|d=6148&furtherNews=yes .

o Common European Guidelines on the Transition from Institutional to Community-based Care
(2012) and the Toolkit on the Use of European Union Funds for the Transition from Institution-
al to Community-based Care. Available at: www.deinstitutionalisationguide.eu.

Results & Lessons Learned

« ECCL has provided organizations with information and contacts in planning, providing or advocat-
ing for community-based services.

« ECCL has established cooperation with policy and decision makers at the European level and is
considered to be an expert on community living and deinstitutionalization by various European
disability organizations.

« By insisting on the central role of people with disabilities in the planning and delivery of services,
ECCL has gained the trust of user-led organizations and is considered a legitimate representative
of their interests.

European Coalition for Community Living (ECCL)
E-mail: coordinator@community-living.info
Web: www.community-living.info
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Example 7: Establishing Community-Based Supported
Housing and Support Services in Moldova

Project Type
Advocacy

The Organization

Keystone Human Services International (KHSI) is a family of non-profit, non-governmental organizations,
including working to create environments where all people can grow, exercise self determination and be
participating, contributing and valued members of their communities. Through subsidiaries in Eastern Eu-
rope, including the Moldova Association (KHSMA), KHSI advances the independence of people in vulner-
able situations due to disability, institutionalization, poverty, abandonment and exploitation.

Keystone Human Services International Moldova Association (KHSIMA), a non-governmental organiza-
tion that promotes the human rights and social inclusion of people with intellectual disabilities,

The Problem

In Moldova, as in many Central and Eastern European countries, many persons with intellectual disabili-
ties are placed in long-stay institutions with little or no contact with their families or communities. A major
reason for this is the lack of alternative services and support at the community level.

Actions Taken

KHSIMA has worked effectively with the Ministry of Labor and Social Welfare to establish
community-based supported housing and other support services as alternatives to institutionalization.
KHSIMA's work includes:

« Developing pilot community-based alternatives to institutions, focusing on supported housing,
shared living, family reunification, and foster care.

« Providing technical assistance for the development of legislation and financial mechanisms for
community-based services.

« Documenting the deinstitutionalization process as tool for learning and replication and developing
an evidence-base for deinstitutionalization in Moldova.
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Results & Lessons Learned

«  KHSIMA's work has shown that it is possible for non-governmental organisations to develop good
quality community based services and to have a significant influence on policy and service devel-
opment.

«  KHSIMA's pilot community-based alternatives have been recognized by the Ministry of Labor and
Social Welfare for their quality, and have helped to make deinstitutionalization and the develop-
ment of community based services a Ministry priority, with KHSIMA a key Ministry partner.

« Policy and legislation for community-based services informed by implementing
deinstitutionalization was adopted.

Keystone Human Services International Moldova Association (KHSIMA)
Chisinau, Moldova

E-mail: khsima@keystonehumanservices.org

Web: http://www.keystonemoldova.md
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Example 8: Implementing Supported Decision Making
Through “Representation Agreements” in Canada

Project Type
Advocacy

The Organization

Founded by citizens and community groups involved in the reform of British Columbia’s adult guardian-
ship legislation, the Nidus Personal Planning Resource Centre is a non-profit, charitable organization op-
erating in British Columbia, Canada. Nidus helps persons with disabilities engage in personal planning in
the areas of health care, personal care, legal affairs and financial affairs. Their website includes fact sheets,
videos, legal forms and exercises that help advance supported decision making through representation
agreements, enduring powers of attorney, health care consent, advance directives, living wills, personal
care, adult guardianship and the prevention of abuse.

The Problem

Most states have a system by which a court can declare a person legally incompetent. Under these sys-
tems, many persons with mental disabilities lose their legal capacity to make decisions for themselves,
sign contracts, vote, defend themselves in court or make their own health care decisions. Yet, Article 12 of
the Convention on the Rights of Persons with Disabilities recognizes that persons with disabilities have
the right to equal legal capacity. Therefore, it is necessary for State Parties to enact legislation or provide
programs to provide assistance to persons with disabilities so that they may exercise this capacity.

Supported Decision-Making

A decision making approach according to which supporters, advocates or established systems may assist
an individual with disability to make his or her own decision or express his or her will, provided the sup-
porter, advocate or system is not in conflict of interest or in a position of power or undue influence over
the individual. Supported decision making, as opposed to traditional substitute decision-making or guard-
ianship, does not imply a transfer of decision making rights to third a party.

Convention on the Rights of Persons with Disabilities (CRPD)
Art. 12(2): States Parties shall recognize that persons with disabilities enjoy legal capacity on an equal basis
with others in all aspects of life.

Art. 12(3): States Parties shall take appropriate measures to provide access by persons with disabilities to
support they may require in exercising their legal capacity.
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Actions Taken

British Columbia enacted the Representation Agreement Act, which allows disabled persons with dimin-
ished mental capacity to enter into a representation agreement with a “support network”, which empowers
them to make their own decisions when possible by providing them with interpretative and communica-
tive assistance. As noted by the UN:

One of the main innovations in the legislation is that [it does not define capacity, meaning that]
persons with more significant disabilities [do not have to meet specific criteria to] enter into represen-
tation agreements with a support network . A person does not need to prove legal competency under
the usual criteria, such as having a demonstrated capacity to understand relevant information, ap-
preciate consequences, act voluntarily and communicate a decision independently, in order to enter
this agreement.

A number of individuals and support networks have entered representation agreements as an alter-
native to guardianship or other forms of substitute decision-making. A community-based Represen-
tation Agreement Resource Centre [Nidus] assists in developing and sustaining support networks by
providing information, publications, workshops and advice. The Centre also oversees a registry in
which a network can post an agreement for other parties to view if required before entering a con-
tract with the individual.

Representation Agreement Act, RSBC 1996, c 405 (Can.).
http://www.canlii.org/en/bc/laws/stat/rsbc-1996-c-405/latest/rsbc-1996-c-405.html

Results & Lessons Learned

For many years, States have assumed that the mere status of having an intellectual or psychological
disability provides sufficient basis to strip a person of his/her legal capacity to exercise his/her rights.
This new legislation from British Columbia represents a paradigm shift away from a paternalistic-oriented
substituted decision making legal scheme towards a supported decision-making which respects the legal
capacity of disabled persons. It is a reflection of the Preamble of the CRPD, which recognizes “the impor-
tance for persons with disabilities of their individual autonomy and independence, including the freedom
to make their own choices” and that “persons with disabilities should have the opportunity to be actively
involved in decision-making processes about policies and programmes, including those directly concern-
ing them.”

Nidus Personal Planning Resource Centre and Registry
Vancouver, Canada

E-mail: info@nidus.ca

Web: www.nidus.ca

9.67 Health and Human Rights Resource Guide © 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.canlii.org/en/bc/laws/stat/rsbc-1996-c-405/latest/rsbc-1996-c-405.html
mailto:info@nidus.ca
http://www.nidus.ca

HUMAN RIGHTS?

A list of commonly used resources on disability and human rights follows.It is organized into the

following categories:

A.

I O m m o N @

—_— -

w ®m O ©® 0 zZZXT - A

International instruments

Regional instruments — Europe

Regional instruments — Other

Disability and Human Rights — General
Health Care and Disability

Disability and Reproductive and Sexual Health
Education and Disability

. Torture, Violence and Abuse and Disability

Women and girls with Disabilities
Children with Disabilities
HIV/AIDs and Disability
Disability and Development

. Community Living — Generally

Community Living — Europe
Supported Decision-Making
Resources / Periodicals
Toolkits

Websites - General

Websites — Community Living

Research Tips
A good starting point for general information on the CRPD is the UN Enable website (http://www.un.org/

disabilities/). This is the official website of the Secretariat for the Convention on the Rights of Persons

Community Living

5. WHERE CAN I FIND ADDITIONAL
RESOURCES ON DISABILITY AND

with Disabilities located within the UN Department of Economic and Social Affairs. This website features
recent events and publications from UN sources as well as information, publications and links on themat-
ic areas relating to disability and human rights. The home page also provides an option to sign up for the
UN Enable Newsletter.

The UN Committee on the Rights of Persons with Disabilities also maintains a website (http://www.ohchr.

org/EN/HRBodies/CRPD/Pages/CRPDIndex.aspx) with links to its latest events, reports, jurisprudence

and external links.
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A. International instruments

« International Labour Organization (ILO), Managing Disability in the Workplace (ILO Code of Practice, 2001).
http://www.ilo.org/wcmsps/groups/public/---ed_emp/documents/publication/wcms_103324.pdf.

« International Labour Organization (ILO), Convention (No. 159) and Recommendation (No. 168) Regarding
Vocational Rehabilitation and Employment (2008). http://www.ilo.org/wcmsps/groups/public/---ed_emp/---
ifp_skills/documents/publication/wcms_103529.pdf.

«  UN Committee on Economic, Social and Cultural Rights, General Comment 5: Persons with Disabilities (1994).
http://www2.ohchr.org/english/bodies/cescr/comments.htm.

« UN Committee on the Elimination of Discrimination against Women, Recommendation No. 18: Disabled
Women (1991). http://www2.ohchr.org/english/bodies/cedaw/comments.htm.

«  UN Committee on the Rights of the Child, General Comment 9: The rights of children with disabilities (2006).
http://tb.ohchr.org/default.aspx?Symbol=CRC/C/GC/q.

« UN General Assembly, Beijing Declaration on the Rights of People with Disabilities (2000).

« UN General Assembly, Standard Rules on the Equalization of Opportunities for Persons with Disabilities, UN
Document A/RES/48/96 (December 20, 1993). http://www.un.org/documents/ga/res/48/a48rog6.htm.

« UN General Assembly, Guidelines for the Alternative Care of Children, UN Document A/RES/64/142 (February
24, 2010). http://www.unicef.org/protection/alternative_care_Guidelines-English.pdf.

B. Regional Instruments - Europe

« European Commission, Communication from the Commission to the European Parliament, the Council, the
European Economic and Social Committee and the Commiittee of the Regions, European Disability Strategy
2010-2020: A Renewed Commitment to a Barrier-Free Europe, COM/2010/0636 (November 2010).
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:52010DC0636:en:NOT.

«  European Council, Council Directive establishing a General Framework for Equal Treatment in Employment and
Occupation [Equality Employment Framework Directive], 2000/78/EC (November 27, 2000).
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:32000L0078:en:HTML.

«  Council of Europe, Recommendation of the Committee of Ministers to member states on achieving full par-
ticipation through Universal Design, CM /Rec(2009)8 (October 21, 2009)._https://wcd.coe.int/ViewDoc.
jsprid=1526681&Site=CM.

«  Council of Europe, Recommendation of the Committee of Ministers to member states on ageing and disability in
the 21st century: sustainable frameworks to enable a greater quality of life in an inclusive society, CM/Rec (2009)6
(July 8, 2009). https://wcd.coe.int/ViewDoc.jsp?id=1470069&Site=CM.

«  Council of Europe, Recommendation of the Committee of Ministers to member states on the Council of Europe
Action Plan to promote the rights and full participation of people with disabilities in society: improving the quality
of life of people with disabilities in Europe 2006-2015 [Council of Europe Disability Action Plan 2006-2015], CM/
Rec(2006)5 (April 5, 2006). https://wcd.coe.int/ViewDoc.jsp?id=986865.

«  Council of Europe, Recommendation of the Committee of Ministers to member states on deinstitutionalisation and
community living of children with disabilities, CM /Rec(2010)2 (February 3, 2010). https://wcd.coe.int/ViewDoc.
jsp?id=1580285&Site=CM.

9.69 Health and Human Rights Resource Guide © 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.ilo.org/wcmsp5/groups/public/---ed_emp/documents/publication/wcms_103324.pdf
http://www.ilo.org/wcmsp5/groups/public/---ed_emp/---ifp_skills/documents/publication/wcms_103529.pdf
http://www.ilo.org/wcmsp5/groups/public/---ed_emp/---ifp_skills/documents/publication/wcms_103529.pdf
http://www2.ohchr.org/english/bodies/cescr/comments.htm
http://www2.ohchr.org/english/bodies/cedaw/comments.htm
http://tb.ohchr.org/default.aspx?Symbol=CRC/C/GC/9
http://www.un.org/documents/ga/res/48/a48r096.htm
http://www.unicef.org/protection/alternative_care_Guidelines-English.pdf
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:52010DC0636:en:NOT
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:32000L0078:en:HTML
https://wcd.coe.int/ViewDoc.jsp?id=1526681&Site=CM
https://wcd.coe.int/ViewDoc.jsp?id=1526681&Site=CM
https://wcd.coe.int/ViewDoc.jsp?id=1470069&Site=CM
https://wcd.coe.int/ViewDoc.jsp?id=986865
https://wcd.coe.int/ViewDoc.jsp?id=1580285&Site=CM
https://wcd.coe.int/ViewDoc.jsp?id=1580285&Site=CM

Disability
Community Living

Council of Europe, Recommendation of the Committee of Ministers to member states on the education and so-
cial inclusion of children and young people with autism spectrum disorders, CM/Rec(2009)9 (October 21, 2009).
https://wcd.coe.int/ViewDoc.jsp?id=1526657&Site=CM.

Council of Europe, Recommendation of the Committee of Ministers to member states on the rights of children living
in residential institutions, Rec(2005)5 (March 16, 2005). https://wcd.coe.int/ViewDoc.jsp?id=835953&Site=CM.

Council of Europe: Committee on the Rehabilitation and Integration of People with Disabilities, Recommenda-
tions and Guidelines to promote community living for children with disabilities and deinstitutionalization, as well as
to help families to take care of their disabled child at home (December 31, 2007).

Council of Europe, European Committee for the Prevention of Torture

and Inhuman or Degrading Treatment or Punishment (CPT), CPT Standards: European Committee for the
Prevention of Torture and Inhuman or Degrading Treatment or Punishment (CPT), CPT/Inf/E(2002)1 — Rev. 2011
(2011), pp. 48-63. www.cpt.coe.int/en/documents/eng-standards.doc.
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Human Rights Watch Seek Ban on Physical Discipline at School” (August 10, 2009). http://www.hrw.org/
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UNICEF, Promoting the Rights of Children with Disabilities (Innocenti Digest 13, 2007). http://www.unicef-irc.
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Commissioner for Human Rights (OHCHR) and the Inter-Parliamentary Union (IPU), Disability and HIV Policy
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http://www.hrw.org /world-report-2012 /paternalism-dignity.

o “Like a Death Sentence”: Abuses Against Persons with Mental Disabilities in Ghana (October 2, 2012).
http://www.hrw.org/reports/2012/10/02/death-sentence-o.

o “Once You Enter, You Never Leave”: Deinstitutionalization of Persons with Intellectual or Mental Disabilities in
Croatia (September 2010). http://www.hrw.org/sites/default/files/reports/croatiaogiowebwcover.pdf.

Inclusion International

o Inclusive Communities = Stronger Communities, Global Report on Article 19 The Right to Live and Be In-
cluded in the Community (October 2012). http://www.inclusion-international.org/wp-content/uploads/
Global-Report-Living-Colour-dr2-2.pdf.

o Living and Being Included in the Community: Regional Perspectives on Choice, Support and Inclusion.
http://www.inclusion-international.org/wp-content/uploads/Il-regional-report_small.pdf.

Mulheir G, “Deinstitutionalisation: A Human Rights Priority for Children with Disabilities,” The Equal Rights
Review 9 (2012): 117-137. http://www.equalrightstrust.org/ertdocumentbank/errg_mulheir.pdf.

Open Society Mental Health Initiative, A Community for All: Implementing Article 19 — A Guide for Monitoring the
Implementation of Article 19 of the Convention on the Rights of Disabilities (December 2011). http://www.openso-
cietyfoundations.org/reports/community-all-implementing-article-19.
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« Open Society Foundations, Institutions Remain Dumping Grounds for Forgotten People (October 1, 2009).
http://www.opensocietyfoundations.org/publications/institutions-remain-dumping-grounds-forgotten-people.

« Rosenthal E and Ahern L, “When Treatment is Torture: Protecting People with Disabilities Detained in Institu-
tions,” Human Rights Brief 19, no. 2 (2012): 13-17. http://digitalcommons.wcl.american.edu/cgi/viewcontent.
cgirarticle=1817& context=hrbrief&sei-redir=1&referer=http%3A%2F%2Fscholar.google.com%2Fscholar%3F-
start%3D10%26q%3Dcrpd%2B19%26h1%3Den%26as_sdt%3D1%2C22#search=%22crpd%2019%22.

N. Community Living — Europe

«  Council of Europe, Commissioner on Human Rights, The Right of People with Disabilities to Live Independently
and be Included in the Community (March 13, 2012). https://wcd.coe.int/ViewDoc.jsp?id=1917847.

« The Council of Europe’s Human Rights Commissioner's Human Rights Comment, Persons with disabilities have
a right to be included in the community — and others must respect this principle (March 2012). http://commission-
er.cws.coe.int/tiki-view_blog_post.php?postld=211.

« European Association of Service Providers for Persons with Disabilities (EASPD) and Service Foundation, The
Challenge is Ours! Deinstitutionalization of services for people with disabilities in Western European Countries (Oc-
tober 3-4, 2011). http://www.easpd.eu/Portals/easpd/Policy%20documents/DI%20in%20Western%20EU%20
countries%2oreport.pdf.

«  European Coalition for Community Living

o The European Coalition for Community Living Response to the public consultation on the preparation of
a new EU Disability Strategy 2010 — 2020 (December 2009). http://www.community-living.info/docu-
ments/ECCLResponse_EUDisabilityStrategy_22Decoq.pdf.

o Focus on the Rights of Children with Disabilities to Live in the Community (Focus Report 2006).
www.community-living.info/documents /ECCL-AR-2006-FINAL.pdf.

o Wasted time, wasted money, wasted lives, a wasted opportunity? A Focus Report on how the current use of
Structural Funds perpetuates the social exclusion of disabled people in Central and Eastern Europe by failing
to support the transition from institutional care to community-based services (Focus Report 2010).
http://community-living.info/documents/ECCL-StructuralFundsReport-final-WEB.pdf.

« European Expert Group on the Transition from Institutional to Community-based Care

o Common European Guidelines on the Transition from Institutional to Community-based Care: Guidance on
implementing and supporting a sustained transition from institutional care to family-based and communi-
ty-based alternatives for children, persons with disabilities, persons with mental health problems and older
persons in Europe (November 2012). http://deinstitutionalisationguide.eu/ [available in English Croa-
tian, Romanian, Bulgarian and Czech].

o Toolkit on the Use of European Union Funds for the Transition from Institutional to Community-based Care
(November 2012). http://deinstitutionalisationguide.eu/ [available in English, Croatian, Romanian,
Bulgarian and Czech].
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«  European Union Agency for Fundamental Rights

o Choice and Control: the right to independent living: Experiences of persons with intellectual disabilities and
persons with mental health problems in nine EU member states (June 2012). http://fra.europa.eu/en/pub-

lication/2012/choice-and-control-right-independent-living-summary-report.

o Involuntary placement and involuntary treatment of persons with mental health problems (June 2012).
http://fra.europa.eu/en/publication/2012/involuntary-placement-and-involuntary-treatment-per-
sons-mental-health-problems.

« Mansell ], Knapp M, Beadle-Brown ] and Beecham |, Deinstitutionalisation and Community Living: Outcomes
and costs — a report of a European Study (Canterbury: Tizard Centre, University of Kent, 2007).
http://www.kent.ac.uk/tizard/research/DECL_network/Project_reports.html.

« Mental Disability Advocacy Center (MDAC)

o Cage Beds: Inhuman and Degrading Treatment in Four EU Accession Countries (MDAC Budapest, 2003).
http://www.mdac.info/sites/mdac.info/files/English_Cage_Beds.pdf.

o Out of Sight: Human Rights in Psychiatric Hospitals and Social Care Institutions in Croatia (October 2011).
http://www.mdac.info/en/croatiareport2011 [available in English and Croatian].

« Open Society Mental Health Initiative, Access to Education and Employment for People with Intellectual Disabili-
ties: An Overview of the Situation in Central and Eastern Europe (October 2006). http://www.opensocietyfounda-

tions.org/reports/access-education-and-employment-people-intellectual-disabilities-overview-situation-central.

« Parker C and Clements L, The European Union and the Right to Community Living: Structural Funds and the Eu-
ropean Union’s Obligations under the Convention on the Rights of Persons with Disabilities (Open Society Founda-
tions, 2012). http://www.opensocietyfoundations.org/sites/default/files /europe-community-living-20120507.

pdf.

« Parker C and Clements L, “The European Union Structural Funds and the Right to Community Living,”
The Equal Rights Review 9 (2012): 95-116. http://www.equalrightstrust.org/ertdocumentbank/errg_parker_cle-

ments.pdf.
. uinn G and Doyle S, “Taking the UN convention on the Rights of Persons with Disabilities Seriously: The
Y g g y

Past and Future of EU Structural Funds as a Tool to Achieve Community Living,” The Equal Rights Review 9
(2012): 69-94. http://www.equalrightstrust.org/ertdocumentbank/errg_quinn_doyle.pdf.

« United Nations Office of the High Commissioner for Human Rights, Regional Office for Europe

o Forgotten Europeans, Forgotten Rights: The Human Rights of Persons Placed in Institutions (2010).
http://www.unicef.org/ceecis/Forgotten_Europeans_Final_webversion.pdf.

o Getting a Life - Living Independently and Being Included in the Community: A Legal Study of the Current
Use and Future Potential of the EU Structural Funds to Contribute to the Achievement of Article 19 of the
United Nations Convention on the Rights of Persons with Disabilities (April 2012). http://europe.ohchr.
org/Documents/Publications/Getting_a_Life.pdf.

O. Supported Decision Making

« Inclusion International, Position Paper — Key Elements of a System for Supported Decision-Making (2008). http://
www.inclusion-international.org/wp-content/uploads/Position_Paper-Supported_Decision_Making1.pdf.

« Kohn N, Blumenthal | and Campbell A, “Supported Decision-Making: A Viable Alternative to Guardianship?”
(October 12, 2012). http://papers.ssrn.com/sol3/papers.cfm?abstract_id=2161115.
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Mental Disability Advocacy Center (MDAC), Supported Decision Making: An Alternative to Guardianship. http://
www.mdac.info/en/resources/supported-decision-making-alternative-guardianship [available in English and
Russian].

United Nations Department of Economic and Social Affairs (UN-DESA), the Office of the United Nations High
Commissioner for Human Rights (OHCHR) and the Inter-Parliamentary Union (IPU), From Exclusion to Equali-
ty: Realizing the Rights of Persons with Disabilities: Handbook for Parliamentarians on the Convention on the Rights
of Persons with Disabilities (2007), Chapter 6: Legal Capacity and Supported Decision-Making. http://www.
un.org/disabilities /default.asprid=242 [also available in French, Spanish, Russian, Arabic and Nepali].

Resource Guides and Periodicals
Disability World. http://www.disabilityworld.org/.

o International online magazine (e-zine) providing information about the international independent
living movement of persons with disabilities.

GLADNET: UN Convention on the Rights of Persons with Disabilities. http://www.ilr.cornell.edu/edi/gladnet/
unconvention_resources.cfm.

o Provides resources organized by CRPD Articles.

Syracuse University College of Law: International and Comparative Disability Law Web Resources. http://www.
law.syr.edu/library/electronic-resources/legal-research-guides/humanrights.aspx.

UN Enable Newsletter. http://www.un.org/disabilities /default.asp?PID=312.

World Health Organization Disability and Rehabilitation Newsletter. http://www.who.int/disabilities/publica-
tions/newsletter/en/.

o The WHO Disability and Rehabilitation newsletter is produced three times a year and distributed via
e-mail. Subscription via: http://www.who.int/violence_injury_prevention/email_signup/en/index.html.

o The latest copy is available via http://www.who.int/disabilities /publications/newsletter/en/.

. Toolkits
Disabled Peoples’ International (DPI), Ratification and Implementation Toolkits (2008). http://www.icrpd.net/.

o Advocates can use the DPI Ratification Toolkit as a guide to the process of working with their national
government to sign and ratify the CRPD. The accompanying implementation Toolkit offers guidance
to advocates on how to ensure that their country full implements the CRPD.

European Coalition for Community Living, Creating Successful Campaigns for Community Living: An advocacy
manual for disability organizations and service providers (2008). http://www.community-living.info/?page=292.

World Health Organization, WHO Quality Rights Toolkit (2012). http://www.who.int/mental_health/publica-
tions/QualityRights_toolkit/en/.

o Based upon the CRPD, this toolkit provides resources and tools aimed at improving the quality and
human rights standards in mental health and social care facilities.
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R. Websites - General
« Action on Disability and Development (ADD) International. http://www.add.org.uk/.

«  African Campaign on AIDS and Disability. http://www.africacampaign.info/.

« The American Association of People with Disabilities (AAPD). http://www.aapd.com/.

« Disabled Peoples’ International. http://www.dpi.org/.

« Disability Rights Education & Defense Fund. http://www.dredf.org/. [US]

- Disability Rights International. http://www.disabilityrightsintl.org.

« European Disability Forum. http://www.edf-feph.org/.

« Handicap International. http://www.handicapinternational.be/

« Inclusion International. http://www.inclusion-international.org/.

« Inclusion Europe. www.inclusion-europe.org/

« International Disability Alliance. http://www.internationaldisabilityalliance.org/en.

« International Disability and Development Consortium. http://www.iddcconsortium.net/joomla/.

« The International Disability and Human Rights Network. http://www.daa.org.uk/.

« International Federation of Persons with Physical Disability (FIMITIC). http://www.fimitic.org/.

« Leonard Cheshire Disability International. http://www.lcint.org.

« Mobility International USA (MIUSA). http://www.miusa.org/.

« Ratify Now. http://www.ratifynow.org/.

« The Secretariat of the African Decade of Persons with Disabilities (SADPD). http://african-decade.co.za/.
«  TASH: Equity, Opportunity and Inclusion for People with Disabilities. http://tash.org. [US]

« UN Enable. http://www.un.org/disabilities/.

« U.S. International Council on Disabilities. http://www.usicd.org/template/index.cfm.

« Women Enabled. http://www.womenenabled.org/.

« World Federation of the Deaf. http://www.wfdeaf.org/.

«  World Network of Users and Survivors of Psychiatry. http://www.wnusp.net.
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S. Websites — Community Living

« Canadian Association for Community Living. http://www.cacl.ca/.

« European Coalition for Community Living. www.community-living.info/.

« Inclusion Europe. www.inclusion-europe.org/

o e-Journal of Inclusion Europe (e-Include). http://www.e-include.eu/.

« Inclusion International. http://www.inclusion-international.org/.

« International Disability Alliance. http://www.internationaldisabilityalliance.org.

« Mental Disability Advocacy Center. http://www.mdac.info/en.

o Resources: www.mdac.info/resources/echr_cases.htm.

«  Open Society Foundations: Mental Health. http://www.opensocietyfoundations.org/topics/mental-health.

« UN Enable. http://www.un.org/disabilities/.

« UN Office of the High Commission for Human Right, Human Rights of Persons with Disabilities.
http://www.ohchr.org/EN/Issues/Disability/Pages/Disabilitylndex.aspx.

«  WHO: Mental health, human rights & legislation. http://www.who.int/mental_health/policy/legislation/en/
index.html.
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6. WHAT ARE THE KEY TERMS RELATED
TO DISABILITY AND HUMAN RIGHTS?

A

Accessibility

Accessibility describes the enabling of persons with disabilities to access, on an equal basis as others, the
physical environment; transportation; information and communications, including information and com-
munications technologies and systems; and to other facilities and services open or provided to the public,
both in urban and rural areas. (CRPD Art. 9)

Accommodation - Reasonable

Reasonable accommodation means necessary and appropriate modification and adjustments not im-
posing a disproportionate or undue burden, where needed in a particular case, to ensure to persons with
disabilities the enjoyment or exercise on an equal basis with others of all human rights and fundamental
freedoms. (CRPD Art. 2)

Assistive Devices; Assistive Technology

Assistive devices or technology are designed, made or adapted to increase mobility, hearing, vision and
communication capacities and enable persons with disabilities participate in society. Products may be
specially produced or generally available for people with a disability. (World Health Organization)

Barriers

Barriers can take a variety of forms, including those relating to the physical environment or to information
and communications technology (ICT), or those resulting from legislation or policy, or from societal atti-
tudes or discrimination. The result is that persons with disabilities do not have equal access to society or
services, including education, employment, health care, transportation, political participation or justice.

 of

Community living

Community living is realized when persons with disabilities live in the community and participate in soci-
ety as equal citizens. The focus of community living is to create an enabling social and physical environ-
ment so that all persons are able to be included and participate in a community.

Community-based services

These are the range of services and support that enable persons with disabilities to live in the communi-
ty, participate in community life and to pursue educational and employment opportunities. The range of
services include anything required to enable community living and include housing, supported housing,
access to mainstream services such as health care, supported employment, day services and care in the
family home, social work support, the provision of independent living skills such as teaching on cooking or
managing personal finances.
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Communication

Communication includes languages, display of text, Braille, tactile communication, large print, accessible
multimedia as well as written, audio, plain-language, human-reader and augmentative and alternative
modes, means and formats of communication, including accessible information and communication
technology. (CRPD Art. 2)

D

Deinstitutionalization

This term is used to describe the process of closing or scaling down long-term, residential institutions.
Deinstitutionalization should be coupled with the development of community living options in order to be
successful by providing alternatives for former residents of institutions.

Disability

The Convention on the Rights of Persons with Disabilities (“CRPD”) does not provide a definition of dis-
abilities, but instead provides a broad description intended to be widely inclusive. The CRPD explains in
Article 1 that ‘persons with disabilities’ includes ‘those who have long-term physical, mental, intellectual or
sensory impairments which in interaction with various barriers may hinder their full and effective participa-
tion in society on an equal basis with others’. This description of disability shifts the focus towards social
and environmental barriers that hinder an individual’s participation in society rather than on the individu-
al’s impairments.

Education — Inclusive

Inclusive education focuses on the right of persons with disabilities to participate in the general education
system and to not be discriminated against on the basis of disability. Schools must provide reasonable
accommodations and the support required to facilitate the effective education of persons with disabilities.
(CRPD Art. 24)

Equalization of Opportunity

Equality of opportunity is one of the general principles of the CRPD listed in Article 3. It is the “process
through which the general system of society, such as the physical and cultural environment, housing and
transportation, social and health services, educational and work opportunities, cultural and social life,
including sports and recreational facilities, are made accessible to all.”*

G

Guardianship

This term refers to the legal arrangement where the court may deem an individual to lack capacity to make
decisions for them self and appoint a person, called the guardian, who the court authorizes to make deci-
sions on the individual’s behalf. Guardianship is also referred to as substituted decision-making. For the
human rights-based approach to individual capacity and decision-making, please see “supported deci-
sion-making.”

101 UN Enable, “World Programme of Action Concerning Disabled Persons.” http://www.un.org/disabilities /default.asp?id=23.
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H

Health

Complete physical, mental, and social well-being rather than merely the absence of disease or infirmity.
(World Health Organization)

Impairment
Any loss or abnormality of psychological, physiological or anatomical structure or function.’*

Informed consent

A process by which a patient makes informed choices about their own health care and provides consent to
the provider to carry out that care. The patient must be provided with adequate and understandable infor-
mation, including on the treatment’s purpose, alternative treatments, risks, and side-effects, in order for
the consent to be valid. Persons with disabilities have the right to provide or withhold informed consent
for any and all medical interventions.

Institution

An institution is any place in which people who have been labelled as having a disability are isolated, segregated
and /or congregated and are denied the opportunity to make decisions about their lives or participate in the
community as equal citizens. An institution is not defined merely by its size. While an institution may be a
large, long-term residence facility, it is any place in which people do not have, or are not allowed to exercise con-
trol over their lives and day to day decisions.

Institutionalization

Institutionalization is used to describe the practice of confining a person with a disability to a residential
institution, often against their will, and depriving them of their right to live independently and the ability to
make decisions about their lives.

L

Language

“Language” includes spoken and signed languages and other forms of non-spoken languages.
(CRPD Art. 2)

P

Personal Assistant

Persons with disabilities may chose to employ a personal assistant to ensure their independence. Person-
al assistants are employed by the person with a disability. The person with a disability manages and con-
trols who to hire and fire, and authorizes and manages the type and method of services provided, when
services are required, the work schedule, and training of the personal assistant.’

102 UN Enable, “World Programme of Action Concerning Disabled Persons.” http://www.un.org/disabilities /default.asp?id=23.
103 Independent Living Institute, “Personal Assistance: Key to Independent Living as lllustrated by the Swedish Personal Assistance Act.” http://www.inde-
pendentliving.org/node/1193.
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Disability
Community Living

R

Reasonable accommodation
See “Accommodation — reasonable”.

Rehabilitation

Rehabilitation refers to “a goal-oriented and time-limited process aimed at enabling an impaired person
to reach an optimum mental, physical and/or social functional level, thus providing her or him with the
tools to change her or his own life. It can involve measures intended to compensate for a loss of function
or a functional limitation (for example by technical aids) and other measures intended to facilitate social
adjustment or readjustment.” >4

S

Sign Language Interpretation
A sign-language interpreter is a person trained to interpret information from sign language into speech
and vice versa. There are many different sign languages across the world.

Social Determinants of Health

Social determinants refer to underlying factors that determines an individual’s health. Social determi-
nants include access to safe and potable water and adequate sanitation; an adequate supply of safe food,
nutrition and housing; healthy occupational and environmental conditions; access to health-related
education and information, including on sexual and reproductive health; education; availability of social
services; and income.

Substituted decision-making
See Guardianship.

Supported decision-making

Supported decision-making is a decision making approach according to which supporters, advocates or
established systems may assist an individual with disability to make his or her own decision or express his
or her will, provided the supporter, advocate or system is not in conflict of interest or in a position of pow-
er or undue influence over the individual. Supported decision making, as opposed to traditional substitute
decision-making or guardianship, does not imply a transfer of decision making rights to third a party.

(V)

Universal Design

Universal design refers to the design of products, environments, programmes and services to be usable by
all people, to the greatest extent possible, without the need for adaptation or specialized design. (CRPD
Art. 2)

104 UN Enable, “World Programme of Action Concerning Disabled Persons.” http://www.un.org/disabilities /default.asp?id=23.
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