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FOREWORD

It gives me enormous pleasure to pen a few words about this splendid 
volume titled Critical Perspectives on Human Rights and Disability Law. 
Its editors, Marcia Rioux, Lee Ann Basser and Melinda Jones have in 
sixteen essays, gathered together the thoughts of themselves and a 
number of significant disability scholars to examine the interplay 
between disability rights and the law.

The approach of this book is to outline what the editors aptly describe 
as the foundational human rights principles of dignity, equality, inclu-
sion and participation. Building upon this foundation, the essays 
unpack the relationship between human rights principles, domestic 
law and the experiences of we people with disabilities. We must never 
forget that these laws and policies operate on the lives of “flesh and 
blood” persons with disabilities, many of whom are vulnerable; and 
accordingly the operations of laws and practises will always require 
diligent study. This fine collection of papers fulfills this role with 
aplomb. While it is not the purpose of a foreword to summarise the 
book per se it is appropriate to note that in unpacking the operations of 
laws upon persons with disabilities, several of the essays examine 
important cutting-edge issues for we persons with disabilities. These 
issues include valuing all lives; the rights of children, parents and doc-
tors; involuntary treatment; sterilisation; political participation; and 
children, reproductive rights and parenting.

On 8 May 2008, the United Nations Convention on the Rights of 
Persons with Disabilities came into force, and at the time of writing 
(March 2010) some eighty nations have ratified it. As one of the twelve 
foundation members of the treaty body for this Convention titled, the 
United Nations Committee on the Rights of Persons with Disabilities,  
I welcome the scholarship contained in this volume. I especially applaud 
the essay by María Soledad Cisternas from Chile who is also a founda-
tion member of the treaty body.

The Convention adopts the social model of disability whereby physi-
cal, mental and sensory impairments are no longer perceived as simply 
medical problems. On the contrary, the social model of disability rec-
ognises that persons with such impairments are perceived as disabled 
by the State and by society. The social model seeks to end such paternal 
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attitudes and stereotyping in order to enable persons with disabilities 
to lead fulfilled and fulfilling lives. On a more concrete level, the 
Convention grants we persons with disabilities civil, political, eco-
nomic and cultural rights which have long been bestowed upon able 
bodied persons but which in many instances have not trickled down to 
significant numbers of my sisters and brothers with disabilities. At the 
international level, the Convention plays an important role by requir-
ing countries to periodically report to the treaty body on what meas-
ures they have taken to implement the human rights set forth in the 
Convention.

Article 33 of the Convention is a relatively new and largely untried 
provision which requires countries to establish mechanisms to moni-
tor the implementation of the Convention. Such mechanisms must 
ensure that persons with disabilities and persons with disabilities 
organisations fully participate in the implementation and in the moni-
toring of the Convention.

It is of equal importance to appreciate that we persons with disabili-
ties are also able to rely upon the human rights provisions which are 
contained in other United Nations conventions, as well as in many 
supra-national covenants, charters and treaties. Lawyers and other 
advisors of we persons with disabilities should leave no stone unturned 
when examining and evaluating appropriate legal avenues of redress.

At the national level, however, it is essential to understand that the 
rights of persons with disabilities will be fully protected only when 
domestic laws, policies and practises are appropriate, adequate, sensi-
tive and based upon justice. I venture to believe that the promotion and 
the protection of the human rights of we persons with disabilities 
requires cooperation from both the domestic and international spheres. 
Only then will we persons with disabilities attain true dignity, equality, 
autonomy, social inclusion and justice.

Professor Ron McCallum AO
2010 Chair

United Nations Committee on the  
Rights of Persons with Disabilities

At Sydney, Australia,
March 2010
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INTRoDUCTIoN

CRITICALLY APPRoACHING  
HUMAN RIGHTS1

The relationship between law and disability has evolved over the  
past 30 years. The introduction of human rights laws and disability  
discrimination legislation have changed the landscape for people  
with disabilities.2 The development of critical legal scholarship and  
critical disability studies have provided an impetus to the develop-
ment of the field of critical disability legal scholarship.3 In this vol-
ume we explore the relationship between human rights principles,  
human rights law, domestic law and the experience of people with  
disabilities. To understand the complex role of disability rights, it  
is important to recognize the ways in which legal constructions of 
knowledge are embedded in both understandings of the disabled per-
son in law and in the ideology that is produced surrounding disabil-
ity. Just as the relationship between disability and law has been under 
theorized, the relationship between human rights/international law, 
ethical theorizing about disability and legal constructions of justice  
has only relatively recently come onto the agenda, and has, until 
recently, rarely been analyzed critically.

From the perspective of international law, the adoption of an  
international human rights treaty specific to disability represents a legal 
outcome that is the result of non-binding law, Declarations, General 
Comments and Resolutions. From the perspective of the disability 
community, the adoption of the United Nations Convention on the 
Rights of Persons with Disabilities (CRPD or the Convention) is a cause 
for celebration, as it is a statement from the international community 
that people with disabilities are valued members of society and are 
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entitled to be treated as rights-bearers. The development of the CRPD 
was unprecedented in the speed with which it was drafted and adopted. 
The Convention lends a new urgency to the task of understanding the 
relationship between human rights and people with disabilities—a 
process begun with the development of domestic laws recognizing 
disability.

This volume begins by stepping back and looking at the meaning of 
human rights principles; to consider how they apply to various aspects 
of the lives of people with disabilities; and to further consider the rela-
tionship between this rights analysis and legal action. The articles in 
this volume recognize the way in which disability has been presumed 
to be a static state with too little attention paid to conceptualizing the 
impact of the legal construction of disability.

This book tackles some issues that are central to a critical approach 
to human rights and disability law. It surfaces the way in which there is 
a general misconception of the potential of law to undermine the value 
of people with disabilities. An underlying premise introduced by 
Professor Basser in chapter 1 is that people with disabilities “have not 
traditionally been seen as rights bearers.” Jones unpacks that idea 
(chapter 3) recognizing what has become increasingly more apparent 
through the critical disability literature, that people with disabilities 
have been viewed, because of the nature of legal and social construc-
tions of the status of disability, as objects of pity, as recipients of charity 
and welfare, rather than as entitled to rights. This reflects a generalized 
failure to “take into account the inherent value of each and every per-
son.” Rioux and Riddle explore this idea (chapter 2) arguing that 
broader social values and assumptions about disability are embedded 
in legal understandings, frameworks and jurisprudence. Whereas 
human rights principles point to the equality of individuals and the 
specific entitlements “possessed by all persons by virtue of their human 
and social dignity” (Kindiki, chapter 11), disability, is seen as outside 
this conception, adding “...additional layers of complexity to th[ese] 
basic principles” (Waterstone, chapter 13). To put in place a human 
rights perspective on disability law, an ideological shift is needed which 
questions the seemingly natural disparity built into the law in the treat-
ment of people with disabilities. This way of applying rights is described 
by Brown and Lord, in chapter 10, as a means of promoting the recog-
nition of people with disabilities as rights holders through the use of 
legally binding and non-discriminatory mandates. The application of 
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these rights is upheld by three foundational characteristics: that rights 
are indivisible, inter-dependent and inter-related; that is, there can be 
no prioritization of rights.4

Though human rights are intended to be applicable to all people, 
people with disabilities globally continue to experience discrimina-
tion in relation to the protection and implementation of their rights. 
Current applications of law frequently negate the principles themselves 
and instead uphold premises of indignity, inequality and exclusion. As 
Rioux and Riddle argue, in chapter 2 “legal constructions of inequality 
are built into the nature of both the disabled person in law and into 
knowledge production in the field of disability…”. At present, despite 
domestic laws, including disability discrimination law, human rights 
law and administrative law, laws have rarely been applied in ways which 
fully benefit people with disabilities and the application of these rights 
often fail to reflect lived experiences. While in many jurisdictions there 
are at least some legal or constitutional protections available to people 
with disabilities, people with disabilities continue to have limited access 
to education, adequate housing and choice in the way they live. They 
are frequently denied food, health care and supports and continue to 
be excluded from activities of daily living, as well as social and cultural 
pursuits.

one response to the exclusion of people with disabilities and the 
denial of rights is to have recourse to law and for legal interpretation to 
be considered in light of disability. Law may take the form of domestic 
legislation or a judicial decision within a particular legal system, or it 
may be an appeal to the human rights confirmed by international law. 
This volume provides tools with which to critically assess the exercise 
of law itself, using human rights principles. These tools are human 
rights principles which offer insight into justice for people with disabil-
ities. Specifically it is argued that the principle of dignity, the principle 
of equality and the principle of inclusion and participation, independ-
ently and together, shed light on what is needed to give effect to the 
human rights of people with disabilities.

4 Interdependence is outlined in the CRPD Preamble Section (c) “Reaffirming the 
universality, indivisibility, interdependence and interrelatedness of all human rights 
and fundamental freedoms and the need for persons with disabilities to be guaranteed 
their full enjoyment without discrimination.”
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Part I: Human Rights Principles

Exploring human rights principles allows us to demonstrate the essen-
tial role that human rights principles can play in the experience of  
disability at its intersection with law. Part I explores in detail the prin-
ciples of dignity, equality and inclusion/participation in the context  
of disability law, arguing the importance and interconnectedness  
of each of these principles in the lives of people with disabilities. our 
objective is to demonstrate the way in which human rights princi-
ples can lead to outcomes that support people with disabilities and to  
demonstrate that the use of human rights principles can lead to new 
and empowering perspectives on the relationship between law, disabil-
ity and the state.

In chapter 1, Basser provides a comprehensive account of dignity  
as a rights issue for people with disabilities, recognizing its foundation 
in individual value and the resulting empowerment. outlining its  
history and theoretical development, dignity is proposed as a funda-
mental basis of analysis in both the operational and legal promise to 
establish and maintain human rights through national and inter-
national human rights codes, national laws and conventions and 
regional principles. Invoking the principle of dignity, Basser offers 
insight into the lived experience of the individual involved in legal 
action and of the impact of social policy on people with disability as a 
whole. Taking the dignity of the person into account allows us to under-
stand what is at stake and to rethink decisions made under more global 
principles.

In Chapter 2 Rioux and Riddle focus on competing interpreta-
tions of the principle of equality, outlining three general ways in which 
equality has been framed in philosophy and law: the like treatment 
model; the equal opportunity model; and the substantive or equality of 
outcome model. The authors explore the effectiveness of the applica-
tion of each conception of equality in relation to disability and dem-
onstrate that, in law and legal interpretation, there is an inherent 
inequality present in law and knowledge production. Rioux and Riddle 
argue that the language of equality is used to defend a range of out-
comes, some of which contradict basic objectives of the equality prin-
ciple. Recognizing that human rights principles support substantive  
or outcome equality it is possible to revisit legal decisions and social 
policies in order to assess their consistency with an equal outcome 
approach.
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In Chapter 3, Jones argues the principle of inclusion challenges  
views that people with disabilities should be merely tolerated or  
simply accepted. She argues that there are three dimensions of in -
clusion: non-discriminatory attitudes; access to participation; and 
facilitation to limit the impact of disability. These features are identi-
fied as traits of a just society, accessible through the implementation  
of human rights. Comparing re-distributive, social integrationist  
and moral understanding discourses, Jones provides an important 
challenge to the lack of justice identified through exclusionary pra-
ctices.

The authors of the three chapters recognize that social or legal action 
should be considered in the light of all three principles. People with 
disabilities are only valued members of society to the extent that they 
are treated with dignity and respect, are provided with outcomes which 
are substantively equal with the outcomes of others and are fully 
included in all aspects of the life of society. These principles provide the 
framework with which to understand the interrelationship between 
disability law and rights.

Part II: Advancing Dignity

Part II focuses on human rights issues relating to the dignity of the 
person. The jurisprudence and legal statutes discussed in the following 
chapters make clear that persons with disabilities are frequently denied 
this right. They highlight the centrality of dignity in ensuring human 
rights as well as the implementation of the right to dignity as a princi-
ple from which to argue human rights cases.

Taking dignity as an ethical precept, Jones, in chapter 4, draws our 
attention to the legal conceptions of wrongful birth and wrongful life in 
torts relating to disability. The very idea of a “wrongful birth” or a 
“wrongful life” is contentious and, at first instance, appears to suggest 
that people with disabilities would be better off dead. People with dis-
abilities have objected to the continuing recognition by the court of 
these torts, arguing that the language of law has far ranging influence 
and has an impact on the way in which people with disabilities are 
viewed. Jones argues that these torts may be justifiable and legitimate 
when brought by persons with disabilities.

In his chapter titled “Children at the Edge of Life: Parents, Doctors 
and Children’s Rights,” Freeman revisits questions related to life 
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 saving treatment of disabled infants and reconsiders legal cases in the 
light of the principle that all people should be treated with dignity and 
respect. Freeman argues that there is a fundamental problem in legal 
and medical decision making which fails to recognize the inher-
ent value of new born children with disabilities. Freeman explores 
assumptions made about the quality of disabled lives. Despite the 
United Nations Convention on the Rights of the Child, which makes 
clear that children are rights-bearers, Freeman argues that this is often 
forgotten in the context of children and medical decision making. He 
demonstrates that while this is true for children generally, it is particu-
larly problematic for children with disabilities.

Richardson considers a similar problem with respect to people with 
psychiatric disabilities in “Involuntary Treatment, Human Dignity  
and Human Rights.” Focusing on the right to dignity, rather than the 
experience of disability, Richardson examines the way in which deci-
sions are made “about” or “in the interest of ” individuals. of particular  
concern is the imposition of involuntary treatment on people with psy-
chiatric disabilities, which, he argues, constitutes a denial of human 
dignity. Richardson views this issue in light of the jurisprudence of the 
European Court of Human Rights, in which there is an emphasis placed 
on physical integrity and self determination in the interpretation of 
human rights. This jurisprudence offers a perspective which may be 
helpful in the interpretation of the CRPD.

According dignity to any person requires recognition of their sexu-
ality, sexual identity and their freedom to engage sexually. Dignity also 
requires respect for reproductive freedom and the right to family life. 
Respecting the dignity of disabled women requires an understanding 
both of the impact of disability and of the experience of being a woman, 
as is recognized in Article 6 of the Convention. Mykitiuk and Chadha 
explore this often neglected aspect of the lives of women with disabili-
ties. In the process, they deconstruct the law relating to reproductive 
and parenting rights and argue that law is caught up in the denial of 
sexual health education and reproductive services to people with  
disabilities. Mykitiuk and Chadha argue that according dignity to peo-
ple with disabilities requires that there be accessible sex education  
which emphasizes the entitlement to intimate relationships, the right 
to marry, the right to sexual and reproductive health, the right to have 
and maintain a family and the right to reproductive assistance. The 
complexity of this area suggests the importance of education, not just 
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for people with disabilities but for the community at large, to under-
stand the right to dignity.

While the preceding chapters have focused on matters intimate to 
the individual – reproductive rights and cutting edge questions about 
life, death and medical treatment, Laycock reminds us that questions of 
dignity arise in every situation in which people generally, and people 
with disabilities in particular, find themselves. In “Price v UK: The 
Importance of Human Rights Principles in Promoting the Rights of 
Disabled Prisoners in the United Kingdom,” Laycock looks at how the 
dignity of a person can be compromised in prison, not just by the ordi-
nary problems which arise, but also because of the complications asso-
ciated with disability. Laycock illustrates the mistreatment of people 
with disabilities in the penal system and argues that there is a failure to 
recognize that accommodating the needs of a prisoner with a disability 
is essential if one is to provide equality and dignity of their treatment 
within the prison system.

Dignity is central to the recognition of a person as a rights-bearer. 
Whether the issue – either overt or covert discrimination—occurs in 
employment or education, leisure activities or accessing goods or serv-
ices, mandates a consideration of whether the person has been treated 
with dignity and respect. This analysis provides not only insight into 
that person’s situation but it is also a means of uncovering what is unjust 
in a broader range of situations. Denying dignity to a person with a dis-
ability is to deny that person’s humanity. Ensuring dignity is essential  
to a meaningful guarantee of human rights.

Part III: Ensuring Equality

In Part III we move from a focus on the individual to a focus on the 
comparative position of people with disabilities and those without dis-
abilities. The principle of equality, a foundational rights principle, 
requires that people with disabilities are recognized as equal members 
of society. Building on Rioux and Riddle’s analysis of equality in 
Chapter 3, the chapters in this section of the book explore the extent to 
which inequality can be dressed up as equality through linguistic 
 acrobatics and legal smokescreens. As Rioux and Riddle make clear, 
understanding equality is not as simple as it appears at first sight. Where 
people are differently situated, it is essential to establish the extent to 
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which the difference needs to be taken into account if equality is to be 
fully realized. Ideas of equality range from formal equality, in which 
each person is accorded identical treatment independent of personal 
characteristics, to equality of opportunity, to equality of outcome and 
substantive equality.

These ideas of equality are explored by Rioux and Patton in “Beyond 
the Legal Smokescreen: Examining Equality Values in Sterilization 
Jurisprudence.” The sterilization of women and girls with intellectual 
disabilities is a practice which is still common place and, in some coun-
tries, legally sanctioned by the State. As this remains contentious, appli-
cations have been made to the courts of a number of jurisdictions 
seeking to legitimate sterilization procedures and the role of the state 
under the parens patriae power. Rioux and Patton note that there have 
been very different outcomes in different courts on similar fact situa-
tions. While the language of equality is invoked in most cases, the 
meaning attributed to equality varies significantly, showing that the 
differing outcomes can be explained in terms of the different legal and 
ethical characterizations of equality. In order to make headway through 
the confusion about equality, the authors demonstrate the quite radi-
cally distinguishable ways in which Canadian, British and Australian 
courts have addressed this issue and the outcome for people with dis-
abilities. Rioux and Patton maintain that equality of outcome is the 
only concept of equality which arguably can be held to be consistent 
with human rights principles.

Recognizing that the substantive equality of people with disabilities 
is a basic requirement of justice which claims to operate within a human 
rights framework, does not, in itself, provide a means of ensuring sub-
stantive or outcome equality. Brown and Lord in their chapter, “The 
Role of Reasonable Accommodation in Securing Substantive Equality 
for Persons with Disabilities: The UN Convention on the Rights of 
Persons with Disabilities,” argue that specific action is needed to miti-
gate against the potentially negative consequences of disability. The 
term “reasonable accommodation” is used in the CRPD and in some 
domestic laws, to describe the proactive measures to be taken and the 
social goods that need to be provided in order for people with disabili-
ties to function as equal members of society. It is only when a person 
with a disability has been accorded reasonable accommodations  
that substantive equality can become a reality. This has consequences  
for the interpretation of the Convention in the rights of persons with 
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disabilities, as well as other international and domestic guidelines and 
law. Brown and Lord argue that an understanding of reasonable accom-
modation provides a key to advocacy for people with disabilities. 
Further, they recognize reasonable accommodation as integral to suc-
cessful enforcement mechanisms.

Kindiki lays out the operation of the legal protection of people with 
disabilities in Kenya. In his chapter, “Legal Protection of Persons with 
Disabilities in Kenya: Human Rights Imperatives,” Kindiki considers 
the way in which the law operates in circumstances where there has 
been a failure to accord equality to people with disabilities. Focusing 
on the situation in Kenya, Kindiki concludes that much remains to be 
done both in terms of understanding the experience of disability and in 
terms of the law designed to protect people with disabilities. This chap-
ter provides a critique which has wide application.

Demonstrating one way in which substantive equality can be given 
effect, Dhir, in “Corporate Selective Reporting of Clinical Drug Trial 
Results as a Violation of the Right to Health,” draws our attention to 
issues of access to safe pharmaceuticals. The general principle of inclu-
sion requires that people with disabilities have equal access to health 
care resources and that the medication that they are given is safe and 
suited for the purpose it is prescribed. Dhir argues that governments 
have a responsibility for regulating clinical drug trials and assuring full 
transparency to ensure the protection of people with disabilities from 
misdiagnoses or negative side effects.

Where there are laws proscribing discrimination and/or promoting 
the rights of people with disabilities, it is important that they have more 
than a symbolic effect. The objective of good law is good social prac-
tice, and while it is important that law be developed, it is more impor-
tant to ensure that policies and practices are adopted which make a 
difference to the lives of people with disabilities. Equal outcome requires 
recognition that barriers are built into law and social policy and prac-
tice. Law may be ineffective if there is no concurrent recognition that 
inequality is a consequence of the organization of social and political 
institutions and the ways in which legal ideas of incompetence and 
incapacity have been entrenched. Where lawmakers adopt and apply 
the principle of substative or outcome equality, the human rights of 
people with disabilities can be protected. The strategic use of this notion 
of equality will mandate courts to consider, more comprehensively, the 
rights of people with disabilities.
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Part IV: Promoting Inclusion and Participation

The principle of inclusion and participation encompasses the relation-
ship between the individual and society at large, and the way in which 
individuals experience relationships in both the private and the public 
realm. Whatever is done to ensure the inclusion of one person will  
also have the possibility of providing a blueprint for the inclusion and 
participation of people with disabilities generally. Invoking the princi-
ple of inclusion and participation not only generalizes from what would 
be “right” for one person, it also shifts the focus from the experience of 
the individual’s disability to the structures of society with which indi-
viduals must contend. Ethically, as Jones points out in Chapter 4, the 
principle of inclusion goes beyond tolerance and acceptance to facilita-
tion and participation.

Waterstone illustrates the content of inclusion and participation in 
his chapter titled “Political Participation for People with Disabilities.” 
As he points out, political participation is a basic requirement of a 
democratic society, and ensuring equality of political participation  
for people with disabilities is a complex matter. Waterstone considers 
how the requirements about voting may need adjusting if this right  
is to be provided on inclusive and participatory terms to people with 
disabilities.

Jiménez in this chapter, “The Right to Live a Life Free of Violence for 
People with Disabilities,” provides a clear example of the principle of 
inclusion in his analysis of violence against people with disabilities in 
Latin America. Beginning with recognition of the extent of violence, 
Jiménez draws our attention to relevant international law which speci-
fies the right to live free of violence. The problem which he describes is 
that where there is law, it operates in a manner which is exclusive of 
people with disabilities. While he points out that the domestic laws do 
not adequately reflect the rights found in international law, he is more 
concerned with the reality that the laws do not operate effectively for 
women and people with disabilities. He argues that exclusion takes two 
forms. First, there is a lack of access to justice, where a person with a 
disability has been the victim of violence, whether in the home or in 
the broader society. Secondly, where people with disabilities who are 
victims of violence do have access to the courts, they are insufficiently 
facilitated or accommodated through the legal process. He proposes 
that specific legislation about the rights of people with disabilities, 
which includes the right to an independent life free from harm, would 
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be a means of giving effect to international human rights law. Further, 
Jiménez argues that there is a national responsibility to respond to this 
problem and that an inclusive attitude to people with disabilities is 
overdue.

The Standard Rules on the Equalization of Opportunities for Persons 
with Disabilities (Standard Rules) were developed as a guideline to  
government practices with respect to the inclusion of people with  
disabilities in the absence of a convention on disability. With the  
implementation of the Convention, Cisternas Reyes’ interpretation of 
the relationship between reasonable accommodation and the princi-
ple of inclusion, along with the strategic use of the Standard Rules,  
provides illustrations of inclusive social practices. Reporting on a  
legal project in which people with disabilities and indigenous peo-
ple were trained about their rights Cisternas Reyes dem onstrates  
the various faces of inclusion and participation and the complexity  
of ensuring it. People with disabilities need to be empowered by under-
standing what rights they have. People without disabilities need to  
recognize what may be required for the inclusion of people with  
disabilities. Equally, public officials have a responsibility to include 
people with disabilities, whether as fellow employees or as service 
users.

The complexity of understanding disability and inclusion and par-
ticipation requires knowledge about the lived experience of disability. 
The practice of inclusion varies from culture to culture and from  
society to society. Inclusive practices are consequent on an understand-
ing not only of disability generally, but are grounded in research which 
informs us of the localized experience of disability and the strategies 
developed where there has been a denial of human rights. As Pinto 
argues in “Monitoring Human Rights: a Holistic Approach,” monitor-
ing disability rights involves a broad perspective on what is happening 
in society. It involves interpreting and researching individual experi-
ence, laws and policies but there also has to be an assessment of national 
and international programs and public attitudes to disability. Monito-
ring processes have the potential to be both educative and  empowering. 
The outcome of monitoring projects, such as the Disability Rights Pro-
motion International (DRPI) project, is a ready and rich source of data 
which can be used in human rights enforcement of international and 
national law and advocacy. DRPI’s work is grounded in the recognition 
of the interconnectivity of individual experiences; systems, laws and 
policy; and public awareness (measured through media monitoring). 
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Each area is designed as a way of identifying violations, gaps and mis-
representations of the implementation of rights. Pinto argues that 
holistic monitoring can be used both for shadow reports to govern-
ments and the United Nations, as well as formal government submis-
sions to make those reports more robust and incorporate the perspective 
of people with disabilities themselves.

The critical perspective on human rights and disability law pre-
sented in this volume are drawn from the experience of scholars and 
activists in a number of jurisdictions and legal systems. The core human 
rights principles of dignity, equality and inclusion and participation 
have been analyzed and applied with a view to understanding the  
way in which human rights principles can be applied in law and policy 
to achieve grounded outcomes for people with disabilities. A princi-
pled approach to international human rights law offers a tool for  
people with disabilities that transcends national boundaries. Using 
these principles to analyze facts whenever an action is brought to the 
courts has the potential to educate all the players involved, to provide 
an understanding of what is at stake for the person with a disability and 
to recognize what is required from governments and the legal com-
munity to meet the entitlements of people with disabilities as rights-
bearers.

While each of the three principles used as the under-pinning for this 
volume – of dignity, equality and inclusion and participation – stand 
on their own, the concepts are interrelated and interdependent. 
Arguably, substantive equality is an objective that can be achieved by 
according dignity to the person and ensuring inclusive and participa-
tory practices. Equally, it could be said that the institutionalization  
of dignity will ensure equality. The principle of inclusion found in  
the CRPD, while not historically seen as a foundational human rights 
principle, recognizes that substantive equality and dignity are only 
achievable when there is real inclusion of people with disabilities. They 
will be substantively equal to those without disability and their dignity 
will also be respected.

With respect to people with disabilities, these human rights princi-
ples are essential to the determinations of courts and transformative  
of the experience of society. Where policies are drafted or legal deci-
sions made, the principles of dignity, equality and inclusion and par-
ticipation offer criteria to be used in assessing the consistency with  
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the human rights of people with disabilities. From the perspective of 
human rights, only those outcomes and processes which promote  
dignity, equality and inclusion and participation can be supported.  
The practical application of these analyses are explored throughout  
this volume.





Part I

Human rIgHts PrIncIPles





1 reaume, D.g. (2003). Discrimination and dignity. Louisiana Law Review, 63, 
1–51.

2 R (Burke) v GMC para 57 referring to R(A B X & Y) v East Sussex CC and the 
Disability Rights Commission (No2) [2003] eWHc 167 (admin) per mumby J. It goes 
without saying that human dignity is not limited to the european family of nations – it 
is a principle of international human rights law as well as a core value of many national 
legal systems.

Human DIgnItY

lee ann Basser

…Valuing human dignity means acknowledging the inherent worth of 
human beings; therefore violating dignity involves conveying the mes-
sage that some are of less worth than others.1

The recognition and protection of human dignity is one of the core val-
ues…of our society and, indeed, of all the societies which are part of the 
european family of nations and which have embraced the principles of 
the convention. It is a core value of the common law, long pre-dating the 
convention.2

People with disabilities have not traditionally been seen as rights bear-
ers. For the most part people with disabilities have been recipients of 
charity and welfare, seen as objects of pity rather than as authors of 
their own destiny. This reflects an individual tragedy approach to dis-
ability and fails to take into account the inherent and ultimate value of 
each and every person. The ideological shift inherent in a human rights 
perspective requires that people with disabilities are recognised as 
rights bearers and entitled to the benefits which flow from membership 
in the human family. as family members we expect to accord each 
other dignity and as workers we expect our employers and colleagues 
to value us as human beings and to act accordingly. as citizens we 
expect to be treated with dignity by the state. Yet many people with dis-
abilities experience indignity in both their public and private lives.

recognition of human dignity is found in a range of legislative 
instruments which acknowledge the entitlements of people with disa-
bilities. These include international and domestic human rights instru-
ments – treaties, constitutions, charters and bills of rights – which apply 
to people with disabilities whether or not disability is specifically 
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3 see below beginning at page 31.
4 a/c.3/64/l.24.
5 general assembly resolution 217a (III) of 10 December 1948.

referred to.3 also included are: disability discrimination laws, equal 
opportunity laws and affirmative action laws. The operation of these 
laws is designed to ensure that human dignity is respected. excluding 
or discriminating against people with disabilities ignores the essential 
value and worth of the individual.

meeting basic needs is the first step in securing human dignity and 
is necessary as a means of underwriting specific civil and political 
human rights. The idea of dignity is crucial to an understanding of 
human rights and is important to the individual, in the development of 
a sense of self and of self-esteem, providing a foundation for self- 
determination. an integrated sense of self, coupled with an apprecia-
tion of one’s inherent worth, allows an individual to see him or herself 
as more than simply the sum of his or her limitations. too often people 
with people with disabilities have seen themselves as others see and 
describe them, focusing on their “deficits” or “label.” The promise of 
human rights is that all people are of equal worth and the implication 
of human dignity provides the basis for people with disabilities to 
reconstruct themselves as ordinary people. It is the experience of dig-
nity which allows a person to recognise his or her own value. In this 
way human dignity becomes a tool of empowerment.

There is another important aspect of dignity. Dignity provides a 
framework of analysis, a context for unpacking social structures, the 
way people are viewed and the way policies are implemented. Dignity 
asks us to think: “how would it feel to stand in the shoes of the other 
person?”; “how would I like to be treated?”. The attribution of dignity 
allows for the possibility of a claim to human rights entitlements at the 
same time as providing the content of those claims. When dignity is 
protected by law, status and recognition are conferred on the 
individual.

until the adoption of the Convention on the Rights of Persons with 
Disabilities (crPD)4 “disability” only appeared as a status in one inter-
national human rights treaty – the Convention on the Rights of the Child. 
The reason that disability was included in the crOc was two fold, one 
reason was that by the time it was drafted disability had become an 
issue on the public agenda. The other was that the crOc brings 
together the gamut of human rights as they apply to one population 
(children). The Universal Declaration of Human Rights (uDHr),5 the 
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    6 general assembly resolution 2200a (XXI) of 16 December 1966.
    7 general assembly resolution 2200a (XXI) of 16 December 1966.
    8 This was a motivating factor for the development of the Disability convention see 

Darrow, m. (1996). International human rights law and disability: time for an interna-
tional conventionon the rights of people with disabilities? South African Journal of 
Human Rights, 3(1), 69–96.; see also Quinn, g. & Degener, t. (2002). The current use 
and future potential use of United Nations human rights instruments in the context of 
disability. new York & geneva: united nations.

    9 Hrc General Comment 18 HrI/gen/1/rev.1 at 26 (1994) para 7; escr General 
Comment 5 un.De/c.12/1994/13 (1994).

10 Of 192 member states of the united nations 143 have signed (74 ratified) the 
crPD and 87 have signed (47 ratified) the Optional Protocol as at 10 november 
2009.

11 For an outline of the development of the concept of human dignity see: englard,  
I. (2000). Human dignity: From antiquity to modern Israel’s constitutional framework. 
Cardoza Law Review, 21, 1903–1927.; Beyleveld, D. & r. Brownsword. (2001). 

International Covenant on Civil and Political Rights (IccPr)6 and the 
International Covenant on Economic Social and Cultural Rights (Iescr)7 
do not make reference to people with disabilities. This could be seen as 
an indication that the international community considered people with 
disabilities to be of lesser worth than other people.8 However, both the 
united nations Human rights committee and the committee on 
economic, social and cultural rights issued General Comments clari-
fying the inclusion of people with disabilities9 and subsequently the 
general assembly passed resolutions to this effect. any residual doubt 
about the fundamental worth of people with disabilities and their enti-
tlement to be treated with dignity have been resolved by the crPD 
which almost all nations have adopted.10 The fact that the dignity of 
people with disabilities has been recognised in international law is 
important for a number of reasons. Over and beyond the symbolic 
function of the law, by which it is made clear that people with disabili-
ties are rights-bearers, the law plays an important role in education 
about disability and in raising awareness of the inherent worth of all 
people with disabilities. although dignity is included as a basic princi-
ple in the crPD and other international human rights instruments, the 
concept remains both illusive and undefined.

the concept of Dignity

at the heart of modern human rights is the concept of human dignity. 
Dignity is an attribute of each person by virtue of his or her humanity. 
The idea of dignity has its roots in antiquity11 and can be found in many 
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cultures, not all of them “rights respecting.”12 Human dignity has been 
conceptualised as a moral value, a principle underpinning human 
rights and as a human right.13 The attribution of dignity is not depend-
ent on social status, political affiliation, economic value, religion, eth-
nicity, race, gender, genetic make up, the ability to reason, physical or 
mental ability or merit. as réaume puts it:

to ascribe human dignity to human beings…that is, to treat it as an 
inherent aspect of humanity- is to treat human beings as creatures of 
intrinsic, incomparable, and indelible worth, simply as human beings; no 
further qualifications are necessary. In this basic sense, dignity is ascribed 
to human beings independently of their particular accomplishments or 
merits of praiseworthiness. It refers to a kind of worth that is not contin-
gent on being useful, or attractive, or pleasant or otherwise serving the 
ends of others.14

This worthiness attaches to a person because of her humanity. It is not 
a privilege and cannot arbitrarily be encroached upon. Human dignity 
is therefore understood as inherent and inviolable, a quality that is 
intrinsic to the person. each human being is deemed to be of inestima-
ble value because of his or her inherent self-worth. Implicit in this 
acknowledgement of the inherent value of the human person, is an 
acknowledgement and acceptance of human diversity and difference.

Human dignity, along with the other concepts discussed in this 
book, is a foundational principle underpinning human rights with the 
potential to provide an interpretive lens through which to ascertain the 
content of specific rights. as with human dignity, the modern concep-
tion of human rights is that they attach to the person by virtue of being 
human. They are not the gift of states but are the “right” of human per-
sons.15 understood in this way, rights are entitlements that ground 
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claims against the state and found obligations on the part of the state. 
many states protect human rights in their constitutions or have enacted 
Bills of rights with constitutional or legislative force. each of these laws 
bolster a claim of entitlement to dignity.

The relationship between human rights and human dignity is com-
plex. In its modern conception dignity is both a fundamental principle 
underlying human rights and a right in itself.16 Human dignity can be 
seen as the “source” of human rights17 and, at the same time, human 
rights are said to give effect to the principle of human dignity. Human 
rights are relational18 – people live together in society and rights- 
entitlements of individuals are constrained by the need to give equal 
concern and respect to other human beings. Human dignity is simi-
larly relational. Dignity comes into play in transactions between indi-
viduals and in dealings between individuals and the state. Human 
dignity can found a claim to the resources of society that are required 
for living a life with dignity. equally, the extent to which any claim can 
be met will also be constrained by the need to give equal concern and 
respect to others.

Human dignity is particularly valuable because it reiterates and rein-
forces the idea that all people are rights-bearers. This is very important 
for those groups of people who have been traditionally denied a place 
in society. If rights are special entitlements and therefore, in Dworkin’s 
words, “trumps,”19 (or as Jones puts it – “the entry card into society”),20 
then dignity is the key that turns the lock and allows entry into society 
and requires that each person be treated with equal concern and respect 
in that society.

giving effect to the principle of human dignity requires knowing 
something about the effect of difference in people’s lives.21 equally as 
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more is revealed about the nature of the differences experienced by 
people with disabilities, the more understanding we have of the mean-
ing of dignity. For example, the principle of dignity is discharged by 
ensuring that people are not humiliated by the way in which they access 
services; understanding the diverse needs of people with disabilities for 
services provides information about the ways in which service users 
could be humiliated. equally, dignity is affronted when a person with a 
communication and/or speech difficulty is shouted at on the assump-
tion that the person is also deaf; dignity is respected when an individual 
is given the time and opportunity to “speak” using whatever mode of 
communication with which he or she is most comfortable. similarly, 
dignity is affronted where children with physical disabilities are unable 
to participate in mainstream schooling because of the physical configu-
ration of the buildings or lack of accessible toilets; dignity is maintained 
when a class is rescheduled to a ground floor class room to enable a 
child with physical disabilities to participate.

satisfaction of the principle of dignity requires that all human beings 
are empowered to enjoy the benefits of society on an equal basis. This 
includes participation in political activity and in the social, recreational 
and cultural pursuits of the society. Dignity focuses on the person. 
recognising the whole person, including aspects of the person that are 
“different” or “disabled,” is a prerequisite to according dignity. While it 
is important to acknowledge the structural barriers which disable many 
people, it is impossible to accord dignity to a person with a disability 
without looking internally as well as externally. People are disabled, 
their lives made more challenging and difficult by their impairments 
and functional limitations of body and mind as well as by external sys-
temic disadvantage. It is the  requirement of dignity that ensures that 
“whole” people are seen and responded to.

Human dignity is a concept which resonates – it is one that is intui-
tively understood. Indeed, for all that the concept of human dignity has 
been theorised and has “come to be used as an expression of a basic 
value accepted in a broad sense by all people,”22 what is meant by 
the concept of human dignity has been largely “left to intuitive under-
standing, conditioned in large measure by cultural factors.”23 This is 
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 particularly true in legal texts such as international human rights trea-
ties and declarations, national constitutions and domestic legislation 
where dignity is identified as a foundation value and sometimes as a 
right but is not usually defined. as schachter puts it, there seems to be 
a general belief “that a violation of human dignity can be recognized 
even if the abstract term cannot be defined.”24 However, while legal 
instruments may be silent about the meaning of human dignity, it is 
possible to discern a meaning from both the instruments themselves 
and from various legal cases in which reliance has been placed on the 
concept in legal argument and in judicial reasoning.

as a principle informing the content of other human rights princi-
ples, dignity also has a role to play in the balancing process necessary 
to bring different rights and principles into harmony.25 Dignity carries 
with it a transformative potential.26 For people at the margins, as peo-
ple with disabilities so often are, this transformative potential of human 
dignity (and of human rights more generally) is of particular impor-
tance. to a certain degree, that transformative potential has begun to 
be realised. For a long time many people with disabilities have been 
denied their basic humanity, shut out from society, treated as objects of 
charity and pity or perhaps of benevolent paternalism, and denied legal 
status.27

The transformative potential of the concept of dignity is not limited 
to this very important change in status for people with disabilities. That 
transformative potential extends into the substance and operation of 
law providing people with disabilities (together with other disadvan-
taged groups) with an important tool for affecting change and ensuring 
rights. Over and beyond this, invoking the concept of dignity requires 
an analysis of economic inequality, its impact on quality of life and may 
give rise to redistributive strategies.28 The possibilities for dignity in 
this regard can be seen by its usage over time.
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the Development of the concept of Dignity

The modern understanding of dignity is informed by the ancient 
roman ideas of dignitas and dignatio.29 Dignitas, to the ancient romans, 
signified a particular social and political status. Honour and respect 
were accorded to those worthy individuals who acquired the status of 
dignitas, perhaps through appointment to public office. Dignity accrued 
as a result of personal achievements and moral integrity.30 This concept 
of dignity is to be distinguished from that connoted by dignatio, a dis-
tinction ascribed to cicero. The term dignatio refers to the dignity or 
worth that attaches to a human being by virtue of being human.31 much 
later Pufendorf adopts this distinction in his secular version of natural 
law. Pufendorf ’s concept of dignatio is a precursor of modern ideas 
about dignity – it is inherent and therefore inalienable and all people 
are equal in dignity. For Pufendorf, human dignity is the basis for peo-
ple having natural rights – in other words rights are derived from 
human dignity.32 However, the entitlement to dignity is founded in the 
ascription of the common capacity for reason.33 This, in itself, is 
problematic.

another idea that underlies the modern conception of dignity is 
derived from the Bible. In the Judeo-christian tradition34 a person’s 
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dignity stems from the relationship with the divine, from being created 
in the image of god.35 This conception of dignity is derived from 
“man’s” special position in the world in which “he” is superior to other 
creatures, capable of self-reflection, possessing creative capacities and a 
rational soul.36 This idea of “man’s” inherent dignity was further devel-
oped by medieval philosophers such as aquinas into natural law the-
ory.37 modern theological thinkers tease out these ideas and acknowledge 
human dignity and worth as a fundamental value.38

an important source of the modern conception of dignity is to be 
found in Kant’s philosophical writings. For Kant dignity is a quality of 
intrinsic worth and is tied up with morality.39 Kant conceived of dignity 
as founded in autonomy and from this developed the categorical 
imperative:

act in such a way that you treat humanity, both in your person and in the 
person of each other individual, always at the same time as an end, never 
as a mere means.40

This conception of dignity as autonomy is a moral one, which attaches 
to all human actors. This means that when someone treats another with 
indignity, it is a moral failing; being treated with indignity is a moral 
abuse. If a person is to be treated as an end in themselves, that person 
must be accepted as they are, with no differential value being placed 
because of any particular characteristic. to treat people as ends in 
themselves requires that people be treated with dignity and respect.
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One problematic aspect of the historical conception of dignity, from 
a disability perspective, is that it is often tied with the ascription of 
autonomy and the ability for practical reason. a human rights approach, 
which takes dignity to be a central element, cannot be dependent on 
the ability of the person to act independently of all others or to act 
rationally. Feminist legal scholarship challenged the liberal ideal of 
“rugged individualism” demonstrating unequivocally that we are all 
interdependent and all function in relation to one another.41 so the fact 
that, often, people with disabilities find themselves in relationships of 
dependency is irrelevant to their inherent dignity and to their entitle-
ment to be treated with dignity. equally, the ability of a person to rea-
son, think rationally or be intellectually “competent” has no bearing on 
the moral imperative of treating people with dignity and respect.42

at the heart of the right to dignity is respect for the inherent value of 
our own lives,43 for the ability to treat others with dignity is circum-
scribed by the way in which we treat ourselves. Dworkin, in Life’s 
Dominion considers two approaches to understanding dignity. He pro-
poses an experiential theory of “indignity” as a means of understand-
ing dignity. This theory focuses on the objective experience of the 
individual and assumes that “indignity” will lead the person to experi-
ence mental anguish and a loss of self-respect which could amount to 
self-loathing or self-hatred.44 However, this approach to dignity does 
not account for the fact that the individual may not experience distress. 
This may mask the indignities arising from structural disadvantage and 
fails to take account of the circumstances where a person is brain-
washed or socialised in a way that makes him or her blind to the indig-
nity, for example, a slave who accepts his or her situation.45 It also fails 
to take account of the situation of many people with disabilities.
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The alternative approach, the one which Dworkin prefers, is that 
dignity is a rights-claim on others that they recognise what it means to 
be human. Dignity is far more than the individual experience of a par-
ticular life (Dworkin describes this as the passive aspect of dignity).46 
respect for dignity also has an active voice which takes into account 
what Dworkin describes as “critical” interests. critical interests have a 
self regarding aspect going to the individual’s convictions about the 
intrinsic value of his or her life – his or her moral position, about lead-
ing a valuable life, but dignity also has an objective/external aspect. 
This involves the acknowledgement by others of the person, his or her 
moral standing and that his or her life is intrinsically and objectively 
important.47 In this way: “Dignity is a central aspect of…the intrinsic 
importance of human life.”48

What is clear is that dignity is an important human rights principle 
and while the conception of dignity varies between cultures and with 
time and place, it is possible to identify a “basic minimum” core con-
tent of human dignity. mccrudden argues that there are three such 
elements.49 The first is that dignity is inherent to all human beings by 
virtue of their humanity – each person has an intrinsic worth. secondly, 
other people should recognise and respect that intrinsic worth and 
either act or refrain from acting in certain ways out of respect for that 
intrinsic worth. Thirdly, as between the state and the individual, “rec-
ognising the intrinsic worth of the individual requires that the state 
should be seen to exist for the sake of the individual human being, and 
not vice-versa.”50 mccrudden identifies the first element as the onto-
logical claim, the second element as the relational claim and the third 
element as the state-limited claim.

adopting these elements of human dignity allows for an understand-
ing of what it means in fact to be treated consistently with dignity. First 
is the absolutely crucial requirement that a person’s physical integrity is 
respected.51 This has consequences both in every day interactions and 
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in “extraordinary” situations such as those involving medical  treatment, 
unwanted sexual advances and punitive measures. secondly, human 
dignity means that every person has the inherent right to be treated as an 
individual with a personality.52 This means that the right to freedom of 
opinion and belief, (including religion), inherent in the values of a lib-
eral state are accorded to everyone. Thirdly, human dignity means that 
a person must be given voice about any issues which affect their lives 
and must have the ability wherever possible to exercise choice.53 Finally, 
inherent dignity of any individual requires that he or she has access to 
a fair share of the goods of society.54 This means that the availability of 
resources to any individual is dependent on the socio-economic envi-
ronment in which they live, but dignity dictates that there is a fair dis-
tribution of those goods between members of the society.

Dignity under International law

In the aftermath of WWII, with the establishment of the united nations 
and the adoption of the Universal Declaration of Human Rights (uDHr), 
the concept of dignity was established as a foundation principle for 
human rights. The Preamble to the charter of the united nations 
affirms the commitment of the international community to human 
rights and to human dignity:

We the peoples of the united nations determined to reaffirm faith in 
fundamental human rights, in the dignity and worth of the human per-
son, in the equal rights of men and women and of nations large and 
small.

The uDHr gives prominence to the concept of dignity referring to it in 
two places. The Preamble to the uDHr recognises the “inherent dig-
nity and…equal and inalienable rights of all members of the human 
family” and referring to the un charter goes on to reaffirm the faith of 
the un “in the dignity and worth of the human person and in the equal 
rights of men and women…”. article 1 states:
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all human beings are born free and equal in dignity and rights. They are 
endowed with reason and conscience and should act towards one another 
in a spirit of brotherhood.

at the time this was a radical new approach to human rights and to 
dignity.55

The place of human dignity as a cornerstone of human rights is 
cemented in the International Covenant on Civil and Political Rights 
(IccPr) and the International Covenant on Economic, Social and 
Cultural Rights (Isecr). The Preamble to each of these covenants con-
firms the recognition of the inherent dignity of all people and recog-
nises that human rights derive from that inherent dignity. Dignity is 
also referred to in the text of particular articles, for example in article 
10 IccPr – relating to deprivation of liberty -and in article 13 Icsecr – 
the right to education. subsequent un conventions also refer to human 
dignity in both the Preamble and the substantive articles.56

In more recent years, the number of substantive articles referring to 
dignity in international instruments has significantly expanded:

references to dignity have expanded to include not only rights relating  
to conditions of (and treatment during) detention and the right to  
education, but also other rights: rights in the criminal justice process, 
rights to be provided with minimum conditions of welfare, the right to 
health, the rights of disabled persons to be treated as autonomous  
individuals, the right of children to be treated with dignity following 
abuse, rights to reputation, rights of indigenous cultures, rights to control 
access and use of personal data, and the conduct of biomedical 
experimentation.57

This can be seen in the newest un convention – the Convention on the 
Rights of Persons with Disabilities (crPD) – where dignity comes into 
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play not only in the Preamble but also in the substantive provisions of 
the convention. The Preamble to the crPD recalls the reference to the 
inherent dignity and worth of all people in the charter of the un and 
affirms the universality and indivisibility of human rights. It also recog-
nises that “discrimination against any person on the basis of disability 
is a violation of the inherent dignity and worth of the human person.” 
Dignity is also referred to in the Preamble with respect to the need for 
a comprehensive disability-specific convention which responds to the 
disadvantage and indignities experienced by people with disabili-
ties. The underlying purpose of the convention is spelt out in article 1. 
It is to:

...promote, protect and 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.

respect for dignity is a foundational principle of the crPD (article 3) 
and dignity is specifically referred to in a number of the articles of the 
convention – including article 8 “awareness raising”; article 16 
“Freedom from exploitation, Violence and abuse”; article 24, 
“education”; article 25 “Health.”58 This is in keeping with the centrality 
of the concept in the Vienna Declaration and Programme of Action 
(1993) which identified dignity as foundation to human rights in gen-
eral59 and adopted the concept of dignity in relation to particular rights 
such as the prohibitions on torture (art 55), gender-based violence 
(art 18), extreme poverty (art 25) and the treatment of indigenous 
people (art 20) and the issue of biomedical ethics (art 11).

Human dignity is also an important principle in regional interna-
tional human rights instruments both in the preambles and in the sub-
stantive human rights provisions. Indeed, as mccrudden notes, there 
is “a remarkable degree of consistency between the regional human 
rights instruments, and between these instruments and the interna-
tional instruments…”60 For example the preamble to the Inter-American 
Convention on the Elimination of all forms of Discrimination against 
Persons with Disabilities recognises that human rights “flow from the 
inherent dignity and equality of each person.” similarly, the African 
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Charter on the Rights and Welfare of the Child and the Revised 
Arab Charter on Human Rights refer to dignity in the context of peo-
ple with disabilities while the African Charter and the Additional 
Protocol to the American Convention on Human Rights in the Area of 
Economic, Social and Cultural Rights refer to it in relation to the right to 
education.61

Dignity under national law

reflecting its value in international law, dignity has a role to play in 
national law whether as a foundational value, a human rights principle, 
a constitutional or legislative right.62 even in the absence of an articu-
lated constitutional or legislative right to dignity, or constitutional or 
legislative statement of dignity as a foundational value, the principle of 
dignity may be incorporated into domestic law through the judicial 
application of international human rights norms.

Dignity plays a particular role in countries such as germany and 
south africa where there has been an historical systemic denial of  
basic human rights. so, for example, article 1 of the german Basic  
law provides:

1.  The dignity of man shall be inviolable. to respect and protect it shall 
be the duty of all state authority.

2.  The german people therefore acknowledge inviolable and inalienable 
human rights as the basis of every community, of peace and justice in 
the world.

3.  The following basic rights shall bind the legislature, the executive and 
the judiciary as directly enforceable law.63

as Klein explains, dignity under the german constitution is both an 
objective legal norm and a basic right.64 The state has a duty to respect 
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and protect the dignity of all members of the community.65 at the same 
time, dignity is a cornerstone or constitutive principle in the system of 
basic rights.66 The Federal german constitutional court has held that 
human dignity refers not only to the dignity of the individual but to the 
dignity of “man” as a species so that any encroachment upon human 
dignity is a violation:

There is, according to the jurisprudence of the courts, no way to balance 
other legal interests be they of other individuals or of the community, 
with the dignity of a person. The principle of proportionality does not 
come into play as long as an intrusion upon human dignity has been 
established.67

The importance of these laws can be seen in the light of the develop-
ment of german law. The constitution was enacted against the back-
ground of the Holocaust with the determination to clearly outlaw 
atrocities of the type that were committed during nazi rule. From 1933 
there was systematic degradation of people with disabilities who did 
not fit the idealised picture of the aryan race.68 sterilisation, institu-
tionalisation and murder (called “euthanasia”) were progressive meas-
ures directed at people with disabilities.

While the south african experience of people with disabilities was 
not as overtly horrific as during the nazi period, the indignities of 
apartheid are well known. In post-apartheid south africa, the 
constitutional court stressed the importance of human dignity, even 
before the enactment of the 1996 constitution:

respect for the dignity of all human beings is particularly important in 
south africa. For apartheid was a denial of a common humanity. Black 
people were refused respect and dignity and thereby the dignity of all 
south africans was diminished. The new constitution rejects this past 
and affirms the equal worth of all south africans. Thus recognition and 
protection of human dignity is the touchstone of the new political order 
and is fundamental to the new constitution69
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The 1996 constitution included dignity as a foundational value70 and 
as a constitutional right.71 subsequent jurisprudence of the consti-
tutional court has clarified the role of human dignity in south 
african law:

The value of dignity in our constitutional framework cannot therefore be 
doubted. The constitution asserts dignity to contradict our past in which 
human dignity for black south africans was routinely and cruelly denied. 
It asserts it too to inform the future, to invest in our democracy respect 
for the intrinsic worth of all human beings. Human dignity therefore 
informs constitutional adjudication and interpretation at a range of lev-
els. It is a value that informs the interpretation of many, possibly all, other 
rights. This court has already acknowledged the importance of the con-
stitutional value of dignity in interpreting rights such as the right to 
equality, the right not to be punished in a cruel, inhuman or degrading 
way, and the right to life. Human dignity is also a constitutional value 
that is of central significance in the limitations analysis. section 10, how-
ever, makes it plain that dignity is not only a value fundamental to our 
constitution, it is a justiciable and enforceable right that must be respected 
and protected. In many cases, however, where the value of human dignity 
is offended, the primary constitutional breach occasioned may be of a 
more specific right such as the right to bodily integrity, the right to equal-
ity or the right not to be subjected to slavery, servitude or forced labour 
(O’regan J para 35).72

Dignity is important in other jurisdictions even in the absence of a his-
tory of extreme violence. The supreme court of canada has long rec-
ognised the protection of human dignity as an element of the protection 
of all the rights guaranteed by the Charter of Rights and Freedoms,73 
even though dignity is not a specified human right under the Charter 
and there is no articulated statement of values and principles in the 
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canadian constitution such as is found in the south african 
constitution.74 The principle of human dignity has played a role in the 
interpretation of the charter and the development of charter jurispru-
dence. as Dickson cJ commented in R v Oakes:

The court must be guided by the values and principle essential to a free 
and democratic society which I believe embody, to name but a few, 
respect for the inherent dignity of the human person, commitment to 
social justice and equality, accommodation of a wide variety of beliefs, 
respect for cultural and group identity, and faith in social and political 
institutions which enhance the participation of individuals in society.75

The importance of human dignity is illustrated by the interplay 
between the value/principle of human dignity and the equality 
 guarantee in section 15(1) of the charter. One of the distinct pur-
poses of section 15 is to express “a commitment…to the equal worth 
and human dignity of all persons.”76 at the same time, human dignity 
has been a constitutive part of the interpretation of section 15 as a 
guarantee of substantive equality. In developing its understanding of 
equality, the supreme court, in Law v Canada,77 transformed human 
dignity into an element of the legal test for discrimination. In deter-
mining whether discrimination had occurred consideration had to be 
taken of the impact of a law or program on human dignity.78 In so doing 
the supreme court explained the concept of dignity in the following, 
oft cited terms:

Human dignity means that an individual or group feels self-respect and 
self-worth. It is concerned with physical and psychological integrity and 
empowerment. Human dignity is harmed by unfair treatment prem-
ised upon personal traits or circumstances which do not relate to indi-
vidual needs, capacities or merits. It is enhanced by laws which are 
sensitive to the needs, capacities and merits of different individuals, tak-
ing into account the context underlying their differences. Human dignity 
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is harmed when individuals or groups are marginalised, ignored, or 
 devalued, and is enhanced when laws recognize the full place of all indi-
viduals and groups in…society.79

although the supreme court has recently resiled from the attempt in 
Law “to employ human dignity as a legal test” (emphasis added), the 
court continues to recognise human dignity as an essential value 
underlying all the rights guaranteed under the Charter.80 as a result, 
the concept of dignity remains important in the interpretation of sub-
stantive equality in canada.

Despite the fact that australia has no constitutional protection of 
human rights and no bill of rights, the jurisprudence of the High court 
of australia incorporates the principle of dignity.81 using international 
human rights norms in the interpretation of the common law, some 
High court judges have applied the principle of dignity to resolve com-
plex legal issues. For example, Brennan J in Marion’s case found non-
consensual sterilisation of an intellectually disabled minor to be 
unlawful because it was an assault on the dignity of the person:

Human dignity requires that the whole personality be respected: the right 
to physical integrity is a condition of human dignity but the gravity of 
any invasion of physical integrity depends on its effect not only on the 
body but also upon the mind and self-perception.82

Impositions on physical integrity constitute an invasion of dignity. 
even where a person with a disability is unable to articulate the extent 
of the affront to his or her person, protection of human dignity consti-
tutes a means of safeguarding rights. This strategic use of the concept  
of dignity illustrates the potential of human rights principles to improve 
the position of people with disabilities in society.



36 lee ann basser 

conclusion

any account of human rights must start with the moral entitlement of 
all people to be treated with dignity. This means that people must be 
treated as ends in themselves, first as people and only then as people 
with particular characteristics. For people with disabilities this means 
asking the question about whether the treatment or interaction is pred-
icated on preserving and protecting the moral worth of the individual, 
not on some idea about the person’s disability. On the other hand, 
denying the importance of the disability and the needs arising as a 
result of the disability would itself be an affront to human dignity. The 
principle of dignity requires that the whole person is taken into 
account.

Human dignity is not only a moral value but is also a means of 
understanding what it is to be a rights-bearer. Dignity provides a moral 
basis for the relationship between individuals, by investing inherent 
worth into human interaction. The principle of human dignity can help 
unpack any given human right, to understand the impact of any denial 
on any given individual or to provide the basis for a claim to distribu-
tive justice. each person has the same basic entitlement to dignity and 
so each person must act in such a way that their behaviour is consistent 
with the mutual respect of the other. equally the state must facilitate 
the operation of rights by investing resources in individuals to ensure 
equality and participation.

International law makes provision for human dignity both as a moral 
precept and as an operational principle. Increasingly, dignity has begun 
to play a role in domestic law. Whether the right to dignity is protected 
by a constitution or a bill of rights, by legislation or by judicial practice, 
the legal articulation of human dignity offers enormous potential to 
people with disabilities. Because so often denial of rights to people with 
disabilities is predicated on the failure to accord dignity, legal protec-
tion of dignity is a useful tool in establishing and maintaining human 
rights. moreover, the concept of human dignity – whether as a princi-
ple, value or right – provides a platform on which legal argument can 
be developed to redress wrongs or support claims.
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VALUES IN DISABILITY POLICY AND LAW: EQUALITY

Marcia H. Rioux and Christopher A. Riddle

To understand the nature of disability rights, it is important to under-
stand the way in which the legal construction of inequality is built into 
the nature of both the disabled person in law and into knowledge pro-
duction in the field of disability, leading to the presumption that a posi-
tivist paradigm is essential to test the parameters of equality for this 
particular class of people.1 Furthermore, it is necessary to explore the 
choices that are made to the limits and distribution of political power 
and the legal position of the disabled population in the face of that 
power. In developing an understanding of how cases are argued to rec-
ognize differences in the use of principles of equality for those with 
disabilities in society, one discovers that equality, and particularly sub-
stantive equality, is a fundamental principle of human rights that war-
rants a close examination in order to understand how to move ahead in 
entrenching the rights of people with disabilities. As Rawls contends:

For us the primary subject of justice is the basic structure of society, or 
more exactly, the way in which the major social institutions distribute 
fundamental rights and duties and determine the division of advantages 
from social cooperation.2

People with disabilities have often failed to be included within the 
evolving concept of equality as it has shifted from an approach empha-
sizing the equal-treatment of individuals, to one more substantive in 
nature. Formal meanings of equality possess an element of what Sen 
would call “fetishism.”3 Material goods or resources are often discussed 
while ignoring the relationship between individuals and the goods 
being equalized. An approach to equality that emphasizes the private 
consumption of goods disregards the relationship between goods  
and the individual, and ignores what goods do for individuals. This 
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 “fetishism” is especially relevant when discussing equality for people 
with disabilities as assumptions are often made regarding the back-
ground conditions of individuals, ignoring inherent differences 
between members of society.

Equality as a human right must refocus to recognize the capacity of 
human beings to form purposes and choices and to become aware of 
options to acquire both control and knowledge of desires and motives.4 
It must be designed to recognize the capacity to think and to develop 
and maintain relationships free from external interference.5 The foster-
ing of self-development and the striving for excellence are other char-
acteristics that form the basis on which we accord individuals respect.6 
A denial of such characteristics diminishes that respect and fails to pro-
mote autonomy and self-determination within substantive equality.

Many individuals require differing social arrangements, including 
varieties of care, in order to live integrated and productive lives.7 Disabi-
lity raises a unique and particularly important issue within  distributive 
justice claims – how can individuals requiring differing measures to 
promote inclusion receive equal treatment?

Fortunately, others have gone before and paved the way for disability 
to be considered within the context of substantive equality rather than 
the less complex notion of equal treatment. There are differences and 
inequalities between people, that is a matter of objective fact; however, 
artificial distinctions need to be differentiated and there has to be a 
distinction between those inequalities that are the consequence of the 
organization of society, and those that stem from individual character-
istics. The false assumption that people are starting in an equal position 
often leads to the further entrenchment of the inequality that is already 
disadvantaging people, and results in the introduction of further injus-
tices. In other words, the social and legal construction of inequality is 
an important part of the understanding of the equality rights of people 
with disabilities.

While a single theoretical notion of equality may in-and-of-itself be 
difficult to achieve, many argue that it is the lack of a clearly developed 



 values in disability policy and law: equality 39

    8 Fredman, S. (2005). Disability equality: A challenge to the existing anti- 
discrimination paradigm?, In A. Lawson & C. Gooding. (Eds.) Disability Rights in 
Europe: From Theory to Practice. Oxford: Oxford University Press.

    9 Young, M. (1997). Sameness/difference: A tale of two girls. Review of Constitutional 
Law 4(1), 150–166.

10 Declaration of Rights, prefixed to the French Constitution of 1793.

notion of equality in legal discourse that is especially troubling. 
However, upon closer examination of numerous cases and interpreta-
tions presented throughout this book, it becomes apparent that there 
are some clear conceptions of equality as well as methodologies for 
determining why some people should be treated unequally and, conse-
quently, the basis on which people are entitled to equality. There are 
numerous cases that are clearly based on the notion of equal treatment 
that limit the participation and inclusion of people with disabilities. 
Conversely, there are some cases based upon the notion of substantive 
equality that lead to actual changes in material conditions for people 
with disabilities.

Equality as a Human Right

The application of the principle of equality leads to questions of the 
meaning of the notion itself, the nature of the social problems to which 
it is applied, the characterization of the relevant difference between 
persons and, finally, the proper manner to address such difference. As 
Sandra Fredman recognizes, “the appeal to difference was the key way 
in which contradictions between the liberal ideal of equality and the 
subordination of [people with disabilities] were addressed.”8

Equality analysis involves the critical examination of how difference 
is recognized, given meaning, and valued:9

It is not the denial of difference that is being argued but the need to take 
into account that difference in coming to determine how rights and priv-
ileges are assigned – that is, the fulfillment of the potential of every indi-
vidual…[Additionally] all…are equally eligible for all honours, places 
and employments, according to their different abilities, without any other 
distinction than that created by their virtues and talents. 10

The “infuriatingly elusive” concept of equality encompasses an elastic 
spread of meanings that range from legitimating and formalizing dif-
ferences and unequal treatment, to incorporating broad environmental 
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and institutional changes, services, policies, and programs to ensure 
equality is achieved.11

The notion of “equality” must accommodate what is expressed in the 
French Declaration of Rights: it must allow for the fulfillment of the 
potential of every individual. From that starting point, certain proposi-
tions may be deduced…
(i)   Artificial, irrelevant distinctions cannot be the basis upon which 

rights and privileges are assigned.
(ii)  Equality does not involve uniformity. In particular, it does not involve 

uniformity by reference to the lowest common denominator.12

The scope of theories of equality extends from the equalization of mate-
rial resources to the recognition of non-material human rights that 
require equal attention. Amartya Sen differentiated among equality as 
utilitarian equality, total utility equality and Rawlsian equality.13 More 
pointedly, utilitarian equality, or the most fundamental version, accord-
ing to Sen, relies upon utilitarian principles of goodness as applied to 
distribution.14 The end goal of this version of equality in relation to 
distributive conceptions is to maximize the sum-total of utility, often 
failing to recognize the implications for individualistic distribution. 
Total utility equality, while still relying upon notions of utilitarianism, 
relies on factual, observable events and not a series of alternative 
options associated with how things could be, as in utilitarian equality. 
Total utility equality does not require hypothesis of what things could 
have been under various other circumstances but, instead, is concerned 
with the factual utility present within society. Finally, Rawlsian equal-
ity, often seen as the launching point for contemporary criticism and 
scholarship, is concerned with the upholding of fundamental social 
goods and liberties viewed to be of primary importance in the pursuit 
of justice.15 Sen expanded upon Rawls’ conception of justice and argued 
for a basic capabilities approach that consists of the notions of “func-
tionings,” value-objects, freedom, and well-being.16 This version calls 
for the assurance of various functionings that represent parts of the 
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state of a person or, more particularly, the various things that he or she 
manages to do or be while leading a life. While the list of essential capa-
bilities as endorsed by Nussbaum for example, is fluid, it has included 
such notions as life, bodily integrity, and practical reason.17

With an abundance of interpretations of equality as well as categori-
cal distinctions, this paper uses three heuristic models (the like treat-
ment model,18 the equal opportunity model19 and the substantive or 
equality of outcome model20) which most closely reflect the way in 
which law has interpreted equality in cases relating to distributive jus-
tice. The important issue is how to take difference and needs into 
account in arriving at equality while avoiding discrimination. A fur-
ther challenge is to understand the relationships between persons and 
goods, recognizing that people have very different needs that differ 
with the type of disability, health, environment, location and work  
conditions associated with those individuals.

The three concepts of equality found in jurisprudence result in vastly 
dissimilar outcomes and social practices for people with disabilities. 
All raise issues of inclusion and exclusion in relation to the benefits of 
society. They draw between the justified and unjustified distinctions at 
different places, ranging between substantive changes to the material 
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conditions of people with disabilities and re-legitimizing the prevailing 
inequalities founded on the values and assumptions of nineteenth cen-
tury Liberalism. The latter rests on the traditional assumption that peo-
ple with disabilities can claim equality only to the extent that they can 
approximate other citizens.

Additionally, there is an unstated endorsement within the various 
forms of equality of the numerous theoretical perspectives from which 
disability can be analyzed. It is the relationship between and surround-
ing the various interpretations of disability that can aid in gaining fur-
ther insight into contextual difficulties and advantages surrounding the 
legal employment of such forms of equality. A distinction can be drawn 
between medical and rehabilitation services and those that focus on a 
social pathological approach to disability. Medically based conceptions 
of disability are aimed at curing or ameliorating disease and not at rec-
ognizing the oppressive nature of social, cultural, and legal structures.21 
It becomes clear that the meaning of equality will vary depending on 
the perspective of disability adopted.

The Equal Treatment Model of Equality (Formal Equality)

A minimal notion of equality, or the Aristotelian notion, is that, “equal-
ity consists of treating equals equally and unequals unequally.”22 
Using this limited notion of equality the enforcement of laws and of 
legal and social rights are equally applied to all. Formal equality makes 
no attempt to clarify what makes people equal in any particular 
 circumstances. Neutrality in the application of the law and the absence 
of different treatment are presumed to result in equality. Relying on 
this notion of equality would be appropriate and suitable if individuals 
were similarly situated, but becomes problematic when people are not. 
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For example, people who cannot fill out forms are denied the right to 
vote, while others, who can read and write, are afforded this right. The 
law is equally applied to all those who fulfill the established voting pro-
cedures; therefore, the fact that it has a differential impact on those 
with some disabilities is as insignificant as the extraneous causes for the 
lack of ability. The nature of equality being sought is what Walzer would 
identify as “simple” equality.23 While simple or negative equality ignores 
inherent differences and promotes equality as equal treatment,  complex 
or positive equality24 provides provisions and recognizes differences as 
valuable and individuals as requiring different treatment to arrive at a 
similar result or outcome. Using this approach neither the systematic, 
legal exclusion of those with disabilities – for example, from the regular 
education system – nor the means of eliciting the information, which is 
in a manner less accessible to some than others, are taken into account 
in determining justified and unjustified distinctions.

In those circumstances where classes of people are identically situ-
ated with respect to opportunity sought, formal equality may lead to 
factual equality. Those who share fewer of the characteristics of the 
advantaged group do not gain, because the underlying substantive ine-
qualities, including poverty, are not taken into account. Due to the 
entrenchment of ableist social and economic structures, poverty is 
experienced by the vast majority of people with disabilities.25

In the promotion of human rights, and particularly equality, it is 
helpful to recognize that a social group cannot be defined solely by a set 
of shared characteristics but instead, by the sense of identity that comes 
with being a member of a specific group.26 It is equally important to 
acknowledge that group meanings have an impact on individuals and 
to therefore recognize the construction of an individual’s identity 
through the cultural and historic forms the group members know as 
their own.27
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If the goal is substantive equality, then treating all alike, including 
those with demonstrable social advantage, does not achieve the objec-
tive. The flaw in the like-treatment model is that it fails to recognize 
that the problem “resides in the structures (built to reflect and accom-
modate privileged norms) and not in the person who is judged differ-
ent [and] popular prejudice can magnify the effects.”28

Theories endorsing the equal treatment of individuals (or formal 
equality) rely heavily upon individual pathological approaches to con-
ceptualizing disability. The reactive and cure-based approach of an 
individual pathology perspective to disability analysis is echoed in  
formal forms of equality. Equally treated citizens are encouraged to 
take action to insure themselves should the event arise that they are in 
a debilitating accident.29 Similar to an individual pathology approach 
to disability, under formal equality considerations, emphasis is placed 
upon the tragedy of being disabled and individuals are viewed as 
anomalies albeit worthy of society’s charity and benevolence. Disability 
is viewed as a natural occurrence and luck-based, emphasizing the 
requirement of a private and not societal, approach to addressing 
disability.

The Equal Opportunity Model

The premise underlying equality of opportunity is that everyone, 
regardless of race, gender, disability or other irrelevant personal char-
acteristics, should have the equal opportunity and access to participate 
and exercise political, social, economic and cultural rights. Equal 
opportunity is understood as a consequence of removing the legal and 
institutional barriers that stand in the way of people. It is embedded in 
the assumption that when these barriers are removed, people who have 
historically faced discrimination on the basis of personal characteris-
tics will be able to achieve substantive equality. It takes into account 
historical conditions of inequality. However, it does not address all the 
fundamental differences that have conventionally provided a basis for 
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disentitlement of those with disabilities. Recognition of the historic 
and systemic basis of the inequality of groups underlying the equal 
opportunity model can redress some of the persistent effects of 
 discrimination. However it is still problematic for ensuring material 
equality in many cases.

Equality of opportunity exists in many forms. Nevertheless, the 
underlying values associated with this perspective remain focused 
upon responsibility and freedom. Various progressive forms of equality 
of opportunity present different emphasis, ranging from a concern 
with the rules that govern the competitive framework adopted for the 
distribution of goods, to a metric designed to allot these goods justly.30 
While non-competitive forms of the equality of opportunity do exist, 
these are often regarded by opportunity theorists as incomplete con-
ceptions, incapable of presenting an opportunity perspective in its 
strongest form.31

Because of the underlying values of responsibility and competition, 
a hierarchy is created, often leaving people with disabilities to be 
oppressed by a paternalistic hand governing who is eligible to compete 
and on what grounds they are allowed to do so. Individual autonomy is 
neither respected nor recognized and value will inherently be placed 
upon one form of competition while ignoring the other. While meas-
ures are often taken to ensure that by virtue of acting within the arbi-
trary confines of the competition, no one individual receives an unfair 
portion of the rewards, an equality of opportunity perspective never-
theless fails to recognize that social marginalization and devaluation 
occur as a result of ranking individuals in a competitive framework.

The meaning and parameters of equality reflect a shift in emphasis 
from a desert-based perspective premised upon notions of self-reliance 
and independence, to recognizing the worth of the individual – a more 
nuanced understanding of need and social support. Similar to indi-
viduals without disabilities, people with disabilities possess unique tal-
ents and skills that can be situated on a spectrum of individual abilities 
and that require recognition in the pursuit of equality.32 The recogni-
tion of differing talents and skills is often misinterpreted as an attempt 
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to measure and rank abilities, not as one designed to promote inclusion 
and accommodation, resulting in the use of merit-based arguments in 
determining equality within society.

Arguments that endorse the recognition of desert within theories of 
equality can often be disregarded as either a misinterpretation of the 
concept itself, or as a misrepresentation of the goal of the promotion of 
equality. Elements of entitlement or fairness are often misinterpreted as 
being component parts of conceptions of desert. In reality  circumstantial 
luck most often determines the success of one’s outcome. Nevertheless, 
people are often mistakenly said to deserve the outcome achieved when 
it is in fact, social arrangements or structures that are arbitrary to an 
individual’s performance that determined the outcome.33 Take for 
example, an individual who has achieved success in the business world. 
In order to be successful within such a world, one has to follow the 
arbitrary rules or confinements designed to govern competition in 
business. Such confines often limit the participation of people with dis-
abilities in fair competitions. David Miller claims that if a hypothetical 
world can be devised wherein the exact actions that yield success would 
produce the opposite effect, then an individual can be said to be enti-
tled to their rewards, but cannot be said to be deserving of them.34 
Thus, we cannot say of the successful businessman or woman that he or 
she deserves the wealth associated with his or her success. The reason 
this is not an instance of desert but is because of the arbitrariness of the 
rules of the competition that unjustly favour particular types of indi-
viduals, while disadvantaging others, like people with disabilities.

Similarly, inherent within the notion of desert is the idea of partici-
pation or action – in order to deserve a benefit, reward, or status, one 
must do or accomplish something to warrant such desert. One cannot 
deserve a reward without performing an action worthy of said reward.35 
However, the pursuit of equality under the law is an a priori considera-
tion. While every individual should be treated equally in terms of their 
right to democratic participation, for example, such a right is upheld in 
a just society – not because individuals have done something to deserve 
such treatment – but for the sake of equality itself.
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When employing desert or merit-based arguments, notions of 
“reverse discrimination” have been used in reference to affirmative 
action and serve to further stigmatize and degrade individuals war-
ranting compensatory action by virtue of society being unable to account 
for their specific aspirations.36 In an attempt to equalize opportunities, 
 affirmative action is introduced. However, individuals are either viewed 
as worthy of charity and pitiable or instead, seen as undeserving of the 
opportunities granted and viewed to be limiting other able-bodied 
individuals’ options that may not require the recognition of 
difference.37

Traditional values of economic and social self-sufficiency, particu-
larly in Western societies and increasingly in the developing economies 
that are entrenched in economic globalization, limit the social obliga-
tion of equality for persons with disabilities. The conventional basis of 
social obligation of those with disabilities has been beneficence and 
privilege as a consequence of charity by governments and the public.

Practices that incorporate notions of efficiency and fairness within 
the context of merit inevitably disadvantage those with disabilities. In 
order to promote a merit-based approach, individuals must have at 
some point in time enjoyed similar opportunities and had similar start-
ing positions.38 That said, it is the case that individuals with disabilities 
are oftentimes provided neither similar opportunities nor are they situ-
ated similarly to those able-bodied individuals not adversely affected 
by societal structures. The counter-argument raised by some egalitari-
ans account for difference outside of equality considerations.

Fairness is seen as a barrier to equality and such injustices can be 
defended because people with disabilities are “disadvantaged” and their 
difference is accounted for through charity or acts of benevolence.39 
The central question is how to achieve a social agenda that can acknowl-
edge difference (pluralism) without resulting in inequitable or unfair 
policies, while simultaneously ensuring the benefits of inclusion or 
assimilation into economic and social structures. A tension then arises 
once considerations move beyond abstractions or theoretical notions 
of rights and guarantees to account for the realities of disability (and 
gender, race, age etc.) and practices argued to be basic to the operation 
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of the market economy and liberal democracy. It challenges the abstract 
conventions of modern Liberalism such as merit and anti-nepotism. 
Arguments against equality rooted in the controversial language of 
neo-liberals and the new right such as quotas, reverse discrimination, 
economic risk, non-competitiveness, and so on, have captured the 
public and the legal discourse.

These challenges are only compounded when one adopts concep-
tions of justice either founded upon, or heavily reliant on, ideas of 
desert. When the notion of desert is applied and is not done so errone-
ously, it often results in radically unjust social circumstances contin-
gent upon a homogenous starting position, allocation of resources, and 
capabilities. Conversely, disability as a social phenomenon relies upon 
an acceptance of diversity and the value it affords society within the 
realm of equality and the pursuit of justice under the law.

While equality of opportunity assumes it is possible to situate indi-
viduals along a similar starting line, this proves to be, more often than 
not, false when examining the social situations of people with disabili-
ties. Beginning from the same starting line (assuming one can deter-
mine when everyone is at that starting line) may be effective when the 
personal characteristics of the participants closely approximate the 
norm. For people with disabilities, there are physical and intellectual 
differences that make starting at the same point of little additional ben-
efit than would not starting at all. Thus, the equality of opportunity 
cannot possibly lead to the equality of results in many situations. The 
major flaw in the model for enabling equality of opportunity for people 
with disabilities is that their differences are not solely the result of his-
toric circumstances. In most cases they cannot, and should not, be 
expected to overcome natural characteristics and become like the 
“norm.”

The basis for a claim to equality can be made solely on a person’s citi-
zenship or on their humanness on a general egalitarian value assump-
tion – for example, that all people should be accorded equal respect by 
their government – rather than on their ability to compete in unequal 
circumstances.40 The claim to resources is to enable participation with, 
in some cases, long-term support. This claim involves a redistribution 
of state resources, but it does not necessarily lead to the measurable 
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economic outcome that is foreseen for other disadvantaged groups. 
This model of equality does not address what characteristics ought to 
be regarded as irrelevant, as it is based on the simple assumption that 
equal opportunity is to provide access to the competitive, individualis-
tic market, not to such non-comparable goods as services, activities, 
and information to enable the exercise of equality and autonomy in 
everyday life.

Equality of opportunity requires a form of on-going affirmative 
action to take into consideration the political economy of rights. It 
must recognize the barriers that cause or exacerbate claims to equality. 
It must avoid the problem of making disadvantage invisible by identi-
fying only the most obvious distinctions and ignoring the issue of 
 systemic or structural disadvantage.

Unlike equal treatment models, conceptions of equality premised 
upon equalizing opportunities for people with disabilities implicitly 
rely upon a notion of social pathology emphasizing environmental 
considerations. The notion of leveling background conditions or pro-
cedures guiding the competitive framework within an opportunity 
perspective is akin to a level of environmental awareness and the sub-
sequent development of rules to ensure equality despite environmental 
barriers. More pointedly, the fundamental principles within an equal-
ity of opportunity perspective, while aimed at addressing and equaliz-
ing the physical or structural barriers one may encounter, do not 
address the social and attitudinal barriers from a human rights per-
spective. Inherent within an environmental approach to disability is 
the notion of equalizing the structures that situate individuals in soci-
ety. The environmental approach to disability is concerned with the 
disestablishment of rules unjustly favouring individuals by virtue of 
natural or luck-based endowments. The principles within equality of 
opportunity are present to ensure similar rights.

Equality of Results or Outcome

A more expanded concept of equality is substantive equality or equality 
of outcome, with a recognition that, in order to make a real difference 
to people’s well-being through a commitment to equal respect, equal dig-
nity, equal humanness and autonomy, it is necessary to move beyond for-
mal legalism. This has been variously called an “equality-of-outcome” 
model, an “equality-of resources” model and an “equality of respect” 
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model.41 Sen introduces the notion of “basic capability equality,” which 
he claims is beyond utility (equality of opportunity) and the Rawlsian 
concern with primary goods.42 Nussbaum expands upon this notion 
and argues that it incorporates the notion of an individual  
having the right to be able to do certain basic things, such as the ability 
to move, to meet nutritional and clothing requirements, to participate 
in social life and the community.43 Additionally, while there are simple 
functionings, there are also complex, idiosyncratic, functionings nec-
essary if one is to lead a valuable life that may not be relevant for 
another.

An equality of outcome perspective recognizes the limitations of the 
traditional legal justifications for excluding people legally, socially and 
economically. In Andrews v Law Society of British Columbia,44 the 
Supreme Court of Canada proposed a broad and substantive notion of 
equality. In the first case in Canada45 to interpret the notion of equality 
before and under the law after the Charter of Rights and Freedoms46 
came into effect, McLachlin signaled the breadth of the meaning of 
equality:

…vacuity of the formalistic concepts of equality and emphasized the 
need to look at the reality of how differential treatment has an impact on 
the lives of the members of stigmatized groups. The purpose of the 
Charter Guarantee47 of equality, the Court affirmed was not to guarantee 
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some abstract notion of similar treatment for the similarly situated. It 
was not even to guarantee equal opportunity – opportunity that may 
mean nothing to those unable to exercise it by reason of lack of education 
or the social structures of society. The purpose of the Charter’s guarantee 
was rather to better the situation of members of groups that had tradi-
tionally been subordinated and disadvantaged. Quality lies not in pious 
platitudes but in actually using the law to end the disadvantage and dis-
crimination that people suffer because their personal characteristic and 
elites slot them into a non-privileged category.48

Equal outcome utilizes the law in ensuring equality by recognizing the 
fallacy of the assumption that existing distributions of power and 
wealth are a product of individual initiative rather than state action. 
Such a conception of equality allows for the reformation of services 
such as education and health and can ensure proper redistribution of 
resources by taking a critical perspective of what government and pri-
vate bodies must do. It incorporates the notion of well-being and the 
implication for resource distribution that would require both the redis-
tribution necessary to enable equal opportunity, as well as the redistri-
bution necessary to take into account unequal needs because of 
physical, sensory, intellectual or psychiatric differences as well as the 
social, political and legal barriers that serve to highlight such differ-
ences. Entitlement is based on a comprehensive notion of intrinsic 
worth and need, not on status or on inequality of talent resources or 
social usefulness.

Unlike the two other models, equality of outcome starts not with an 
assimilationist view, but with a pluralistic perspective on how people 
with differences and similarities ought to see each other in a just  society. 
It argues that formal barriers have placed groups in substantively dif-
ferent social positions, or that differences are sites of social disadvan-
tage. Consequently, the removal of barriers without addressing the 
associated disadvantage does not result in any material change. It 
 identifies the systematic discrimination against groups as an integral 
part of policies fostering a dominant social agenda, not as a mistake or 
a  historic anomaly. To enable equality that takes into account immuta-
ble differences, differences have to be accommodated to neutralize 
them as barriers to personal achievement and to entitlement as fully 
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participating members of society. The emphasis has to be on accom-
modation or structural change of basic institutions, rather than affirm-
ative action. An equal outcome approach is a model that incorporates 
the assimilationist model (basic claims, for example, to education, 
employment, community etc.) and a pluralist model (that is, accom-
modation for difference, for example, affirmative action, job adapta-
tion, etc.) without losing the benefits of each. This shifts the legitimacy 
of the equality claim from need to outcome. The basis for disentitle-
ment itself has to be addressed, recognising that the equality issue is 
not simply that there are those who have not been fairly tested or evalu-
ated in terms of their right to participate, for example, in the labour 
market and to have a particular job, but instead, that classes of jobs 
have not been created for which people could legitimately qualify.

The premises of this model of equality are that all persons of distin-
guishable disadvantaged groups have the same needs for equality, 
respect and autonomy; that the capacity to exercise that right is not a 
distinguishing characteristic for the purpose of recognizing or denying 
that right; and that equality is consequent on the equal value, benefit 
and rights possessed in differences from the norm, not on overcoming 
natural characteristics and becoming as much like the norm as possi-
ble. This refocuses the concept of equality, both legally and socially, 
from the negative notion of discrimination to a positive means of inte-
gration. The former concentrates on removing obstacles, while the 
 latter creates a common social space, setting a minimum of essential 
conditions of social inclusion and engagement and the redistribution 
of resources and legal claims to enable that to occur. The question of 
whether someone is similarly situated with non-disabled individuals as 
the normative standard becomes redundant in legal argument and 
replaced by the attempt to challenge non-participation.

Theories endorsing the equalization of outcome rely heavily upon 
ideas within a human rights, or interactionalist approach to disability. 
Inherent within a human rights approach to disability analysis is the 
notion that, despite the elimination of actual environmental barriers, 
societal and attitudinal barriers are nevertheless present and in need of 
attention. Implicit within an equality of outcomes approach is also an 
understanding that the subjective value one may place on a specific 
democratic entitlement is of prime importance and warrants just as 
much consideration as an opportunity or ability demanded by an  
able-bodied individual. A move from the toleration to the celebration 
of difference requires the recognition of the disabling barriers one 
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can encounter aside from those addressed within an environmental 
paradigm.

Additionally, similar to the idea that disability is a social pathology, 
and not an individual tragedy, the responsibility to ensure that one’s 
fundamental human rights or functionings are addressed is not borne 
by the individual but, rather, the social and political structures sur-
rounding them. Unlike an individual pathology approach to disability, 
idiosyncratic needs are taken into account in the provision of supports. 
The enforcement of human rights recognizes the individual choices 
one makes, and avoids prescribing results seen to be in the individual’s 
best interest that stem from paternalistic attitudes.

Conclusion

Equality has a long and noble tradition in law – it is entrenched in the 
constitutions of some countries and is accepted in many others as fun-
damental to the notion of governance. It assumes that certain basic 
problems are bound to occur and seeks to address the way in which 
rules are developed and applied and how institutions, power relations 
and rights and duties are organized. The notion of equality has been 
used as an organizing framework, at least nominally, to recognize that 
groups are disproportionately impacted by the nature of social struc-
tures and that it is the responsibility of the state to address those issues. 
Inequality has been accepted as a recurring social, legal, moral, reli-
gious and cultural problem. In 2007, The UN Convention on the Rights 
of Persons with Disabilities was ratified. While it mentions the equality 
of opportunity as well as practices of non-discrimination, it fails to 
make explicit how we should conceptualize and apply the notion of 
equality.

The issues that arise from an examination of equality in law are not 
just how it has been expressed in Constitutions, but the use in both case 
law and black letter law to spell out the way in which people can be 
treated unequally within the construction of the notion of equality. It is 
the issue of the relevance of the differences among people and if those 
differences are determined to be material differences justifying lesser 
outcomes. As equality requires distributive justice, it is a central issue 
for people with disabilities. They have, it could be argued, been the 
benchmark for deciding how equality is determined, what formula-
tion of equality is used as a measuring tool, and the consequences. 
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The boundary between the entitlement or disentitlement to equal out-
comes and the social responsibility for enabling the exercise of equality 
has fallen heavily on the shoulders of those with disabilities.

Coming to a realization of the principles of equality in case law 
 originates in the abstract ideas that are found in these models. It is gen-
erally assumed that law is instrumental in providing a basis for a com-
prehensive process of legal change and that equality is a legal instrument 
for addressing social problems. However, while the courts have used 
equality of opportunity in cases of race and gender,49 they have been 
much more reluctant to use it as a basis for decision-making in cases 
related to disability. There seems to have been reluctance to recognize 
that with disability, the difference is real and immutable and conse-
quently, at a minimum, equality has to be interpreted from an equality 
of opportunity perspective and that for real equality before and under 
the law, equality has to be consistently interpreted more broadly, as the 
equality of outcome.

But the preponderance of cases are not found by the courts to be 
cases of equality but rather, are limited to a determination of access to 
services. They are reduced to issues of service delivery and service 
quality rather than issues of equality. The appeal to equality as a princi-
ple for social change, even in the current era in which the discrimina-
tion against people with disabilities is being outed, questions some 
privileged social positions. Until very recently, people with disabilities 
have had little shared, recognized cultural identity; they have largely 
been sharing normative opinions and attitudes of the non-disabled 
population. In terms of social change and pressure for equality, this 
tends to mask the legitimate character of the demands that can be 
made. As equality is appealed to in terms of social justice, and  supported 
by legal arguments, vested interests will often be found to support the 
opposition to social change by resorting to economic or scientific argu-
ments.50 For example, arguments may be made that risks to safety and 
health will result if people with disabilities are in the labour force or 
that children with behavioural disabilities will disrupt the learning of 
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others in the classroom. These arguments may be based on the medical 
characteristics of disabilities or may be made on the basis of the eco-
nomic hardship that adaptation will cause. Sometimes those in opposi-
tion will point out the risks to justice in extending equality to people 
with disabilities. For example, schools have argued that by providing 
additional time for completing tests or assignments in school, they will 
be disadvantaging (or treating unfairly) the average child without a 
learning disability.

There has been little reluctance in law to accept the general principle 
of equality in its limited sense of formal equality, but in those cases, not 
unexpectedly, the courts find that there are relevant factual differences 
on which to base dissimilar treatment, without the principle of equality 
being broached. Even the case that felled the “separate but equal” pro-
vision in the United States, Brown v Board of Education51 is not yet the 
precedent in most countries with respect to disability. There are a few 
cases that can be looked at as the first cracks in the wall – the Eve deci-
sion in Canada (decided on grounds of equality); and the Marion deci-
sion in Australia (decided on the grounds of autonomy). An abundance 
of important and precedent-setting legal cases in the field of disability 
are, however, nowhere to be found. The values and assumptions around 
disability are still clearly grounded in presumptions about disability as 
an individual pathology – as residing in the individual and not as a 
consequence of the political, social and economic conditions. A market 
driven perception of what is just and fair and what is discrimina-
tory reins the creative potential of this legal instrument to effect 
social change and to radicalize the concept of equality for people with 
disabilities.
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INCLUSION, SOCIAL INCLUSION ANd PARTICIPATION

Melinda Jones

The principle of inclusion is simple – it is the opposite of exclusion and 
also of alienation. It is the principle that says that whatever benefits 
accrue to members of a society are the heritage of all people, not just 
those who are able-bodied. Inclusion means that all people are entitled 
to full membership of the human family. Within the large group of 
humanity, just as in any family, people play a number of different roles 
and bring to the community a variety of needs, vulnerabilities, skills 
and experiences. Each individual operates in relation with others and 
each of us is inter-dependent. Inclusion requires the recognition of self 
in other, and other in self.1

Fundamentally, inclusion is the principle that we are all entitled to 
participate fully in all aspects of society; that we all have the same rights 
and responsibilities; that we all have something to contribute. It is the 
principle which demands valued recognition of all people and the enti-
tlement of all to meaningful interaction, involvement and engagement 
in every part of the complex, multifaceted societies in which we live. 
Whether at school or work, in clubs or cinemas, in playgrounds or at 
beaches, at the health centre or the supermarket, the right to inclusion 
requires that people with disabilities are not merely seen, but are heard 
and acknowledged.

Inclusion is the right of the individual and the responsibility of soci-
ety as a whole. Inclusion requires the removal of barriers and social 
structures which impede participation. It requires proactive  policy mak-
ing, lateral thinking and on-going commitment. Inclusion is a realistic 
and pragmatic principle. It accepts the reality of disability and differ-
ence, and acknowledges that. While medical treatment and rehabilita-
tion have a role to play in improving the physical position of people 
with disabilities, these can never, on their own, provide for the rights of 
equal citizenship and of social solidarity. Inclusion is about valued 
 recognition, meaningful engagement and enabling social policy.
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Three dimensions of Inclusion

In order for people with disabilities to be included in society, each of 
the three dimensions of inclusion must be operational. These are: a 
non-discriminatory attitude towards people with disabilities; the guar-
antee of access to participation in every area of life; and the facilitation 
of people with disabilities to limit the impact of disability.

Because inclusion ultimately depends on the acceptance of differ-
ence and the willingness to celebrate diversity, there must be an envi-
ronment and political will to combat discrimination and to promote 
equality. While people with disabilities are shunned or locked away, 
stereotyped or viewed as outsiders, it is unrealistic to expect inclusion. 
Negative perception and treatment will not necessarily occur across all 
aspects of society or with respect to all types of disability. The inclusion 
of some people with disabilities may pave the way for a change of atti-
tude with respect to other people with disabilities. An appropriate atti-
tude to people with disabilities should not be taken for granted. 
Inclusion is predicated upon good interaction between people with 
and without disabilities. It is the attitude adopted by society which 
determines the extent to which inclusion will be achieved.2

One of the greatest hurdles confronting people with disabilities is 
the understanding of disability in terms of individual pathology. 
described as the medical model of disability, this perspective considers 
disability to be a deficit in the individual which prevents the person 
from reaching the benchmark of “normal.”3 disability is seen as a per-
sonal tragedy, presenting hurdles which only the individual can com-
bat. Often the person is reduced to a condition or impairment, and the 
only assumed need is for medicine and rehabilitation. While not under-
estimating the importance of these, where appropriate, or discounting 
the reality that people with disabilities are disadvantaged by their bod-
ies or minds, the focus on individual pathology has distracted society 
from the recognition of people with disabilities as people first, with  
the same needs and aspirations as anyone else. Rethinking the extent 
to which the barriers to inclusion are truly a result of different 
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 functioning, leads to recognition of people with disabilities as rights-
bearers, rather than as people in need of charity or welfare. An attitude 
to people with disabilities which conflates impairment with person-
hood is itself a barrier to inclusion.4

One way of assessing the extent to which people with disabilities 
are thought of as equal members of society is by paying attention to 
the portrayal of disabilities in the media.5 If people with disabilities are 
constantly positioned as villains and the epitome of evil, it can be 
assumed that fear of disability is extant. If people with disabilities are 
seen as super-human, like Helen Keller perpetually discovering lan-
guage at the water-tank, rather than ordinary people sharing the strug-
gle for an ordinary life, we can assume that people with disabilities 
continue to hold outsider status.6 If disability is shown as personal trag-
edy, overcome by heroes who are always able to walk away from their 
wheelchairs by the end of the story, it can be assumed that disabilities 
can be overcome with the right attitude. These sorts of images both 
mould and reflect the values of a society and stand in the way of true 
inclusion.

The second dimension to the inclusion principle is access. This builds 
on the social model of disability which locates disability outside the 
individual. The social model seeks to identify and eliminate restric-
tions which prevent inclusion. Barriers may take the form of stairs or 
the way in which a building is constructed, affecting, for example those 
using wheelchairs; or it may be the way in which information is com-
municated, where small print or complex language may exclude those 
with vision impairments or intellectual disabilities respectively. It is the 
basic arrangements of the society which will often need to be reorgan-
ised. While individuals can locate and complain about structural 
impediments, it is the responsibility of the society (not just the govern-
ment, but individual citizens such as shopkeepers, bartenders or head-
masters) to dismantle or remove barriers. Most often this will require 
the taking of active steps, for the status quo is designed in the interest 
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of dominant groups. Unless there is an attitude which empowers rather 
than represses people with disabilities, access will not be achievable.

Accessibility makes participation possible. Without access, people 
with disabilities are excluded from the life which those without disabil-
ity take for granted. Simple things like catching a bus, using the local 
library, doing the shopping, seeing a film or going to church can be too 
difficult for a person with a disability. And if the person has been denied 
the right to an appropriate education, her chances in the labour market 
and her ability to relate to peers may be curtailed. Equally, being denied 
the right to participate in the labour market will not only have an 
impact on an individual’s sense of well being, but will also limit his or 
her financial ability to take advantage of the social, leisure, cultural or 
religious activities available in the community in which they live. 
Access to participation in all aspects of the social, cultural and eco-
nomic life of the society is a requirement of the human rights principle 
of inclusion.7

Ensuring access does not, by itself, guarantee inclusion. Rather, a 
third dimension to inclusion is required. For meaningful  engagement to 
occur, it will often be necessary to facilitate the inclusion of people with 
disabilities. This may take the form of providing equipment or medi-
cine. It may be that for a particular individual to participate, a support 
person will be required. More often it will involve an alternate strategy 
to achieve an end. Examples of this are a modified curriculum for a 
person with an intellectual disability; audio format for those for whom 
reading is difficult; captioning of visual media for the hearing impaired; 
and audio cues at pedestrian crossings. Not only is facilitation needed 
at a macro level, but individuals may need accommodation in all sorts 
of ways to ensure the highest level of independence and functioning. 
Where, for example, an individual is unable to button shirts or tie shoe-
laces, it should be easy enough to provide clothes with zips and shoes 
with velcro or buckles, even if this requires a deviation from a specified 
uniform. The cost to an organization is low and the gain to the indi-
vidual immense. Facilitation of this sort makes a massive difference to 
the impact of disability and to the autonomy of the individual.
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It is not only people with disabilities who benefit from facilitation 
when accessing the resources available in the society in which they live. 
Multicultural societies have embraced the need for interpreters and 
multilingual publications, recognising that without these the participa-
tion of people from non-English speaking backgrounds will be limited 
and their rights to social goods such as a fair trial may become mean-
ingless. Equally, the provision of childcare is designed to  facilitate women 
in the workforce and the provision of maternity leave is designed to 
accommodate working mothers. Facilitating people with disabilities 
changes the terms by which interaction with others is possible and dis-
counts the impact of disability on ordinary existence.

Maimonides, a 12th century Jewish thinker, saw the virtue of inclu-
sion in his discussion of the Jewish law of tzedaka, often translated as 
“charity” but actually meaning “justice.” The highest and ideal form of 
tzedaka involves anonymously providing a poor person with the means 
by which to become independent.8 It is a just society which recognises 
that providing support to enable independence is beneficial not just to 
the individual but to the society as a whole. Further, it should be recog-
nised that establishing the right to be facilitated is a matter of self-inter-
est as well as a means of supporting people with disabilities – statistically 
there is a very high chance that any given person, or one of their close 
relatives will become disabled at some point in their lives.9

Inclusion as a Human Right

Although human rights are a serious business, the analogies generally 
used to explain their function come from the world of game playing. 
Richard dworkin, in his seminal account of the modern liberal con-
ception of rights, describes rights as trump cards.10 When someone has 
a trump, all the other players must defer to the power of the trump. 
When someone has a right, it puts an end to argument or discussion 
about the best decision in the case at hand. On this basis, having the 
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right to inclusion gives you an ethical trump card, which will allow you 
to direct the outcome of arguments of principle. This is the difference, 
according to dworkin, between rights in the strong sense and rights in 
the weak sense. A strong claim is a claim which promotes the funda-
mental requirement of rights: that is, the treatment of all people with 
equal concern and respect.11

An alternative view of rights, developed by feminist legal scholars 
and critical race theorists, sees rights as providing entry into the dis-
course of society, helping to define the boundaries between people and 
structuring relationships.12 Minow argues that rights, “are calls for 
communal dialogue: the language we use to try to persuade others to 
let us win this round.”13 From this perspective, rights are the cards we 
play with, and having a claim to rights, involves being welcome at the 
card table. Rights are matters to be negotiated. Being dealt a hand 
means that your voice can be heard and your perspective considered.

This second account of rights gives greater meaning to the concept 
of inclusion as a right. By being allowed to be participants in the dis-
course of rights we become entitled to “a basic equality among partici-
pants as participants.”14 Allowing people with disabilities to be players 
is a crucial prerequisite to inclusion. disagreements are inevitable when 
there are 52 cards in play, but instead of the result being a win/lose situ-
ation, resolution is reached by communal discourse directed towards 
fundamental values.

The language used within social discourse can itself be indicative of 
the true level of commitment to the rights of people with disabilities. At 
one end of the spectrum is “tolerance” – where the society demon-
strates a willingness to put up with presence of difference, but not to 
embrace it. When we are prepared to tolerate people with disabilities 
we do not object to their presence as viewers of the game, but we do not 
really want them to play. Beyond tolerance is the idea of “acceptance” – 
where people with disabilities are welcomed to the table and allowed to 
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play. However, acceptance does not require an alteration of the rules or 
an adjustment of the cards. For inclusion to occur, it is necessary to 
move beyond toleration and acceptance. Including others requires a 
willingness to facilitate or accommodate difference: a willingness to 
make changes to the game, to the structural requirements of the game, 
to the playing pieces or even to the criteria for winning. Inclusion 
involves the amelioration of difference until it becomes irrelevant to 
the chances of success.

An example of the use of language with respect to the educational 
opportunities for children with disabilities indicates the importance of 
demanding inclusion. When the objective of education is “mainstream-
ing,” there is no demand for equality. Rather, children with disabilities 
are tolerated on the same campus as others, and share some of the 
school’s facilities. However, segregation in separate units or separate 
classes is not seen as contrary to providing rights. Children with disa-
bilities are present in the school community, but not really a part of it. 
On the other hand, “integration” of children with disabilities is  evidence 
of acceptance. When children with disabilities are integrated into the 
classroom, they become part of the class and part of the learning com-
munity. However, as the Canadian Supreme Court said in Eldridge, 
integration is “conditional upon their emulation of able-bodied 
norms.”15 If the child cannot operate firmly within the status quo, the 
child will simply miss out on the activity. It is the children with disabili-
ties who must adapt themselves as well as they can, and who must par-
ticipate as much as they are able.

When it is “inclusion,” rather than “mainstreaming” or “integration,” 
which is sought, much greater demands are being made of the system. 
When a child is included, the barriers to participation will be removed 
and active steps will be taken to ensure the child’s social and academic 
well-being. It is the classroom and the learning processes that will 
have to be adapted to allow for meaningful participation and to 
allow the child the same educational opportunities as provided for 
other students.16 As such, inclusion requires mitigation of the effects of 
difference.

Human rights, then, require more than the recognition of the equal 
worth of all people and the commitment to treating everyone with 
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 dignity and respect. Human rights are social tools for the achievement 
of a just society. Excluding some people is not only disrespectful: it 
involves holding some people to be less equal than others. Inclusion is 
the operational principle for ensuring that all people can be meaning-
fully involved in society and that all people can meaningfully engage in 
both the benefits and burdens of citizenship.

Social Exclusion and Social Inclusion

The discourse of “social exclusion” and “social inclusion” has hijacked 
the public policy debate about the idea of inclusion in Europe, Canada 
and Australia. While this debate rarely revolves around the rights or 
needs of people with disabilities, the implications of a social inclusion 
perspective are potentially wide-ranging and have the potential to sup-
port or undermine the rights of people with disabilities. Walker & 
Walker explain that social exclusion:

… refers to the dynamic process of being shut out, fully or partially, from 
any of the social, economic, political or cultural systems which deter-
mine the social integration of a person in society. Social exclusion may 
therefore be seen as the denial (non-realization) of the civil, political or 
social rights of citizenship.17

Similarly, Teague & Wilson comment that social exclusion in not just a 
description of inequality, but:

… a set of processes, including within the labour market and the welfare 
system, by which individuals, households, communities or even whole 
social groups are pushed towards or kept within the margins of society It 
encompasses not only material deprivation but more broadly the denial 
of opportunities to participate fully in social life. It is associated with stig-
matisation and stereotyping …18

The term social exclusion was coined in France in 1974 in response to 
growing poverty and social unrest, not to describe the experience of 
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people with disabilities.19 The idea of social inclusion took hold some-
what later, emerging as a core element of the Blair government’s “Third 
Way.”20 Because, from the outset, the terms lacked conceptual clarity,21 
the language of social inclusion and exclusion has been used to justify 
a range of conflicting ideological positions. While some have attempted 
to distinguish social inclusion from social exclusion, arguing that the 
difference depends on the respective attribution of responsibility for 
the marginalisation to the state or to the members of the outsider group, 
this does not hold.22 It is generally accepted that social exclusion and 
social inclusion involve the complex, multifaceted interaction between 
those at the centre and those at the margins. Beyond this, however, 
 little can be predicted about the content of a claim of concern about 
those experiencing social exclusion. This is because the language of 
social  exclusion has been co-opted by all sides of the political divide, 
with each group colouring the notion of social exclusion with its own 
perspective.

Levitas has characterised the alternative political usages of the ter-
minology of social exclusion and social inclusion as a redistributive 
discourse [REd],23 a social integrationist discourse [SId],24 and a moral 
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underclass discourse [MUd].25 Those adopting REd consider the 
major barrier to participation to be poverty, which includes both lack 
of money and lack of financial capacity.26 The solution proffered by 
REd is to increase welfare to reduce poverty and to deal with discrimi-
natory and exclusionary practices. This perspective has something to 
offer people with disabilities.

While REd lays responsibility for dealing with exclusion firmly in 
the hands of the state, SId and MUd cast marginalised individuals in a 
more central role.27 SId is concerned with the exclusion from paid work 
and the need for the moral integration of those outside the labour mar-
ket. Its concerns are economic efficiency and social cohesion, which it 
considers can only be legitimately achieved through paid work. From 
this perspective, serious attention needs to be paid to problems created 
by those outside the paid workforce and coercive measures may be 
needed to bring these outsiders in. MUd, on the other hand, considers 
the problem of social exclusion to be the lack of moral responsibility on 
the part of the marginalised underclass, which is compounded by learnt 
dependency. By focusing on the behaviour of the poor, and the danger 
to social order posed by outsider groups – such as unemployed, poten-
tially criminal, young men; single parents, especially unmarried moth-
ers; and children who are truant from school – the MUd reduces social 
exclusion and social inclusion to an excuse for social control.

Saloojee suggests an alternative characterization of the different uses 
of the language of social exclusion and social inclusion.28 He distin-
guishes between strong and weak positions on social exclusion/ 
inclusion. The weak version is concerned with the integration of 
the excluded into society, which it claims will come about when the 
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individuals involved change their behaviour and take greater responsi-
bility for their own well-being. The focus of this weak idea of social 
exclusion is on individuals entering the paid workforce, which is to be 
encouraged through welfare reform. This notion of social exclusion 
considers that individuals will not only gain the economic advantages 
of a higher income when they join the paid workforce, but will also 
gain the concomitant benefits of self-esteem and of social engagement. 
Voluntary work may also provide benefits to those outside the paid 
workforce but if that work is domestic labour or childrearing responsi-
bilities (usually falling upon women) the benefits of participation will 
not be achieved. This weak construct of social exclusion and social 
inclusion is similar to Levitas’ social integrationist/moral underclass 
discourse, and poses a threat to the human rights of people with disa-
bilities. It assumes that opportunities are available, if only people would 
take advantage of them. It is blind to the reality of structural impedi-
ments to participation and legitimises the reduction of benefits to an 
unviable level for those who are dependent on them.

Saloojee’s strong version of social exclusion/social inclusion is more 
useful both as a description of the experience of people with disabilities 
and as a transformative tool. Like Levitas’ REd, the strong version of 
social exclusion and social inclusion focuses on the relationship 
between those who are excluded and those responsible for their exclu-
sion. This approach disentangles the various current and historical 
processes that reproduce oppression, discrimination and exclusion. 
According to Saloojee, the:

[s]trong approaches to social inclusion discourse therefore are intimately 
concerned with rights, citizenship and restructured relations between 
radicalized communities and the institutions of the dominant society. 
The focus is on valued recognition and valued participation by those 
excluded from full participation in society and the benefits of society.29

Because it is open to a policy analyst, scholar or politician to adopt a 
weak or strong position, or to use the language of social exclusion/
inclusion as a transformative principle or a crass ideological tool, it is 
essential to understand that adoption of the language of social  exclusion 
or social inclusion does not guarantee a relationship with the human 
rights principle of inclusion. Nonetheless, the literature on social exclu-
sion and social inclusion resonates with the experience of people with 
disabilities. Equally, the strong versions of social inclusion discourse 
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parallel the analysis of the rights of people with disabilities developed 
by disability scholars. In this respect, social exclusion discourse dis-
closes the existence of structural constraints located in the very fabric 
of society. It points to the lack of access to social goods; lack of resources 
which prevents individuals becoming effective, contributing members 
of society; and to the reality that members of marginalised groups are 
not recognised as full and equal participants. Social inclusion, on these 
terms, offers a new approach to inequality and injustice,30 critiques 
hierarchies of oppression and promotes a transformative agenda. To 
this extent social exclusion/inclusion may be able to be co-opted to 
promote the rights of people with disabilities.

Two issues raised in the context of social exclusion/social inclusion 
that bear further comment are poverty and social well-being/solidarity. 
Of the world’s 650 million people with disabilities, 80% live in develop-
ing countries.31 Both in those societies and in the north, people with 
disabilities are disproportionally among the poorest members of the 
society. Amartya Sen argues that poverty does not only relate to the 
level of income or the money available, but also relates to the capability 
that a person has to use that money to achieve full participation in 
society.32 He argues that there are two ways in which poverty handicaps 
people with disabilities: an “earning handicap” and “conversion handi-
cap.” Attention needs to be paid to “earning handicap” because people 
with disabilities may find it harder to get a job or to retain it and may 
receive lower compensation for the work they undertake. Anti-
discrimination law may be useful in addressing these problems and the 
constituents of inclusion – attitude, access and facilitation – will need 
to come into play. However, people with disabilities are not only disad-
vantaged in terms of income-producing capacity. The ability of people 
with disabilities to convert money into whatever is required for good 
living is limited by the “conversion handicap.” A person with a disabil-
ity may need more income to do the same things as someone without a 
disability. For example, to move or hear, a person with a disability may 
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require assistance and whether this takes the form of a wheelchair, an 
hearing aid, an interpreter or personal support, this may cost a great 
deal of money to any given individual. As a result:

[w]ith the same level of income a disabled person may be able to do far 
fewer things, and may be seriously deprived in terms of the capabilities 
that he or she has reason to value. For the same reason for which disabil-
ity makes it harder to earn an income, disability also makes it harder to 
convert income into the freedom to live well.33

The implications of this are significant. If Sen is correct in finding that 
in the UK only a quarter of the poverty of people with disabilities can 
be attributed to “income handicap” and three-quarters to “conversion 
handicap,” then any assessment of social supports required to achieve 
equality for people with disabilities must not only look to the general-
ised cost of living, but must focus on the cost of living with a disability. 
The personal cost of disability will also vary depending on the degree 
to which institutions and the infrastructure of the state are designed to 
facilitate the inclusion of people with disabilities.

Further, the radical discourse of social exclusion/social inclusion 
accepts that there is more to exclusion than poverty. Being excluded is 
also about social well-being, which includes, in addition to the basic 
provision of food and shelter, the opportunities to participate in the life 
of the society in a meaningful way. Access to non-material goods 
requires that the social organisation of society is such that these are 
potentially available to all. Collins argues that the emphasis on the dis-
tribution of non-material goods derives from the fundamental objec-
tive of social inclusion, that is, social solidarity:

Although we have observed that social inclusion shares with equality a 
concern with the distributive allocations to groups and individuals in a 
society, its more fundamental objective is the outcome of social cohesion. 
Social inclusion is a theory of how society can be integrated and harmo-
nious. At its simplest, the theory is that if everyone participates fully in 
society, they are less likely to become alienated from the community and 
will conform to its social rules and laws. Social inclusion fosters social 
cohesion or, to use an older concept, solidarity. The outcome sought by 
policies of social inclusion is therefore not merely justice for individuals 
but also a stable social order.34
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There is no doubt that one consequence of exclusion from society is 
alienation, and that addressing exclusion may lead to meaningful 
engagement in society. The right to inclusion is about the right to be a 
full member of society. This means that people with disabilities are 
entitled to both the material and non-material goods that make partici-
pation possible. Each of the three dimensions of inclusion is at stake. 
The most critical of the elements; attitude, is not a material good. While 
material goods are important, people with disabilities cannot be 
included without the provision of non-material goods. Meaningful 
engagement and valued recognition depend on a social commitment 
to respond to all aspects of exclusion.

A Checklist Approach to Inclusion

One practical approach to the inclusion principle is to use a checklist to 
ensure that all matters have been taken into account. Assuming that 
there is a commitment to achieve substantive equality in the operation 
of policy, a process of thought that makes specific reference to the dif-
ferential impact of policy and to the complex, diverse structure of needs 
and interests represented in the community, will be crucial. When it 
comes to the checklist of members of the community for whom a social 
policy is being devised, the checklist would provide the challenge of 
addressing the full range of stakeholders in the policy being developed. 
In particular, the list would commonly involve the following:

Step 1: Including the Whole Community

Have you included the needs of women as well as men; children as •	
well as adults?
How will the policy impact on people whose sexual identity is not •	
heterosexual?
Have you taken into account the full diversity of cultural and reli-•	
gious groups that are part of the community?
Have you considered the impact upon people from diverse ethnic •	
and racial groups?
Have you considered the impact of the policy on the homeless and •	
the jobless?
Have you taken into account the position of those living in rural as •	
well as urban areas?
Have you taken into account the position of migrant workers and •	
their families?
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Have you considered the impact upon refugees and other non-•	
citizens?
Have you taken into account the effect of the policy on people with •	
disabilities?

The inclusive attitude necessarily extends beyond disability and the 
models used to include other groups of people will have a flow-on effect 
to people with disabilities. However, when it comes to disability, it is 
not sufficient to consider people with disabilities as a class. Assessing 
the application of a policy to disability, and its potential impact, will 
require attention to different groups of people with disabilities and dif-
ferent experiences resulting from the degree of disability. It is therefore 
necessary to take a further step.

Step 2: Ensuring Inclusion for All People with Disabilities

Are •	 all people with disabilities going to be able to share the benefit 
of the policy?
does the policy impose physical structures that exclude people with •	
mobility disabilities?
Is accommodation made for people with visual or hearing •	
impairments?
does the policy include a means with which to facilitate the inclu-•	
sion of people with intellectual disabilities?
Will the policy take into account the periodic absences of those with •	
chronic illness or the instability of many people with psychiatric 
disabilities?
What differential impact, costs or benefits will confront people with •	
disabilities in the implementation of the policy?
Is it taken for granted that that people with disabilities will be able to •	
equally benefit from the policy, or have steps been taken to ensure 
inclusion?

The question must always be: can the policy be adapted to amelio-
rate the differential impact on disability and/or other “outsider” status? 
Taking into account the needs and experiences of people with disabili-
ties goes a long way towards developing an inclusive society. It requires 
lateral thinking – going outside the box of the media-screened world – 
that may result in creative solutions to newly understood problems.

Step 3: IssueSpecific Considerations

A third checklist must be added to the others if we are to assess the 
inclusive quality of the social structure or of social institutions. This list 
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will involve the deconstruction of the issue under consideration, such 
that the minutiae of policy can be checked against the community or 
disability checklist. As this third list will be specific to the issue under 
examination it is, perhaps, easiest to demonstrate the application of the 
checklist approach by working through two example areas.

a) The Right to Vote

The right to vote is the most basic of all political rights, and having the 
right to vote is a mark of membership of a community.35 Those who are 
entitled to vote are those who matter to the society, whose opinion is 
valued, and whose judgement is respected. History has shown that 
even where there are claims of “universal sufferage,” substantial groups 
within the society may be denied the vote. Women, indigenous peoples 
and the poor or indigent are the most likely people to be excluded from 
political participation.

Voting and political participation are not only intrinsically valuable 
as aspects of freedom, they are also of instrumental effect. Those 
engaged in governing tend to take notice of and listen to those whose 
opinion can affect their prospects of election or re-election and their 
access to power. It has been suggested that the difference between 
places in Europe where migrant workers riot, and those where there is 
a far greater degree of harmony (for example, between France and 
Germany) turns on the fact that in the former situation politicians gain 
no benefit from taking the needs of migrant workers into account. 
Equally, right wing/racist groups have no fear of defeat at the polls.36

In democracies, involvement in the political process through  
participation in elections is considered the fundamental right of all 
citizens. However, it is far more complex an issue than the physical act 
of casting a ballot.

The minimum content of the right to voting includes:

The right to participate in the election on equal terms;•	
The right to register to vote (where such a system exists);•	
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Access to information about the electoral system, including how, •	
when and where to vote;
Access to information about competing policies, platforms or ideas •	
of the respective candidates and/or political parties;
The right to participate in public debate about the respective ideas •	
being presented by candidates and/or political parties;
The right for the vote to be by secret ballot; and•	
The right to stand as a candidate and/or to hold political office.•	

The ability to have a political voice is underscored, as Sen points out,37 
by the concomitant transparency of information. Political freedom 
entails not only the freedom to be heard, but also the freedom to 
demand information. Teasing out the elements of the right to vote 
allows us to recognise the points of the process which may exclude 
people with disabilities, and to establish what needs to be done to 
ensure inclusion.

The checklist begins with the question: does the law specifically 
exclude any people with disabilities from participating in elections? 
For example, in some jurisdictions people with psychiatric disabilities 
and people with intellectual disabilities are specifically denied the right 
to vote. People with other sorts of disabilities may also find themselves 
excluded by law. This is clearly unacceptable.

Once all people with disabilities are granted the right to vote, the 
checklist continues:

Are any people with disabilities excluded from participating because •	
they are unable to access voting in the form it is presented? For 
example, are voting places physically accessible? Are there alterna-
tive ways of marking a ballot paper? (Is voting predicated on the 
ability to write or read?) does voting require standing in a queue for 
an extensive period of time?
Similarly, if voter registration is required, are there terms and condi-•	
tions which some people are unable to meet because of their 
 disabilities? does voter registration require, for example, complex 
language skills or the ability speak?
do people with disabilities have access to information about the •	
elec toral system, including how, when and where to vote? Is  electoral 
information available in accessible formats (Braille, big print, audio)? 
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does the information take the form that it is intelligible to people 
with intellectual disabilities?)
Can people with disabilities access and participate in public debate •	
about the respective ideas being presented by candidates and/or 
political parties? (Are there issues of physical access? Are interpret-
ers available?)
Even where an aid is needed, are people with disabilities provided •	
with the means to secretly record their votes? Is it possible for all 
people to enter their votes secretly?
Are some people denied the right to be candidates in elections or to •	
hold political office?

For people with disabilities, information about disability policies, about 
spending, about distribution of wealth and about the attitudes of can-
didates to disability is crucial to the exercise of political power. Equally, 
people with disabilities have a stake in all aspects of governance–even 
where these have nothing to do with disability per se. Failure to ensure 
the full range of political information to people with disabilities is  
tantamount to denying them their full personhood. Unless access to 
the electoral process is guaranteed, people with disabilities will con-
tinue to be marginalised. Once it is known that people with disabili-
ties have a political voice, disability will become an issue of concern to 
politicians – voters count; non-voters don’t.

b) The Right to Education

Education is another crucial area for inclusion. The language of inclu-
sion is often used to describe the means of ensuring meaningful par-
ticipation in the classroom. However, to fully implement the right of 
inclusion, every aspect of education must be considered.

The right to education has been said to consist of four elements: 
availability (to ensure no-one is excluded); accessibility (in terms of 
non-discrimination, physical accessibility and financial accessibility); 
acceptability (demonstrating a commitment to human rights); and 
 adapt ability (meeting the needs of all learners).38 Further, there are four 
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 cornerstones of the right to education and each of the elements of the 
right to education must be applied in each area: the composition of the 
school community; the classroom and the curriculum; the concern of 
the teacher; and the values of the education system. This means that 
attention must be paid to whether the school community is inclusive in 
the sense that the full range of traditionally excluded people are given 
a place and a voice. The classroom must be inclusive in its physical 
manifestation and in the way learning is arranged. The curriculum 
must be suitable, but also must give recognition to the reality of diver-
sity. The teachers must demonstrate an inclusive attitude in both their 
teaching methods and in their classroom management.

Considerable work has been done on the right to education, particu-
larly with respect to physical inclusion and curricula adaptability. 
However, the full picture is often out of focus. One area, for example, 
has received relatively scant attention. This is inclusion in the curricu-
lum in the sense that people with disabilities are portrayed as ordinary 
people entitled to valued recognition. Perhaps the simplest response 
to the latter is to include books with characters with disabilities in 
the curriculum. Examples of these are two Australian children’s nov-
els, Jodie’s Journey by Colin Thiele39 and Blabber Mouth by Maurice 
Glietzman.40 Jodie’s Journey is about a girl who develops juvenile arthri-
tis and has to come to terms with being unable to compete in show 
jumping. Blabber Mouth deals with a mute child, whose problems are 
not with her inability to speak but with her father who intervenes inap-
propriately. Each of these are strong characters and real people dealing 
with real problems facing children generally.

While it is not realistic to assume that every school can make provi-
sion for every abstracted child with a disability, there are some general 
and specific accommodations that can be expected. When a facility is 
being built, there is no reason why it cannot be designed with the needs 
of mobility-impaired people in mind. Especially in developing coun-
tries, but also elsewhere, children are excluded from school due to 
building design. Adapting existing buildings is neither difficult nor 
expensive. It may be that the position of a particular classroom may 
need to be changed or the library relocated. The cost involved in meas-
ures of this sort cannot be compared to the cost of exclusion from edu-
cation. Similarly, adapting the difficulty of teaching material to meet 
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the needs of different groups of learners is simply good teaching prac-
tice. With the use of computers, it is easy to produce material in large 
print or to modify a worksheet. The main issue is the willingness of the 
teacher, school and community to respect the rights of all children.

Because success in education is crucial to success in other areas of 
life, failure to provide adequate appropriate education to all children is 
tantamount to perpetual exclusion. It is not enough for children to be 
physically present, although this is a good start. Children with disabili-
ties must be meaningfully engaged in the full range of benefits available 
through education. The relevant questions with respect to education 
are:

Is any child excluded from school (whether due to financial,  physical •	
or intellectual constraints)?
Is any child excluded from any aspect of school-life (including learn-•	
ing, assemblies, excursions, playtime, sport and extra-curricular 
activities)?
Is the teaching programme relevant to all learners?•	
Are the education system, the school and the teacher committed to •	
inclusion?
Has teacher training taught flexibility to respond to diversity •	
amongst the student body?
Are the teaching materials accessible to all?•	
Is the classroom designed with the needs of all learners in mind?•	
Are all children facilitated in such a way that the learning is •	
meaningful?
If support is required for a student to be included, is this available? •	
(Support may take the form of personal assistance, modification of 
materials or equipment).
Is support or assistance designed to enhance the valued recognition •	
of the child?

The checklist approach to inclusion offers practical guidance in ensur-
ing that the educational needs of all children are met. While this dis-
cussion has focused on questions relevant to primary school, the issues 
are also pertinent to pre-school, secondary school, tertiary institutions 
and adult education programmes. Wherever educational opportunities 
exist, it must be open to all members of the community to participate 
fully. It is particularly important to ensure access to participate in voca-
tional training programmes, as the inability to participate in work-
related learning affects the work and earning potential of the individual. 
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Given the centrality of education to every aspect of life, and the correla-
tion between substandard or no education and poverty, ensuring that 
people with disabilities have equal opportunities for education is cru-
cial. To be included in education, each of the three dimensions of inclu-
sion must be present. There must be a commitment to equality and an 
inclusive attitude; there must be access, and there must be facilitation. 
Only then will the rights of people with disabilities be respected.

Inclusion and the Law

The International Convention on the Rights of Persons with Disabilities 
[Disability Convention],41 which clarifies the position of people with 
disabilities in international law, was adopted by the United Nations on 
13 december 2006 and entered into force on 3 May 2008. The extent to 
which the treaty is law in any country will depend on whether that state 
has ratified the Convention, and then, where required, if it has been 
incorporated into the law of the country.42 As at the end of 2009, 143 
states had signed the Convention and it had been ratified by 76 nations. 
Even where the treaty has not become part of the law of a country, the 
principles enunciated and the rights protected are nonetheless clear 
statements of support for people with disabilities. For the present pur-
pose, it is significant that 2 of the 8 General Principles governing the 
operation of the Disability Convention, principles encoding the most 
basic requirements necessary for the rights of people with disabilities 
to be met, are concerned with inclusion. These general principles, listed 
in Article 3 of the Convention, are: (c) full and effective participation 
and inclusion in society; and (f) accessibility. Article 9, which deals 
with accessibility, outlines steps that parties must take if they are to 
accord human rights to people with disabilities. Article 9(1) reads:

To enable persons with disabilities to live independently and participate 
fully in all aspects of life, States Parties shall take appropriate measures to 
ensure to persons with disabilities access, on an equal basis with others, 
to the physical environment, to transportation, to information and com-
munications, including information and communications technologies 
and systems, and to other facilities and services open or provided to the 
public, both in urban and in rural areas.
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Article 19, relating to “living independently and being included in the 
community,” takes this one step further:

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 enjoy
ment by persons with disabilities of this right and their full inclusion and 
participation in the community…(emphasis added).

A number of other articles in the Disability Convention are relevant to 
the principle of inclusion. These include: Article 8—Awareness-raising; 
Article 13—Access to justice; Article 20—Personal mobility; Article 
24 – Education; Article 25 – Health; Article 27—Work and employ-
ment; Article 29—Participation in political and public life; and Article 
30—Participation in cultural life, recreation, leisure and sport.

The Disability Convention does not replace other relevant interna-
tional law, but sits alongside the other human rights treaties and other 
international instruments. It is important to understand that state obli-
gations to accord human rights to people with disabilities do not begin 
or end with the Disability Convention. There is a great deal of other 
international law specifically relevant to people with disabilities and 
there is a substantial body of human rights law applicable to people 
with disabilities. The Disability Convention updates some of that law 
and clarifies the position of people with disabilities with respect to 
human rights generally. Both guidance and leverage can be gained for 
people with disabilities though knowledge of the law generally, and can 
be used strategically in any campaign for inclusion.

With respect to access and participation of people with disabilities, 
the most significant instrument developed prior to the Disability 
Convention is the Standard Rules on the Equalization of Opportunities 
for Persons with Disabilities (Standard Rules).43 Building on the World 
Programme of Action Concerning Disabled Persons,44 the Standard Rules 
emphasise that people with disabilities have the right to the same 
opportunities as other citizens and to an equal share in the improve-
ments in living conditions resulting from economic and social devel-
opment. The World Programme of Action had defined equalisation of 
opportunities to mean:
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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.45

The Standard Rules specify that general awareness of the rights of peo-
ple with disabilities, and the provision of appropriate medical care, 
rehabilitation and support services, are prerequisites to access and par-
ticipation. States are called upon to recognise the importance of acces-
sibility to the process of equalisation of opportunity. Specific areas of 
life are then targeted as focal points for beginning the process of pro-
viding full rights to people with disabilities. In particular, there are 
rules relating to access to the physical environment, access to educa-
tion, and access to employment. States are held to be responsible for, 
among other things, the provision of social security and income main-
tenance, and to ensure equality with respect to family life, culture, reli-
gion, sport and recreation.

While equalisation of opportunity does not specifically cover the 
third dimension of inclusion, the Standard Rules do make reference to 
the need for facilitation of people with disabilities if the access pro-
vided is to be successful. Rule 4 requires states to provide equipment 
and assistive devices, personal assistance and interpreter services. 
Acknowledging the potential financial barriers to access, Rule 4 also 
specifies that assistive devices should be provided by the state free of 
charge or at a very low cost. With respect to inclusion in education, 
some aspects of accommodation requirements are demanded of states, 
which are to provide appropriate support services as well as access.46 
Equally in the context of employment, the Standard Rules insist that 
states should adopt measures to design and adapt the workplace. States 
should also play a leading role in the development and use of technical 
means of making the arts accessible to all.

With respect to the attitudinal and non-discriminatory dimension 
of inclusion, many instruments proclaim that all people are equal47 and 
that the specific rights provided for by the instrument shall apply 
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 without discrimination of any kind. As such, the International Bill of 
Rights – comprising the Universal Declaration of Human Rights [UdHR], 
the International Covenant on Civil and Political Rights [ICCPR] and 
the International Covenant on Economic, Social and Cultural Rights 
[ICSECR] – are all applicable to people with disabilities, even in the 
absence of reference to disability. This is recognised by various treaty 
bodies. For example, General Comment 5 of the Committee on 
Economic, Social and Cultural Rights (which monitors the operation 
of ICESCR states that, “since the Covenant’s provisions apply fully to all 
members of society, persons with disabilities are clearly entitled to the 
full range of rights recognised in the Covenant.”48 The Committee goes 
on to explain that:

[t]he absence of an explicit, disability-related provision in the Covenant 
can be attributed to the lack of awareness of the importance of addressing 
this issue explicitly, rather than only by implication, at the time of the 
drafting of the Covenant over a quarter of a century ago…[I]t is now very 
widely accepted that the human rights of persons with disabilities must 
be protected and promoted through general, as well as specially designed, 
laws, policies and programmes.49

The Human Rights Committee, which supervises the operation of the 
ICCPR, clarifies that any law adopted by a state which is a party to the 
Covenant must not be discriminatory.50 Although disability is not 
amongst the listed grounds, it is now well understood that disability is 
included. The World Conference on Human Rights, in 1993, adopted 
the Vienna Declaration and Programme of Action which states that:

all human rights and fundamental freedoms are universal and thus unre-
servedly include persons with disabilities. Every person is born equal and 
has the same rights to life and welfare, education and work, living inde-
pendently and active participation in all aspects of society. Any direct 
discrimination or other negative discriminatory treatment of a disabled 
person is therefore a violation of his or her rights. The World Conference 
on Human Rights calls on Governments, where necessary, to adopt or 
adjust legislation to assure access to these and other rights for disabled 
persons.51
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Just as there is international law incorporating the principle of inclu-
sion of people with disabilities, so too is there law at domestic level 
implementing aspects of the principle of inclusion. domestic anti-dis-
crimination laws, such as the Australian Disability Discrimination Act 
1992 and the US Americans with Disability Act 1990, give effect to the 
core ideas of inclusion when they outlaw discrimination and require 
that “reasonable accommodations” be made.52 The objective of these 
laws is to eliminate barriers to inclusion through the rules pertaining to 
direct and indirect discrimination and to facilitate inclusion by requir-
ing that steps be taken to make it possible for the person with a disabil-
ity to participate on equal terms with others.

“Accommodations” required by  anti- discrimination laws have inclu-
ded kerb-cuts (creating a ramp-effect at street crossings to allow wheel 
chair mobility); Braille symbols on Automatic Teller Machines; cap-
tioning on films; and adaptations to schools and workplaces. Most laws 
do not demand complete inclusion of people with disabilities, however. 
This is because accommodation is generally only required with respect 
to a limited number of specified areas of life and because any require-
ment that accommodations be made is always limited by a defense that 
making the adjustment would impose “undue burden” or “unjustifiable 
hardship.” This means that the cost to the institution, organization or 
individual engaged in discrimination are balanced against the benefits 
to people with disabilities. Occasionally the court administering the 
law will take the big picture and, for example, consider the budget and 
assets of the school system or business as a whole, rather than focus on 
the particular shop or on the given school. At other times, the decision-
maker’s focus will be on the burden that would be imposed on the indi-
vidual or the business unit if it were required to make the proposed 
accommodations.

Law, then, provides for the practical implementation of the right to 
inclusion. However, the particular application of a law to a specific issue 
will always be open to debate. So long as all three dimensions of inclu-
sion are present – a non-discriminatory attitude to people with disabil-
ities, access to participation and facilitation of that participation – the 
action in question will be legitimate. More often than not, people with 
disabilities have to work to demand and achieve full and meaningful 
engagement in every aspect of life. Nonetheless, the existence of human 
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rights law provides a basis for the claim that we are all entitled to equal-
ity and to be treated with dignity and respect. It is the principle of 
inclusion, however, that provides the key to what it means for a disa-
bled person to be treated respectfully and what action is necessary for 
a person to be an equal member of society.

Conclusion

The principle of inclusion, like all human rights principles, is aspira-
tional and its full implementation requires a transformation of society. 
Nonetheless, by determining social policy through the lens of inclusion 
we can begin to shift perception about the difference of disability. As 
the Vienna declaration and Programme of Action says, “[t]he place of 
the disabled is everywhere.”53 Essentially we are all the same, equal in 
value and worthy of dignity and respect. However it is not always clear 
what is required of us if we are to demonstrate our valuing of all people. 
The right to inclusion provides both the means of deconstructing action 
and a description of a just society.

Inclusion is the principle at stake when we reject the common-sense 
view that people with disabilities are primarily disabled by their bodies. 
It provides a means with which to respond to the systemic and struc-
tural impediments to full participation in society. The inclusion princi-
ple comes into play when we demand the fulfilment of the human 
rights of all people in all aspects of social, cultural, religious, economic 
and political life. Inclusion clarifies what it is that is being demanded by 
people with disabilities in a claim for entitlement to human rights.

An inclusive society is a just society. Unless there is an attitude which 
takes equality seriously and which is committed to non-discrimination, 
justice will not pertain. Unless there is provision for access of all sorts 
and in all contexts, people with disabilities will remain outsiders living 
on the fringes of society. Unless there is facilitation to limit the impact 
of disability, accommodation that makes inclusion possible and sup-
port where it is needed, people with disabilities will be relegated to the 
margins. Using an inclusion check-list provides a means of articulating 
the issues and of ensuring all potential sites of exclusion are challenged. 
Inclusion calls for the right to valued recognition through meaningful 
engagement. This is what is sought by all people.



Part II

advancIng dIgnIty





1 Part I, Basser, Human dignity, Pages 27–28.

IntroductIon: dIgnIty

as Basser describes it in chapter 1, human dignity is a complex princi-
ple which involves a positive interpretation of “humaneness” and of 
what it means to be a rights bearer. adopting the principle of human 
dignity leads to action which reflects the inherent worth of each indi-
vidual. This section provides examples of the application of the princi-
ple of dignity and explores the benefits of approaching legal questions 
from this perspective. The chapters build on Basser’s work which teases 
out the idea of dignity and elucidates how a person should be treated if 
they are to be treated with dignity. She writes:

First is the absolutely crucial requirement that a person’s physical integ-
rity is respected. This has consequences both in every day interactions 
and in “extraordinary” situations such as those involving medical treat-
ment, unwanted sexual advances and punitive measures. Secondly, 
human dignity means that every person has the inherent right to be 
treated as an individual with a personality. This means that the right to 
freedom of opinion and belief, (including religion), inherent in the val-
ues of a liberal state are accorded to everyone. Thirdly, human dignity 
means that a person must be given voice about any issues which affect 
their lives and must have the ability wherever possible to exercise choice. 
Finally, inherent dignity of any individual requires that he or she has 
access to a fair share of the goods of society. This means that the availabil-
ity of resources to any individual is dependent on the socio-economic 
environment in which they live, but dignity dictates that there is a fair 
distribution of those goods between members of the society.1

application of the principle of dignity results in a new critical perspec-
tive on law.

The purpose of this section is to demonstrate the radical role human 
rights principles generally, and dignity specifically, can play in the 
experience of disability in its intersection with law. Bringing dignity to 
bear on the subject of law, allows scholars and legal advocates to under-
stand how rights have been accorded and denied, and to demand that 
the outcomes of legal cases and the development of law is consistent 
with the recognition of the inherent dignity of the person. This section 
explores topics as diverse as prenatal genetic testing, abortion, medical 
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decision making, life saving treatment, psychiatric problems and 
imprisonment. recognizing that the fundamental entitlement of all 
people to be treated with dignity and accorded respect is an inalienable 
right, and approaching legal problems with this in mind provides new 
insights with which to address the problems faced by individuals with 
disabilities.
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neering (pp. 171–194). Kingston: Mcgill-Queens university Press.
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Florida State University Law Review, 30, 265–294.

3 See, for example, Pollard, d.a. (2004). Wrongful analysis in wrongful life juris-
prudence. Alabama Law Review, 55, 327–375.; Stretton, d. (2005). The birth torts: 
damages for wrongful birth and wrongful life. Deakin Law Review, 10(1), 319–364; 
Stretton, d. (2006). Wrongful life and the logic of non-existence. Melbourne 

vaLuIng aLL LIvES – EvEn “WrongFuL” onES

Melinda Jones

The most basic principle of human rights is that all people are of infi-
nite value, independent of gender, race or ability. yet there exists an 
area of law which revolves around the idea that certain (disabled) lives 
are not worth living and that certain (disabled) people should never 
have been born. Known as the birth torts, legal actions for “wrongful 
life” and “wrongful birth” are recognised in almost every jurisdiction in 
the world. They are, it is true, highly contested. The torts give rise to 
judicial opinion about the sanctity of life, the immeasurable love of 
parents for their children, the law of abortion (and the ethics of selec-
tive abortion) and current developments in the field of human genetics. 
Some commentators have labelled these actions as endorsing a new 
form of eugenics, a “legitimate” means of disposing of people with dis-
abilities before they are even born.1 others have argued that their con-
cern is with preventing pain and human misery.2 others still, argue 
that this is a matter of technical legal consideration, borne of the courts’ 
desire to right wrongs and to spread the financial burden of disability.3
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actions for wrongful birth and wrongful life are initiated in situa-
tions where it is claimed that there has been medical malpractice 
involving the birth of the child. claims are brought either by a person 
with a disability or by the parents (usually the mother) of a child (usu-
ally with disability). The alleged failure on the part of the medical prac-
titioner is to allow a particular child to be born. Had the practitioner 
taken the woman’s reproductive rights seriously, the child would not 
have come into the world, either because, on the facts of the given case, 
the child would not have been conceived or because the woman would 
have discontinued the pregnancy. In the cases to be examined there is 
generally a finding that a doctor or a genetic counsellor has in fact been 
negligent and so his/her legal culpability is not in issue. The question 
that arises is whether attributing legal liability for the “damage” of the 
birth of a child is an acceptable legal and social outcome. Practitioner/
defendants argue that they should not be held accountable for their 
actions because, independently of the parents’ views, a child is of infi-
nite value and can therefore not constitute “damage.” Furthermore, 
they argue that granting a remedy for their negligence could only be 
sustained by the court accepting that some (disabled) lives are not 
worth living.

consider the case of nicholas Perruche, born in France in 1983, 
whose story is typical of those brought before the courts in wrongful 
life actions.4 In 1982, Mrs Perruche visited her local doctor, because her 
four year old daughter had come down with rubella (also known as 
german measles) and she was four weeks pregnant. She was aware that 
the rubella virus attacks and ravishes foetuses, causing serious damage 
to an unborn child, which can include brain damage, heart defects, 
deafness and eye problems. She did not want to continue with the 
 pregnancy if she was infected. It was sufficiently early in the pregnancy 
that abortion would be lawful, and she had not yet attached emotion-
ally to the foetus. Mrs Perruche made it clear that she would have an 
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abortion if there was any risk of the child being disabled as a result of 
her contact with the rubella.

The doctor took two blood samples two weeks apart and sent them 
off to a pathology laboratory for testing. The laboratory gave contradic-
tory results, which required further investigation. Instead of following 
this up, the doctor assured Mrs Perruche that she was fine and could 
safely proceed with the pregnancy. The doctor negligently told 
Mrs Perruche that she was immunised and that the baby was safe. 
When nicholas was born with a range of severe problems resulting 
from congenital rubella his parents commenced legal action both for 
themselves (as a “wrongful birth” action) and on nicholas’ behalf (as a 
“wrongful life” action). The Cour de Cessation, the highest court in the 
French legal system, granted nicholas a remedy. a lower court had 
found in favour of his parents.5

The decision of the Cour de Cessation outraged the disability com-
munity, doctors and laboratory technicians.6 Speaking on behalf of the 
doctor, a lawyer commented: “This is making a distinction between 
lives that merit living and those who don’t…that’s a slippery slope.”7 on 
behalf of the medical community another lawyer declared “The ruling 
means that the handicapped have no place in our society.”8 In the new 
york Post a journalist wrote: “The truth is, this is not about the rights of 
the handicapped. This is about society wishing to establish a right by 
any means necessary not to be burdened with caring for them.”9 
Members of the French national Syndicate of gynaecologists and 
obstetricians went on strike and began refusing to perform routine 
ultrasound scans for fear of litigation. Parliament was lobbied by doc-
tors and an emergency session of the French national assembly was 
called. In early 2002, legislation was enacted denying legal redress to 
“one who is harmed solely by being born.”10
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clearly these cases excite passion. The public is right to be outraged 
at the suggestion that someone’s life is not worth living, and to show 
solidarity with people with disabilities. However, this approach to the 
subject is wrong-headed. It confuses the outcome and the negligence 
and shifts the focus of the case from the real legal issue – the culpability 
of a negligent doctor – to emotional appeals about disability and the 
lives of people with disabilities; prenatal testing, abortion and selective 
abortion; and women, motherhood and birth. using a human rights 
approach – one that focuses on the dignity of the person, equality 
between people, and inclusion of all people in society – this chapter 
attempts to deconstruct “wrongful life” and “wrongful birth” actions in 
order to determine whether these actions are consistent or inconsistent 
with human rights principles.

1. Wanted Pregnancy; unwanted child

It is possible to divide wrongful life and wrongful birth cases into two 
classes. The first class are often referred to as wrongful conception or 
wrongful pregnancy cases as they involve an unwanted pregnancy lead-
ing to the birth of an unwanted child – even if once born the child is 
loved and valued.11 Where a medical practitioner has been  negligent in 
the performance of a sterilisation procedure, it is relatively unproblem-
atic to provide a remedy as the tortious action is akin to medical mal-
practice. The second class of cases, wrongful birth are those cases in 
which a child is very much wanted, but the particular child’s disability 
results in the particular disabled child being unwanted. The unifying fea-
ture of these cases is the disappointment of disability and the claim that, 
but for the negligence of the medical practitioner involved, the child 
would not have been born. all the legal actions, in the second class, 
concern children with disabilities. as such, the outcome of the cases and 
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the approach to disability incorporated in the judgments is of interest 
not just to the parties, but also to people with disabilities as a whole.

The majority of these cases involve negligence during the course of a 
woman’s pregnancy. This may be a failure to undertake appropriate 
testing, a failure to appropriately interpret the medical information 
available, and/or a failure to properly inform or advise the woman 
about matters relevant to her pregnancy. There are two possible classes 
of plaintiffs in these cases – the woman (and possibly husband) who 
lost the opportunity to abort an unwanted pregnancy, and the child 
who has to live with the consequence of the failure to abort. When the 
action is brought by the parent, the action taken will be a wrongful 
birth action; when the child brings the action it is a wrongful life action. 
Wrongful life cases pose more difficulty than the other categories of 
cases, although they are based on exactly the same fact situations as the 
other birth torts. While all sorts of emotive pleas and appeals to ideal-
ised public policy arise in wrongful birth cases, judges reserve their 
best cards for wrongful life litigants. once negligence has been estab-
lished, the cases turn on whether damages will be payable and if so, 
how they are to be assessed and quantified. Many jurisdictions will 
simply not entertain wrongful life actions12 and legislation banning 
these actions has been widely enacted. I believe this is a mistake, and, if 
anything, contrary to the interests of people with disabilities.

1.1. Modern Birth Technology

The professional standards with which medical practitioners and health 
professionals must comply when engaged in reproductive medicine 
include the appropriate application of modern birth technologies such 
as prenatal testing and pre-implantation genetic screening. Prenatal 
testing includes the use of ultrasound technology, blood tests to deter-
mine the presence of a range of antibodies that could affect a foetus and 
to detect genetic diseases and amniocentesis. Pre-implantation genetic 
screening, involving the screening of the ovum or sperm prior to 
implantation to ensure that they are free from genetic or other  disorder, 
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arises in the context of in vitro fertilisation (IvF), which must itself be 
performed to professional standards. Professional standards are not 
static and medical practitioners are expected to keep abreast of devel-
opments in genetics and the availability of prenatal genetic testing:

With over 500 prenatal genetic tests currently available, and many more 
entering the consumer medical market each year, prenatal genetic testing 
is rapidly becoming routine practice in the medical management of 
pregnancy.13

Further, in the context of IvF, the failure to test an ovum or sperm, or 
to inform the prospective parents of genetic defects in the ovum or 
sperm, could result in legal liability.

today, genetic tests are clinically available for 1,000 diseases; several hun-
dred more are available in a research setting…Mistakes in testing, failure 
to test, or failure to accurately convey test results are inevitable, and as 
options have multiplied, so have the chances of error. For anyone seeking 
a legal remedy to these new “reproductive wrongs,” the challenge has 
been to try to fit them into, or find ways to expand, existing legal 
theories.14

doctors are not the only potential defendants in this context. There are 
hundreds of genetic laboratories around the world which specialise in 
genetic testing and which could be held legally liable for mistakes that 
should not have been made. The consequence of errors can be both 
devastating and expensive. For this reason most health professionals 
have professional indemnity insurance. The purpose of tort law is to 
ensure that costs associated with residual damages are borne by the 
wrongdoer rather than the family that has to live with the consequence 
of the error.

1.2. Preconception Negligence – Decisions to Become Pregnant

Scientific advances in bioethics, egg and sperm donations and IvF have 
provided opportunities for those who cannot easily reproduce. Pre-
implantation genetic screening allows for significant information about 
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the embryos, providing would-be parents with the means to be selec-
tive about which embryos are to be implanted. organisations which 
fail to undertake appropriate testing, or fail to pass on relevant infor-
mation about their products to prospective parents, may be found to be 
negligent. Johnson v Superior Court of Los Angeles County15 provides an 
illustration of such a negligence action. The case involved a sperm 
donor who passed on a serious genetic condition, autosomal-dominant 
polycystic kidney disease, to a baby girl. The donor had noted on his 
intake form that he had a family history of kidney disease, but the 
sperm bank failed to act on that knowledge or inform the prospective 
parents of the risk. Similarly, in Paretta v Medical Offices for Human 
Reproduction16 a new york medical program recommended the use of 
a pre-screened egg donor, but failed to advise the Paretta’s that their 
chosen egg donor had tested positive as a carrier for cystic fibrosis. not 
only was no information or advice given regarding the carrier status of 
the biological mother, but neither was Mr Paretta advised that if he too 
was a carrier there was a serious risk that the child would, as she did, 
have cystic fibrosis.

another strategy has been developed which is particularly valuable 
to high risk genetic groups. This is population carrier-status screening 
which allows a couple to establish, prior to conception, whether their 
child would be at risk of serious disability because of their genetic com-
patibility. carrier status screening for tay-Sachs disease, a cruel and 
ultimately fatal degenerative neurological disorder, has been developed 
for high risk populations such as ashkenazi Jews. genetic testing of the 
carrier status of each potential parent is recommended, so that it will 
be possible for a couple to establish whether they are both carriers 
(which is the only way a child can be conceived with tay-Sachs dis-
ease). Should this be the case, the couple are advised to avoid having 
children together. The only reason to patronise such a service is to 
receive accurate information about carrier status. So, when the 
curlenders sought genetic screening for tay-Sachs and were advised 
that they were not carriers of the causative gene, they proceeded to 
conceive a child. 17 due to the negligence of the Bio-Science Laboratories, 
their daughter was born with tay-Sachs disease (which would not have 
been possible had the information they’d been given been accurate). 



94 melinda jones 

18 two such cases featured in this chapter are from France, Perruche, cass. ass. plén., 
17 nov. 2000, no 99–13.701, no 457P and australia, Harrinton v Stephens (2006) 226 
aLr 391; [2006] Hca 15 (9 May 2006).

19 McKay v Essex Area Health Authority [1982] QB 1166.
20 Harriton v Stephens (2006) 226 aLr 391; [2006] Hca 15 (9 May 2006).

Their daughter had a life expectancy of 4 years, during which time she 
would suffer greatly and require a substantial amount of expensive 
care.

1.3. Negligence and Abortion – Decisions to Discontinue Pregnancy

The second group of cases of wanted pregnancy, unwanted child, spe-
cifically deals with selective abortion – where a finding of disability is 
the basis of the decision to abort. In order to make such a decision, 
women need information about the status of the foetus. The negligence 
alleged in these cases is the failure of a medical practitioner or relevant 
health professional to ensure that the woman has sufficient informa-
tion on which to make a decision whether or not to proceed with a 
pregnancy. typical cases of this sort are brought as a result of women 
who receive negligent advice about the status of the foetus, where there 
is a failure to carry out routine testing or testing specifically requested 
in the light of family history, and when there is negligent misdiagnosis 
about the status of the foetus.

Many cases of negligent advice arise in the context of contact with 
rubella during the early stages of foetal development. The Perruche 
case, discussed above, is one such case. as is shown by the number of 
women who seek medical advice because of contact with rubella, the 
affect of the virus in early pregnancy is common knowledge among 
women as well as among the medical community. a great many of the 
wrongful birth cases are brought by women who are negligently advised 
that there would be no undue effect on the foetus despite contact with 
rubella in early pregnancy.18 other actions have been brought by 
women who came into contact with rubella and had been negligently 
misdiagnosed. In the English case of McKay19 the medical practitioner 
had sent samples to their laboratory, but the tests were wrongly carried 
out. Mrs McKay was negligently told that she had not contracted the 
virus and that it was safe to proceed with the pregnancy. When her 
child was born it was apparent that she was significantly affected by the 
virus and was multiply disabled. a recent australian case,20 involved  
a woman who visited her doctor because she was  concerned that she 
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had fever and rash which might have been rubella. She thought she 
may be pregnant and was worried about the possible impact of rubella 
on foetal development. Blood tests confirmed the pregnancy, but were 
inconclusive for the rubella. The test results stated: “[i]f no recent con-
tact or rubella-like rash, further contact with this virus is unlikely to 
produce congenital abnormalities.” She was seen by a second doctor in 
the practice. He confirmed the pregnancy and, on listening to the 
woman’s history, reassured her that her illness was not rubella, and 
referred her to a gynaecologist for management of the pregnancy. The 
reassurance was negligent, as the woman had recently had a “rubella-
like rash” and a further blood test for rubella antibodies should have 
been ordered. This would have disclosed the risks of congenital  
abnormalities for the foetus, and the allowed for the pregnancy to be 
terminated.21

Wrongful birth actions are also brought when there has been a fail-
ure to carry out routine testing or testing specifically requested as a 
result of family history. In one such case, K’s mother attended a Medical 
centre when she became pregnant, and was placed under the care of a 
midwife and obstetrician. The pregnant woman told both the doctor 
and midwife about a chromosomal abnormality that was in her hus-
band’s family and specifically asked to be tested for this condition. She 
knew testing was available as other family members had been able to 
rule out the condition or abort an affected foetus. She was told this was 
unnecessary and the medical professionals declined to run the genetic 
tests which they had requested. The mother was very clear that she 
would have an abortion had the tests revealed a high risk for this condi-
tion. The child was born with the disorder and brought an action for 
wrongful life.22

another such case23 occurred in california, which has state- 
mandated screening to test for conditions such as down’s syndrome 
and spina bifida. This information was not shared with a pregnant 
woman, who attended a medical practice for antenatal care. When her 
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daughter was born with spina bifida the mother brought an action 
against the medical practitioner, claiming damages for the failure to 
provide information necessary for her to exercise her fundamental 
right to reproductive choice. Similarly, in Singapore, a woman was not 
advised that it was possible to test for down’s syndrome, nor given 
information that at her age there was a high risk that a foetus would be 
so affected. Failure to inform about the possibility of testing and of the 
risk to older women was clearly contrary to professional standards. The 
doctor was found liable, as the birth of a child with down’s syndrome 
was found to be the direct result of this negligence.24

2. genetic testing, Selective abortion and Eugenics

a major reason for prenatal testing is to allow women to abort a foetus 
should it have “undesirable” characteristics.25 However, the degree to 
which the information is routinised and confined to a medical setting 
often results in uninformed consent to an abortion. Further, the risk of 
miscarriage increases with prenatal testing, independent of any finding 
of abnormality, but this has become an acceptable side-effect.26 Women 
are not often given information that the main purpose of screening or 
testing is abortion,27 although in some places doctors are urged to 
refuse women testing unless they agree in advance to abort the foetus 
on the finding of a “defect.”28 There are other reasons for undertaking 
prenatal testing. There is a great deal to be said for information being 
made available to pregnant women, to allow them to choose to keep a 
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child that medicine might wish to throw away.29 This information will 
allow women to prepare for the birth of a child with disabilities, par-
ticularly if there is a likelihood that the child will need urgent medical 
attention. The advance notice will also present an opportunity to learn 
about the different ways the disability might affect a child, and the 
strategies adopted by other parents. It is important to note however, 
that until the child is born (and often not until quite some time later) 
nothing can be assumed about the impact of the condition on the child. 
It is important that prospective parents understand that it is impossible 
to assess how disabling a condition will be, as this will depend not only 
on the severity of any impairment but also of the resources available 
and accessed, for these may lead to quite a different picture than painted 
by doctors and other health professionals.30

2.1. Abortion and Selective Abortion

From a woman’s rights perspective, reproductive freedom is of central 
importance. This includes freedom to have control over one’s own 
body – to have children or not to have children; to have access to con-
traception; to have access to safe abortion, at least until the point of 
development when the foetus could be said to be a viable life; and, 
importantly, the right not to abort a foetus. If abortion is illegal in all 
circumstances, it will not only constitute an offence to one’s human 
rights, but it will also mean that there will be no place for actions of 
wrongful birth. In Ireland, for example, there is very little prenatal test-
ing as the unborn child is specifically protected by the constitution.31 
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prosecution was for an abortion which caused injury to the woman resulting in hospi-
talisation. The matter was appealed, but the subject of the prosecution, dr Smart was 

This means that not only is it unlawful to procure an abortion in Ireland, 
but it is also unlawful to travel for the purpose of procuring an abor-
tion. There is no discrimination. all life, whether disabled or “wrong-
ful,” is equally valued and all life is considered sacrosanct. Spain also 
guarantees the rights of the unborn child in its constitution, but it 
seems that unborn children with disabilities are not as equal as others.
Selective abortion appears to be available in Spain.32

Where health professionals are negligent in advising women about 
the status of the foetus, it is at least arguable that, if an abortion would 
not be legal in a particular jurisdiction, then no damage has resulted 
from the negligence. This line of reasoning was adopted by the trial 
judge in the australian case, CES v Superclinics.33 In that case, a 21 year 
old student was negligently and repeatedly told that she was not preg-
nant until it was too late for her to have an abortion. newman J found 
that, although the defendants were grossly negligent and caused a great 
deal of harm, the plaintiff was not entitled to damages. This was because: 
“her case depended upon a claim that she had lost an opportunity to do 
something he determined was illegal (viz, have her pregnancy termi-
nated) and therefore the law did not permit her to claim damages.”34 
under the law of the australian State of nSW, it is an offence to termi-
nate a pregnancy “unlawfully.”35 However, an abortion will not be 
unlawful in nSW if a doctor believes on reasonable grounds that con-
tinuation of the pregnancy poses a threat to the physical or mental 
health of the woman, which is to be determined by taking into account 
economic and social considerations as well as physical and psychologi-
cal grounds. There has been only one successful prosecution for unlaw-
ful abortion in nSW,36 so while it was tecnichally possible that the 



 valuing all lives – even “wrongful” ones 99

ill, and subsequently died, prior to the matter being heard. See cica, n. (1989). Abortion 
law in Australia no. research Paper no 1. australia: Parliamentry Libary, australian 
Parliament, http://www.aph.gov.au/library/Pubs/rp/1998–99/99rp01.htm.

37 (1995) 38 nSWLr 47 at 70, cited by graycar & Morgan, supra note 34 at 333.
38 Viviers v Connolly [1995] 2 Qd r 326.
39 See united nations department of Economic and Social affairs, Population 

division. (2007). World abortion policies, online: www.unpopulation.org/esa/ 
population/unpop.htm and Harvard university. annual review of population law: 
abortion laws, online: www.hsph.harvard.edu/population/abortion/abortionlaws.htm.
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abortion in this case could have been illegal, there was no evidence that 
the plaintiff would have had an unlawful abortion. The reality of the 
availability and frequency of abortion was accepted by the High court, 
which overturned the initial decision. Kirby a-cJ commented that:

[t]aking that reality into account would permit commonsense to intrude 
into the court’s deliberations. It would allow the court to take into 
account the fact that it would be most unlikely that any medical practi-
tioner, still less the first appellant, would have been prosecuted and taken 
to trial. There is an air of unreality about the contrary approach…37

The relevance of the law of abortion to wrongful birth actions is illus-
trated by another australian case, Viviers v Connolly.38 The judge con-
sidered that it was possible but not probable that the abortion denied 
would have been unlawful, so he reduced the damages he awarded by 
5%. In many countries abortion is unlawful or only permitted to save 
the life of the pregnant woman. another large number of countries 
outlaw abortion after a specified gestational age, usually between 12 
and 14 weeks. The latest specified gestational age appears to be 24 weeks 
in Singapore and the united Kingdom(northern Ireland excluded).39 
The law of a great many jurisdictions make exceptions for “foetal 
defects,” allowing abortion well over the time-limit otherwise specified. 
While selection on the basis of sex is roundly condemned, selection on 
the basis of disability is widely applauded.40

2.2. The “Disability Rights Critique” of Selective Abortion

disability scholars and activists have developed a response to selective 
abortion and to prenatal testing widely referred to as the “disability 
rights critique” [drc]. The drc is not a human rights response to 
these issues; rather, it primarily offers a disability perspective on the 
Human genome Project and the use of prenatal testing to facilitate 
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selective abortion. The drc is constructed through the lens of the 
social model of disability, which locates disablement outside the indi-
vidual and looks for social barriers which interfere with the full inclu-
sion of people with disabilities in society.41 although the drc does not 
critique prenatal testing and selective abortion from an human rights 
perspective, it does raise issues that an human rights analysis needs to 
take into account.

The disability rights critique makes two claims – that prenatal testing 
followed by selective abortion is morally problematic; and that prenatal 
testing and selective abortion are driven by misinformation. From 
these claims it is concluded that “permitting and practising the selec-
tive termination of disabled foetuses amounts to colluding with (and 
perhaps also encouraging) discrimination against people with dis-
abilities.”42 Further, supporting the practise of selective abortion and 
facilitating it through prenatal testing may constitute a new form of 
eugenetics.43

The drc considers the position of people with disabilities to be frag-
ile, and that the gains that have been made through the legal develop-
ments such as antidiscrimination law are only just beginning to bring 
about change. The drc takes the view that selective abortion and pre-
natal testing threaten these improvements because they are regressive, 
relying as they do on the medical model of disability and on a very nar-
row view of disability.44 Prenatal testing and selective abortion will not 
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“cure” disability, nor are they the way to improve the position of people 
with disabilities. The drc stresses that the rhetoric around the Human 
genome Project places an undue emphasis on “birth defects,” thereby 
removing focus from the significant issues for people with disabilities.

Further, the drc points out that advocates of prenatal testing base 
their arguments on a number of false assumptions about living with a 
disability. First of all, the medical paradigm constructs “biology as des-
tiny.” It assumes that all the negative experiences in the life of a disabled 
person are somehow attributable to the condition the person has, rather 
than to external factors. So if a disabled person experiences isolation, 
poverty, unemployment, powerlessness or low social status, these are 
seen to be the inevitable consequences of biological limitation. as asch 
puts it: “The paradigm of medicine concludes that the gaps in educa-
tion, employment, and income that persist between adults with disabil-
ities and those without disabilities are inevitable because the impairment 
precludes study or limits work.”45

another assumption about disability attributed to those who sup-
port prenatal testing and selective abortion is “genetic determinism.” 
This is the view that by knowing about the genes of a person, you some-
how know that person. This involves an emphasis on the “defect” and a 
paternalism which assumes that “defect” tells you something meaning-
ful about the person. Further, genetic determinism assumes that the 
“defect” is a totally dominant aspect of the person, and subsumes all the 
other characteristics which generally constitute personhood. This is 
simply wrong and is also quite offensive. to deny an individual person-
ality is character assassination! This mistake has two elements. First, 
establishing that a foetus is affected by a given condition does not pro-
vide any information about how the condition will affect the person. 
genetic conditions are not experienced in the same way by all indi-
viduals who have the condition. There is a broad range of possibilities. 
Even medicine recognises this when it categorises conditions as mild, 
moderate or severe. yet the worst case scenario is often presented with-
out recognition that not all people with any given “defect,” within any 
given category, will be “impaired” in the same way. Secondly, being able 
to establish that a person has a genetic condition does not provide  
any insight into his or her personality – their preference for chocolate 
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ice-cream over strawberry; their passion for football or ice-skating; 
their love of jazz or hatred of opera; their great skills as a board game 
player or as a computer whiz; their temperament as a serious scholar or 
as a party animal. While some “defects” may limit some individuals in 
some areas of life, short of discrimination and lack of access to services, 
it is unimaginable that a person would be so disabled that they can be 
reduced to their diagnosis.

a final problem exposed by the drc is the assumption made by 
proponents of prenatal testing and selective abortion that the life of a 
disabled person is full of “pain and suffering” and that people with dis-
abilities live in misery. This is simply not true for the majority of people 
with disabilities. asch comments:

chronic illness and disability are not equivalent to acute illness or sud-
den injury, in which an active disease process or unexpected change in 
physical function disrupts life’s routines. Most people with conditions 
such as spina bifida, achondroplasia, down syndrome, and many other 
mobility and sensory impairments perceive themselves as healthy, not 
sick, and describe their conditions as givens of their lives–the equipment 
with which they meet the world. The same is true for people with chronic 
conditions such as cystic fibrosis, diabetes, haemophilia, and muscular 
dystrophy. These conditions include intermittent flare-ups requiring 
medical care and adjustments in daily living, but they do not render the 
person as unhealthy as most of the public–and members of the health 
profession–imagine.46

Most disabilities are not experienced as “pain and suffering,” nor are 
people with disabilities “harmed” by their condition. nonetheless, this 
misconception allows commentators like John Harris to argue that, just 
as it is morally wrong to harm another, it is morally wrong to bring a 
disabled person into the world.47 He argues that to do so, adds to the 
sum of human suffering and makes the world a worse place for us all to 
live in. Harris continues with the utilitarian argument that avoidable 
pain should be avoided, and because he considers that the burden of 
pain and suffering carried by people with disabilities is unacceptable, 
disability can be seen to be incompatible with a good life. This leads to 
the conclusion that it is a kindness to prevent the birth of a person with 
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a disability.48 yet, as Saxton observes, the suffering experienced by peo-
ple with disabilities is “primarily a result of not enough human caring, 
acceptance and respect.”49

This leads to the most fundamental position of the disability critique 
of prenatal testing and selective abortion. Its position is that the very 
availability and use of these techniques undermines and devalues peo-
ple with disabilities. It is argued that it is not possible to hold people 
with disabilities in high esteem (or at least equal to their non-disabled 
counterparts) at the same time as convincing hundreds of thousands of 
women that they should abort “defective” babies. The purpose of pre-
natal testing and the ready availability of selective abortion is quite spe-
cifically to weed out foetuses with disabling traits. If disabling traits are 
seen as features of a foetus that would render its life not worth living, 
we must also subscribe to the corollary – that existing people with 
those same attributes are not just different, but are abhorrent.

It is a small step from here to characterising the practice of prenatal 
testing and selective abortion as a new form of eugenics.50 certainly it 
is true that the whole enterprise of the Human genome project is aimed 
at the perfection of the human race by way of the eradication of imper-
fections. The old eugenics targeted vulnerable groups – members of 
minority races, women and people with disabilities. The new genetics 
targets women as the receptacles of future generations and people with 
disabilities who are reduced to their genetic origins. of course, modern 
genetics does not cover the whole picture of disability, but in staking its 
claim to improve human stock by eradicating “faulty” genes it suggests 
that the main or at least most important cause of disability is genetic. 
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This fails to recognise that people with disabilities are not all born with 
disabilities but acquire them through accident and injury, from war 
and landmines, from lack of access to basic goods like housing, food 
and clean water, and through disease (often which could have been 
dispelled by the provision of readily available medication). Even if the 
Human genome project is successful beyond the dreams of geneticists, 
it will not remove disability from society. In the meantime, women will 
be coerced or cajoled into aborting “defective” foetuses and will lose 
even more control over their reproduction. at present “pregnant 
women are expected to optimise the health of their foetuses and this 
includes testing their foetuses for genetic risk,”51 even though there is 
some risk to the healthy foetus from the process of testing.

These misconceptions about people with disabilities fuel proponents 
of modern genetics to search for more “cures” for more disabilities. The 
logical consequence of the eugenic state of mind is that existing people 
with disabilities are devalued, and that this could well interfere with the 
objectives of the disability movement – the treatment of people with 
disabilities with dignity and equality, and the promotion of full inclu-
sion in all aspects of society.

2.3. Response to the “Disability Rights Critique” of  
Prenatal Testing and Selective Abortion

not all disability scholars subscribe to the disability rights critique. 
There are two points of departure. First, there is the internal critique 
that challenges the hold and explanatory power of the social model of 
disability. Secondly, there is the external response which accepts the 
argument about the mistaken assumptions about disability, but which 
rejects the conclusion that prenatal testing and selective abortion can-
not be supported without undermining the value of people with disa-
bilities. The internal objection to the disability rights critique is a 
challenge to the social model of disability which does not necessitate a 
return to a medical model of disability. The external view of prenatal 
testing and selective abortion takes a pragmatic approach, acknowl-
edging the reality of modern science and taking into account the posi-
tion of people with disabilities, without concluding that the one poses 
an inherent threat to the other.
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at least some problems encountered by people with disabilities are 
attributable to the disadvantages intrinsic to “impaired” bodies or 
minds. richard Hull differentiates between socially-induced disability 
(arising from, among others, the social, political, economic structures 
of society) and impairment-induced disability (where limitation of 
ability or opportunity is due to impairment).52 The latter types of con-
straints are not disadvantages caused by others. to the extent that  
abortion is sought with reference to impairment-induced disability, it 
may hold sway. But socially-induced disability will inevitably impact 
upon the disadvantage experienced, and this lowers the veracity of the 
parental-interest claim.

Even the most ardent proponent of the disability rights critique 
accepts that it is possible, even if not probable, that prenatal testing 
could be carried out in such a way that it may function without devalu-
ing people with disabilities.53 adrienne asch’s concession comes from 
the possibility that prenatal testing could be conducted without coer-
cion to abort a “defective” foetus. This would involve a new type of 
informed consent – a consent to selective abortion in the light of infor-
mation about how people experience particular disabilities and the 
barriers they encounter and the opportunities they enjoy.

In an early publication of the Hasting centre54 an example is given of 
full disclosure and non-directive genetic counselling with respect to 
foetuses diagnosed with down’s syndrome. Instead of a discussion with 
an obstetrician, the women (and their partners) meet with  paediatricians 
who specialise in genetics and with families who are raising infants, 
children and young adults with down’s syndrome. Instead of selective 
late term abortions performed on all the women coming through the 
programme, only 62% of women chose to terminate their pregnancies. 
asch’s objections to prenatal testing and selective abortion would be 
met if this were the universal model of genetic practice.55
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What this shows is that it is not inevitable that the processes of pre-
natal testing and selective abortion will result in discrimination against 
existing people with disabilities. on the contrary, a model of genetic 
counselling that involves people with disabilities who have a relevant 
“impairment” will result in many more members of the community 
learning about disability and gaining some understanding that people 
with disabilities are people first. Further, the multi-dimensional 
approach to genetic counselling of this type will help parents and pro-
spective parents see the whole child. In this scenario, “genetic deter-
minism” and “biology as destiny” will be shown to be shallow, one 
dimensional accounts of people with disabilities. While it is probably a 
pipe dream for the service described to be replicated universally, it at 
least provides evidence that prenatal testing and selective abortion are 
not inherently discriminatory.

3. Human rights and “Wrongful” Lives

Wrongful birth actions brought with respect to unwanted children are 
relatively straightforward to deal with. When a child is conceived after 
one parent or another has undergone a sterilisation procedure, a course 
of action specifically taken in order to prevent pregnancy, there is a 
probability that the child is born as a direct result of medical  negligence.56 
However, once we stepped into the realm of wanted pregnancies that 
give rise to unwanted children, we entered the world of modern medical 
technology and selective abortion. It is, therefore, essential to under-
stand the disability rights critique of prenatal testing and selective abor-
tion before we could consider a human rights perspective on wrongful 
birth actions. Had I concluded that the practice of prenatal testing and 
selective abortion was inherently undermining of people with disabili-
ties, then I would have had to object to wrongful birth actions. This is 
because wrongful birth actions involving unwanted children cannot be 
sustained, or found to be consistent with human rights, if they reinforce 
inherently discriminatory values about people with disabilities.

It is now possible to assess wrongful birth actions themselves, and to 
determine whether they interfere with the rights of people with disabil-
ities. Having considered the effect of wrongful birth actions involving 
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unwanted children, the solution that I propose, to be consistent with 
human rights, is to award the same range of damages to all applicants, 
independent of their ability status. If an action is available with respect 
to a  healthy, unwanted child, it must also be available to a disabled 
unwanted child. no special case must be made out for people with dis-
abilities – people with disabilities are ordinary actors in these wrongful 
birth actions. By determining that there is one law for all, wrongful 
birth suits are supportive of the inclusion of people with disabilities in 
society, treat people with disabilities equally to others, and ensure that 
the dignity of people with disabilities is respected. The elegant simplic-
ity of the solution with respect to unwanted children is not replicated 
with respect to the class of wanted-unwanted children.

3.1. What is Wrong with “Wrongful Life”?

an additional complexity now needs to be brought into play – the situ-
ation in which the action is brought by, or on behalf of, the disabled 
child. The action is then called “wrongful life”, rather than wrongful 
birth. It may be that the most offensive feature of wrongful life actions 
is the suggestion in the name of the tort, that some births or lives can 
be, in themselves, wrongful. It is true that the law of torts is the area of 
law covering legal wrongs, and that in every tort action there is an alle-
gation that some behaviour or other is wrongful. But as a general rule, 
the wrong done to the victim is not considered to be the legal wrong. 
So, for example, in an industrial action, the action is not known as 
“wrongful worker” or “wrongful machinery.” What is wrong is the 
behaviour of the tortfeasor (the wrong-doer). Similarly, an action 
involving a person who became ill after drinking ginger ale with a snail 
in it is not referred to as a “wrongful snail” or “wrongful ginger ale” – 
again the wrong is the negligent behaviour of the manufacturer of the 
drink. naming the damage done in the course of medical treatment as 
wrongful birth or wrongful life sounds a little like the law is blaming 
the victim.57

Wrongful life and wrongful birth actions are identical, with only one 
exception. The exception is that wrongful life actions are brought by 



108 melinda jones 

58 See Stretton, d. (2005). The birth torts: damages for wrongful birth and wrongful 
life. Deakin Law Review, 10(1), 319–364 for a thorough account of jurisdictional 
responses to wrongful life and wrongful birth actions respectively.

59 This was one of the arguments by the majority of the australian High court in 
Harriton v Stephens. See also neville, W.J. & B. Lokuge. (2006). Wrongful life claims: 
dignity, disability and “a line in the sand.” Medical Journal of Australia, 185(10), 558–
560, and canellopoulos Bottis, M. (2004). Birth and wrongful life actions. European 
Journal of Health Law, 11, 55–59.

60 Hensel, W.F. (2005). The disabling impact of wrongful birth and wrongful life 
actions. Harvard Civil Rights-Civil Liberties Law Review, 40, 141–196.

the child born consequent to the negligent behaviour of a medical 
practitioner or health professional. In most cases this will not be neces-
sary, for the parents will be available to seek damages themselves. 
However, there are a number of reasons why it may be appropriate for 
a child to bring an action before the courts. The most common reason 
relates to the amount of time available to launch an action. Statutes of 
limitation, which most commonly specify that an action must be 
brought within 3–6 years of the wrongdoing, have the effect of prevent-
ing tardy parents from challenging the negligent behaviour. another 
reason, which is more likely to be relevant to people with disabilities 
than to others, is that the biological parents, who were victims of the 
wrongdoing, are no longer involved in the life of their child. Where the 
child has been adopted, fostered or institutionalised, the only possible 
way of accessing damages that may provide urgently needed resources 
for the child, is for an action to be brought in his or her name. Equally, 
if the parents are no longer living, the potential for an action may be in 
the hands of the child. Finally, the parents may not be able to afford  
the cost of litigation, emotionally or financially, and a philanthropic 
organisation or the like may be willing to support the child to bring  
an action.

“Wrongful life” actions are generally considered to be a distinct class 
of actions which should be distinguished from “wrongful birth” actions.58 
commentators have suggested that this distinction allows us to draw a 
“line in the sand”59 between ethically supported wrongful birth cases 
and morally problematic wrongful life cases. But this is a “false dichot-
omy.”60 using the terminology of wrongful life has shifted the focus 
from the legal wrong – the negligence of the medical practitioner or 
health professional – to the “wrongful” life. approaching the birth torts 
as analytically distinct has led to objections specific to wrongful life 
cases, and entirely misses the point that the wrongdoing in both cases 
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is identical.61 It has allowed scholars such as adrienne asch to support 
wrongful birth actions because they acknowledge the women’s right to 
self-determination, while rejecting wrongful life actions on the basis 
that life cannot be an injury.62

Those who object to the false dichotomy between wrongful birth 
and wrongful life actions usually do so in order to support wrongful life 
actions, on the assumption that wrongful birth and wrongful life actions 
should stand or fall together.63 However, Wendy Hensel argues that is 
incorrect to characterise wrongful birth actions as cases about the 
reproductive rights of the mother, because to do so ignores the salient 
feature of wrongful birth cases – the disabled child.64 Her conclusion is 
that both actions are contrary to the principles of “therapeutic justice” 
and so both should be abolished.65 others such as Thomas Faunce66 
take the opposite position and argue that ordinary principles of justice 
require that the distinction between the actions be abandoned and that 
wrongful life actions succeed.

The courts have, in many jurisdictions, rejected wrongful life actions 
on three grounds. First, they claim that the actions depend on accept-
ance of the proposition that some people would be better off dead. 
Secondly, judges reject wrongful life actions because of their belief that 
establishing damages requires them to compare existence with non-
existence, which they claim to be impossible. Finally, the position is put 
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that, even if it were possible to make that comparison, it is nonetheless 
impossible to quantify damages in wrongful life cases. This last claim is 
inconsistent with the experience of courts, which regularly make assess-
ments of damages similar to those sought in wrongful life actions, and 
is not sustainable.67 The first two claims, on the other hand, are taken to 
be definitive of the question before the courts. What is more, one effect 
of a judicial finding in favour of the child in wrongful life cases, has 
been for legislatures to become involved and ban wrongful life actions. 
The question is, do justice and the human rights of the individual 
involved require an alternative response?

any suggestion that some people with disabilities would be “better 
off dead,” is clearly unacceptable. Just because the injury – that is, the 
consequence of the wrongdoing – could be characterised as the life of 
the disabled person, it does not follow that the very existence of that 
person is being challenged or undermined. Quite correctly, courts have 
refused to make a finding that any person would be better off dead and 
have refused remedies in wrongful life actions because of their assump-
tion that granting a remedy would inherently involving endorsing such 
a claim. However, when the focus is shifted from the wronged indi-
vidual to the wrongdoing, there is no reason to come to this conclu-
sion. on the contrary, however, awarding damages in a wrongful life 
action proves that the person before the court would not be better off 
dead, but would be better off with access to resources.

Similarly, the argument about existence and non-existence is unten-
able – finding for a child in a wrongful life suit does not require such a 
metaphysical consideration. The argument is that existence is always 
preferable; the comparison odious. However, dissenting judges and 
scholars have not considered this a real or even logical barrier to 
action.68 Kirby J in Harriton v Stephens69 considered this objection to 
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wrongful life to be comparable to the arguments accepted by some 
courts in the early days of sex discrimination law. There it was argued 
that a pregnant woman could not succeed in an action where she 
alleged that she was discriminated against by dismissal from employ-
ment as a result of her pregnancy. The reasoning was that the law 
required that discrimination be proved by a comparison with the way 
men would be treated in the same circumstance. as it was impossible 
for her to prove that she was treated less favourably than a pregnant 
man would be, her action failed. Here, too, the logic is unassailable but 
the task of the judge is not identical to the logician. as Kirby J says, this 
is a red herring.70 no one is seriously suggesting that the applicant 
should not exist – it is the very fact of his or her existence that makes 
the action compelling. The solution of the Israeli Supreme court in 
Zeitzoff v Katz is preferable.71 The appropriate comparison is not between 
existence and non-existence but between the life now lived and the life 
that the child would have experienced had he or she not been affected 
by rubella or a “faulty” gene. This is the child that the negligent medical 
practitioner had led the mother to believe she was carrying. The child, 
not a replicable and therefore expendable model, was wanted, just 
without any of the disabling characteristics – which after all may be 
significant but nonetheless are only one aspect of the person.

3.2. The Impact of Wrongful Life and Wrongful Birth Actions  
on People with Disabilities

although none of the above reasons for denying wrongful life litigants 
is valid, there remains one very significant objection to wrongful life 
actions. The argument is that wrongful life and wrongful birth actions 
seriously undermine people with disabilities, and that they should 
therefore be prohibited. If this is the case, we must conclude that the 
actions should be abolished. Wendy Hensel, in a seminal piece on the 
subject, comments:

Wrongful birth and wrongful life suits may exact a heavy price not only 
on the psychological well-being of individuals with disabilities, but also 
on the public image and acceptance of disability in society. rather than 
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focusing on a defendant’s conduct, as in a traditional tort action, both 
wrongful birth and wrongful life suits ultimately focus on the plaintiff ’s 
disability, a status that is at least partially a societal construction…any 
benefits secured by individual litigants in court are thus taxed to the 
community of people with disabilities as a whole, placing at risk, in the 
drive for individual compensation, the gains secured by collective action 
and identity.72

This is a more sophistocated version of the argument put by the French 
disability community in Perruche. It is also the reiteration of the posi-
tion claimed then conceded as incorrect by proponents of the disability 
rights critque. But where is the evidence? Judges who support wrongful 
life as a tool for those who are seriously disabled to recover some finan-
cial support, consider and then reject this argument.

Hensel is legitimately concerned about the gains of the disability 
community since the 1990 enactment of the ada, which she considers 
to be both insubstantial and tenuous. However, all the evidence is to 
the contrary. While there is no doubt a long way to go, people with dis-
abilities are much better off than they were 20 years ago. Many jurisdic-
tions have introduced anti-discrimination laws since the introduction 
of the ada, which, although not a panecea, do herald some positive 
change. Further, the international community has widely endorsed the 
new Convention on the Rights of Persons with Disabilities. Surely these 
legislative developments overshadow minor torts like wrongful life and 
wrongful birth. When common law developments are understood in 
the context of significant social and legal support for people with disa-
bilities, this objection disappears.

4. conclusion: How to Be respectful of  
People With disabilities

While there is concern about the negative impact of wrongful life and 
wrongful birth actions, successful actions are small victories for people 
with disabilities. There is room for improvement, as is discussed below, 
but where damages are awarded to people with disabilities they provide 
a “degree of practical empowerment.”73 It would be naive to believe that 
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disability is inexpensive. For people with high support needs, the cost 
may be very high. Expenses may include medical costs (surgery, medi-
cation, allied health/ paramedical support etc); the cost of equipment 
(wheelchairs, shower stools, modified vehicles etc); costs associated 
with personal care (the employment costs of carers); and the cost of 
inclusive education (modified material, teacher support, changes to the 
physical environment etc). These costs should not primarily be a mat-
ter of individual responsibility and should not depend on the private 
financial resources available to an individual. However, in almost all 
places in the world, the burden falls on the shoulders of people with 
disabilities and their families. to the extent to which an award of dam-
ages will alleviate some of the financial stress, and improve the life of 
one person by facilitating his or her inclusion, success in wrongful life 
and wrongful birth cases is beneficial.

This is far from an ideal solution. Some sort of universal scheme 
which provides for the financial needs of people with disabilities would 
be vastly superior.74 If the inclusion of people with disabilities was facil-
itated by the broader community such that it was unnecessary to look 
to solutions in the law of torts, people with disabilities would be in a 
much better position than they are almost anywhere in the world today. 
It may be ironic that some severely disabled people will be lucky enough 
to have access to the courts, because there is someone or some wrong-
doing to blame for their disability, while the majority of people with 
disabilities are not similarly advantaged. Still worse, it is arguable that 
it is the least morally worthy of all parents, those who would abort a 
foetus as a result of disability and are happy to declare to the world that 
their child is unwanted, who have access to these torts. Parents, or pro-
spective parents, who choose to nurture whatever child they have, and 
would not abort a foetus just because medical practitioners have told 
them that their child is “defective,” have the same financial burdens as 
those who practice, or would practice, selective abortion. This injus-
tice, too, would be addressed by a universal compensation scheme.

The crucial issue, from an human rights perspective, is that whatever 
strategy is adopted with respect to people with disabilities is respectful 
of them. Wrongful life and wrongful birth suits have been contentious 
in this regard. In the light of the analysis in this chapter, it is possible to 
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conclude that the availability of these actions does not inherently entail 
a finding that some lives are less valuable than others or that some peo-
ple would be better off dead. yet there is a great deal of dicta in the 
courts and writings of scholars that is uncertain about this and some 
that objects to the torts because of their belief that wrongful birth and 
wrongful life actions involve public declarations that devalue people 
with disabilities. In recognition of this, I suggest that reform of the law 
is warranted. Wrongful life and wrongful birth suits must not only be 
consistent with the human rights of people with disabilities; they must 
also be seen to be consistent with human rights.

First of all, it is crucial that the dignity of the litigants is maintained 
at all times. This appears not to be the case while the title “wrongful life” 
is maintained. The title suggests that it is the life of the disabled person 
which is wrongful, rather than the wrongful position that the disabled 
person has been placed in due to the negligence of another. The name 
of the tort has misled judges and scholars alike, and has led the disabil-
ity community to be distressed by courts awarding damages for wrong-
ful life. While I suggested earlier that we had no alternative but to 
continue to use the language of the courts in these actions, perhaps a 
way can be found around this. recognition that the torts of wrongful 
birth and wrongful life are analytically inseparable leads to the possi-
bility of collapsing the torts into one action – the action for wrongful 
birth could be brought both by women (parents) and their offspring.

Secondly, the courts should acknowledge that focussing to the extent 
they do on the specifics of the disability of the child, risks regressing to 
a medical model of disability. as a result of subscribing to a medical 
model of disability, the courts more often than not fail to see the whole 
person and make the assumption that the person is consumed by suf-
fering. However severe the disability may be, the disability remains 
only one feature of the person. The risks are the stereotyping of people 
with disabilities as one-dimensional and the endorsement of a disabled 
culture of helplessness. The language of the court should be appropri-
ate, and the discussion of metaphysical questions about existence and 
non-existence should be left to philosophers.

Thirdly, the actions should operate in the same way as other tort 
actions. This requires focussing on the wrongdoer rather than the vic-
tim of the wrongdoing. The characteristics of the particular person are 
only relevant in the assessment of damages – after a finding of a breach 
of the duty of care. The law of torts developed as a means of deterring 
wrongdoers and spreading the costs associated with the wrongdoing. 
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It is clear that treating someone in a negligent fashion constitutes a 
failure to accord dignity to that person. The law restores that dignity by 
recognising that the person has been wronged and by providing a rem-
edy to compensate for both the way she or he was treated and for the 
consequent damage. It is rare in the reported wrongful birth decisions 
for the negligence to be in issue – defendants generally concede that 
their behaviour did not comply with professional standards and was 
taken without sufficient regard to the plaintiff. So why is it that plain-
tiffs tend to be unsuccessful in their claims? Perhaps this is a result of 
the differential power of the players – people with disabilities are one of 
the most vulnerable groups; medical practitioners amongst the most 
powerful. In the aftermath of the Perruche judgment, it was obstetri-
cians who went on strike and the medical community which lobbied 
the government to introduce law banning wrongful life actions. Failure 
to recognise this, together with other factors such as the commodifica-
tion of pregnancy and the commercial interests (of radiologists, pathol-
ogists and drug companies and others) in decisions about pregnancy 
leads to a misplaced assumption of medical benevolence.

Finally, those who advocate putting an end to wrongful life and 
wrongful birth actions need to give pause and consider the problem of 
the baby and the bathwater. There are a number of important gains for 
women, and potentially people with disabilities, that will be lost by the 
abandonment of these torts. First, there are all the actions relating to 
unwanted children. Surely the medical practitioners involved in those 
cases should be responsible for their negligence and carry any costs 
which were foreseeable. These costs are not just about the upbringing 
of the child but also whatever expenses the particular child brings. 
Paying for disability in this context involves applying ordinary torts 
principles. Secondly, while current actions of negligent information, 
diagnosis or testing result in denying the woman the opportunity to 
abort the foetus, in the future exactly the same behaviour on the part of 
tortfeasor will cause disabilities that may have been prevented in utero. 
In this situation, the health professional could be said to have caused 
the disability. Whether the actions are brought by the parent or the 
child, the existence of the current torts will smooth the way for future 
accountability. Thirdly, the fact that a major class of detractors of the 
law are medical, para-medical or bio-medical organisations who fear 
litigation, suggest that the deterrent effect of the torts may be real. The 
cases rarely involve an innocent mistake that anyone could make – 
mostly the behaviour of the tortfeasor defies imagining. only those 
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who provide sub-standard medical care for pregnant women are at risk 
of being sued.

In conclusion, then, the torts of wrongful life and wrongful birth 
should be retained, preferably as one action. This would resolve the 
ambiguity created by the name of the tort, wrongful life, and make it 
clear that no people are wrongful. It is essential that any law ensure that 
people with disabilities are treated with dignity, respected and valued 
as are all other members of society. By granting damages in the new 
combined action for wrongful birth tort, the courts are valuing people 
with disabilities by recognising that whoever is unlawfully wronged is 
entitled to a remedy. This is confirmation that all lives are valuable, 
including those wrongfully described as “wrongful.”
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CHILDREN AT THE EDGE OF LIFE: PARENTS, DOCTORS  
AND CHILDREN’S RIGHTS

Michael Freeman

There are many children at the edges of life. This paper is about one 
group of them: premature newborn babies who live at life’s margins. 
The recent cases in England of Charlotte Wyatt1 and Luke Winston-
Jones2 are evocative images of their plight. I offer a perspective on these 
cases and on premature newborns generally, which is all too easy to 
neglect or, indeed, dismiss. I will therefore start with an assertion: they 
are persons and they have rights. Both of these statements are contro-
versial and fly in the face of current orthodoxy. I will justify both in due 
course. But first I need to make a number of preliminary points, and 
outline a context.

Introduction – The Context

As a result of advances in medical science, most children are born 
healthy. Indeed, even children who are born under 26 weeks of gesta-
tion have a good chance of life at a level or quality which most of us 
would consider reasonable.3 However, there are some babies born who 
are so profoundly handicapped that ethical issues about their treatment 
must be addressed. Charlotte Wyatt and Luke Winston-Jones are two 
recent English examples of the babies whose plight I am addressing. 
The situation of the severely disabled newborn child has tested both 
ethicists and courts. With the increase in sophistication of medical 
technology, infants can be kept alive where once there was no such 
expectation. Recent evidence4 suggests that there is an approximate  
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20 per cent survival chance for babies born after 23 weeks’ gestation, 
rising to 90 per cent plus at 28 weeks. But, as the authors of this study 
point out, the line between ordinary and extraordinary treatment has 
become blurred; and the distinction between standard care and experi-
mental care has all but disappeared. They note, “As technology contin-
ues to progress, the envelope of viability could very well be pushed 
back further and further.”5

The Decision-Maker

Most of the existing discussion centres on who should make the deci-
sion. Raymond Duff and A. G. M. Campbell observe in an oft-cited 
article:

Can families in the shock resulting from the birth of a defective (sic) child 
understand what faces them? Can they give truly “informed consent” for 
treatment or with-holding treatment? Some of our colleagues answer no 
to both questions. In our opinion, if families regardless of background 
are heard sympathetically and at length and are given answers to their 
questions in words they understand, the problems of their children as 
well as the expected benefits and limits of any proposed care can be 
understood clearly in practically all instances. Parents are able to under-
stand the implications of such things as chronic dyspnea, oxygen depend-
ency, incontinence, contractures, sexual handicaps and mental 
retardation.6

Kuhse and Singer agree: “When it is the parents who will be looking 
after the infant if it (sic) lives, it should be the parents who have the 
principal say in the decision.”7

There is general agreement that parents are the appropriate decision-
makers. They are assumed to have the best interests of their children at 
heart. But, clearly, this is not always so: a striking instance is the English 
case of “Baby Alexandra,” in which a baby with Down Syndrome with 
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an intestinal blockage would not have had life-saving surgery had the 
parents’ wishes prevailed.8 They did not do so. Wardship proceedings 
were taken and the Court of Appeal, applying a “best interests” test, 
refused to conclude that Alexandra’s life would be so “demonstrably 
awful” that she should be “condemned to die.”9 The case is a remarka-
ble  insight into societal attitudes towards disability and to Down 
Syndrome in particular a generation ago. Thus, concern focused not on 
Alexandra, but on how much it was going to cost to raise her. An 
organisation was formed shortly after the “Alexandra” decision to pro-
mote the rights of parents to make decisions as to whether severely 
handicapped newborn babies should live or die.10 A commentator in 
The Times describes the Court of Appeal’s decision as “the cruel folly.”11 
She wrote, “Those who call for legal intervention in preference to the 
quickly reached decisions between parents and trusted doctors seem to 
me to lack understanding of the moral capacities of ordinary people.”12 
She called for parents to be able to make their decisions “privately and 
peacefully and with people whose goodwill [they] can trust.”13 A survey 
at the time of 250 pediatricians showed that in cases where parents 
rejected the child, only 36 per cent would recommend surgery for a 
baby with Down Syndrome needing an intestinal operation to live,  
but where parents accepted the baby, the percentage favouring surgery 
rose to 64 per cent.14

Quality of Life

It is generally agreed that if the quality of life of the newborn is extremely 
poor and the prognosis is that it cannot improve, s/he need not be kept 
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alive, but may be allowed to die.15 But what is meant by “quality of life” 
is far from clear. Although one writer has attempted to express this 
mathematically,16 it is clear that it is not an easy concept to grasp. One 
way of looking at it is to ask (but ask whom?) whether it would have 
been better not to have been born. One way of approaching this – but 
it is circular – is to consider what is meant by “better off dead.” Bonnie 
Steinbock has suggested this.17 It means, she argues, “life is so terrible 
that it is no longer a benefit or a good to the one who lives.”18 In the case 
of a competent adult (or competent child) the criteria by which to judge 
whether a person is better off dead is ordinarily whether the person 
himself (or herself) considers life not worth living. This is surely why 
we allow a competent adult to refuse life-saving treatment,19 recognise 
advance directives20 and give due consideration to a patient’s desire to 
receive continuing treatment.21 “In the final analysis,” Munby J observed 
in Leslie Burke’s case, “it is for the patient, if competent, to determine 
what is in his own best interests.”22

With children, this issue is less clear than with adults. Despite the 
Gillick ruling more than 20 years ago,23 we deny competent children the 
right to refuse treatment.24 We in England would certainly not permit a 
child to make an advance directive though the Dutch now do. Babies, 
of course, have never been legally competent. They cannot understand 
the choice between living with a severe disability and no existence  
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at all. Nor I suspect can many so-called competent adults. Of course, a 
life that a “normal” individual might find intolerable might may be per-
ceived differently by a baby or small child who has experienced noth-
ing else. As Robertson argued:

One who has never known the pleasures of mental operation, ambula-
tion and social interaction surely does not suffer from the loss as much as 
one who has. While one who has known these capacities may prefer 
death to a life without them, we have no assurance that the handicapped 
person, with no point of comparison, would agree. Life and Life alone, 
whatever its limitations, might be of sufficient worth to him.25

How is “quality of life” to be measured? Should it be looked at objec-
tively or should the focus be on the experiences of the individual or 
should an attempt be made to combine the objective and the subjec-
tive? In the leading English case of Re J, Taylor L. J. attempted the com-
bined test. He said:

The correct approach is for the court to judge the quality of life the child 
would have to endure if given the treatment, and decide whether in all 
the circumstances such a life would be so afflicted as to be intolerable to 
that child. I say “to that child” because the test should not be whether the 
life would be tolerable to the decider. The test must be whether the child 
in question, if capable of exercising sound judgment, would consider the 
life tolerable.26

It is ironic that the doctrine of “substituted judgment,” having been 
rejected by the English courts,27 should be invoked here. I previously 
described Taylor L. J.’s attempt to get inside the baby’s mind as a “palpa-
ble fiction.”28 For reasons I will give in due course I am not so sure that 
the exercise Taylor L. J. had in mind cannot be done. Hedley J. in the 
Charlotte Wyatt case described the task as “daunting,” though not “one 
from which the judge [can] turn aside.”29 Hedley J. also made the point – 
amply illustrated also in the Glass litigation30 – that “those who have 
cared for a disabled child often have different perceptions of ‘quality of 
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life’ and ‘intolerability’ to those who have not.” In his view both “quality 
of life” and its “intolerability” have “strong subjective elements.”31

Some Possible Approaches

There are a number of strategies that can be employed. One can “wait 
until certainty,” continuing active treatment until death or irreversible 
coma is almost certain. This gives maximum possible protection to 
each infant’s right to live. But it also maximizes the number who will 
die slowly over a period of months.32 A second approach is that of “sta-
tistical prognosis.” This withholds treatment from infants whose prog-
noses are statistically grim. This minimizes the number of infants who 
die slow deaths and sacrifices some potential survivors to achieve this 
goal, which in turn makes decisions psychologically easier. In the view 
of those who favour this approach, withholding treatment is morally 
preferable to withdrawing it. Of course, this approach is only as good as 
the statistical data on which it relies.33 A third approach strikes a bal-
ance between the two. Under this, “the individualized prognostic strat-
egy,” doctors start treatment and re-evaluate the decision taken on each 
infant, based on clinical indications of death or severe brain damage. 
This allows for a wide variation in treatment decisions and minimizes 
unnecessary suffering or waste of life. However, much depends on the 
accuracy of medical prognosis, and also on the ways doctors exercise 
their discretion.

Death or Disability?

Even the severely disabled newborn baby may have the potential to 
lead a fulfilling life in the future. Obviously, “fulfilling” is a relative 
term, but many will be capable of valuing their own lives as we do ours. 
How critical should this potential future be when making decisions in 
the days, weeks, months after birth? Can we justify inflicting suffering 



 children at the edge of life 123

34 A view which has been questioned: see e.g. Fitzgerald, M. (1995). Foetal pain. 
London: Department of Health.

35 Weir, R. (1984). Selective non treatment of handicapped newborns. New York: 
Oxford University Press.

36 Tooley, M. (1972). Abortion and infanticide. Philosophy and Public Affairs, 2(1), 
37–65.

37 Kuhse, H. & P. Singer. (1985), supra note 7.
38 Harris, John. (1992). The Value of Life (revised edition). London: RPK.

now to protect the possibility of this future life? The infants we are 
referring to are sentient beings, able to experience pain and discomfort, 
and therefore have an interest in not experiencing this. Although some 
doctors hold the view that infants cannot remember or anticipate the 
pain,34 this does not justify our actions in inflicting painful experiences 
on them without regard to their immediate well-being. Can such pain 
and suffering be outweighed by future benefits? Does inflicting pain 
and suffering on an infant undermine the whole argument of acting in 
the “best interest” of the infant? Can an infant be compensated for his/
her suffering by the benefits that may be bestowed at some time in the 
future?

On the other hand, there are many reasons for deciding that death, 
not a severely handicapped life, may be in the best interest of the infant. 
Robert Weir puts forward the following reasons why this might be the 
case.35 First, despite aggressive treatment and the use of sophisticated 
medical technology, survival of such infants is often for a very short 
period. Secondly, there are often no curative or corrective treatments 
for the conditions for which these infants suffer, so that little can be 
done for them other than marginal life prolongation, palliative care 
and institutionalisation in a long-stay ward. Thirdly, since most of the 
conditions of the infants in question are due to serious neurological 
complications, those who survive invariably end up with severe to pro-
found intellectual disabilities and thus a much-reduced potential for a 
life that is socially regarded as valuable. And, fourthly, there are often 
many other concomitant medical problems associated with serious 
disability on birth, including congenital heart failure, poor muscle tone, 
respiratory failure and seizures.

The prevailing orthodoxy says that babies – it does not distinguish 
premature from full term – are not persons. And it would accord them 
few, if any, rights. I have always thought intuitively that Tooley,36 Kuhse 
and Singer37 and Harris38 were wrong: anyone who thinks he can justify 
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infanticide just has to be. An examination of the literature reveals just 
how wrong they are.

The Deficit Model

Before I look at the deficit model, I will make a preliminary observa-
tion. This is about children generally, not babies. It is striking just how 
much of the literature about children is similar to that about women. It 
is as easy to construct children as non-competent as it was to portray 
women in this way only a matter of years ago. The so-called deficit 
model sees children as pre-rational, as ignorant and as therefore inca-
pable of contributing to decisions.39 They are viewed as social problems 
not social participants, objects of intervention, not persons in their 
own right.40 It is no surprise that both recent media attention and jour-
nals of philosophy have been focused on disenfranchised prisoners, 
when there has been little concern about children, the largest group 
denied the vote.41 It is in the interests of adult society to keep children 
in prolonged dependence. But evidence from around the world and 
from the past shows this is neither inevitable nor essential.42 As Berry 
Mayall recently and most pertinently observed, “the concept of genera-
tion is key to understanding childhood.”43

Children As Agents

Evidence stretching back 20 years or more – interestingly roughly con-
temporaneous with the Gillick decision44 – shows young children, 
younger than those envisaged in that decision, can be highly compe-
tent: technically, cognitively, socially and morally.45 They can be agents, 
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people who negotiate with others, and alter relationships or decisions 
or the making of social assumptions and constraints.46

Many who will accept this in regards to older children (teenagers, 
adolescents) may now be coming to accept that this applies to younger 
children too. For many, Priscilla Alderson’s work on children’s consent 
to surgery was revelatory47 and as convincing as her monograph on 
young children’s rights.48 But babies, premature babies, small infants 
with special needs, the very people (if I’m allowed to use that word) 
who we are told are not even persons are excluded from this acknow-
ledgement.

Psychologists recognise newborn babies as “agents creating their 
own environments in interactions with their caretakers.”49 Babies con-
tribute to the parent – infant dyad and to their own development.50 
Alderson, Hawthorne and Killen in a recent paper wrote:

Babies…seek comforting stimuli, and avoid and shut out unwanted stim-
uli by habituation (getting used to and coming to ignore repeated stimuli) 
and by going to sleep. They have a range of self-soothing behaviours,  and 
they “speak” in an expressive language of sounds, facial expressions and 
body movements that can be “read”. Babies vary greatly in how far they 
have a robust capacity to learn to handle multiple stimuli, to organise 
themselves to interact with the complex environment, and to control 
their states so that they can avoid becoming overwhelmed and disorgan-
ised. Babies also vary in how cuddly they are by nestling or moulding 
themselves against the carer’s body, and in how readily they take part in 
social interactions, turning to sounds, tracking, gazing, smiling and 
becoming excited or irritable, as well as how soon they become exhausted, 
which they signal by becoming pale or mottled, with altered breathing, 
hiccoughs, yawns and regurgitating or gagging or crying’.51

This is enough, in my view, to establish babies as persons. It takes us 
away, of course, from the distanced objective view, at the root of ortho-
doxy, which sees the baby as an object. It may be objected that all that 
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has been described here is biological. To this there are two responses: 
first, that should be enough (I appreciate this has implications for ani-
mals,52 which I would not want to pursue). More significantly, it is more 
than biological, it is social, learned and responsive. Research interest is 
growing in how babies “participate” in their learning and social rela-
tionships, how they are even partners in their learning.53

The Newborn Individualized Developmental Care and Assessment 
Programme (NIDCAP) uses naturalistic observations of even the most 
fragile premature babies from birth to record their strengths and sensi-
tivities – not note deficits.54 Their behaviour or language is understood 
in three sub-systems: autonomic (breathing, heart rate etc); motor 
(body tone, posture, facial and body movements); and state (patterns of 
transferring between the states described earlier).55 NIDCAP sessions 
last 60 – 90 minutes and observe the environment and the baby’s behav-
iours and interactions with carers. This is done to educate and support 
caregivers and to plan care that will enhance the baby’s wellbeing and 
competence. But it also offers important research evidence (as well, it 
may be added, assistance to NICUs, if only they take notice of it).

Premature Babies’ Rights

What rights do these babies have? Even for those prepared to counte-
nance older children’s rights, this may seem an outrageous question. I 
do not think it is. Let me take the obvious rights which may impact 
upon premature newborn babies. I’ll use the statement in the United 
Nations Convention on the Rights of the Child (CRC) (though, of course, 
many of the rights to which I will refer are also in the European 
Convention on Human Rights). First, most obviously they are children 
within Article 1 of the CRC. Discrimination on grounds of “disability” 
is not countenanced (see Article 2). And decisions about all children 
are governed by a “best interests” criterion – this is clearly laid down in 
Article 3.
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The right to life is in Article 6 of the CRC: “every child has the inher-
ent right to life (and) to the maximum extent possible survival and 
development.”56 Of course, for premature babies this right may conflict 
with the right to protection from torture (in Article 37), and with the 
right (in Article 6 itself ) to the maximum extent possible of develop-
ment, to the highest attainable standard of health (in Article 24) and to 
an adequate standard of living (in Article 27). Survival may mean a 
lifetime of suffering. This is why doctors and parents consider with-
holding treatment and subsequently withdrawing it. Withdrawing 
treatment may include withdrawing fluids and nutrition.57

Medical ethics is influenced by high expectations for a “reasonable” 
quality of life free from impairment and for an intellectual form of per-
sonhood, accompanied by low expectations of babies’ capacities and 
awareness. As I have already indicated, many leading ethicists believe 
that babies are non-persons and therefore without human rights. 
Singer, for example, asserts they lack five “ethically relevant character-
istics”: consciousness; the capacity to interact with others; having con-
scious preferences for a continued life; having enjoyable experiences; 
and having relatives who will grieve at their death.58 Read John Wyatt, 
on the other hand, and you will see a description of parents who relate 
to their premature baby as a unique, precious member of the human 
community, an individual with a history, an identity and a name, not a 
thing but a person to be treated with respect, a beloved child.59

The law (in England as elsewhere, and also as indicated already in 
the U. N. Convention) recognises premature babies are persons. 
Importantly, this reflects babies’ own experiences and responses and 
adults’ perceptions of these, as found in the research of Priscilla 
Alderson and her colleagues,60 and others.61 It is easy to dismiss the 
right to life “as if this is something that adults allow or support, and 
babies receive,”62 But as Alderson et al report, “many premature babies 
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put much energy and concentration into surviving as if consciously or 
not, they value their life.”63 The researchers cite one case – a baby born 
at 30 weeks – who soon after birth gazed at his mother’s face, as if he 
depended on her loving support. They note: “The pleasure or reassur-
ance that some babies evinced when held by their parents or by nurses 
they know well showed that, to some degree, that had all five of 
Singer’s…‘ethical’ characteristics.”64 This baby’s mother is quoted as 
describing “the life thing” as being “so strong, they’ll fight and fight and 
fight and you start respecting them for that…they kind of keep going 
and you end up feeling really quite in awe of that.”65

There are other rights too: name and nationality (see Article 7) and 
identity (Article 8) which are also important to this discussion.66 This 
refers to personal characteristics and agency and to personhood. 
Included within this are emotions and memories. Though some might 
prefer to think that infants do not have these capabilities, research by 
Brazelton,67 Als68 and others69 records emotional capacities, and 
Alderson et al saw or heard adults describe “babies who appeared to 
express hurt, misery, calm, contentment, relief, pleasure and excite-
ment.”70 They quote a counsellor’s view:

Yes, I definitely think they have emotions and memories. I think they 
definitely know the difference between the touch of a parent and the 
touch of a nurse or doctor.…You can see the difference in the reaction 
when the parent arrives there is excitement it’s incredible.71

There are many other rights,72 but I will concentrate only on the key to 
understanding the baby as a person in the decision-making process. 
Article 12 of the Convention (CRC) endorses the child’s right to express 
views freely in all matters affecting the child. The view of the child is to 
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be given due weight according to the age and ability of the child.73 
Obviously, the absence of language inhibits the exercise of this right by 
babies and small children. Babies however, can cry and exhibit other 
behavioural characteristics to express distress, discomfort and pain 
and some are better at interpreting these “expressions” than others. We 
cannot be certain that babies “choose” to live or die. But we do not 
know that they have no views on how long they continue the effort to 
survive when they are extremely weak and ill. This calls into question 
why some babies are more resilient and why some can surmount greater 
problems than others. We cannot ignore a baby’s agency. Alderson et al 
quote a neonatologist who thought there were qualities that enabled 
very sick children to cling to life. To quote Alderson et al again:

Countless observed and reported examples in the four NICU showed 
that many adults were convinced that they were not mechanically caring 
for the unconscious organisms that some philosophers allege babies to 
be. Indeed, they were interacting within human relationships influenced 
by the babies’ views.74

Understandings and Practices

There is, I believe, a chasm between what children’s rights advocates 
believe, some continuing attitudes of well-known philosophers and 
some prevailing practices. I will concentrate here on the latter.

It is not surprising that the medical profession should be in some 
confusion. It can terminate the life of a severely handicapped foetus – 
in England at full term75 – but killing babies with the most significant 
disabilities constitutes the crime of murder. Indeed, contemporaneous 
with “Baby Alexandra” was the trial of Dr Arthur.76 This case centred 
on a baby, John Pearson, also with Down Syndrome, but lacking the 
physical issues from which Alexandra suffered which in her case 
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required surgery. But, as in Alexandra’s case, the child was rejected by 
his parents. Dr Arthur, a paediatrician of high repute, wrote in his notes: 
“Parents do not wish it to survive. Nursing care only.” John Pearson 
died 69 hours later. Dr Arthur was acquitted of attempted murder.77

It is difficult to understand why he was not convicted. This was not a 
medical decision to withhold treatment but a social one. Courts rarely 
contradict clinical decisions but this decision had no clinical basis. 
John Pearson was expressing in the only way he could a determined 
will to live. Yet the President of the Royal College of Physicians 
commented:

Where there is an uncomplicated Down’s case and the parents do not 
want the child to live…I think these are circumstances where it would be 
ethical to put it upon a course of management that would end in its 
death…I say that with a child suffering from Down’s and with a parental 
wish that it should not survive, it is ethical to terminate life.78

Observe the language used here. The child is an “it”79 and medical non-
treatment is “a course of management.”

The case law has moved on but practice has not necessarily done so. 
It is at its most inflexible in the Netherlands where, under the so-called 
Groningen model, babies of 23 and 24 weeks gestation are allowed to 
die and those who have reached 27 weeks are resuscitated.80 Those in 
between, live or die according to their parents’ wishes. In Britain  practice 
is variable: some, more specialist institutions like University College 
Hospital, take a robust interventionist position, others a more laissez-
faire “wait and see” approach. Of course, this means that life or death for 
these most vulnerable of our citizens – I use this word deliberately – is 
dependent on a geographical lottery. Decisions are informed by empir-
ical data on such matters as the relationship between survival at a par-
ticular point of gestation and disability, but, of course, it is as a result of 
such ethical decisions that we have the data to start with. The circular-
ity of the decision-making process is not, I fear, always appreciated.
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Case Law Post–Arthur

There are many discussions of the case law of the last quarter of a cen-
tury.81 I can therefore be brief. The template was set by Re B (Baby 
Alexandra).82 The ruling was succinctly put by Dunn L. J.: “She should 
be put in the position of any other mongol (sic) child and given the 
opportunity to live an existence.”83 The test is clearly one of best inter-
ests of the child, though this does not tell us very much. Indeed 
Templeman L.J. noted, “There may be cases…of severe proved damage 
where the future is so certain and where the life of the child is so bound 
to be full of pain and suffering that the court might be driven to a dif-
ferent conclusion.”84

Re B was an easy case to decide – or should have been. So was Re C 
in 1989.85 The child here was moribund. The hospital was given author-
ity to treat her so as to allow her to die peacefully and with dignity. The 
test was her best interests.

More difficult was Re J a year later, because J was not dying.86 He had 
brain-damage, suffered from repetitive seizures and periods when he 
stopped breathing for which he required ventilation. The question was 
what was to be done if he suffered a further collapse. The Court of 
Appeal ruled that, “it would not be in J’s best interest to reventilate him 
in the event of his stopping breathing unless to do so seems appropriate 
to the doctors caring for him given the prevailing clinical situation.”87

The court made four significant points. First, whilst there is a strong 
presumption in favour of a course of action that will prolong life, the 
decision-maker must look at it from the perspective of the patient, that 
is undertake a “substituted judgment.” Secondly, it was necessary to 
look to quality of life, including pain, suffering and distress. Thirdly, 
the court saw the decision-making as a co-operative effort between the 
doctors and parents (or where the child, as commonly, had been 
warded, between the doctors and the court with the views of the  parents 
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being taken into consideration). The decision was to be taken in the 
best interests of the child. And, fourthly, it was stressed, as it so often is 
in end of life decisions about adults, that the debate was not about ter-
minating life but about withholding treatment designed to prevent 
death from natural causes.88 Thus, Taylor L.J. stressed:

The court never sanctions steps to terminate life.…There is no question 
of approving, even in a case of the most horrendous disability, a course 
aimed at terminating life or accelerating death. The court is concerned 
only with the circumstances in which steps should not be taken to pro-
long life.89

In 1992 in (another) Re J90 the Court of Appeal emphasised clinical 
autonomy.91 Balcombe L.J. could conceive of “no situation where it 
would be a proper exercise of the jurisdiction…to order a doctor, 
whether directly or indirectly, to treat a child in a manner contrary to 
his or her clinical judgment.”92 And he would go further: “I find it dif-
ficult to conceive of a situation where it would be a proper exercise of 
the jurisdiction to make an order positively requiring a doctor to adopt 
a particular course of treatment in relation to a child.”93

A problem occurs where parents and doctors cannot agree on the 
appropriate course of action. And this has happened in several high 
profile cases. In Re C 94 the parents were Orthodox Jews who believed 
that life should always be preserved. The child, 16 months old, had 
incurable spinal muscular atrophy, but was conscious, able to recognize 
her parents and to smile. Parents and doctors disagreed as to what 
should happen if she suffered a further respiratory relapse: the doctors 
did not want to reventilate her, but the parents could not agree to this. 
To follow the parents’ wishes “would be tantamount to requiring  
the doctors to undertake a course of treatment which they are unwill-
ing to do. The court could not consider making an order which would 
require them to do so.”95 The medical evidence was clear – spinal  
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muscular atrophy is a “no-chance situation.”96 The court gave leave to 
the hospital to withdraw treatment and not attempt resuscitation in the 
event of respiratory arrest. This was in C’s best interests.

There was conflict between parents and doctors also in A National 
Health Service Trust v D.97 This is the first reported case in which the 
European Convention on Human Rights was raised. There was held to 
be no infringement of Article 2 of this Convention because the order 
was made in the best interests of the child. The judge also confirmed 
that Article 3 of the Convention embraced the right to die with dignity, 
a phrase of enormous significance, though not one upon which the 
judge expanded.

This brings me back to the two cases with which I started this article: 
Charlotte Wyatt and Luke Winston-Jones.98 Both cases received enor-
mous media coverage: Charlotte Wyatt in particular was front page 
news. But the principles applied are merely a re-affirmation of those 
established in the line of cases previously discussed. Luke Winston-
Jones, who had an incurable genetic condition resulting in severe car-
dio-respiratory dysfunction, died shortly after the litigation. Charlotte 
Wyatt defied her prognosis of her surviving for 12 months, and lived 
well beyond her second birthday.99

Initially, in the Wyatt case, the hospital was permitted to cease fur-
ther aggressive treatment, since even though it might prolong life, it 
was not in the child’s best interests.100 But by the time of the appeal,101 
nearly 11 months later, there appeared to be major changes in Charlotte’s 
condition. In October 2004 she was said to be in constant pain: in late 
August 2005 she was said to be pain-free most of the time. In October 
2004 it was believed that she could derive no pleasure from life:  
in August 2005 she was believed to enjoy her bath and being tickled.  
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In October 2004 it was said she could not see: in late August 2005 she 
was looking at toys above her head and deriving pleasure from follow-
ing objects in front of her. In October 2004 she had, it was said, no 
sense of sound: in late August 2005 it was thought that she might well 
have relatively good hearing. In October 2004 it was said she could 
make no deliberate actions: in late August 2005 it was believed she had 
attempted to hold a bauble. Whereas once she had been a “prisoner” in 
an oxygen box that fed her 95% oxygen because of her fragile lungs, at 
the time of the appeal she was spending several hours a day with just a 
nasal tube, could sit in a chair and was sometimes taken outside the 
hospital.102

The parents returned to court in 2005 and asked that the declaration 
for non-treatment be set aside. Once again the court was persuaded by 
the medical opinion that Charlotte should not be resuscitated if she 
suffered a serious respiratory collapse. Hedley J gave three reasons. 
First, there was a doubt that Charlotte could survive even with full ICU 
treatment. Secondly, even if she did, it would result in a significant 
deterioration in her condition. Thirdly, the whole experience of ICU 
treatment would, “imperil a peaceful death.”103

The case returned to court – each time to the same judge104 – in late 
February 2006.105 Hearing that there had been a significant deteriora-
tion in Charlotte’s condition, the court ruled that doctors could let her 
die: “Medical evidence speaks with one voice, that ventilation simply 
will not achieve the end for which no doubt the parents would wish.” 
As at the point of writing, she is still alive. It seems unlikely there will 
be further applications.

In all these cases the courts have sided with the doctors. But suppose 
it were to prefer the parents’ assessment of the child’s best interests? It 
may be a doctor’s duty to refer such a situation to a colleague. But if  
s/he does not do this? The clearest example of such a conflict is the 
Glass litigation, which was pursued to the European Court of Human 
Rights.106 The case centred not on a baby, but on a severely mentally 
and physically handicapped adolescent, who had required ventilation. 
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The mother opposed the use of morphine or drugs to relieve distress 
in  the future treatment of her son and expected him to receive resusci-
tation should his heart stop. When his condition deteriorated, the doc-
tors, who believed the boy was dying, wanted to administer diamorphine 
as pain relief. A “do not resuscitate” order was put on his notes without 
the mother’s consent. The mother believed her son was being covertly 
euthanised. It led to a fight between the family and the doctors. The 
mother successfully resuscitated her son, who later improved and was 
discharged home. It was alleged that English law (and practice) failed 
to ensure effective respect for the child’s right to physical and moral 
integrity within the meaning of “private life” under Article 8 of the 
European Convention. The court agreed. However, there would not 
have been a breach if the doctors had applied to the court, rather than 
bringing in the police. Had they done so, it is likely that the court would 
have granted a declaration authorizing non-treatment. David Glass 
would have died, it would seem, unnecessarily. The Glass case thus 
offers a mixed message: encouraging in showing the potential of human 
rights legislation, but less promising in offering doctors a way out.

Concluding Comments

There are no easy answers. And there can be no easy conclusion. We 
have undervalued the lives of babies with disabilities and high care 
needs. Of that there can be no doubt. Pre-“Baby Alexandra,” only a 
generation ago, they were not given exposure to argument in a court. 
She was not the first baby with Down syndrome who had an intestinal 
blockage. Clearly many Alexandras just died, either on a doctor’s advice 
or a parent’s request. That there is a spate of litigation now is, therefore, 
reassuring. The focus must be on the child. It is important that not only 
are the child’s best interests considered, but that they are the only con-
sideration. It is all too easy to defer to convenience or employ utilitar-
ian considerations (it is obviously costly to keep these babies alive).  
A children’s rights approach to this subject will emphasise that even the 
most premature are persons within the meaning of the UN Convention 
and that discrimination against them because of their disabilities is 
unacceptable, and that decisions must be taken in their best interests.107 

107 See Davis, A. (1983). Right to life of handicapped. Journal of Medical Ethics, 9(3), 
181.
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It will also not ignore their participation rights108 and, as we have seen, 
even the most premature and perhaps even the most handicapped are 
capable of exercising some agency. But if we accept that adults have the 
right to die with dignity, that dying is part of the living process and that 
therefore the right to life includes a right to choose death, we must 
acknowledge that there will be situations where we should not impose 
life on babies whose only experience is pain.109



1 Editors’ Note: The language describing psychiatric disability used in this chapter is 
the language of the law in the UK at the time the chapter was written. This predates the 
introduction of the Mental Health Act 2007 and the UN Convention on the Rights of 
Persons with Disabilities. The analysis of the law in this chapter remains sound, despite 
the changes which have been made to the law since this chapter was submitted.

INvolUNtARy tREAtMENt, HUMAN DIgNIty AND 
HUMAN RIgHts

genevra Richardson

Respect for individual autonomy emerged as the dominant principle of 
Western bioethics during the second half of the twentieth century. 
From autonomy grew consent. Involuntary treatment administered in 
the absence of consent, stands in apparent opposition to these prevail-
ing values. In the context of involuntary treatment, consent may be 
absent either because the patient lacks the capacity to make the neces-
sary decisions or because treatment is imposed despite a capable refusal. 
While both cases raise issues of personal autonomy, they do so in rather 
different ways. This chapter will consider the question of involuntary 
treatment against a background of general human rights principles. 
While the provision of treatment for mental disorder1 will provide the 
main focus, because it is here that many of the most sensitive issues 
have arisen, reference will be made to treatment for other forms of dis-
order where relevant. By way of introduction a brief account of the 
relevant international instruments will be provided. The law will then 
be considered, first in relation to adults who lack capacity and then, 
more controversially, in relation to those who retain capacity but are 
still vulnerable to the imposition of medical treatment.

A. Human Rights Principles

In relation to the provision of medical treatment, as in so many other 
areas, the relevant human rights principles do not invariably pull in the 
same direction. Certainly the importance of self-determination and 
respect for personal autonomy has been recognised since the early 
years of the last century. In 1914 Cardozo J was able famously to claim, 
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“Every human being of adult years and sound mind has a right to deter-
mine what shall be done with his own body.”2

The same principle has been reflected internationally in the rights 
guaranteed by article 17 of the International Covenant on Civil and 
Political Rights (ICCPR) and article 8.1 of the European Convention on 
Human Rights (ECHR): article 8.1 states, “Everyone has the right to 
respect for his private and family life, his home and his corres pondence.”

In the European context it is now well established in the jurispru-
dence of the European Court of Human Rights (ECtHR) that these 
article 8 rights extend to physical integrity and self determination and 
would be engaged by the imposition of medical treatment without con-
sent (see below). The European Convention on Human Rights and 
Biomedicine 1997 (CHRB) is even more specific. According to article 5 
of that Convention, “An intervention in the health field may only be 
carried out after the person concerned has given free and informed 
consent to it.”

similarly, article 12 of the International Convention on Economic, 
Social and Cultural Rights (ICESCR) provides for the right to the high-
est standard of physical and mental health, and in elaborating on that 
article the Committee on the (ICESCR) has observed “The right to 
health contains both freedoms and entitlements. The freedoms 
include…the right to be free from…non-consensual medical treatment 
and experimentation.”3

Against this background must be set the increasing emphasis on 
human dignity. According to article 1 of the European CHRB:

Parties to this Convention shall protect the dignity and identity of all 
human beings and guarantee everyone, without discrimination, respect 
for their integrity and other rights and fundamental freedoms with regard 
to the application of biology and medicine.

And in Pretty v United Kingdom, the ECtHR explained, in relation to 
the ECHR, that, “The very essence of the Convention is respect for 
human dignity and human freedom.”4

The renewed emphasis on human dignity in rights discourse has led 
to some speculation about its precise relationship to self- determination, 
a debate which has particular relevance in bioethics.5 In essence human 
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dignity can be regarded as an empowering notion linked to individual 
autonomy and self-determination. A respect for human  dignity implies 
respect for the choices and preferences of individuals.6 or, alternatively, 
it can be seen as constraining, as placing limits on individual choice in 
order to protect some more general notion of human dignity such as 
the sanctity of human life.7 In bioethics this distinction carries particu-
lar significance in the context of the debates surrounding for example, 
end of life decisions, or human embryonic stem cell research and ther-
apeutic cloning. With regard to embryonic stem cell research and ther-
apeutic cloning the constraining approach to human dignity may be 
seen to underpin the restrictive attitudes adopted in many European 
and American jurisdictions. Arguably it may also be seen in the pater-
nalistic approach which has dominated attitudes towards the provision 
of treatment for mental disorder in many jurisdictions (see below).

In the specific context of treatment for mental disorder there are a 
number of international statements to be noted. In 1991 the general 
Assembly of the United Nations adopted Principles for the Protection of 
Persons with Mental Illness and for the improvement of Mental Health 
Care.8 Principle 11 deals with treatment and sets out the general prin-
ciple of informed consent (11(1) ). However, Principle 11(6) provides 
that treatment without consent may be given, subject to the usual safe-
guards, if the patient is “held as an involuntary patient.” This immedi-
ately appears to deny the right of self-determination to all involuntary 
patients whatever their level of decision making capacity and whatever 
their own individual preferences.9 More recent statements from the 
Council of Europe reflect a rather different approach.

standards published by the Committee for the Prevention of torture 
(CPt) in 2004 state in paragraph 4 that:

Patients should, as a matter of principle, be placed in a position to give 
their free and informed consent to treatment. The admission of a person 
to a psychiatric establishment should not be construed as authorising 
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treatment without his consent. It follows that every competent patient, 
whether voluntary or involuntary, should be given the opportunity to 
refuse treatment or any other medical intervention. Any derogation form 
this fundamental principle should be based on law and only relate to 
clearly and strictly defined exceptional circumstances.

Further, in september 2004 the Committee of Ministers of the Council 
of Europe published a Recommendation to member states Concerning 
the protection of the human rights and dignity of persons with mental 
disorder. In the first place, article 3 of that recommendation prohibits 
“any form of discrimination on grounds of mental disorder.” Article 12 
concerns consent and provides that “treatment may only be provided 
to a person with mental disorder with his or her consent if he or she has 
the capacity to consent.” However, this is made subject to a number of 
further articles which deal with involuntary treatment in certain situa-
tions. Article 18, for example, provides that involuntary treatment can 
be given under the following conditions:

    i. the person has a mental disorder;
  ii.  the person’s condition represents a significant risk of serious harm to 

his or her health or to other persons;
iii. no less intrusive means of providing appropriate care are available;
 iv.  the opinion of the person concerned has been taken into considera-

tion.10

These statements of the Council of Europe are not directly binding on 
domestic courts. Even the CHRB, signed by a majority of members of 
the Council of Europe, has yet to be fully ratified. The CHRB has, how-
ever, been referred to directly by the ECtHR and it is certainly possible 
that its provisions will be used increasingly by the Court in the inter-
pretation of article 8.2 of the ECHR which describes the circumstance 
in which the right to self-determination can be overridden.11

B. treatment in the Absence of Consent:  
Adults Who lack Capacity

In most developed jurisdictions the law respects the treatment deci-
sions of adult patients. Individuals are free to refuse medical treatment 
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for whatever reason. In this way the law recognises and reflects the 
principle of autonomy, but only those adults deemed capable of mak-
ing the relevant decisions will be regarded as capable of making auton-
omous choices worthy of respect. treatment choices made in the 
absence of capacity will not be respected as autonomous decisions by 
the law. Thus most developed jurisdictions make specific legal provi-
sion for treatment decisions to be made on behalf of adults who lack 
the necessary capacity to make those decisions themselves.12 typically 
a two-stage process will be adopted.13 Firstly, the individual’s decision-
making capacity will be assessed and secondly, if capacity is found to be 
lacking, an appropriate treatment intervention will be identified. For 
the purposes of the assessment, the relevant concept of capacity or 
competence (the terms are being used interchangeably here) will be 
that defined by law. The law provides the definition of capacity against 
which an individual’s ability to make decisions is assessed. This is no 
easy task and there is an extensive literature discussing the relationship 
between legal, ethical and medical notions of capacity and the difficul-
ties encountered in its practical assessment.14 In England and Wales the 
most recent statutory formulation of  decision-making capacity in this 
context is that found in the Mental Capacity Act 2005. According to 
that Act, a person lacks capacity if, due to “an impairment of, or a dis-
turbance in the functioning of, the mind or brain” he is unable to make 
a decision for himself 15 and:

a person is unable to make a decisions for himself if he is unable:
a) to understand the information relevant to the decision,
b) to retain that information,
c)  to use or weigh that information as part of the process of making the 

decision, or
d) to communicate his decision.16

These statutory criteria, which are to be interpreted disjunc-
tively, evolved following a lengthy consultation initiated by the law 
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Commission in the 1990s and they largely, but not entirely, reflect the 
principles developed through the case law. They are intended to pro-
vide a working definition of decision-making capacity which can be 
readily understood and applied and which is not so demanding that 
few of us would ever be assessed as capable. It is too early to know 
whether they have succeeded in these aims, but the concerns expressed 
to date relate mainly to their application to psychiatric disorders (see 
discussion below).

once the first stage has been completed and a lack of capacity has 
been established, the law will typically provide for decisions relating to 
medical treatment to be made on behalf of the individual in his or her 
best interests. Again the notion of best interests has been the subject of 
much debate. Essentially the choice lies between notions of best inter-
est, which emphasise the doctor’s ability to determine, paternalistically, 
what is in the best interests of the patient, and those which seek to 
reflect as far as possible the individual’s own preferences and values. In 
recent years the tendency has been to encourage the latter approach. 
The approach adopted by the Mental Capacity Act 2005 in England and 
Wales (section 4) can be seen as an attempt to combine the two. As the 
Explanatory Notes17 explain, “best interests is not a test of “substituted 
judgment” (what the person would have wanted), but rather it requires 
a determination to be made by applying an objective test as to what 
would be in the person’s best interests.” But the list of factors which 
have to be taken into account include the person’s past and present 
wishes, beliefs and values.18

As far as the common law in England and Wales is concerned, the 
courts have made it clear that professional medical judgment is simply 
the starting point: established medical opinion alone cannot define an 
individual’s best interests. once it is established that a particular inter-
vention is acceptable according to a body of responsible medical opin-
ion it is then necessary to determine whether the intervention is also in 
the individual patient’s best interests and this determination will 
involve, “broader ethical, social, moral and welfare considerations.”19 In 
the sensitive context of the sterilisation of adults who lack capacity this 
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enables the court to consider the full cultural and social background to 
each individual case.20

Arguably, it is in the determination of best interests that a tension 
can emerge between self-determination and autonomy on the one 
hand, and a constraining approach to human dignity, as represented 
for example by the principle of the sanctity of life, on the other. This is 
particularly evident in the context of end of life decisions. In recent 
years the courts in England and Wales have tended to elevate self-
determination above the sanctity of life when the two have been in 
apparent conflict. In Bland,21 a case involving the withdrawal of treat-
ment from a young adult who had suffered severe brain damage in a 
football stadium accident and had relapsed into a persistent vegetative 
state, lord goff declared that just as the sanctity of life must yield to the 
principle of self-determination in the case of a competent refusal of life 
saving treatment, so must the doctor’s duty to act in the best interests 
of the incapable patient. In the opinion of the House of lords, since it 
was not in the patient’s best interests to prolong his life, it would be law-
ful to withdraw treatment.

In a rather different context the ECtHR has had to consider the 
application of article 3 (prohibiting torture and inhuman or degrading 
treatment) to the forcible treatment of an incapable patient detained in 
a psychiatric hospital. In Herczegfalvy v Austria22 the ECtHR held that 
there was no breach of article 3 where a patient was forcibly fed and 
sedated and handcuffed to the bed. The Court had accepted that the 
“position of inferiority and powerlessness which is typical of patients 
confined in psychiatric hospitals call for increased vigilance,” and that 
the protections of article 3 applied and “permit of no derogation.”23 
Nevertheless the Court was satisfied that the treatment of  
Mr Herczegfalvy was justified on the grounds of therapeutic necessity 
and could not therefore be regarded as inhuman or degrading. Further, 
the same principle of medical necessity was applied to the alleged 
breach of article 8, in the context of which the Court attached “decisive 
weight” to the state and hospital’s opinion that Mr Herczegfalvy was, 
“entirely incapable of taking decisions for himself.”24 It is interesting to 
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examine the significance of incapacity here. Had Mr Herczegfalvy been 
capable and refusing it must be assumed that a breach of article 3 would 
have been found. As Baroness Hale has asked, “Why should it be 
acceptable to treat an incapacitated person in a way which would be 
degrading if done to a capacitated person?”25 If an intervention is inhu-
man or degrading when applied to a capable person against his or her 
will, why is it any less so when the recipient is incapable? Then there is 
the possible distinction between treatment for mental disorder and 
treatment for physical disorder, particularly in relation to article 8. Had 
Mr Herczegfalvy been incapable and given treatment for a physical dis-
order, would such a generous test of “medical necessity,” to be judged 
simply according to the “psychiatric principles generally acceptable at 
the time,”26 have been applied by the Court? Certainly according to 
current English common law principles the test of best interests which 
would now be applied in cases of incapacity would have to take account 
of the “broader ethical, social, moral and welfare considerations” 
referred to by Dame Butler-sloss, above.

C. treatment in the Absence of Consent:  
Adults Who Have Capacity and Who Refuse treatment

Any power to impose medical treatment on capable individuals in the 
absence of their consent would constitute an immediate breach of the 
central principles of self-determination and respect for patient auton-
omy. Therefore, in order to justify any such powers their use would 
need to be restricted to the most exceptional circumstances. It is unfor-
tunately necessary in this context to distinguish treatment for physical 
disorder from treatment for mental disorder.

1. Treatment for Physical Disorder

In relation to involuntary treatment for physical disorder, the UK 
courts are clear that a capable adult is free to refuse medical treatment 
even if her death will inevitably result.27 A similar approach is reflected 
in the judgment of the ECtHR in Pretty 28 (see below). Neither the 
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 principle of the sanctity of life nor the desire to protect the patient  
herself from harm can be allowed to override the principle of self-
determination. In relation to the protection of the rights of others the 
position is not so clear. Many jurisdictions do make, or have made, 
provision for the compulsory treatment of certain infectious diseases, 
and some have introduced compulsory vaccination schemes for dis-
eases such as smallpox. However, as a recent survey of selected European 
jurisdictions shows, there is no uniform pattern29 and some countries 
have a strong tradition of reliance on a voluntary and consensual 
approach to the control of infectious disease.30 Indeed the current stat-
utory framework providing public health powers in relation to com-
municable disease in England and Wales, the Public Health (Control of 
Disease) Act 1984, makes no provision for compulsory treatment, as 
opposed to compulsory detention in hospital, and broadly similar pow-
ers exist in scotland and Northern Ireland. In the UK, at least, there 
appears to be a greater reluctance to infringe the right to physical integ-
rity in the interests of public health than to infringe the right to liberty 
of the person through hospital detention. However, the growing public 
health fears concerning both new pandemics, such as sARs and avian 
flu, and the re-emergence of old diseases, such as tuberculosis, in a 
more potent guise, have led to some reconsideration of these powers.

With regard to international instruments, the provisions of the 
ECHR (article 8) and the CHRB (article 5), which enshrine the princi-
ple of informed consent, have already been referred to. Article 26 of the 
CHRB, in language reminiscent of article 8 of the ECHR, describes the 
circumstances in which the right to informed consent may be restricted. 
In relation to treatment for physical disorder the Explanatory Report 
notes that, “the exceptions defined in the article are aimed at protecting 
collective interests (public safety, the prevention of crime, and the pro-
tection of public health) or the rights or freedoms of others,”31 and pro-
vides the “compulsory isolation of a patient with a serious infectious 
disease, where necessary,” as, “a typical example of an exception for 
reason of the protection of public health.”32 significantly the Explanatory 
Report refers to involuntary treatment, as opposed to isolation, only in 
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relation to treatment for mental disorder. Both international instru-
ments and many domestic codes, it seems, display considerable reluc-
tance to restrict the principles of self-determination and autonomy in 
relation to the provision of medical treatment for physical disorder 
even when it comes to the protection of others. The attitude to treat-
ment for mental disorder is significantly different.

2. Treatment for Mental Disorder

While jurisdictions are typically reluctant to provide for the compul-
sory imposition of treatment for physical disorder, there is rarely any 
such reluctance in the case of treatment for mental disorder. specialised 
legislation commonly provides for the involuntary treatment of people 
with mental disorder of the required severity and rarely stipulates that 
lack of capacity must be established before any such powers are used. 
Thus treatment for mental disorder can be imposed despite the patient’s 
capable refusal. The Mental Health Act 1983, which currently applies in 
England and Wales, constitutes a clear example of such a legislative 
provision. Part Iv of the Act allows for the administration of medical 
treatment for mental disorder despite the patient’s capable refusal. 
Until quite recently this was not perceived as raising any particular dif-
ficulties, provided the necessary safeguards were in place. The values of 
beneficence and social protection were simply allowed to prevail. 
However, in the light both of the debate surrounding mental health law 
reform in the UK and of the incorporation of the ECHR into domestic 
law, the received wisdom is increasingly subject to question.33 While 
some of the current discussion is specific to England and Wales, it 
raises fundamental questions of general relevance about the justifica-
tion for imposing treatment on people with mental disorder despite 
their capable refusal. If the principles of patient autonomy and self-
determination require that respect be given to a patient’s competent 
refusal of treatment for physical disorder, why are these principles not 
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given the same weight in the context of treatment for mental disorder? 
What is the justification for affording less respect to patient autonomy 
and self-determination in relation to mental disorder? Can the appar-
ent discrimination on grounds of mental disorder be justified?

In terms of the ECHR these questions engage articles 3, 8 and 14. 
Article 3 prohibits torture and inhuman or degrading treatment and it 
is certainly possible that the forcible treatment of a capable and object-
ing patient could be sufficiently severe to constitute a breach of that 
article. to date the jurisprudence of the ECtHR has set a relatively high 
hurdle which might in reality limit the potential relevance of article 3 
to extreme cases, such as Herczegfalvy.34 In Pretty v UK35 the Court 
explained that the existing case-law, “refers to “ill-treatment” that 
attains a minimum level of severity and involves actual bodily injury or 
intense physical or mental suffering.”36

However, in Keenan v UK,37 a case involving a young man who had 
committed suicide in prison, the ECtHR had emphasised the need to 
consider the whole context in which the alleged ill-treatment had 
occurred:

The Court recalls that ill-treatment must attain a minimum level of sever-
ity if it is to fall within the scope of Article 3. The assessment of this mini-
mum is relative: it depends on all the circumstances of the case, such as 
the duration of the treatment, its physical and/or mental effects and, in 
some cases, the sex, age and state of health of the victim.38

In particular the Court reiterated the point made in Herczegfalvy that 
in the case of mentally ill persons it should “take into consideration 
their vulnerability and their inability, in some cases, to complain coher-
ently or at all about how they are being affected by any particular treat-
ment.”39 The Court also saw article 3 in terms of the protection of 
human dignity and explained that treatment could be in breach even 
though the mentally ill person may not be able to point to any specific 
ill-effects.40
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The domestic courts in England and Wales have reiterated the need 
to take the whole context into account but no domestic case concern-
ing the forcible treatment of a psychiatric patient in the UK has yet 
found that the circumstances have been sufficient to amount to a breach 
of article 3. In R (PS) v W41 the High Court held that the oral applica-
tion of anti-psychotic medication where there was no evidence of seri-
ous side effects did not meet the minimum level of severity required to 
establish a breach of article 3.42

Article 8 on the other hand, which guarantees respect for private life, 
is regarded as having considerable potential relevance in relation to 
autonomy and involuntary treatment. According to article 8(1), “every-
one has the right of respect for his private and family life, his home and 
his correspondence,” and it is now clear that this guarantee of respect 
for private life covers the physical and moral integrity of the person.43 
And, to quote from the ECtHR’s decision in Pretty v UK, a case involv-
ing a terminally ill patient’s right to die, “the imposition of medical 
treatment, without the consent of a mentally competent adult would 
interfere with a person’s physical integrity in a manner capable of 
engaging the rights protected under article 8.1.”44 similarly in a case 
involving the competent objections of the mother of a “severely handi-
capped child” the Court held that the decision to impose treatment on 
the child in defiance of the mother’s objections, “gave rise to an inter-
ference with the [child’s] right to respect for his private life, and in par-
ticular his right to physical integrity.”45

similarly, in the domestic context, the judiciary in England and 
Wales are becoming increasingly aware of the relevance of article 8(1). 
In 2002 the Court of Appeal accepted the argument that treatment of 
an adult against his or her competent wishes could constitute a breach 
of article 8(1) and, in a claim for judicial review of the legality of the 
decision to treat under powers provided by the Mental Health Act, held 
that the patient was entitled to call medical witnesses to give evidence 
and to be examined.46 later that year the Court of Appeal held that the 
second opinion doctor who approves the provision of treatment against 
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the competent wishes of a patient under the 1983 Act, “sanctions the 
violation of the autonomy of a competent adult patient,” and must at 
least provide reasons.47 In that context lord Justice sedley drew atten-
tion to the affirmative protection of personal autonomy recognised by 
article 848 (para 47). In effect article 8.1 might create a presumption in 
favour of the protection of personal autonomy which can only be rebut-
ted on the part of the hospital authorities if they let the patient know 
“as a matter of right…in useful form and at a relevant time” what the 
reasons are for the “proposal to override his will.”

As the judgments in the two cases described above indicate, the 
rights guaranteed by article 8.1 are not absolute. They are subject to the 
conditions contained in article 8.2:

There shall be no interference by a public authority with the exercise of 
this right except such as is in accordance with the law and is necessary in 
a democratic society in the interests of national security, public safety or 
the economic well-being of the country, for the prevention of disorder or 
crime, for the protection of health or morals, or for the protection of the 
rights and freedoms of others.

It is therefore necessary to consider in what circumstances the involun-
tary treatment for mental disorder of competent adults might be con-
sidered as being, “in accordance with the law” and “necessary in a 
democratic society in the interests of…public safety,” for example, or 
possibly, “the protection of health.”

In the present state of the law it is certainly not possible to provide a 
definitive answer to these questions, but a few essential points can use-
fully be made. In the first place it is important to consider what might 
be meant by the term “necessary.” Again Pretty (2002) provides some 
guidance: “according to the court’s established case-law, the notion of 
necessity implies that the interference corresponds to a pressing social 
need and, in particular, that it is proportionate to the legitimate aim 
pursued.”49 If a similar approach is adopted in the context of mental 
disorder, then what might constitute a sufficiently “pressing social 
need?” It must be safe to assume that the protection of the life of others 
would and so, probably, would the protection of the life of the patient, 
but in the latter case the assumption might be more qualified. It is clear 
from cases like Keenan v The UK (1998) that article 2 (the right to life) 
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can impose an obligation on states to take steps to preserve life, espe-
cially when the vulnerable person is in custody. But it is also clear that 
even such life-saving steps must respect the restraints imposed by arti-
cle 8. The recognition by the court of the relevance of article 8 as a 
counterweight to a state’s obligations to preserve life under article 2 
suggests that an empowering notion of human dignity is being pre-
ferred over a more constraining approach. The state’s interference with 
the privacy and autonomy rights of the individual under article 8 must 
not extend too far, even in the interests of the preservation of life.

The position becomes much more uncertain when the “pressing 
social need” is not the protection of the patient from suicide or death, 
but simply the protection of his or her “health or safety,” as in section 3 
of the Mental Health Act 1983 (England and Wales) or “the protection 
of other persons,” where no level of gravity is specified as was in section 
3 and in clause 9(4)(b) Draft Mental Health Bill 2004.50 If the patient is 
incompetent to make treatment decisions herself, then presumably 
article 8.2 can be applied to permit the necessary steps to be taken to 
preserve her health. This was certainly the assumption made by the 
English Court of Appeal in N v Dr M.51 In cases where the patient 
retains decision-making competence and refuses treatment the posi-
tion is much more difficult. It is interesting here to recall the principles 
contained in the CPt standards and the Council of Europe 
Recommendation described above. The CPt standards require “excep-
tional circumstances” as a condition of any derogation from the funda-
mental principle of informed consent, while the Recommendation 
talks in terms of, “significant risk of serious harm to his or her health or 
to other persons” before involuntary treatment is acceptable. Certainly 
these statements are not directly binding on the ECtHR but a similar 
approach is taken by the CHRB. According to article 7 of that Con-
vention a person who has a mental disorder of a serious nature may 
only be subject to involuntary treatment for that disorder in order to 
avoid serious harm to his health (my emphasis). As explained above, the 
ECtHR has been prepared to cite the CHRB in the context of its dis-
cussion of article 8.2, so the importance attached to self-determination 
by that Convention and the other statements from the Council of 
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Europe may yet influence the interpretation of article 8.2 in relation to 
the involuntary treatment of capable people with mental disorder.

It is certainly legitimate to argue that, if the protection from involun-
tary medical treatment afforded to competent adults by article 8.1 is to 
have any real force in the context of mental disorder, then the proviso 
contained in article 8.2 must be strictly drawn and the instruments 
cited in the previous paragraph would support such an interpretation. 
In the context of physical ill-health it seems highly unlikely that article 
8.2 would permit the forcible administration of antibiotics in order to 
preserve the physical health of a competent adult, in the absence of 
truly exceptional circumstances. That being so it is hard to justify a dif-
ferent interpretation of the article in the context of mental ill-health. In 
the English High Court case of R (PS) v W,52 referred to above, silber J 
appears to import the common law test of best interests into the con-
text of forcible medication under the Mental Health Act (1983) and 
suggests that treatment in the patient’s best interests would be “in 
accordance with the law” and potentially acceptable under article 
8(2).53 This, however, represents a strange application of the English 
common law doctrine of best interests. In domestic law the notion of 
best interests would not be relevant in the case of a competent patient 
refusing treatment for physical disorder. In such a case respect for 
autonomy and self-determination would prevail and the refusal would 
be accepted, however contrary it might be to the patient’s “best inter-
ests” as perceived by the medical profession. It is hard therefore to 
understand the basis on which silber introduces the notion in relation 
to the competent refusal of treatment for mental disorder. If the argu-
ment is simply that best interests must be implied as a necessary com-
ponent of the English statutory scheme, then forcible treatment of a 
psychiatric patient in her own best interests may be “according to law” 
in terms of article 8.2, but that alone cannot be sufficient to ensure 
compliance with the article. Why should the forcible medication of a 
competent adult simply to preserve her mental health be permitted 
under article 8.2 if forcible medication in the interests of her physical 
health would not be, however much it might be “according to law” and 
in her assumed “best interests?”
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of course the intensity of some mental disorders can vary over time 
and a patient’s level of competence may fluctuate over the course of the 
disorder and its treatment. It may therefore be necessary to interpret 
the nature of the protection provided by article 8 in that light. The pres-
ence or absence of competence could not be contested at each drug 
round. However, in this context it is interesting to note the ECtHR’s 
decision in Glass54 where the Court found a breach of article 8 on the 
basis that the hospital authorities had overridden the mother’s objec-
tion to the proposed treatment without first seeking authorisation from 
the domestic courts. There is no clear indication in the judgment of the 
precise circumstances in which such authorisation would be required 
when treatment in apparent breach of article 8(1) is proposed. But this 
ECtHR decision in combination with the domestic cases of Wilkinson 
(2002) and Wooder (2002) might suggest that any treatment plans 
which override competent refusals will have to be carefully justified. It 
is also relevant here to consider the doctrine of the state’s margin of 
appreciation which might be used to provide the authorities with some 
flexibility.55 But it is hard to believe that this doctrine could be employed 
simply to approve the provision of a forcible treatment power exclu-
sively to the case of mental disorder, and in the absence of a threat of 
serious harm either to the patient or to others. It is also hard to believe 
that the exercise of such a power would be regarded as proportionate, 
particularly if the medication involved had significant side effects and 
the risks of non-treatment were not severe and had been understood 
and accepted by the competent patient.56 In R (PS) v W silber J placed 
considerable significance on the fact that the medication in question 
appeared to cause no adverse side effects in the patient.

Finally, in relation to the ECHR, the relevance of article 14 must be 
considered. Article 14 provides that Convention rights and freedoms, 
“shall be secured without discrimination on any ground.” There follows 
a list of prohibited grounds which does not expressly include disability, 
but culminates with the words, “or other status.” In Pretty, in the House 
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of lords, lord Hope held that article 14 could extend to discrimination 
on grounds of physical or mental capacity, and it can be assumed that 
it would also extend to mental or physical disability. For the purposes 
of article 14 a difference in treatment is discriminatory, “if it has no 
objective and reasonable justification, that is if it does not pursue a 
legitimate aim or if there is not a reasonable relationship of proportion-
ality between the means employed and the aim sought to be realised.”57 
The ECtHR also remarked that Contracting states enjoy a margin of 
appreciation whether differences in treatment are justified.58 However, 
article 14 does not provide a free standing prohibition on discrimina-
tion; it relates solely to discrimination in relation to the rights and 
freedoms guaranteed by other articles in the Convention. Further, in 
order to establish a breach of article 14, the individual must provide a 
comparator group whose situation is sufficiently similar to convince 
the court.59 This can prove difficult – as in the English case of R (PS) v 
W – where the court refused to accept that patients with mental disor-
ders who were not subject to formal statutory powers provided a suit-
able comparator group. In practice, therefore, although a breach of 
article 14 is frequently claimed, it seldom contributes conclusively to 
the determination of the case.

In the absence of definitive case law, of course all these arguments in 
relation to the ECHR remain speculative. Nevertheless, the jurispru-
dence of the ECtHR, particularly in relation to article 8, contains quite 
enough respect for patient autonomy to suggest that domestic policy 
makers should seriously reassess the traditional approach to involun-
tary treatment in the case of capable individuals with mental disorder. 
More specifically the government in England and Wales should recon-
sider its apparent refusal to countenance incapacity, in any shape or 
form, as an element within the criteria for the use of compulsory pow-
ers.60 It has been consistently argued that it would be wrong in principle 
and unworkable in practice for the government to introduce new legis-
lation perpetuating the denial of respect for patient autonomy.61 It may 
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now be legitimate to add that to do so is likely to lead eventually to an 
embarrassing confrontation with the European Convention.

This is not to deny that the implementation of a capacity test in the 
context of mental disorder can be extremely difficult, as the Canadian 
supreme Court case of Starson62 has illustrated.63 There are the practi-
cal problems of assessment referred to above. But in addition there is 
some reluctance to accept that a formal legal notion of capacity can 
reflect all the subtleties and complexities of mental disorder. Most legal 
definitions of capacity have been evolved in the context of guardian-
ship and are designed to apply in relation to people with either severe 
communication difficulties or cognitive problems: learning disability, 
for example, or dementia and other organic brain syndromes.64 Mental 
health legislation, by contrast, is typically concerned with the needs of 
patients with psychiatric disorders. In these circumstances it may not 
be sensible simply to adopt in mental health legislation a definition of 
capacity designed to be applied in a different context. In particular 
there is the question of insight. A patient might be legally competent 
yet might still fail to appreciate her illness and consequent need for 
treatment. While many would argue that this problem can be avoided 
with careful construction of a legal definition, it is evident that some 
see the problem of the lack of insight as a real hurdle to the application 
of self-determination in the field of mental disorder.65

In the United states, grisso and Appelbaum have developed a 
descriptive definition of capacity to be used by clinicians in the context 
of psychiatric disorders.66 Crucially this definition includes the notion 
of appreciation: to have capacity the person must have the ability to 
appreciate the significance of the treatment information for his or her 
own situation. In this way it seeks to meet the problem of insight. yet 
some might argue that even this notion of appreciation fails to capture 
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the consequences of the delusional beliefs or unusual value systems 
present in some mental disorders.67 In essence there is a difficult bal-
ance to be struck between definitions of capacity which are set so high 
that few of us would ever satisfy them, and those which are set so low 
that people with a pressing need for medical treatment would evade the 
imposition of the treatment they so evidently need. But, however dif-
ficult it might be to find that balance, respect for patient autonomy is 
central both to our understanding of the limits of state powers of inter-
vention in health care and to the developing strasburg case law on arti-
cle 8 in relation to physical health care. In which case it becomes 
incumbent upon states either to explain why the rules should be differ-
ent in relation to care and treatment for mental disorder or to abandon 
their discriminatory approach to mental disorder.

D. Conclusions

Any provision of medical treatment in the absence of the patient’s con-
sent comes into immediate conflict with the fundamental principles of 
self-determination and respect for individual autonomy. However, in 
the case of individuals who lack the capacity to make treatment deci-
sions themselves the law has to provide a mechanism through which 
those decisions can be made on their behalf. If it did not do so it would 
be condemning incapable people to remain untreated. typically the 
law will require that any treatment intervention in the case of an inca-
pable adult be demonstrably for that individual’s benefit or in his or her 
best interests. While in the past notions such as best interests were 
often understood in terms of professional judgment there is now much 
more emphasis on the need to reflect the individual’s own values, pref-
erences and wishes as far as they can be determined. It is an empower-
ing rather than a constraining approach to human dignity that now 
prevails, even in the context of end of life decisions.

In the case of individuals who retain capacity, the principles of self-
determination and autonomy should only be breached in exceptional 
circumstances and, in relation to treatment for physical disorder, the 
law would seem generally to reflect this imperative. We may refuse 
treatment even if death will inevitably result: self-determination will 
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trump the sanctity of life. only in the case of immediate harm to oth-
ers, as in relation to certain infectious diseases, do some jurisdictions 
allow for compulsory treatment, and even here countries such as the 
UK restrict their public health powers to hospital detention, not 
treatment.

In relation to treatment for mental disorder, however, the position is 
very different. traditionally the otherwise universal principles have not 
been applied to mental disorder. The values of beneficence and social 
protection have prevailed. treatment for mental disorder can be 
imposed in the face of a capable refusal in the interests of the patient’s 
health or safety or for the protection of others. As is currently the case 
in England and Wales there is no requirement that the risk to the 
patient or to others be significant nor the harm serious. Increasingly 
the justification for this apparent discrimination against mental disor-
der is being questioned. Policy makers are being urged to reduce the 
gap between mental and physical disorder by introducing some require-
ment of incapacity or impaired decision-making before involuntary 
treatment for mental disorder can be considered. such a solution is not 
without difficulty. The concept of capacity is far from straightforward 
and raises particular problems when applied in relation to certain psy-
chiatric disorders.

Nonetheless, the current debate cannot be ignored. For too long 
those with mental disorders have suffered stigma and discrimination. 
governments must be urged to reconsider laws which, by denying the 
application of universal ethical and human rights principles to the 
treatment of mental disorder, only serve to entrench this discrimina-
tion. If mental disorder is to be treated differently from physical disor-
der then the justification for that apparent discrimination must be 
specifically and expressly spelt out. The silent denial of human rights 
principles to those with mental disorder cannot be allowed to continue 
unchallenged.68
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I. Introduction

“Women with disabilities commonly find themselves precluded from 
performing the major life functions commonly assigned to women.”1 
This is nowhere more true than in the areas of sexuality, reproduction 
and parenting. While women generally are identified with, and indeed 
valorized for, their nurturing roles, sexual attractiveness and reproduc-
tive capacities, women with disabilities are all too often regarded as 
lacking in each case. Disability affects whether and how women are 
permitted to participate in sexual, reproductive and nurturing activi-
ties. In a culture where women are still defined, to a significant extent, 
as sexual beings, reproducers and nurturers, the “general culture limits 
disabled women’s maternal occupation and leaves them ‘roleless.’ ”2 
Thus, even in contemporary society, women with disabilities are denied 
the roles most commonly assigned to their gender and the characteris-
tics most valued in women.

There is increasing awareness within the international human rights 
community about the sexual and reproductive health needs of women. 
International human rights law has expressly recognised women’s 
rights to intimate relations and reproductive choice by promulgating 
protections and obligations with respect to marital status, access to 
contraceptives, family planning, pre and post-natal care, sexual vio-
lence and sexually transmitted diseases. For example, one United 
Nations Human Rights Committee has acknowledged that “[t]he reali-
zation of women’s right to health requires the removal of all barriers 
interfering with access to health services, education and information, 
including in the area of sexual and reproductive health.”3 Yet, despite 
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the particular relevance of these topics for women with disabilities, the 
international community has given scant attention to barrier removal 
and the promotion of rights for women with disabilities in the areas of 
sexual and reproductive health.

The failure of States to apprehend the interests of women with disa-
bilities has been noted: “persons with disabilities are sometimes treated 
as genderless human beings, and as a result, the double discrimination 
suffered by women with disabilities is often neglected.”4 That women 
with disabilities are routinely regarded as asexual implies that they do 
not, or should not, have any aspirations to motherhood. In theory, 
women with disabilities, like all people, enjoy the full spectrum of 
human rights guaranteed by international law. However, in order for 
women with disabilities to secure meaningful inclusion and participa-
tion in society, special attention must be accorded, as a matter of human 
rights, to enhancing the dignity and self-determination of women with 
disabilities as sexual citizens, and to facilitate their equal access and 
opportunity to sexual and reproductive health services.

We use as a starting point the fundamental human rights values of 
equality, dignity and inclusion, and we explore the promotion of these 
values in the areas of sexual citizenship, reproductive care and 
 decision-making and parenting for women with disabilities. We argue 
that self-determination about reproductive health and sexual well-
being are integral human rights for women with disabilities. We begin 
with a brief overview of the various international human rights instru-
ments that speak to sexual health and reproductive rights. Next, we 
examine barriers existing in education, law and health services that 
hinder the sexual, reproductive and parenting rights of women with 
disabilities in Canada. Through this analysis, we seek to articulate how 
the interests  of women with disabilities regarding their bodies, sexual-
ity and reproductive capacities must be informed by the human rights 
values of equality, dignity and inclusion. by focusing on sexuality, 
reproduction and parenting in the lives of women with disabilities, we 
seek to  gain additional purchase in understanding how gender and 
disability intersect, and aim to call attention to new practices, attitudes 
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and institutional arrangements which will enable women with disabili-
ties to participate fully and experience intimate fulfillment in our 
society.

II. International Standards Regarding Sexual,  
Reproductive and parenting Rights

The legal interests of women with disabilities to sexual and reproduc-
tive health have been described as the “new frontiers for the advance-
ment of human rights.”5 Complicating the advancement of these rights 
is the lack of consensus as to what sexual and reproductive rights might 
entail for women with disabilities; nowhere are they captured in a sin-
gle, explicit, legally codified provision. Rather they must be traced from 
various freedoms, entitlements, and principles that address an array of 
human rights issues, such as bodily integrity, privacy and non-
discrimination.

promoting and protecting the interests of women with disabilities, 
in regards to parenting and sexual and reproductive health, involves a 
myriad of positive and negative legal, social, economic and political 
rights.6 The Center for Reproductive Rights (CRR) describes sexual 
and reproductive rights as “embedded in” and “supported by” a number 
of internationally recognised human rights principles that relate to 
health and self-determination.7 Consequently, a broad range of inter-
national instruments, declarations and covenants, reflecting human 
rights standards must be consulted to ascertain the legal rights of 
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Declaration of Human Rights (UN 1948), Article 23 of the ICCPR (UN 1966), Article 10 
of the ICESCR (UN 1966), Rule 9 of the Standard Rules (UN 1993) and Article 23 of 
CRPD (UN 2006).

13 Guaranteed by Articles 10 & 12 of the ICESCR (UN 1966b), Article 25.1 of the 
Universal Declaration of Human Rights (UN 1948), Rule 2 of the Standard Rules (UN 
1993) and Article 25 of CRPD (UN 2006).

14 Guaranteed by Article 25(2) of the Universal Declaration of Human Rights (UN 
1948), Articles 10, 12 & 16 of the CEDAW (UN 1979), paragraph 41 of the Vienna 
Declaration and Programme of Action (World Conference on Human Rights 1993) and 
Article 25 of CRPD (UN 2006).

15 Guaranteed by Article 10 of the CEDAW (UN 1979), Article 13 of the ICESCR 
(1966b), Rule 6 of the Standard Rules (UN 1993) and Article 23 of CRPD (UN 2006).

women with disabilities to sexual citizenship and reproductive health.8 
According to Cook, Dickens and Fathalla, “rights are interactive, in 
that each depends to a greater or lesser degree on the observance of 
others,” and therefore this assortment of international rights and prin-
ciples needs to be “read interactively” and “applied cumulatively” to 
advance the interests of women in sexual and reproductive health.9

Among the international human rights principles that encompass 
legal, social, economic and political rights and which may therefore 
give legal force to fundamental human rights to parenting, sexual citi-
zenship and reproductive health, are:

•  the right to life, liberty and security of the person;10

•  the right to equality and non-discrimination;11

•  the right to marry and found a family;12

•  the right to highest standard of attainable health;13

•   the right to reproductive health, including family planning and mater-
nal health services;14

•   the  right  to  information  and  education  about  sexual  health,  family 
planning and reproductive services;15
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•  the right to privacy;16 and
•   the right to not be exploited, subjected to inhuman or degrading treat-

ment, or non-consensual medical treatment.17

As this list suggests, the rights of women with disabilities with respect 
to parenting, and sexual and reproductive health are related to and 
dependent upon the observance of a diverse range of complementary 
human rights principles18 that are articulated in several international 
instruments and consensus documents ranging from the 1948 Universal 
Declaration of Human Rights to the recent 2006 Convention on the 
Rights of Persons with Disabilities.19

While most of these international instruments address rights related 
to broad principles of physical and psychological integrity and non-
discrimination, one document draws particular attention to the parent-
ing, sexual and reproductive concerns of the disability community. The 
Standard Rules begin by emphasising that States must promote the 
right of people with disabilities to “personal integrity and ensure that 
laws do not discriminate against persons with disabilities with respect 
to sexual relationships, marriage and parenthood.”20 The Standard Rules 
further provide that “[p]ersons with disabilities must not be denied  
the opportunity to experience their sexuality, have sexual relationships 
and experience parenthood.”21

In addition to the foregoing declarations and covenants, interna-
tional human rights committees have put forward a number of impor-
tant statements and recommendations salient to issues of sexual and 
reproductive self-determination and parenting rights of women with 
disabilities.22
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In 1994, the CESCR Committee issued General Comment No. 5, a 
document devoted entirely to elucidating the human rights of people 
with disabilities.23 The Committee noted that the rights of people with 
disabilities to marry and have their own family “…are frequently 
ignored or denied, especially in the case of persons with mental disabil-
ities.”24 The Committee further reinforced the principles regarding 
sexual and reproductive health, first articulated in the Standard Rules, 
by emphasizing that “[w]omen with disabilities also have the right to 
protection and support in relation to motherhood and pregnancy,” and 
that their sexual, “needs and desires…should be recognized and 
addressed in both the recreational and the procreational contexts.”25 
The Committee emphasised that non-consensual sterilisations and 
abortions on women with disabilities are serious violations of the right 
to health under Article 12.26

Six years later, in General Comment No. 14, the CESCR Committee 
elucidated that the “right to health” consists of the freedom to control 
one’s body, which also entails sexual and reproductive self- 
determination.27 The Committee highlighted that the “right to health” 
must be interpreted to include equality and non-discrimination in the 
delivery of health services, physical accessibility, affordability and, 
“access to health-related education and information, including on sex-
ual and reproductive health.”28 The Committee concluded that these 
components of the right to health are fundamental human rights indis-
pensable for the exercise of other human rights.

The recent Convention on the Rights of Persons with Disabilities 
(CRPD) provides that States parties need to ensure that persons with 
disabilities have equality with respect to fertility, independent decision-
making and responsibility regarding the number and spacing of their 



 women’s sexual, reproductive and parenting rights 163

29 Article 23 (CPRD, UN 2006).
30 Article 25 (CPRD, UN 2006).
31 See for example, Center for Reproductive Rights (2002), supra note 7 which 

details the numerous published statements by four United Nations human rights com-
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children.29 The CRPD further elucidates that the right of persons with 
disabilities to appropriate and affordable health must include sexual 
and reproductive health and population based public health 
programmes.30

It is apparent from the above survey that sexual and reproductive 
rights encompass a broad range of human rights issues, and a variety of 
international instruments and statements can be read to embrace the 
interests of women with disabilities to parenting, sexual citizenship 
and reproductive health. While the identified documents are not an 
exhaustive inventory of the potential legal foundations upon which 
sexual, reproductive and parenting rights can be built, these documents 
indicate that the integral components of the right to equality and phys-
ical and psychological integrity are built on the values of dignity, inclu-
sion and self-determination. Rooted in the fundamental principles of 
equal citizenship, sexual and reproductive rights for women with dis-
abilities seek to enhance the ability of women with disabilities to access, 
participate in and control safe and satisfying intimate relations and 
promote their freedom to choose and capacity to reproduce.

III. Right to Sexual Health Education

It is widely accepted that education is an essential tool for promoting 
healthy attitudes and beliefs about sexual identity, intimacy and repro-
duction, as well as a means to prevent and protect against sexual abuse 
and exploitation. In commentaries regarding the significance of sex 
education to the rights of women, children and racialized communi-
ties, numerous United Nations Committees have urged governments 
to prioritise sexual and reproductive health education and systematise 
sex education in schools.31 Rule 9(2) of the Standard Rules state that 
“[p]ersons with disabilities must have the same access as others to fam-
ily planning methods as well as to information in accessible form on 
the sexual functioning of their bodies.” Although such human rights 
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instruments are unequivocal about the importance of the right to edu-
cation in areas of sexual health and reproduction, the enshrined prin-
ciples are far removed from the reality of sex education for people with 
disabilities. Research substantiates that women with disabilities do not 
receive accessible and non-judgmental information and counselling 
responsive to their sexual and reproductive health needs.

In Canada, while all provinces currently have school curricula that 
address sexual health, due to conservative social and religious ideology, 
sex education has been a contentious issue until recent decades. The 
controversy and shortcomings in the provision of sex education his-
torically have been aggravated for the disability community because of 
the erroneous perception that sex education is inappropriate and 
unnecessary for people with disabilities.32 A World Health organization 
(WHo) document indicates that society, families and educational 
institutions tend to openly “ignore or repress” the needs and self- 
realisation of youths with disabilities regarding their sexuality and that 
sexual education for adolescents with disabilities “remains in nobody’s 
land.”33

According to research findings regarding the general population, 
people normally learn about sex from their peers, although among 
young people it is becoming more common to learn about sex from 
school and parents.34 With increased inclusive education in Canada, 
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disabled girls today have more informal opportunities to learn about 
sex from school friends.35 However, girls with disabilities continue to 
face significant barriers to obtaining formal sex education. As sex edu-
cation continues to be a component of physical education classes, 
young women with disabilities who are not included in these classes or 
who are in segregated educational settings often do not receive this 
information.36 Sex education is also taught in other inaccessible ways 
or fails to address the needs of people with disabilities. For example, 
generic teaching materials that document the physiological functions 
of able-bodied women may not include accurate information or depict 
images about bodily differences in women with disabilities, such as epi-
sodic menstrual cycles, loss or lack of sensation or prosthetic limbs.37 
Further, sex education relies to a significant extent on the presentation 
of visual illustrations, graphs and diagrams, but persons with vision 
disabilities require materials in alternate formats, which are not readily 
available.38 persons with learning disabilities in particular often do not 
receive thorough information, because they are often infantilised and 
overprotected.39 moreover, prejudicial social mores persist to cast doubt 
on the propriety and necessity of providing girls with disabilities with 
comprehensive and candid sex education.40

In a study about women with disabilities, sexual health and rehabili-
tation services, the United States Center for Research on Women with 
Disabilities (CRoWD) observed that women who received sex educa-
tion in rehabilitation programs noted that the rehabilitation programs 
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did not address their needs because they predominantly dealt with 
men’s issues, and were offered too early during their recovery, at a time 
when they had more pressing concerns.41 very little Canadian research 
has specifically examined the nature and extent of sex education avail-
able to women with disabilities. A 2004 report studying issues of sexu-
ality and abuse amongst persons with severe speech impairments, 
however, signals the systemic inadequacy of sex education for people 
with disabilities.42 This study documented that amongst people who 
use augmen tative and alternative communication (AAC) systems there 
were extensive gaps in the knowledge and experience related to the 
expression of healthy sexuality.43 Thirty-four per cent of the partici-
pants identified that they required assistance to simply locate and 
access sexual health education, and this was a particular obstacle for 
older participants who were excluded from educational programs 
because of age restrictions.44 The majority of the AAC participants (73–
88%) had no vocabulary (pictures or symbols) to communicate about 
sexual matters, such as privacy, body parts, feelings, sexual activities, as 
well as issues of abuse.45 most participants reported that they received 
no sex education from their parents, at school or from their health care 
professionals and, “expressed an overwhelming need to learn about 
and discuss aspects of healthy sexuality.”46 The report documented that 
the lack of information compounded the participants’ communication 
difficulties and heightened their exposure to sexual abuse.

The importance of sex education for women with disabilities is 
underscored by the fact that women with disabilities experience  
disproportionate physical and sexual abuse.47 A recent WHo report 
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highlights that “[f]actors, such as increased physical vulnerability, the 
need for attendant care, life in institutions, and the almost universal 
belief that disabled people cannot be a reliable witness on their own 
behalf make them targets for predators.”48 Women with disabilities are 
1.5 to 10 times as likely to be abused as non-disabled women,49 and 
likely to experience longer durations of abuse than women without dis-
abilities.50 Research reveals that women with developmental disabilities 
face the highest risks of sexual abuse and “studies further indicate that 
women who are unable to have children because of sterilization or 
birth control use might be at higher risk for sexual abuse if perpetrators 
know their actions will not be detected through pregnancy.”51 Although 
it is widely recognised that a key component for prevention of sexual 
abuse is sex education, a recent report confirms that sex education 
courses tend to take place in venues not accessible to people with dis-
abilities and, “the lack of information on sexuality and women with 
disabilities makes such discussions more difficult.”52 Thus, despite the 
explicit provision in the Standard Rules that people with disabilities 
should be educated about how to protect themselves from abuse,53 
society remains oblivious to how the absence of timely and relevant sex 
education systematically heightens the vulnerability and victimisation 
of women with disabilities.

Health Canada recently disseminated Canadian Guidelines for Sexual 
Health Education (Guidelines), a teaching tool promoting comprehen-
sive sex education to encourage positive outcomes such as self-esteem, 
respect for others, non-exploitative and rewarding sexual relations.54 
The Guidelines are based on a philosophy that emphasises balancing 
personal desire, the rights and needs of others, and societal expecta-
tions, as well as the absence of discrimination based on race, gender, 
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sexual orientation, religion, ethno-cultural background or disability. 
This philosophy is that effective sex education, “[p]rovides accurate 
information to reduce discrimination.”55 The Guidelines recognise the 
importance of education that occurs in conjunction with access to clin-
ical services, counselling and social services, community support, and 
physical resources that are required to support individual efforts to 
enhance sexual health and avoid sexual problems.

Thus, a vital component of appropriate sex education is not just 
teaching disabled individuals about their own sexual health, but also 
educating non-disabled people, including family members, counsel-
lors, health care and other service providers, to respect the sexuality of 
people with disabilities. The 2004 AAC report noted that, due to inad-
equacies of information and education, non-disabled people hold sig-
nificant misconceptions about the sexuality of persons with speech 
disorders. In order to promote healthy sexuality and prevent abuse, the 
report recommended that family and service providers must also be 
educated about the sexual needs of people with disabilities.56 The recent 
WHo document indicates that families often avoid reference to sexu-
ality in relation to their adolescent children with disabilities, refuse to 
reply to questions regarding puberty and developing bodies or “even 
worse…project their own fear and anxieties in their replies.”57

It is well-established in Canadian disability rights jurisprudence that 
inequality can manifest both from differential treatment that results in 
exclusion or because of a failure to take into account a group’s already 
disadvantaged position within society.58 We see that both forms of dis-
crimination occur due to deficiencies in the provision of sex education 
to women with disabilities. Inadequate sex education discriminates 
against women with disabilities by disregarding their right to equal 
treatment in education and simultaneously rendering them vulnerable 
to sexual abuse. This lack of comprehensive and accessible sex educa-
tion undermines the human rights interests of women with disabilities, 
particularly in regards to their right to make informed choices about 
their personal health and bodies, and further exacerbates their disad-
vantaged status as a population systemically at risk of sexual violence.



 women’s sexual, reproductive and parenting rights 169

59 United Nations (2001) Human Rights of Persons with Disabilities background 
paper, Division for Social policy and Development, online: UN Enable http://www 
.un.org/esa/socdev/enable/rights/humanrights.htm.

60 mona, l.R. (2003). Sexual options for people with disabilities: Using personal 
assistance services for sexual expression. Women and Therapy, 26(3–4), 211–221.

Women with disabilities must be guaranteed a right to equal access 
to, and benefit from, sex education, including education about sexual 
and reproductive health, sexual orientation, contraceptives and sexu-
ally transmitted diseases. Failure to provide sex education perpetuates 
the marginalisation of women with disabilities, diminishes their capac-
ity for self-determination, exposes them to risk of sexual abuse, and 
accordingly constitutes a form of systemic discrimination that jeopard-
ises their physical and psychological integrity.

Iv. Right to Intimate Relationships

Social inclusion is recognised as an integral component of the indi-
vidual’s and society’s well-being.59 moreover, the principle of social 
inclusion lies at the heart of all rights and freedoms articulated for and 
about people with disabilities in international human rights law. Despite 
the myriad of international documents and declarations that seek to 
promote the full and effective participation of people with disabilities 
in social life, we see that women with disabilities continue to experi-
ence tremendous isolation, exclusion and marginalisation in one 
important area of social inclusion, specifically, involvement in emo-
tional, personal and intimate relationships.

Women with disabilities encounter significant obstacles to social 
participation, including negative attitudes and physical barriers, which 
hinder their opportunity to meet people and form friendships, and 
thereby limit their capacity to enjoy social relationships and sexual 
expression. As one author points out:

[t]he degree to which an individual with a physical, sensory, or cognitive 
disability is capable of exploring and expressing her/his sexuality can 
depend upon the ability to meet potential partners. Environmental 
and  monetary factors (e.g., architectural barriers to social gatherings, 
lack of money for transportation and/or sign-language and voice inter-
preters) can prevent people with disabilities from exploring sexual 
relationships.60
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most activities in which adults participate to meet others are simply 
inaccessible to women with disabilities. Research confirms that acces-
sible transportation is a serious problem throughout Canada and that 
women with disabilities experience barriers in using local conventional 
and specialised transit up to twice as much as men.61 Recreational ven-
ues and sports clubs popular for group-based social activities, such as 
restaurants, clubs, bowling alleys and movie theatres, are routinely 
inaccessible to people with physical disabilities.62 barriers to employ-
ment that women with disabilities face also limit their social interac-
tion. Employment is a source of independence. It generates the money 
to afford social activities, as well as providing a social context within 
which to meet potential friends, partners and lovers, but also the sense 
of worth and accomplishment required to form healthy relationships.63 
However, Canadian statistics indicate that, in the year 2000, only 23.2% 
of women with disabilities held full-time, full year employment.64

Difficulties in accessing adequate housing create further barriers. 
limited housing opportunities force women to live relatively far from 
their friends and acquaintances and result in fewer chances to social-
ise.65 Women who live in institutional settings face barriers to develop-
ing intimate relationships because they often do not have the possibility 
of expressing their sexuality.66 Those who live independently, but who 
require the services of personal assistants, may face additional difficul-
ties in building relationships and intimacy given that their privacy is 
impacted.67
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All of the foregoing barriers, compounded by stereotypes and myths, 
limit social interaction, curtailing opportunities for women with disa-
bilities to form sexual and intimate relationships. Assumptions also 
abound about the sexual orientation of women with disabilities, who 
are viewed as uniformly heterosexual. If a woman is known to be les-
bian, her sexuality is perceived as her failure to be a real woman.68 
lesbian women with disabilities face even more difficulties establish-
ing relationships as a minority within a minority and often feel they 
belong in neither group. They may feel unwelcome in the disability 
movement where they sometimes experience prejudice and homopho-
bia.69 on the other hand, they are also excluded from the lesbian social 
arena. They are excluded in the same manner that heterosexual disa-
bled women are socially excluded (transportation and architectural 
barriers, exclusion from employment, lack of housing, etc.) and, in 
addition, are not considered “proper” lesbians because it is believed 
that their disabilities preclude them from having an independent sexu-
ality. As a result, they often feel lonely and isolated in a community that 
celebrates sexuality and physical appearance.70 This situation presents 
greater complications for women who are not accepted in their families 
and need to create a “chosen family” for themselves.71

The right to freely express and exercise one’s sexuality is a developing 
area of law. In 2004, the United Nations Commission on Human Rights 
affirmed that an, “understanding of fundamental human rights princi-
ples, as well as existing human rights norms, leads ineluctably to the 
recognition of sexual rights as human rights.”72 The previous year 
Health Canada similarly confirmed that “[s]exuality is a central 
aspect  of being human throughout life,” and that “[s]exual health is a 
state of physical, emotional, mental and societal well-being related to 
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sexuality.”73 Thus, Health Canada adopts the notion that “[f]or sexual 
health to be attained and maintained, the sexual rights of all persons 
must be protected and fulfilled.”74 Cook, Dickens and Fathalla point 
out that, “human sexuality serves more than the purpose of reproduc-
tion. It enhances human bonding, spouse or partner attraction, inti-
macy, affection and fidelity, and social stability, thereby maximizing 
human development and security.”75

This acknowledgement of the fundamental nature of sexuality to 
human identity is the central justification for extending human rights 
protection to intimate relationships and activities concomitant with 
sexual expression. Given that sexual health is a critical dimension of 
human identity, failure to respect, or unjustifiable interference with, 
this aspect of a person’s identity is inconsistent with human rights prin-
ciples regarding the physical and psychological integrity of people with 
disabilities. Accordingly, for women with disabilities, an important fea-
ture of this right to sexual health involves protecting and promoting 
their ability to control and exercise sexual expression on their own 
terms. This conception of human sexuality however, is in stark contrast 
with the reality that women with disabilities face. Anne Finger argues: 
“[s]exuality is often the source of our deepest oppression; it is also the 
source of our deepest pain.”76 Women with disabilities, like children 
and elderly people, are generally seen as dependent persons who are 
not fully active participants in society. As such, their sexuality is under-
mined and their capacity for sexual feeling and activity denied.77

The right to sexual expression and assisted sexual activity is an 
emerging issue for people with disabilities. one author posits,  
“[r]eceiving personal Assistance Services (pAS) for sexual activity is 
becoming of increasing importance to the disability community and to 
mental health professionals.”78 The World Health organization has 
argued that all persons should be able to enjoy and control their sexual 
and reproductive behaviour, and that sexuality should be part of health 
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care.79 The issue of assisted sexual expression raises a multitude of com-
plicated questions and ethical tensions regarding private and public 
interests. As mcSherry and Somerville suggest for people with disabili-
ties, “[t]he existence of a right to freedom of sexual expression is more 
controversial than that of a right to marry or a right to physical integ-
rity. No legal document enshrines such a right.”80 However, given exist-
ing human rights protection for sexual health, privacy, personal 
relationships81 and the right to equality for people with disabilities, a 
right to assisted sexual expression is grounded in human rights princi-
ples that promote the physical and psychological autonomy and integ-
rity of people with disabilities and guarantee their equal treatment in 
services.

The Canadian Charter of Rights and Freedoms82 and the various 
human rights codes enacted by the provinces and the federal govern-
ment prohibit discrimination on the basis of disability in the provision 
of services, including disability-related health services and social pro-
grams.83 Thus, it is well-established in Canadian human rights law that 
people with disabilities are entitled to receive equal access to treatment 
and accommodation in services, and this freedom from discrimination 
applies to both private and public sector services. The Supreme Court 
of Canada has stressed the importance of the role of accommodation in 
advancing the inclusion and participation of people with disabilities in 
society has recognised that achieving meaningful equality in receipt of 
services often requires accommodation in the provision of the  service.84 
The Supreme Court has described disability accommodation as a highly 
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individualised process, which must be sensitive to the unique needs 
and interests of individuals with disabilities in order to respect and 
promote their dignity, integrity and empowerment.85

Approximately 22% of adult Canadians with disabilities receive sup-
ports and services from public and private agencies and organisations 
that provide assistance in the home for carrying out everyday activi-
ties.86 In the context of attendant supports for people with disabilities, 
the right to equal treatment in services may involve augmenting the 
service and/or adapting delivery methods in order to assist the client to 
receive and benefit from the service. The Supreme Court of Canada has 
held that when a service provider, such as a local government agency, 
chooses to supply a service or accord a benefit, they must do so on a 
non-discriminatory basis.87 If sexuality is an integral component of 
human identity, and personal attendant care is a service provided to 
facilitate independence and meaningful inclusion, it may be argued 
from a disability rights perspective that in order to benefit from the 
service and achieve equal citizenship, the person involved must be pro-
vided access to, and accommodation in, care services so that they may 
enjoy intimate fulfilment and sexual expression.88

It has been argued that assisted sexual expression comes within the 
ambit of personal care attendant services and therefore the provision of 
such services must be conferred in a non-discriminatory manner.89 
Howe contends that care providers should help their clients prepare 
for  social situations, and that an equity argument can be made to  
support public financing for sexual facilitation and sexual surrogacy.90 
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The range of services encompassed by assisted sexual expression are as 
broad and varied as the range of impairments for which attendant serv-
ices are provided, and may include: sex education, transportation, 
removal of clothing, transferring from wheelchair to bed, purchasing 
or applying birth control, etc.91 As one author asserts, “[b]ased on gen-
eral notions of pAS, sexual positioning certainly appears to be a com-
ponent of personal daily life activity.”92

In seeking assisted sexual expression, people with disabilities are 
simply invoking their right to equal treatment with respect to service 
provision and are availing themselves of an existing benefit; namely 
attendant services, a program explicitly created to provide support in 
daily living and personal care to enhance the integration and independ-
ence of people with disabilities into mainstream society.93 According to 
human rights principles, if assisted sexual expression was accepted as 
part of the right to equality in services, then the only exemption that 
would permit the proscription of this service would be the exception of 
reasonable accommodation short of undue hardship.94 This means that 
the right to equal treatment in services, and the duty to accommodate 
in such services, is qualified only to the extent that the service provider 
experiences “undue hardship.” Given the fundamental importance of 
ensuring that people with disabilities achieve equality, the Supreme 
Court has articulated a high standard for proving undue hardship.95
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The basic problem that people with disabilities in Canada face, before 
even securing attendant services to facilitate sexual expression, is sim-
ply ascertaining their rights and their agency’s policies and procedures 
regarding assistance with sexual practices.96 For example, the 2004 
AAC study involving persons with speech disabilities revealed that a 
number of adult participants living in group homes did not know if 
they were “allowed” to have sexual relationships within that setting.97 
The AAC study revealed that 65% of the participants had questions 
about an attendant’s role in assisting them with sexual activities, such 
as preparation, positioning, using safer sex supplies, birth control, 
bathing after sex and masturbation.98

Due to prevailing social prejudices that negate the sexuality of peo-
ple with disabilities, most service agencies have either largely over-
looked this issue or deliberately refused to address the concerns of 
people with disabilities to assisted sexual activity. A survey of clini-
cians’ attitudes on sexual relations between patients showed that atti-
tudes were primarily influenced by prejudices around the nature and 
location of the sexual act, as well as the gender of the patients. The 
researchers found that competence and consent were not correlated to 
staff attitudes, even though those are the norms of law and due proc-
ess.99 Similarly, group homes and other disability housing units also 
have failed to address the issue of sexual activity amongst residents and 
on the premises. A content analysis of policies on sex between inpa-
tients in psychiatric hospitals found that only 16% dealt with staff 
training.100

It is critical that attendant agencies and assisted living centres develop 
policies and guidelines to address these issues so as to foster a healthy 
living environment and ensure that their services are provided in a 
discrimination-free manner. As mcSherry and Somerville posit,  
“[h]aving a policy at the very least helps to establish a consensus regard-
ing  the way staff members should behave toward sexual activity 
among  persons in their care, and reduces the problem of individuals in 
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institutions having constantly to adjust their behaviour to differing 
attitudes of staff members”.101 mechanisms and policies must be created 
to assist people with disabilities to make decisions and access services 
that enhance their independence and capacity to engage in sexual 
expression.

v. Right to marry

Contemporary Western society has observed significant changes 
regarding the concept of marriage, the right to marry, who is consid-
ered “marriageable” and what are considered to be proper intimate 
relationships. For example, in North America, legal prohibitions against 
inter-racial or inter-religious marriage no longer exist and, in some 
jurisdictions, legislation has been enacted recognising the validity of 
same-sex marriages.102 Social attitudes are more tolerant of different 
types of relationships, such as common law relationships, care relation-
ships, age differences between partners, marriage amongst seniors and 
even matters of consanguinity. However, while social and legal under-
standings of marriage and personal relationships are dramatically 
evolving, society continues to hold negative ideas about the propriety 
of marriage for people with disabilities, and in particular, people with 
mental disabilities.103

The decision to marry and found a family is a right enshrined in 
Article 16 of the UDHR and this right is reinforced in other  international 
human rights instruments.104 Rule 9 of the Standard Rules requires 
States to ensure that laws do not discriminate against people with 
 disabilities with respect to marriage and further exhorts, “[t]aking into 
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account that persons with disabilities may experience difficulties in 
getting married and setting up a family, States should encourage the 
availability of appropriate counseling.” Given these international pro-
nouncements seeking to promote self-determination and dignity for 
people with disabilities with respect to marriage, restrictions on the 
right to marry must never be imposed based on stereotypical and 
 discriminatory notions about people with disabilities. The decision to 
marry is a deeply personal matter that involves the individual in a 
socially honoured pledge and legally recognised contract.

The stereotype that people with disabilities lack mental capacity to 
understand the nature of marriage is invoked frequently and globally 
to deprive people with disabilities of their right to marry and found a 
family.105 For example, marriage and guardianship laws in certain parts 
of the United States prohibit the marriage of individuals with intellec-
tual and mental disabilities.106

However, this stereotypical presumption and its enactment in legis-
lation conflicts with international human rights values of equality and 
full citizenship. The Principles for the Protection of Persons with Mental 
Illnesses clearly provide that a determination of mental illness does not 
equate with wholesale lack of capacity and that persons with mental 
illness have equal legal, economic, social and political rights as guaran-
teed to all persons in human rights law.107 The right to marry and found 
a family, as well as the right to privacy and family life, are entitlements 
guaranteed to people with disabilities in a variety of international trea-
ties. A number of human rights documents have recognised that the 
rights to marry and found a family have particular relevance to people 
with mental disabilities because of society’s tendency to correlate 
 mental disability with lack of capacity. As mcSherry and Somerville 
posit, “[i]t is one thing to have a requirement that marriage be fully 
 consensual, but another matter entirely to have a provision restricting 
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the right of individuals with intellectual disabilities or mental illness 
to marry.”108

marriage laws that directly or indirectly presume persons with men-
tal illness lack capacity to marry are discriminatory. Such laws violate 
the psychological integrity of people with mental disabilities by inter-
fering with a profoundly intimate and personal choice and undermin-
ing the individual’s basic freedom and autonomy to make life decisions 
about their future. by linking incapacity to marry with mental disabil-
ity, such marriage laws not only deny people with mental disabilities 
autonomy in a profoundly personal matter, but appear to suggest that 
such persons are not entitled to the respect and rights accorded to oth-
ers. This is inconsistent with the fundamental values of inherent dig-
nity and equality for people with disabilities recognised in international 
human rights law.

Furthermore, by spotlighting people with mental disabilities and 
treating them differently, any marriage legislation that does so, effec-
tively implies that the mental condition renders the person “unmar-
riageable” and in so doing, stigmatises and demeans their human 
dignity. A WHo report points out that “[e]xtreme poverty and social 
sanctions against marrying a disabled person mean that they are likely 
to become involved in a series of unstable relationships,”109 thereby 
exacerbating their vulnerable status.

The right to marry is one example of where social prejudices about 
disability, gender and sexuality intersect and adversely impact on the 
power of women with disabilities to enjoy intimate relations and expe-
rience the rights and responsibilities concomitant with marriage. There 
are strong misconceptions about the relationships of women with dis-
abilities: if a woman with a disability is single or living alone, this can-
not be by choice but rather because no one wants her; if she is in a 
relationship with a non-disabled person, he or she must be a special 
person who takes care of her or, conversely, a person who has a suspi-
cious desire to hide his or her own inadequacies or some other form of 
neurosis; if she lives with a disabled partner, they must have chosen 
each other simply because they are both disabled rather than for any 
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112 See Secker (1999) who argues that competence is a gendered and relational con-
struct and that women, due to their subordinate status in society, are susceptible of 
being labeled incompetent.

113 E. (Mrs.) v Eve, [1986] 2 S.C.R. 388. Eve’s mother applied for a court order seek-
ing that her 24-year-old “mentally retarded” daughter, Eve, be sterilised to prevent the 
possibility of pregnancy. The Court of Appeal approved a full-scale hysterectomy for 
Eve. The Supreme Court refused to authorise non-medically necessary sterilisation 
and overturned the Court of Appeal. Eve was described as “mildly to moderately 
retarded” and involved in a relationship with a male, who she met at her school for 
adults with mental disabilities. The Supreme Court noted, at paras 2–4, that Eve and 
her male friend talked about marriage, however the matter was brought to an end 
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sterilisation should never be authorised for non-therapeutic purposes. The irreversible 
nature of the intervention, the ensuing physical damage and the grave intrusion on the 
individual’s basic rights all outweighed the highly questionable benefits of a non-ther-
apeutic sterilisation.

other qualities they might have, and their relationship must be  
non-sexual.110

The prevalence of negative stereotypes that question the mental 
capacity of those with disabilities to enter into a marriage are especially 
problematic for women with disabilities. Women with disabilities are 
disproportionately and routinely labelled as incompetent, particularly 
with respect to issues of consent, sexuality and reproduction.111 Feminist 
and disability research highlights that women generally, and women 
with disabilities in particular, are at “special risk” of being constructed 
as incompetent.112 The leading Supreme Court of Canada case on steri-
lization, E. (Mrs.) v Eve,113 provides a clear example of this problem. 
Despite the positive outcome of the decision which endorsed a disabil-
ity-rights approach to sterilization, the Supreme Court nevertheless 
accepted the lower court’s characterisation of Eve, an adult female with 
an intellectual disability, as incompetent. Notwithstanding evidence 
that the young woman was fully integrated in her community, regularly 
attended a school for adults with disabilities and was interested in a 
romantic relationship with a peer pupil, the lower court found, and the 
Supreme Court did not question, that Eve was incapable of making 
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decisions regarding her personal relations and reproductive health. 
Discriminatory laws regarding marriage reinforce and further entrench 
such negative stereotypes about women with disabilities, while simul-
taneously violating their human rights.

marriage laws can no longer operate on the paternalistic assump-
tions that people with mental disabilities and women with disabilities 
do not have capacity to understand personal and intimate relationships 
and that therefore it is in their best interests for society to ensure that 
they refrain from engaging in such arrangements and forging such a 
bond. Such stigmatisation, loss of autonomy and interference with per-
sonal relationships violates the psychological integrity of people with 
disabilities and is contrary to human rights principles which seek to, 
“break down the barriers that stand in the way of equality for all.”114 As 
stipulated by the Standard Rules, governments need to develop and 
institute social and legal measures that enable people with disabilities, 
by means of education, counselling and appropriate services, to make 
informed choices with regard to intimate relations and marriage. A pre-
sumption of incapacity present in marriage laws offends the dignity of 
people with disabilities. to be in harmony with other disability rights 
protections entrenched in international human rights law, marriage 
legislation must be interpreted to promote independence and dignity 
of people with disabilities and therefore should operate on a presump-
tion that people with disabilities have the capacity to make personal 
decisions.115

vI. Right to Sexual & Reproductive Health

International human rights law recognises, through Article 12 of the 
ICESCR, the “right of every person to the highest attainable standard of 
physical and mental health.” This right to health has been interpreted to 
include the right to “a system of health protection which provides 
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equality of opportunity for people to enjoy the highest attainable level 
of health.”116 In Canada, section 3 of the Canada Health Act states that, 
“[i]t is hereby declared that the primary objective of Canadian health 
care policy is to protect, promote and restore the physical and mental 
well-being of residents of Canada and to facilitate reasonable access to 
health services without financial or other barriers.”117 Concomitantly, 
provincial health insurance plans provide universal, comprehensive 
and accessible health care to all Canadian residents.

However, while the majority of Canadians receive the medical serv-
ices they need, women with disabilities experience significant barriers 
in accessing sexual and reproductive health services. physicians often 
lack knowledge about sexuality issues particular to women with disa-
bilities and do not know how to adapt their practices in order to serve 
them better. Despite laws and policies that prohibit discrimination in 
services on the ground of disability,118 medical facilities are often physi-
cally inaccessible,119 or services are provided in an inaccessible man-
ner.120 one author describes how women with disabilities are denied 
necessary health services because of numerous:

environmental, attitudinal and information barriers. For example, many 
physically disabled women can’t access standard diagnostic equipment. 
We can’t stand before scanners, climb onto high tables, or wrench our 
legs into stirrups. Consequently, we are less likely to have mammograms 
and regular pap tests.121

moreover, because women with disabilities are seen as asexual and 
unable to procreate, the sexual and reproductive aspects of their health 
care are often neglected.
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In accordance with the right to health and human rights principles, 
women with disabilities in Canada must be provided equality in access-
ing and benefiting from health care services. This is consistent with the 
equality rights values articulated by the Supreme Court of Canada in a 
variety of cases about disability services and health care. The Court has 
stated that public officials must be sensitive to differences in the actual 
needs of vulnerable groups in order to protect their equality rights and 
the government is under a positive duty to provide accommodation to 
address those differences.122 The Supreme Court has also held that dis-
crimination may accrue from a failure to ensure that the people with 
disabilities benefit equally from services offered to the general public.123 
We see that women with disabilities are routinely denied these rights in 
the area of contraception, obstetrical care and reproductive health.

(i) Contraception

Women with disabilities experience difficulty in accessing accurate 
information about contraceptive options and gaining access to contra-
ceptives. While it is standard practice for gynaecologists to ask their 
patients of reproductive age about birth control, this matter is not auto-
matically put to women with disabilities, especially those who have 
physical disabilities, as it is often assumed that they are not sexu-
ally  active.124 Women with disabilities therefore are compelled to raise 
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In D.m. Krotoski, m.A. Nosek & m.A. turk (Eds.), Women with physical disabilities: 
Achieving and maintaining health and well-being (pp. 81–90). toronto: paul H. brooks 
publishing.

126 Dotson et al., supra note 51 at 198.
127 Ibid., 198.
128 Ibid., 198.
129 Welner, supra note 125 at 81.
130 Ibid., 84.
131 Ibid., 81; basson, supra note 110 at 362.

the subject themselves, which can be uncomfortable for some 
individuals.125

Research indicates that, as with other issues of gynaecological care, 
when prescribed contraceptives, such as birth control pills and Depo-
provera injections, women with disabilities are routinely given little or 
no explanation and description about why and how contraceptives are 
to be used, the side effects, or alternative forms of contraception.126 
Doctors, parents and caregivers often fail to provide adequate educa-
tion regarding birth control. Consequently, not only are women with 
disabilities deprived of important information about contraception 
usage, they can be unaware of what it is that they are using and even left 
ignorant about the fact that that they are, indeed, using it.127 For women 
with disabilities this situation, “serves to perpetuate a lack of control 
over reproductive choices just as forced sterilization did in the past.”128 
This failure to ensure fully informed access to appropriate birth control 
undermines the ability of disabled women to control their fertility, 
impinges on their right to self-determination and strikes at their physi-
cal and psychological security.

There is also a lack of information among health care professionals 
about the most appropriate contraceptive methods for women with 
disabilities.129 The impact of hormonal agents such as non-estrogenic 
contraceptives (for example, Norplant) on underlying disabilities has 
not been well studied.130 It is believed that estrogen-containing oral 
contraceptives may not be appropriate for women with mobility 
 impairment because of their increased risk of thrombotic predisposi-
tion.131 According to some researchers, estrogen and progesterone have 
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an impact on seizure thresholds.132 These issues require further research 
in order to establish guidelines for contraception methods for women 
with disabilities.

The Supreme Court of Canada issued a strong pronouncement in 
Eve that non-therapeutic and non-consensual surgical sterilisation 
must never take place. However, women with disabilities continue to 
experience the same pervasive social prejudices and attitudes that 
shaped and justified past sterilisation practices with respect to their 
sexual and reproductive capacity. In most cases, these attitudes are a 
reflection of the concerns of society, and in particular the individual’s 
family, about the impact of a pregnancy on the disabled woman and 
her caregivers. The fear is that the disabled woman will not be able to 
manage her own fertility to prevent pregnancy or, especially in an insti-
tutional setting, that her vulnerability will make her an easy target of 
sexual abuse leading to pregnancy. In both cases, the woman with a 
disability is regarded as an object of care and reconfiguration. to liter-
ally carve out the reproductive capacity of the body of the disabled 
woman is viewed as the better and more convenient option rather than 
placing responsibility on those who are entrusted with her care and 
protection.

While it is clear that Canadian courts will not approve the non-ther-
apeutic sterilisation of persons who are mentally disabled, courts 
appear to accept less intrusive methods to secure similar results. In an 
Alberta case called Re C.M.L.,133 the Surrogate Court determined the 
propriety of the public Guardian’s decision to consent to the insertion 
of an Intrauterine Device (IUD) for C.m.l, a 45 year-old sexually active 
woman, who was under guardianship. According to the judgment, 
C.m.l. stated that she did not want to get pregnant but was having dif-
ficulty with birth control pills and condoms. The Court concluded that 
the insertion of an IUD was the best and least intrusive method of 
complying with C.m.l.’s wish to avoid a pregnancy. Regarding the cri-
teria to be applied however, the Court suggested that there was a lower 
threshold concerning consent when dealing with “functional steriliza-
tion” of an IUD as opposed to surgical sterilization. The Court stated 
the consideration was simply the best interests of the dependent adult.134 
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Despite the lack of consent, the Court appears to conclude that non-
therapeutic “functional sterilization” was in C.m.l’s best interests. The 
Court’s finding clearly implies that the reproductive rights and rights to 
bodily integrity of adults with mental disabilities may be infringed 
more easily in cases where less drastic means than surgical sterilisation 
exist.

This line of reasoning leaves open the possibility that Norplant 
implants, for example, could be justified on this basis, notwithstanding 
the multitude of complications and side effects that are often associated 
with their use. We need to question why medical interventions, even 
those less invasive than surgery, should ever be justified on the basis of 
best interest unless there is a reason for the intervention beyond the 
existence of disability. And, when the procedure in question is one 
which affects the reproductive capacity of non-consenting women with 
mental disabilities we need to be particularly vigilant to ensure that it is 
carried out for therapeutic reasons only. Although the language of the 
Court implies a paternalistic prejudice against a woman with disability 
exercising reproductive choice, Re C.M.L. can instead be viewed as the 
Court respecting the reproductive wishes of a dependent woman, thus 
enhancing her dignity.

(ii) Obstetric Care

Consistent with human rights legislation, the Code of Ethics of the 
Canadian medical Association (CmA) imposes a duty on physicians to 
not discriminate against a patient in providing medical services. Section 
17 of the Code provides that while a physician may refuse to accept a 
patient for legitimate reasons, a doctor must not discriminate against a 
patient on protected grounds, such as medical condition, physical or 
mental disability.135 These laws and policies confirm the right of women 
with disabilities to have access to the services and support of health 
care professionals when they are, or wish to become, pregnant. However, 
the reality that women with disabilities experience is entirely different. 
In addition to the physical inaccessibility of doctors’ offices, hospitals 
and birthing centres, women with disabilities contend with degrading 
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messages and stereotypes about their ability to fulfil the role of a par-
ent. The pervasive biases that women with disabilities face include:

fears that a disabling condition may be passed on to a child; assumptions 
that disabled women cannot nurture, care for, or discipline children; the 
belief that mobility is essential for childrearing; and notions that a moth-
er’s disability would be a hardship to her children.136

Health care professionals and others routinely opine that a woman with 
a disability should not get pregnant or continue the pregnancy if there 
is a risk that the child could inherit the disability.137 These pejorative 
assumptions and judgments undermine women’s sense of self-worth 
and intensify their insecurities about motherhood.138

The difficulty that women with disabilities experience in gaining 
access to meaningful obstetrical care also reflects the paucity of knowl-
edge and research about the specific issues related to pregnancy and 
birth for them.139 Though the SoGC and the CmA have established 
guidelines for obstetrical care, these do not address the particular needs 
of women with disabilities.140 This omission signals at least three mis-
apprehensions about women with disabilities and their reproductive 
health needs. Firstly, disabled women will not, or do not, get pregnant. 
Secondly, disabled women who are pregnant, or who are contemplat-
ing pregnancy, have needs and interests that are generic to all women. 
lastly, since disabled women have no needs or interests that ought to 
be considered by obstetricians and gynaecologists, there is no reason to 
fashion guidelines specific to the condition of women with disabilities. 
However, while women with disabilities who are pregnant share con-
cerns with all prospective mothers – concerns about their own health 
maintenance and that of their future child, in addition to concerns 
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about their ability to care for their babies – some women with disabili-
ties must also contend with the, “possible interactions between preg-
nancy and disability.”141 This failure to address the unique needs of 
women with disabilities in securing obstetrical care suggests pregnant 
disabled women are unworthy of care and attention, reinforces stereo-
typical assumptions about their ability to become parents and denies 
them equality in health services.

because physicians remain the primary source of information about 
pregnancy, childbirth and parenting, and because they are the primary 
arbiters of care, physicians need further and better information 
about the unique implications of pregnancy for women with  disabilities. 
The particular risks of pregnancy for women with various disabilities, 
the mutual impact of the disability and pregnancy and, in particu-
lar, the accommodations necessary to make care physically accessible 
and more supportive all require further exploration and research.

Given the multitude of attitudinal and physical barriers that women 
with disabilities face in reproductive services, they need, not only phys-
ically accessible, but also psychologically supportive, obstetrical care. 
This approach views women with disabilities as knowledgeable about 
their own bodies, health needs and experiences. It is also an approach 
where women with disabilities who wish to enjoy the experiences of 
pregnancy, childbirth and parenting are not prejudged as incapable 
mothers, but are supported in meeting the challenges that these experi-
ences inevitably bring. This approach is consistent with disability rights 
and equality principles in that it shifts the focus away from the so-called 
expertise of the medical professional to respecting and accommodat-
ing the needs, interests and decisions of the woman as integral to pro-
viding her with the best obstetric care.

(iii) Reproductive Assistance

Though most disabilities do not directly impact fertility, many women 
with disabilities have difficulty in achieving pregnancy. And just as they 
struggle to find an obstetrician who will take them on as a patient dur-
ing their pregnancy, women with disabilities also face barriers when 
trying to find a specialist who will help them become pregnant.142
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In Canada, the Assisted Human Reproduction Act (AHR Act)143 regu-
lates the use of assisted human reproductive technologies. This legisla-
tion is particularly relevant to women with disabilities in at least two 
respects, each of which is found under the Act’s statement of principles. 
First, the AHR Act recognizes that, “women more than men are directly 
and significantly affected,” by these technologies,144 and that, “the health 
and well-being of women must be protected in the application of these 
technologies.”145 Second, the AHR Act declares that “human individu-
ality and diversity” must be preserved and protected.146 This principle 
could be relied upon by women with disabilities who wish to avail 
themselves of assisted reproductive technology. At the same time, the 
first principle declares that the health and well-being of children cre-
ated through these technologies must be given priority in any 
 decision-making regarding their use. While this principle has not been 
interpreted by any court, it could be construed negatively against 
women with disabilities if the social perception prevails that their 
potential children would be at a disadvantage, either due to the risk of 
inheriting a disability themselves, or the alleged challenges of having a 
parent with a disability. The AHR Act is also problematic in that it 
explicitly proscribes certain uses of reproductive technology, including 
sex-selection, while implicitly allowing the use of technology to test for 
and abort foetuses with genetic markers for certain conditions or to 
select against embryos identified with genetic markers for undesired 
traits or conditions. Women with disabilities in particular may feel 
pressure to make use of reproductive services for these ends.147

The Canadian Charter of Rights and Freedoms and provincial human 
rights statutes also apply to assisted reproductive services, and man-
date that there be equal access to such services without discrimina-
tion.148 The Joint Policy Statement on Social Screening and Reproductive 
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Technologies149 adopted by the SoGC and the Canadian Fertility and 
Andrology Society provides some guidance regarding when physicians 
can refuse to provide access to reproductive services to a woman. It 
states that no groups of individuals should be denied, as a group, access 
to reproductive technologies. However, individuals who are believed to 
be potentially incapable parents should be denied. The policy states: 
“The primary concern should always be, not for the ability of a person 
to have a child, but for the prospective child to have a responsible par-
ent.”150 Though the policy prohibits blanket discrimination against 
groups of persons, it does offer a physician the option to refuse to pro-
vide services to a woman with a disability should he or she believe that 
the individual lacks the capacity to be a responsible parent. Given the 
biases that women with disabilities face when they want to become 
mothers, the possibility for physicians to refuse their assistance seems 
very real. In effect, the policy entitles a physician to exercise extra scru-
tiny in determining the potential for parenthood of women who are 
disabled, something which is not immediately apparent with others.

A further barrier to access to assisted reproductive services is the 
characterisation of these services as not medically necessary, and there-
fore not covered by provincial health insurance programs. In all prov-
inces (except for ontario which covers the cost of three treatment 
cycles of in vitro fertilisation (IvF) in cases of bi-lateral fallopian tube 
blockage151) patients (or their private health insurance plans) must bear 
the cost of assisted reproductive services and of the required fertility 
drugs and hormones. As few women with disabilities have the financial 
resources to assume such costs, their access to these services is even 
further limited.152
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limit due to rationed health care funding. See also Auton (Guardian ad litem of) v 
British Columbia (Attorney General) [2004] 3 S.C.R. 657, wherein the province’s failure 
to fund a specific type of autism treatment was challenged as a violation of the consti-
tutional right to equality. The Supreme Court concluded that the treatment was not a 
“core” medical benefit and thereby not provided under Canada’s health care laws, argu-
ing that there was no evidence that the government’s refusal to fund the autism therapy 
was any different from the approach the government would take in regards to other 
emerging, novel therapies.

The struggle for reproductive choice was one of the primary political 
battles of feminism in the twentieth century. Yet, for women with dis-
abilities the struggle for reproductive choice is still far from over. 
matters which have long been affirmed as areas of private and inti-
mate  decision-making in the wider society – access to and choice of 
contraceptive methods, and decisions about becoming a parent, for 
example – must still be fought for in public by women with disabilities. 
moreover, matters which are widely regarded as social rights in 
Canada, such as access to quality reproductive health and  antenatal care, 
are not routinely provided to women with disabilities; still less available 
are access to leading edge technologies and therapies for  infertility treat-
ment. For there to be a meaningful right to exercise self- determination 
with respect to sexual and reproductive health, women with disabilities 
should, like their non-disabled cohorts, be able to freely choose to be 
sexually active without fear of pregnancy, as well as be able to choose if, 
when and how to become pregnant. In order to achieve equality with 
respect to reproductive rights and sexual citizenship, women with dis-
abilities must be given equal opportunity to and benefit of contracep-
tive options, obstetric care and reproductive support services.

vII. Right to Found a Family

The myths and assumptions that hamper efforts of women with disabil-
ities to access sexual and reproductive health services also impose bar-
riers to their parenting activities. Indeed, while society generally views 
family life and parenting as desirable roles for women, it is less under-
standing of, and much less accommodating to, women with disabilities 
who wish to parent. According to Anita Silvers, “[w]hile other women 
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are expected to become mothers and may even be called upon to defend 
their choice to remain childless, women with disabilities are criticized 
for becoming pregnant.”153 once they do have children, women with 
disabilities are, “expected to prove that retaining their maternal roles is 
compatible with their children’s welfare.”154 often it is assumed that 
women with disabilities are incapable of caring for their children 
because they are perceived as passive and dependant. The assumption 
is that rather than being caregivers to their children, they must be cared 
for by them.155

Some women with disabilities report that even when they are with 
their children, their motherhood is denied. The people they meet 
assume that the children are not their own: that they are their personal 
attendants or someone else’s children. moreover, their decision to have 
children may be judged as selfish or unfair given their perceived short-
comings as disabled persons, but also given the possibility that they 
would give birth to a disabled child.156 In addition to these attitudinal 
barriers, women with disabilities face various challenges in their roles 
as parents. These may be linked to a multitude of factors including: the 
nature of their disability; changes to their health status; relationships 
with their partners (or lack thereof); the security or precariousness 
of their economic status; the (un)availability of supports and serv-
ices; their child’s unique needs; and changes in their children as they 
mature.

various international instruments speak of the right to found a fam-
ily, the importance of the parent-child relationship, and the need of all 
parents to be supported in their efforts to nurture and care for their 
children.157 Rule 9(2) of the Standard Rules emphasises that States 
should promote the full participation of people with disabilities in fam-
ily life and, in particular, disabled persons must not be denied the 
opportunity to experience parenthood. Rule 9(3) of the Standard Rules 
provides that, “States should promote measures to change negative atti-
tudes towards marriage, sexuality and parenthood of people with dis-
abilities, especially of girls and women with disabilities, which still 
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158 CRC preamble and Article 2.

prevail in society.” one international document even addresses the 
rights of children who have parents with disabilities. The Convention 
on the Rights of the Child recognises that the family is “the fundamen-
tal group of society and the natural environment for the growth and 
well-being…of children,” and that children should not be discrimi-
nated against because of their parents’ identities, including when the 
parent has a disability.158 by recognising that parenting is a challenging 
responsibility for everyone and that a diverse range of supports are cru-
cial in order to succeed in this role, international human rights princi-
ples implicitly endorse the rights of people with disabilities to support 
services to facilitate their parenting duties. However, even within inter-
national human rights discourse and literature, greater recognition 
must be paid to the linkages between social prejudices, systemic dis-
crimination and barriers that cause the isolation and marginalisation 
of parents with disabilities and thereby contribute to the victimisation 
of their children.

mothers with disabilities confront challenges in accessing the serv-
ices and assistance they need to enable their parenting activities. These 
challenges reflect the myth of the self-sufficient family perpetuated in 
western culture. In this view of the family, dependence on external 
resources is not normal; it is exceptional and generally must be tempo-
rary in nature. parents must therefore be self sufficient and able to fulfil 
the needs of their children on their own. As society accepts this myth, 
mothers with disabilities are penalised if they cannot achieve self- 
sufficiency without having recourse to external assistance for their 
parenting activities. They risk being identified as neglectful or abusive 
and having their children removed from their care. They may also face 
discrimination as they attempt to form a family, either in forming a 
relationship, bearing their own children or in trying to adopt.

Just like non-disabled mothers, women with disabilities require sup-
ports to be good parents. Unfortunately, unlike non-disabled mothers, 
women with disabilities are viewed as less maternal and unfit to parent 
and reliance on social supports is perceived to be a sign of weakness. In 
Eve v Eve, the Supreme Court of Canada expressly highlighted the need 
to infuse human rights values into society’s understanding of what it 
means to be a “fit” parent. Responding to the government’s argument 
that sterilisation may be necessary where the disabled individual’s  
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“fitness to parent” was in doubt, Justice la Forest confronted negative 
stereotypes regarding the ability of persons with mental disabilities to 
be suitable parents and explicitly acknowledged that this inquiry is 
“value-loaded.”159 la Forest J. further recognized that, while disability 
has a tendency to correlate with poverty, the problem of lack of finan-
cial resources to be a proper parent “is a social problem, and one, 
moreover, that is not limited to incompetents.”160 These obiter com-
ments reveal the Supreme Court’s sensitivity to the fact that childhood 
deprivation has more to do with household poverty, and less to do with 
whether the parent has a mental disability.

one of the principal areas where mothers with disabilities confront 
systemic discrimination is in their interaction with the child protection 
system. mothers with disabilities are often subjected to increased scru-
tiny from child protection agencies as they are often assumed to be 
incapable of caring for children, believed to be “unfit,” or viewed as 
poor role models. In addition, child protection workers, who may have 
little or no training in disability, may transfer their negative assump-
tions about the parenting abilities of women with disabilities into their 
encounters with the women they are investigating.161 Furthermore, the 
child protection system can be insensitive to the socioeconomic con-
text of the family, including lack of supports, poor health, unemploy-
ment and abuse, which place parents with disabilities and their children 
at increased risk of neglect and harm.

pursuant to Canadian child welfare legislation,162 if a child is thought 
to be in need of protection because the child has suffered or risks suf-
fering at the hands of his or her caregiver, a warrant may be issued 
authorising a child protection worker to remove the child from his or 
her home and bring him or her to a place of safety until a hearing is 
conducted to determine whether the child is in need of protection.163  
A variety of actors and circumstances may therefore initiate the child 
protection process.
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164 Keung, N. The Toronto Star (march 5, 2002) at p. b.03.
165 Nova Scotia (Minister of Community Services) v F(B) (2003) 219 N.S.R. (2d) 67.

The case of 27-year old single, deaf mother whose newborn child 
was apprehended illustrates how the system can work to the detriment 
of women with disabilities. The deaf woman was the subject of a negli-
gence complaint by her landlord, who complained to the local Children’s 
Aid Society (CAS) that the mother did not respond to her infant’s cry-
ing and that her baby-monitoring device was not functioning. The 
police and CAS workers apprehended the infant and because the 
authorities were not accompanied by an interpreter, they were unable 
to communicate with the mother. She did not understand why or where 
they were taking her child. She was merely handed a business card. The 
mother, arguing that her baby, like many others, simply cried more 
during the night, obtained help from social agencies for the deaf. Her 
child was eventually returned to her after a hearing before the Family 
Court.164 These events are disturbing in their illustration of the preju-
dices that mothers with disabilities must endure: because she was per-
ceived as a suspect mother from the start, her credibility was judged 
inferior to that of the landlord and consequently, there was little need 
to ensure due process by obtaining her version of the events or inform-
ing her of the reasons for the apprehension of her child. The authori-
ties’ biases against and indifference to the mother’s rights is evidenced 
by their failure to bring a trained interpreter to explain the process and 
legal basis and ramifications of the apprehension. Clearly, the deaf 
mother had already been judged unfit.

A determination by the courts on the question of whether a child is 
in need of protection under the Child and Family Services Act involves 
a consideration of the available evidence about the parent’s skills and 
ability to care for and to meet the child’s needs. In Nova Scotia (Minister 
of Community Services) v F. (B.), a 2003 case involving two parents with 
mental disabilities, the Court held that the parents’ disabilities should 
not be a concern if they can provide a loving, caring and risk-reduced 
home.165 The parents were found to have limited cognitive ability, and 
after several years of involvement with home care support services and 
parenting skills programs, the minister of Community Services sought 
to place their children under permanent care and custody. The Court 
found that it would not be in the children’s best interests to remove 
them from their parents’ care and recognised that there were external, 
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informal supports that contributed to the children’s upbringing. This 
approach represents an example of where the legal system was prepared 
to eschew disability stereotypes and undertake a contextual analysis of 
the situation. The majority of cases, however, do not explicitly question 
the suitability of support services for women with disabilities and rarely 
do the courts delve into the question whether the support services pro-
vided to the disabled parent correspond to her needs and capacities, 
and truly enable her to care for her children.

time is a factor that may pose an additional challenge to moth-
ers with disabilities involved with a child protection society. many 
women with disabilities may require long-term or ongoing support, an 
option which may be rejected by the courts and the child protection 
societies who hold the view that parents should be self-sufficient. once 
their child has been apprehended, disabled mothers may have difficulty 
securing the child’s return. Under the Child and Family Services Act, a 
child may be kept as a ward up to 12 months for children who are less 
than 6 years old and to 24 months for children aged 6 and over (section 
70). The objective of these provisions is to provide as much stability as 
possible to the children who are under the state’s care. However, this 
may place women with disabilities in general, but particularly those 
who have mental disabilities, at a disadvantage given that they may 
need longer to develop the abilities deemed necessary to care for their 
children.

Examples of such situations include Children’s Aid Society of the 
Niagara Region v M.C.,166 wherein the Court recognised that, the intel-
lectually disabled mother had made some progress “[b]ut time is her 
enemy. [Her children] need a stable relationship now. They cannot 
wait.”167 Similarly in the case of Children’s Aid Society of the County of 
Simcoe v S, the mother, who had cognitive limitations and personality 
disorder, lost her children even though she had taken steps to stabilise 
her life and undergone treatment. The Court found that the necessary 
changes with respect to mother’s abilities could not be concluded in the 
necessary time frame which would permit the child to be returned to 
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his mother’s care. The Court concluded that the importance of the bio-
logical relationship and the child’s development of a bond in relation-
ship with his mother are outweighed by the need to promote his overall 
development in a safe environment.168

The foregoing analysis reveals that disabled mothers, especially those 
with mental disabilities, often find themselves embroiled in a surveil-
lance system that is ill equipped to address their disability-related 
needs. Not only is their competence to mother already questioned by 
operation of myths and stereotypes about disability, but often services 
and supports which might be of assistance in carrying out their parent-
ing role are not available or are inadequate to meet their specific needs. 
This is not to suggest that the involvement of child welfare officials in 
the lives of disabled mothers is never appropriate or that orders in 
favour of the state for guardianship are never warranted. The experi-
ence of women with disabilities suggests quite plainly that an adver-
sarial relationship with the state and state agencies does not meet the 
needs of children or those of mothers with disabilities. The problem is 
how to redirect the attention of the state and state agencies towards an 
enabling role, which recognises the abilities of women with disabilities 
as mothers and enters into dialogue with them over the most appropri-
ate supports to assist them in devoting the kind of care and attention to 
their children they are capable of giving.

vIII. Conclusion

International human rights law has endorsed women’s rights to sexual 
education, reproductive health services and the right to found a family. 
Indeed, several international Human Rights Committees have recog-
nised the integral connection between the right to access and benefit 
from sexual and reproductive information, counselling and health 
services and the ability of women to enjoy equal citizenship in society. 
However, this understanding has not translated into advancing and 
protecting the rights of women with disabilities. Due to the tendency to 
view women with disabilities as genderless and sexless, society has 
marginalised the social and economic issues that are critical to pro-
moting their parenting, sexual and reproductive rights, including 
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access to sexual education and reproductive services. Further, strong 
myths continue to prevail about the sexual and intimate lives of women 
with disabilities. because women with disabilities are seen as asexual 
(or sexually inadequate), not desirable, and incapable of ovulating, 
menstruating, conceiving or giving birth, it is imagined that women 
with disabilities do not need information or services with respect to 
contraception, safe sex, or childbearing.

In many instances with respect to nurturing, sexual and reproduc-
tive rights, the law in Canada does not actively discriminate against 
women with disabilities. Instead, we see that the law imposes burdens 
or erects barriers which adversely affect or impede women with disa-
bilities from exercising and enjoying sexual and reproductive citizen-
ship. The harmful effects of such indirect discrimination must not be 
underestimated. Canadian disability and equality rights jurisprudence 
makes clear that failure to accommodate the needs and interests of the 
disability community undermines the capacity of people with disabili-
ties to participate in society and constitutes a violation of their human 
rights. little scholarship, and even less jurisprudence, has tackled the 
concerns of discrimination experienced by women with disabilities in 
relation to their sexual and reproductive rights. The disability rights 
movement itself has not prioritised issues of sexuality and reproduc-
tion, instead focusing on the elimination of discrimination in employ-
ment, education and housing.169

Thus, despite international pronouncements enshrining women’s 
rights in these areas, we see that in most situations involving their sex-
ual, parenting, and reproductive interests, women with disabilities are 
denied the benefits and services that are ordinarily available to other 
women. This differential treatment often springs from the conception 
that disabled women are genderless and sexless, and is further precipi-
tated by negative views about the propriety and ability of women with 
disabilities to engage in intimate relations and to become parents. The 
time has come to see women with disabilities differently and to recog-
nise the fundamental role of parenting rights and sexual and 
 reproductive health in enabling women with disabilities to secure full 
citizenship.

In an environment that already restricts the social interaction of 
women with disabilities through barriers to mobility and communica-
tion, women with disabilities find their social isolation compounded 
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by the denial of their sexuality and by the deprivation of opportunities 
for intimacy. Health professionals and family members appear acutely 
uncomfortable with the prospect of educating and enabling women 
with disabilities to fulfil themselves as sexual and reproductive human 
beings. It is as if society’s gaze cannot encompass the capacity of women 
with disabilities for intimate fulfilment as sexual partners and parents. 
by erasing intimate relations from the lives of women with disabilities, 
broader society detaches them from the important bonds through 
which members of society relate to one another.

Women with disabilities have inherent dignity and worth and are 
entitled to equal access and opportunity to the supports and services 
that meaningfully enable their full participation in intimate relations 
and social inclusion. This involves recognising that sexuality is essen-
tial to identity, social and personal interaction and physical and mental 
health. The right of women with disabilities to sexual and reproductive 
citizenship includes the right to exercise and express sexuality freely; to 
be safe from sexual abuse and discrimination; to have access to repro-
ductive health information and services; to make informed decisions 
about one’s own body; and, if one choose to do so, to experience parent-
ing. Upholding these important rights requires sensitivity to the unique 
challenges women with disabilities experience in participating in sex-
ual and reproductive activities, ensuring accessible sexual education 
and reproductive health services and parenting supports and services. 
Further, the right to self-determination and autonomy in deciding 
whether to engage in intimate contacts and establish long-term 
 relationships or marriage are fundamental rights of all citizens. These 
rights must be promoted and protected to ensure that women with dis-
abilities can reach their full potential as equal and valued members of 
society.
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PRice v UK: THE ImPoRTAnCE of HumAn RIGHTs 
PRInCIPLEs In PRomoTInG THE RIGHTs of DIsABLED 

PRIsonERs In THE unITED KInGDom

Angela Laycock

There has been a significant change in the position of prisoners with 
disabilities in the united Kingdom (uK) during the first decade of the 
twenty-first century, much of which can be attributed to the influence 
of human rights principles on uK law. It is indeed no coincidence that 
this change has coincided with the passage of the Human Rights Act 
1998 which, when it came into force on 2nd october 2000, was Bringing 
Rights Home1 by incorporating the majority of the articles of the 
european convention for the Protection of Human Rights and 
Fundamental Freedoms 1950 (ECHR) into domestic law. Perhaps, how-
ever, a more significant contribution to the promotion of the rights of 
disabled prisoners occurred in international law, under the jurisdiction 
of the European Court of Human Rights (ECtHR) in Price v UK,2 when 
Article 3 of the ECHR was mobilised to gain recognition for the needs 
of prisoners with disabilities at a time when the existing law left this 
group of human beings without civil protection. subsequent changes  
to the Disability Discrimination Act 1995 through the Disability 
Discrimination Act 1995 (Amendment), Regulations 2003 and the 
Disability Discrimination Act 2005 will probably ensure that such a case 
remains unique in uK jurisprudence. Price v UK’s importance, how-
ever, will remain undiminished as a demonstration of the legal poten-
tial of a human rights approach as a vehicle for promoting the rights of 
people with disabilities, who otherwise might have found themselves 
outside the protection of the law.
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The aim of this chapter is to provide an analysis of the effect of a 
human rights approach on the treatment of disabled prisoners in the 
uK and to explore its potential for promoting the legal rights of disa-
bled people. The chapter opens with an examination of Price v UK, in 
which it is argued that the case demonstrates the effective mobilisation 
of human rights principles in case law to promote the rights of disabled 
prisoners. This theme is developed through an examination of cases 
brought before the ECtHR since 2001, involving prisoners with disabil-
ities and medical conditions, which have further developed the juris-
prudence of human rights and disability. This is followed by a discussion 
of the recent inclusion of disabled prisoners in uK disability legislation 
and their gradual acquisition of equality of treatment in the domestic 
law of the united Kingdom, since Price v UK. It is argued that these 
changes can be attributed to a change in the rights paradigm –  
from  acceptance of the legal exclusion of disabled prisoners to a posi-
tive duty to include and promote their human rights to dignity and 
equality – a change in fact from a civil to a human rights approach.

Price v UK: mobilising Human Rights Law

Though judgment in Price v UK was not given until 10th July 2001, the 
period of imprisonment which gave rise to this action in the ECtHR 
was, in fact, three days in January 1995.3 Coincidentally, this occurred 
during the same year as the enactment of the Disability Discrimination 
Act 1995, the first statute in the uK to grant civil rights to people with 
disabilities. on 23rd July 1996, ms Adele ursula Price lodged her appli-
cation against the united Kingdom of Great Britain and northern 
Ireland with the European Commission of Human Rights under former 
Article 254 of the ECHR5 alleging that, “her committal to prison and 
her treatment in detention violated Article 3 of that Convention.”6
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The court’s account of the circumstances of the case not only high-
lights the degree of ill-treatment that could be suffered by disabled 
prisoners at the time but, more importantly, their exclusion – both 
express and implied – from legal protection under uK law. It is possible 
to identify mistreatment by three public authorities: Lincoln County 
Court (whose judge arguably failed in his duty to ms Price by commit-
ting her to prison for contempt of court); the authorities of Lincoln 
Police station; and new Hall Women’s Prison, Wakefield. In the latter, 
ms Price was held in conditions which the ECtHR found to be “degrad-
ing” and which, as Judge Greve observed, “violated not only specific 
provisions but the entire spirit of the Standard Minimum Rules for the 
Treatment of Prisoners adopted on 30 August 1955 by the first united 
nations Congress on the Prevention of Crime and the Treatment of 
offenders.”7 While Lincoln County Court was exonerated by statute, 
the principles of negligence failed to provide a remedy at common law 
for ms Price’s treatment by the police and prison authorities.

When ms Price refused to answer questions about her financial posi-
tion during civil proceedings against her for recovery of a judgment 
debt, the trial judge committed her to new Hall Women’s Prison for 
seven days for contempt of court. Judge Bratza, on agreeing with the 
verdict of violation of Article 3, took the opportunity with Judge Costa 
to comment separately because he wished “to make clear that in my 
view the primary responsibility for what occurred lies not with the 
police or with the prison authorities…but with the judicial authorities 
who committed the applicant to an immediate term of imprisonment 
for contempt of court,”8 explaining that he could “see no justification 
for the decision to commit the applicant to an immediate term of 
imprisonment without at the very least ensuring in advance that there 
existed both adequate facilities for detaining her and conditions of 
detention in which her special needs could be met.”9 A justification did, 
however, exist in the form of statute law: section 12(1) of the Prison Act 
1952 provides that “a prisoner, whether sentenced to imprisonment or 
committed to prison on remand or pending trial or otherwise, may be 
lawfully confined in any prison.”

ms Price’s attempts at common law to gain redress for her treatment 
at Lincoln Police station and new Hall Women’s Prison were equally 
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unsuccessful. Because her case had been heard in the afternoon, it was 
too late for her to be taken directly to Wakefield. Instead, she was “law-
fully confined” under s 12 of the Police Act 1952, to a cell at Lincoln 
Police station. However:

[t]his cell, which contained a wooden bed and a mattress, was not spe-
cially adapted for a disabled person. The applicant alleges she was forced 
to sleep in her wheelchair since the bed was hard and would have caused 
pain in her hips, that the emergency buttons and light switches were out 
of her reach, and that she was unable to use the toilet since it was higher 
than her wheelchair and therefore inaccessible.10

The evidence from the notes written by the doctor who examined her 
around midnight on 20th/21st July 1995 seems to support these 
allegations:

Patient complained of feeling cold, headache and queasy, (no food since 
admission – offered but refused)…Talking quite sensibly, not obviously 
hypothermia, seated in wheelchair. Tells me unable to lie flat and sleeps 
on sofa, sitting up, at home. on Erythromycin for ear infection. on 
examination ears nAD nystigmus J36. unfortunately the facilities avail-
able in the cells for this type of disabled person (sic). Really requires a 
room temp in the high 70’s as not moving/not able to move around.11

Part of the reason for her not being able to move around to any great 
extent was that a court officer had refused her permission to take with 
her the battery charger for her wheelchair on the grounds that “this 
would be considered a luxury item.”12

on 21st July, ms Price was taken to new Hall Women’s Prison where 
she was detained until the afternoon of 23rd July1995.13 Though accom-
modated in a cell in the prison’s Health Care Centre, which had a 
wider door for wheelchair access, hand pulls in the toilet recess and a 
hydraulic hospital bed, the conditions of her detention were inadequate 
for the needs of a person with her disabilities. Dr Kidd, the prison doc-
tor who examined ms Price on her committal, made the following 
observations:
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new reception.

Thalidomide victim with numerous deformities…At home she is rela-
tively independent tho’ has numerous services including electric wheel-
chair – which may need recharging over W/E [weekend].

In hospital has difficulty with

     •  bed – too high
     •  sink – unable to reach
     •  mobility – battery running down
     •  fluid intake – likes to take juice and there is none
     •  diet – vegetarian
     •  general hygiene – needs help

needs fluid intake
     •  batteries recharged
     •  adequate temperature.14

on being advised on 21st July by the medical staff of “the numerous 
problems staff may encounter with this inmate,” the duty Governor 
agreed that, if a suitable place in an outside hospital could be found, he 
would license ms Price to go. The medical records, however, reveal a 
further problem, stating that “[w]e do not have any medical condition 
to admit her with.” It would seem that prevention of a medical condi-
tion was not sufficient. The medical records continue, “Dr Kidd will 
review Adele tomorrow, as he thinks there is a likelihood she will 
develop a uTI [urinary tract infection].”15

ms Price’s remedy at common law would be in negligence. That all 
three public authorities – the Lincoln County Court; Lincoln Police 
station; and new Hall Women’s Prison – owed her a duty of care was 
not in doubt. What would be harder to prove was that any of these 
authorities had breached their duty of care or indeed that ms Price had 
suffered any damage from those particular breaches. As has already 
been indicated, Lincoln County Court was not liable in negligence hav-
ing executed its duty according to the requirements of the Police Act 
1952, and, in the unlikely event of ms Price being able to establish that 
the Lincoln Police Authority had fallen below its standard of care, it 
would be even harder to prove that the ill health ms Price claimed to 
have suffered following her detention resulted from the conditions 
of  the one night she spent in the police cell. Indeed, in outlining the 
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circumstances of the case, the ECtHR observed, “[s]he claims to have 
suffered health problems for ten weeks as a result of her treatment in 
detention, but has not provided direct medical evidence in support of 
this claim.”16 As for the prison authorities, it would be unlikely that 
resulting damage would even become relevant since it would be diffi-
cult to establish a breach of duty on their part: the two reasons for this 
were pointed out by ms Price’s counsel in his opinion of 6th march 
1996. The first was that there were “difficulties which…[she] was likely 
to face in proving that she had suffered the ill-treatment which she 
alleged.” The second was that the precedent of Knight and Others v 
Home Office and Another,17 in which the High Court held that, “given 
the lack of resources, the standard of care required of a prison hospital 
was lower than that which would be required in an equivalent outside 
institution,”18 would lead to a similar ruling in ms Price’s case.

Counsel concluded his advice by saying that he believed that her 
claim had a limited prospect of success and that, even if she did suc-
ceed, damages were not likely to exceed £3,000.19 As a direct result of 
his advice, ms Price suffered a further blow to her planned action when 
a week later her legal aid certificate was discharged. municipal law may 
certainly have left ms Price without either remedy or recognition of the 
indignities she had suffered but international human rights law had 
not. The evidence ms Price could offer might be insufficient to prove 
liability in torts but it was more than adequate to establish a violation 
of her rights under Article 3 of the ECHR and, in so doing, to improve 
the lives of disabled people detained at Her majesty’s pleasure as well as 
those detained in the prisons of other High Contracting Parties of the 
ECHR.

The ECHR is an international regional instrument of human rights 
law, which provides for “the collective enforcement of certain of the 
rights stated in the universal Declaration.”20 The preamble to the 
Universal Declaration of Human Rights 1948 begins with a statement 
of “recognition of the inherent dignity and of the equal and inaliena-
ble rights of all members of the human family” as “the foundation of 
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freedom, justice and peace in the world.” The concept of the “inherent 
dignity…of all members of the human family,” is a fundamental princi-
ple of international human rights law and informs the decision on an 
application brought before the ECtHR. Consequently, the ECtHR plays 
a different role from the domestic courts when considering evidence. 
The nature of that role was defined in the 2005 case of Mathew v The 
Netherlands, when the ECtHR stated that:21

[t]he Court’s role, it should be remembered, is to rule not on criminal 
guilt or civil liability but on Contracting states’ responsibility under  
the Convention. The specificity of its task under Article 19 of the 
Convention – to ensure the observance by the Contracting states of  
their engagement to secure the fundamental rights enshrined in the 
Convention – conditions its approach to the issues of evidence and proof. 
In the proceedings before the Court, there are no procedural barriers to 
the admissibility of evidence or predetermined formulae for its assess-
ment. It adopts the conclusions that are, in its view, supported by the free 
evaluation of all evidence, including such inferences as may flow from 
the facts and the parties’ submissions. According to its established case-
law, proof may follow from the coexistence of sufficiently strong, clear 
and concordant inferences or of similar unrebutted presumptions of fact. 
moreover, the level of persuasion necessary for reaching a particular con-
clusion and, in this connection, the distribution of the burden of proof 
are intrinsically linked to the specificity of the facts, the nature of the 
allegation made and the Convention right at stake. The Court is also 
attentive to the seriousness that attaches to a ruling that a Contracting 
state has violated fundamental rights.22

Instead of considering the evidence put forward by ms Price in the 
light of breach of duty and resulting damage, the judges of the ECtHR 
would be considering whether she had provided enough evidence to 
establish treatment sufficiently degrading to deprive ms Price of that 
“inherent dignity” guaranteed to every human being.

Price v UK was in fact the third case to come before the ECtHR in 
2001 relating to the treatment of prisoners with a disability or other 
condition23 to which special attention would have to be paid by the 
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detaining authorities. Although the applicant in the first case, Keenan v 
UK,24 was the parent of a prisoner who had committed suicide and 
therefore the case was argued largely under Article 2 – the right to  
life – the applicants in all three cases were successful in their applica-
tions for recognition of a violation of Article 3. That article states “[n]o 
one shall be subjected to torture or to inhuman or degrading treatment 
or punishment.”

The Court25 held that the mode of imposition of segregation in the 
punishment block imposed on mark Keenan, who suffered from para-
noid schizophrenia, was “not compatible with the standard of treat-
ment required in respect of a mentally ill person. It must be regarded as 
constituting inhuman and degrading treatment and punishment within 
the meaning of Article 3 of the Convention.”26

The second case, Peers v Greece,27 was brought by a British national, 
who was addicted to drugs. He was arrested at Athens Airport on drug-
related charges and then taken as a remand prisoner to Koridallos 
Prison in Greece. He was first detained in the prison’s psychiatric hos-
pital before being moved to the segregation unit of Delta wing and, 
then, Alpha wing. In Delta wing, he claimed, he shared a small cell with 
one other prisoner, with an open toilet, which often failed to work, in 
hot, cramped conditions with little natural light and no ventilation. In 
Alpha wing conditions were also cramped and unhygienic. In addition, 
he had no access to vocational courses or activities or a library.  
mr Peers alleged that such conditions amounted to “inhuman and 
degrading treatment.” While the Court considered that “there was no 
evidence of a positive intention of humiliating or debasing the appli-
cant,” it noted that “the absence of any such purpose could not conclu-
sively rule out a finding of a violation of Article 3.”28 It certainly believed 
that “the fact that the competent authorities took no steps to improve 
the objectively unacceptable conditions of the applicant’s detention…
denoted lack of respect for the applicant.”29
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The two areas of treatment that the ECtHR found particularly damn-
ing were: firstly, the two months in which mr Peers had been obliged to 
stay confined to his bed for “a considerable part of each 24 hours,” in a 
cell, “with no ventilation and no window, which would at times become 
unbearably hot,” and secondly, having to use the toilet in the presence 
of another cell mate. The judge’s opinion was as follows:

The prison conditions complained of diminished the applicant’s human 
dignity and aroused in him feelings of anguish and inferiority capable of 
humiliating and debasing him and possibly breaking his physical or 
moral resistance. In sum, the Court considers that the conditions of the 
applicant’s detention in the segregation unit of the Delta wing of 
Koridallos Prison amounted to degrading treatment within the meaning 
of Article 3 of the Convention. There has thus been a breach of this 
provision.30

Bringing her case before the court in July, ms Price was able to benefit 
from the success a few months earlier of Peers v Greece, since there 
were parallels which could be drawn between the treatment of mr Peers 
and her own. Just as had happened in Peers v Greece, the Court could 
find “no evidence in this case of any positive intention to humiliate or 
debase the applicant.”31 Recalling that “ill-treatment must attain a min-
imum level of severity if it is to fall within the scope of Article 3,” it then 
went on to cite Peers v Greece, observing that:

[i]n considering whether treatment is “degrading” within the meaning of 
Article 3, one of the factors which the Court will take into account is the 
question whether its object was to humiliate and debase the person con-
cerned, although the absence of any such purpose cannot conclusively 
rule out a finding of violation of Article 3.32

Although not expressly recognised by the ECtHR, there were factors in 
the treatment of mr Peers and ms Price which could be said to be simi-
lar. In Peers, the Court had expressly highlighted having to go to the 
toilet in front of a cell mate as “degrading.” In Price, one of ms Price’s 
most disturbing allegations, which the Government did deny, was that, 
having been lifted onto the toilet by a female prison officer, ms Price 
was left there for over three hours until she agreed to allow a male nurs-
ing officer to clean her up and help her off the toilet. Discomfort caused 
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by temperature and immobility were other factors which the Court 
took into account in Peers v Greece. These also played an important 
part in ms Price’s allegations; though in her case the problem was being 
too cold, not being subject to stifling heat:

The Court considers that to detain a severely disabled person in condi-
tions where she is dangerously cold, risks developing sores because her 
bed is too hard or unreachable, and is unable to go to the toilet or keep 
clean without the greatest of difficulty, constitutes degrading treatment 
contrary to Article 3. It therefore finds a violation of this provision in the 
present case.33

The Court unanimously held that the state should pay the applicant in 
respect of non-pecuniary damage £4,500 – £1500 more than her coun-
sel had anticipated for a successful outcome to an action under uK law. 
she was also awarded costs.34 Perhaps more importantly, she had 
acquired legal recognition that the failure to cater adequately for pris-
oners with disabilities was an unacceptable infringement of the rights 
of a human being. Price v UK had demonstrated that human rights law 
could be mobilised to promote the rights of disabled people.35

since Price v UK, there have been several cases brought before the 
ECtHR concerning prisoners with disabilities which have developed 
the jurisprudence of disability and human rights under the ECHR. 
There has been most development in the law relating to the rights  
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of prisoners with disabilities under Article 3. In Mathew v The 
Netherlands,36 the ECtHR, quoting from Kalashnikov v Russia,37 restated 
the principles relating to Article 3:

The Court reiterates that Article 3 of the Convention enshrines one of the 
most fundamental values of democratic society. It prohibits in absolute 
terms torture or inhuman or degrading treatment or punishment, irre-
spective of the circumstances and the victim’s behaviour…

The Court further reiterates that, according to its case-law, ill-treatment 
must attain a minimum level of severity if it is to fall within the scope of 
Article 3. The assessment of this minimum is relative; it depends on all 
the circumstances of the case, such as the duration of the treatment, its 
physical and mental effects and, in some cases, the sex, age and state of 
health of the victim.38

The “separate opinions” in Price v UK raised two matters in relation to 
Article 3 which have been developed in later ECHR case law. The first 
has already been mentioned: Judges Bratza and Costa’s suggestion that 
a failure by the authorities to provide satisfactory conditions for deten-
tion for disabled prisoners is a violation of Article 3. This could be 
interpreted as paving the way for a positive duty to build into the plan-
ning of any place of detention facilities to cater for prisoners with dis-
abilities. secondly, Judge Greve’s observation that “to avoid unnecessary 
hardship – that is, hardship not implicit in the imprisonment of an 
able-bodied person – she has to be treated differently from the other 
people because her situation is significantly different.”39 This has led 
some applicants to question whether imprisonment itself is an infringe-
ment of their rights under Article 3.

While arguing that the responsibility for the violation of ms Price’s 
rights under Article 3 lay with Lincoln County Court, Judges Bratza 
and Costa also observed that there had been “certain failings in the 
standard of care provided by the police and prison authorities,” and 
that these “stemmed in large part from the lack of preparedness on the 
part of both to receive and look after a severely handicapped person in 
conditions which were wholly unsuited to her needs.”40 Two years later, 
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the ECtHR in McGlinchey & Others v UK41 expressly recognised “the 
responsibility owed by prison authorities to provide the requisite medi-
cal care for detained persons.”42 Like ms Price, the applicants, who were 
the parent and children of Judith mcGlinchey, a heroin addict who had 
died in prison, had been advised that there was “insufficient evidence 
to establish the necessary causal link between her death and the alleg-
edly negligent care afforded to her in custody.”43 Like ms Price, they 
had sought redress by means of a claim under Article 3 of the ECHR in 
the ECtHR. In giving judgment the Court stated:

under this provision the state must ensure that a person is detained in 
conditions which are compatible with respect for her human dignity, that 
the manner and method of the execution of the measure do not subject 
her to distress or hardship of an intensity exceeding the unavoidable 
level  of suffering inherent in detention and that, given the practical 
demands of imprisonment, her health and well-being are adequately 
secured by, among other things, providing her with the requisite medical 
assistance.44

The Court found that the loss of weight and dehydration, which resulted 
from vomiting and which the authorities had failed to monitor, had 
posed very serious risks to mrs mcGlinchey’s health. These findings, 
together with the fact that the prison service had failed to comply with 
their duty to provide mrs mcGlinchey with the necessary medical 
treatment for her condition, amounted to a breach of the prohibition 
against inhuman and degrading treatment found in Article 3 ECHR.

Judge Greve, in Price v UK, argued that to avoid violating Article 3, 
it may sometimes be necessary for the detention authorities to provide 
additional services:

In a civilised country like the united Kingdom, society considers it not 
only appropriate but a basic humane concern to try to ameliorate and 
compensate for the disabilities faced by a person in the applicant’s situa-
tion. In my opinion, these compensatory measures come to form part of 
the disabled person’s bodily integrity. It follows that, for example, to pre-
vent the applicant, who lacks both ordinary legs and arms, from bringing 
with her the battery charger to her wheelchair when she is sent to prison 
for one week, or to leave her in unsuitable sleeping conditions so that she 
has to endure pain and cold – the latter to the extent that eventually a 
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doctor had to be called – is in my opinion a violation of the applicant’s 
right to bodily integrity. The applicant’s disabilities are not hidden or eas-
ily overlooked. It requires no special qualification, only a minimum of 
ordinary human empathy, to appreciate her situation and to understand 
that to avoid unnecessary hardship – that is, hardship not implicit in the 
imprisonment of an able-bodied person – she has to be treated differ-
ently from other people because her situation is significantly different.45

In Judge Greve’s opinion, only by making arrangements to compensate 
for ms Price’s disabilities could it be “ensured that her treatment was 
equivalent to that of other prisoners.”46 Her assertion that each of the 
authorities “could and should have ensured that the applicant was not 
put into detention until [these] special arrangements had been made,”47 
and that failure to do so, “gave rise to violations of the applicant’s per-
sonal integrity…as well as to inhuman and degrading treatment,”48 has 
to be interpreted, at least, as providing a justification for the demand 
for making specific adjustments to places of detention to accommodate 
disabled prisoners, and, perhaps more ambitiously, as the beginnings 
of a positive duty to do so.

The argument for treating disabled prisoners differently, in order to 
ensure equal treatment with other prisoners and so to avoid a violation 
of Article 3, was further developed in Mouisel v France.49 The applicant, 
who had leukaemia,50 successfully argued that it was a violation of his 
rights under Article 3 to be handcuffed while undergoing treatment at 
an outside hospital. Even though handcuffing prisoners when on visits 
outside the prison was accepted practice, the ECtHR considered that 
there had been a violation of Article 3:

In the instant case, having regard to the applicant’s health, to the fact that 
he was being taken to hospital, to the discomfort of undergoing a chemo-
therapy session and to his physical weakness, the Court considers that 
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the use of handcuffs was disproportionate to the needs of security. As 
regards the danger presented by the applicant, and notwithstanding his 
criminal record, the Court notes the absence of any previous conduct or 
other evidence giving serious grounds to fear that there was a significant 
danger of his absconding or resorting to violence. Lastly, the Court notes 
the recommendations of the European Committee for the Prevention of 
Torture concerning the conditions in which prisoners are transferred to 
hospital to undergo medical examinations – conditions which, in the 
Committee’s opinion, continue to raise problems in terms of medical eth-
ics and respect for human dignity…The applicant’s descriptions of the 
conditions in which he was escorted to and from hospital do not seem 
very far removed from the situations causing the Committee concern in 
this area.51

The test for “degrading treatment” remains the infringement of human 
dignity, “for this the health and well-being of a prisoner must be ade-
quately secured.”52 In Matthew v The Netherlands, the ECtHR found 
that depriving a prisoner who suffered from curvature of the spine 
from access to a wheelchair after he had used it as a weapon against a 
prison officer did not amount to a violation of Article 3 in the absence 
of evidence to suggest “that the applicant was incapacitated to the point 
of immobility.”53 “Article 3,” the Court explained, “cannot be interpreted 
as requiring a prisoner’s every wish and preference regarding medical 
treatment to be accommodated. In this as in other matters, the practi-
cal demands of legitimate detention may impose restrictions which a 
prisoner will have to accept.”54

The Court also rejected mr mathew’s allegation that the authorities’ 
refusal to release him to be treated by a civilian medical specialist was 
a violation of his rights under Article 3, particularly, he claimed, as he 
had not yet been convicted. While the judges agreed that depriving a 
person of his or her liberty may often involve an element of “suffering 
and humiliation” which goes beyond that “connected with a given 
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form of legitimate treatment or punishment,” they went on to note 
that:

it cannot be said that detention on remand in itself raises an issue under 
Article 3 of the Convention. nor can that Article be interpreted as laying 
down a general obligation to release a detainee on health grounds or to 
place him in a civil hospital to enable him to obtain specific medical 
treatment.55

Prior to Matthew v The Netherlands, there had been two attempts  
by applicants to establish that imprisonment per se could, depending 
upon the disability of the prisoner, be sufficient to be a violation of 
Article 3. In 2002, mr mouisel argued that “detention was in 
itself  incompatible with the condition of prisoners suffering from  
life-threatening diseases.”56 He argued that:

imprisonment should merely entail depriving a person of his freedom of 
movement and that all other fundamental rights remained intact during 
detention. The Court should therefore, in his opinion, set out to deter-
mine whether the suffering he had endured in the course of his illness 
while in prison had attained a sufficient level of severity to fall within the 
scope of Article 3 of the Convention.57

While the ECtHR, referring to the judgments in Keenan v UK and Price 
v UK, agreed that it had held that certain types of treatment could 
infringe Article 3, the Article could not be “construed as laying down a 
general obligation to release detainees on health grounds.”58 However, 
in his particular case it agreed that the national authorities had not 
taken sufficient care of mr mouisel’s health to ensure that he did not 
suffer treatment contrary to Article 3 of the Convention and that there 
was a violation of that Article:

His continued detention, especially from June 2000 onwards, under-
mined his dignity and entailed particularly acute hardship that caused 
suffering beyond that inevitably associated with a prison sentence and 
treatment for cancer. In conclusion, the Court considers that the appli-
cant was subjected to inhuman and degrading treatment on account of 
his continued detention in the conditions examined above.59
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A year later, the question of whether imprisonment for persons with 
certain disabilities amounted to treatment sufficiently severe to lead to 
a violation of Article 3, was raised by mr Gelfmann, who was suffering 
from AIDs and who had applied under french Law for a pardon and 
then for parole for treatment. These applications had been refused. 
once again, the ECtHR observed that the minimum level of severity 
for a violation of Article 3 was relative and that “regard is to be had to 
the particular circumstances of each specific case.” The Court further 
noted:

Thus, the Court has been called upon to examine, inter alia, whether it is 
compatible with Article 3 for the following categories of persons to be 
detained: persons suffering from mental disorder (Kudła cited above; 
and Keenan v. the United Kingdom, no. 27229/95, ECHR 2001-III) or 
serious illness (Mouisel cited above, Matencio v. France, no. 58749/00, 15 
January 2004; and Sakkopoulos v. Greece, no. 61828/00, 15 January 2004), 
the disabled (Price v. the United Kingdom, no. 33394/96, ECHR 2001-
VII), the elderly (Papon decision cited above) or drug addicts suffering 
withdrawal symptoms (McGlinchey and Others v. the United Kingdom, 
no. 50390/99, ECHR 2003-V).60

Referring closely to the judgment in Mouisel v France, the ECtHR left 
no doubt that Article 3 did not lay down a general obligation to release 
a detainee on health grounds or to transfer him to a civil hospital but 
nevertheless the High Contracting Party was required:

to ensure that prisoners are detained in conditions which are compatible 
with respect for human dignity, that the manner and method of the exe-
cution of the measure do not subject them to distress or hardship of an 
intensity exceeding the unavoidable level of suffering inherent in deten-
tion and that, given the practical demands of imprisonment, their health 
and well-being are adequately secured by, among other things, providing 
them with the requisite medical assistance.61

In 2006, the case of Jean-Luc Rivière62 provided the first “circumstance” 
when the ECtHR would conclude that a prisoner’s disability would 
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render continued detention in prison incompatible with respect for 
human dignity and failure to transfer him to hospital would be a viola-
tion of Article 3. Though sentenced to death for murder in 1980, the 
Court of Cassation, in 1982, commuted mr Rivière’s sentence to life 
imprisonment without parole for a minimum of 15 years. Thus, when 
in August 2002, a psychiatrist from the Val-de-Reuil Regional medical 
and Psychiatric Department issued a certificate stating that the appli-
cant was psychotic with suicidal tendencies and that his condition 
required hospital treatment, mr Rivière was already eligible for parole. 
He was, however, admitted to hospital for only one month. In 2004,  
mr Rivière applied to be released on licence but the parole board 
refused his application. Having made the now customary observation, 
“selon sa jurisprudence, pour tomber sous le coup de l’article 3, un 
mauvais traitement doit atteindre un minimum de gravité,”63 and that a 
decision as to what that minimum was depended on all the circum-
stances of the case, “notamment de la durée du traitement et de ses 
effets physiques et mentaux,” the ECtHR pointed out that in Price v UK 
detention of a quadriplegic in conditions which were not adapted for 
her disability were deemed to constitute “degrading treatment.”64

The Court first outlined the breaches of french municipal law,65 
brought about through the continued detention of mr Rivière, then 
went on to consider the implications of continued detention under the 
ECHR. Building on its own decisions in Mouisel v France and Gelfmann 
v France, the ECtHR suggested that it was possible to argue that Article3 
imposed on the state a positive obligation to ensure that all prisoners 
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were cared for in a manner that protected their human dignity and that 
this included the provision of the required medical care:

Elle réitère que, si l’on ne peut déduire de l’article 3 de la Convention une 
obligation générale de libérer un détenu pour motifs de santé ou de le 
transférer dans un hôpital civil, même s’il souffre d’une maladie par-
ticulièrement difficile à soigner, cet article impose en tout cas à l’Etat 
l’obligation positive de s’assurer que tout prisonnier est détenu dans des 
conditions qui sont compatibles avec le respect de la dignité humaine, et 
que, eu égard aux exigences pratiques de l’emprisonnement, la santé et le 
bien-être du prisonnier sont assurés de manière adéquate, notamment 
par l’administration des soins médicaux requis.66

Thus, it followed that prisoners with serious mental disorders and sui-
cidal tendencies should be provided with special care irrespective of 
the gravity of their crimes.67 It was the opinion of the Court that the 
continued detention of the applicant without medical supervision 
“entailed particularly acute hardship and caused him distress or adver-
sity of an intensity exceeding the unavoidable level of suffering inher-
ent in detention.”68 In short, the applicant had suffered “l’etraitement 
inhumain et dégradant.”69 Consequently, the detention of this prisoner 
with diagnosed mental disabilities without the medical treatment he 
needed, violated Article 3.70

The following year, mr. Vladimir Kutcherek, who suffered from 
schizophrenia, made a successful application to the ECtHR for viola-
tions of his rights under Article 3 for “lack of adequate medical treat-
ment and assistance provided to the applicant while he was detained  
on remand, amounting to inhuman and degrading treatment.”71 In 
addition, the ECtHR found that the “unjustified” use of truncheons 
“amounted to inhuman treatment,”72 while “the handcuffing of the 
mentally ill applicant for a period of seven days without any psychiatric 
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justification, or any medical treatment for injuries sustained during 
his  forced restraint and self-inflicted during the confinement in the 
disciplinary cell, must be regarded as constituting inhuman and degrad-
ing treatment.”73 Kucheruk/Koutcherouk v Ukraine’s contribution to 
strasbourg jurisprudence goes far beyond additions to the list of recog-
nised violations of Article 3 ECHR for two reasons. firstly, it demon-
strates the successful mobilisation of Article 5 to prevent the authorities 
from prolonging detention:

The applicant’s continued detention in the Hospital after the court order 
committing him to compulsory psychiatric treatment was revoked could 
not be regarded as a first step in the execution of the order for his release 
and therefore did not come within sub-paragraph 1 (e), nor did it fall 
within any other sub-paragraph, of Article 5. Accord ingly, there has been 
a violation of Article 5 § 1 on that account.74

It confirmed the decision in Gorshkov v Ukraine “that a key guaran-
tee under Article 5 § 4 is that a patient compulsorily detained for psy-
chiatric treatment must have the right to seek judicial review on his or 
her own motion.”75 secondly, it established a positive obligation to 
investigate the effects of detention procedures on prisoners with a 
medical condition; in this case, the effect of the use of truncheons  
by prison guards on a detainee suffering from schizophrenia which  
the ECtHR described as “a procedural violation of Article 3 of the 
Convention.”76

Three months later, the case of Dybeku v Albania77 provided the 
ECtHR with an opportunity to clarify the obligation under Article 3 
ECHR to investigate the effects of detention on a mentally disabled 
patient:

There are three particular elements to be considered in relation to the 
compatibility of an applicant’s health with his stay in detention:  
(a) the  medical condition of the prisoner, (b) the adequacy of the medi-
cal assistance and care provided in detention,and (c) the advisability of 
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maintaining the detention measure in view of the state of health of an 
applicant.”78

The Albanian Government, by treating Dybeku in the same manner as 
any non-disabled criminal convicted of homicide and sentenced to life 
imprisonment, had failed to take into account the fact that “his psycho-
logical condition may have made him more vulnerable than the aver-
age detainee,”79 while “a lack of resources cannot in principle justify 
detention” and lack of proper medical treatment.80

The most recent addition to the Human Rights legal arsenal for the 
protection of disabled prisoners was the mobilization of Article 2, 
though by definition too late to protect the detainee. Helene Renolde 
“alleged that the french authorities had not taken the necessary meas-
ures to protect the life of (her brother) Joselito Renolde and that his 
placement in a punishment cell for forty-five days had been excessive 
in view of his mental fragility.”81 By this failure, they had not only vio-
lated Article 3 by submitting him to inhuman and degrading treatment 
but also his right to life under Article 2. on the grounds that “the vul-
nerability of mentally ill persons calls for special protection,” especially 
“where a prisoner suffering from severe disturbance is placed, as in the 
instant case, in solitary confinement or a punishment cell for a pro-
longed period, which will inevitably have an impact on his mental state, 
and where he has actually attempted to commit suicide shortly before-
hand,”82 the ECtHR concluded that “the authorities in the instant case 
failed to comply with their positive obligation to protect Joselito 
Renolde’s right to life, and that there has been a violation of Article 2 of 
the Convention.”83 moreover, “such a penalty is not compatible with 
the standard of treatment required in respect of a mentally ill person 
and constitutes inhuman and degrading treatment and punishment”84 
and so the french authorities had also violated Article 3.
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In 2008, the ECtHR, in the case of Yakovenko v Ukraine,85 confirmed 
that lack of provision of “timely and appropriate medical assistance to 
the applicant in respect of the condition (in this case, his HIV and 
tuberculosis infections) amounted to inhuman and degrading treat-
ment within the meaning of Article 3 of the Convention,”86 while fail-
ure to provide appropriate transport to and from treatment, could, and 
indeed in this case, had, “exceed(ed) the minimum level of severity” for 
the Court to find “there has been a violation of Article 3 of the 
Convention.”87

Though most developments in European human rights law relating 
to disabled prisoners have been under Article 3, the cases of Price v UK 
and McGlinchey & Others v UK have demonstrated the potential of 
Articles 14 and 13 of the ECHR respectively. Judge Greve, in her sepa-
rate opinion in Price v UK, suggested that there had been a violation of 
Article 14, which states:

The enjoyment of the rights and freedoms set forth in this Convention 
shall be secured without discrimination on any ground such as sex, race, 
colour, language, religion, political or other opinion, national or social 
origin, association with a national minority, property, birth or other 
status.

Though not expressly mentioned in Article 14, disabled people would 
come under the category of “other status” when matters of discrimina-
tion were considered. Judge Greve certainly took this view. Quoting 
from the judgment in Thlimmenos v Greece,88 she pointed out that the 
right not to be discriminated against under the Convention is “vio-
lated when states without an objective and reasonable justification 
fail to treat differently persons whose situations are significantly differ-
ent.”89 Having pointed out that at night ms Price, because of her disabil-
ity, was unable to move enough to keep a normal human temperature 
if the room was not specially heated or she was not wrapped in a space 
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blanket, she argued that such treatment was not only a violation of 
Article 3 but was also discriminatory:

It is obvious that restraining any non-disabled person to the applicant’s 
level of ability to move and assist herself, for even a limited period of 
time, would amount to inhuman and degrading treatment – possibly tor-
ture…It requires no special qualification…to appreciate her situation 
and to understand that to avoid unnecessary hardship – that is, hardship 
not implicit in the imprisonment of an able-bodied person – she has to 
be treated differently from other people because her situation is signifi-
cantly different.90

The prohibition of discrimination under Article 14 has a more limited 
application than the other guarantees in the ECHR, since its reach is 
only as far as the “enjoyment of the rights and freedoms set forth in the 
Convention.” The procedural implications of this are that a violation of 
Article 14 must be argued in conjunction with the violation of another 
Article in the ECHR. Despite this provision, it is surprising that in Price 
v UK an application was not made under Article 14 in conjunction 
with Article 3 for, as Lidia Lai, a member of the Disabled Rights 
Promotion International Legal education and Research Project, pointed 
out in her report, “a complaint of discrimination about the treatment of 
a disabled person will fall within the ambit of Article 3 as well as Article 
14 ECHR.”91 she went on to observe:

It may have been effective for ms. Price to argue that the degrading treat-
ment she experienced was a direct result of discrimination against her 
disability…There is a direct correlation between the prohibition from 
torture under Article 3 and the prohibition from discrimination 
under  Article 14. Where somebody has been subjected to torture or to 
inhuman or degrading treatment or punishment, it may be a result of 
discrimination concerning his or her sex, race, gender or status. In Price, 
the discrimination was a result of the applicant’s status, her physical 
disability.92

none of the prisoners with disabilities or disabling conditions in the 
cases following Price v UK have attempted to mobilise Article 14. This 
may be because a successful application relating to discrimination 
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depends not only on establishing the violation but also on establishing 
that the “other status” of the applicant is one which can be recognised 
under Article 14. The decision, however, to keep the same non- 
discrimination grounds as Article 14 in Article 1, taken when drafting 
Protocol no. 12 of the ECHR, the aim of which is “to take further steps 
to promote the equality of all persons through the collective enforce-
ment of a general prohibition of discrimination,”93 would suggest that 
establishing membership of the category of “other status” is not gener-
ally perceived as problematic. Indeed, this is confirmed by the Council 
of Europe’s comments in its explanatory Report on Protocol no. 12:

The list of non-discrimination grounds in Article 1 is identical to that  
in Article 14 of the Convention. This solution was considered pref-
erable  over others, such as expressly including certain additional non-
discrimination grounds (for example, physical or mental disability, sexual 
orientation or age), not because of a lack of awareness that such grounds 
have become particularly important in today’s societies as compared with 
the time of drafting of Article 14 of the Convention, but because such an 
inclusion was considered unnecessary from a legal point of view since 
the list of non-discrimination grounds is not exhaustive, and because 
inclusion of any particular additional ground might give rise to unwar-
ranted a contrario interpretations as regards discrimination based on 
grounds not so included. It is recalled that the European Court of Human 
Rights has already applied Article 14 in relation to discrimination 
grounds not explicitly mentioned in that provision (see, for example, as 
concerns the ground of sexual orientation, the judgment of 21 December 
1999 in the case of Salgueiro da Silva Mouta v Portugal).94

more likely, it can be explained by the dependency of the success of an 
application involving Article 14 on the proof of a violation of an addi-
tional Article. Indeed the 7th international colloquy on the european 
convention on Human Rights,95 looking to broaden:

through the development of the strasbourg case-law, the protection 
offered by Article 14 of the Convention…recognised that there was little 
scope for further expansion of the case-law on this score since the prohi-
bition in Article 14 is clearly accessory to the other, substantive guaran-
tees in the Convention.96
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Thus, the general prohibition of discrimination under Article 1 of 
Protocol no.12 is not limited to the rights in the Convention. Indeed, 
the guarantee is that, “the enjoyment of any right set forth by law shall 
be secured without discrimination.”97 Consequently, when a High 
Contracting Party ratifies Protocol no. 12, the principle of non- 
discrimination will extend to rights guaranteed under national law as 
well as under the ECHR itself. furthermore, the second part of Article 
1 – “no one shall be discriminated against by any public authority on 
any ground such as those mentioned in paragraph 1” – provides for the 
challenging of public authorities in relation to any acts or omissions, 
the carrying out of any obligations under national law and the manner 
of exercising their discretionary powers.

Article 1 of Protocol no. 12 has the potential to widen the scope of 
the protection offered by Article 14. However, Protocol no. 12 is an 
additional protocol and therefore does not amend or replace Article 14, 
which will continue to apply to states Parties to the Protocol. At present, 
its use by disabled prisoners in the uK is purely hypothetical, since 
though the Protocol gained the requisite ten ratifications from High 
Contracting Parties for it to come into force on 1st April 2005, the uK 
Government has yet to sign the Protocol, let alone to ratify it.98

Article 13, in contrast to Article 14, has been the subject of a success-
ful action–McGlinchey & Others v UK, in the ECtHR. Article 13 pro-
vides: “[e]veryone whose rights and freedoms as set forth in this 
Convention are violated shall have an effective remedy before a national 
authority notwithstanding that the violation has been committed by 
persons acting in an official capacity.”

The applicants claimed that under uK law there was “no adequate 
remedy for their complaints about the treatment of Judith mcGlinchey 
in prison, or a remedy that would address the defects in management 
and policy which allowed the neglect and ill-treatment,”99 and that, 
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under Article 13, they were entitled to a remedy. The ECtHR agreed: 
“In the case of a breach of Articles 2 and 3 of the Convention, which 
rank as the most fundamental provisions of the Convention, compen-
sation for the non-pecuniary damage flowing from the breach should 
in principle be part of the range of available remedies,”100 it stated. It 
also stated that “the remedy required by Article 13 must be “effective in 
practice as well as in law”101 and consequently:

that Judith mcGlinchey, or the applicants acting on her behalf after her 
death, should have been able to apply for compensation for the non-
pecuniary damage suffered by her. As there was no remedy which pro-
vided a mechanism to examine the standard of care given to Judith 
mcGlinchey in prison and the possibility of obtaining damages, there 
has, accordingly, been a breach of Article 13 of the Convention.102

Thus, even though the “right to an effective remedy” could not be suc-
cessfully mobilised in the uK domestic courts because Article 13 of the 
ECHR was not part of the Human Rights Act 1998, it was still a right in 
international human rights law that could be claimed by a uK national 
and enforced by the ECtHR.

Changing the uK Disability Paradigm from Civil Rights  
to Human Rights

Price v UK marked a turning point in the law relating to disabled pris-
oners in the uK. not only did it ensure that in practice the police and 
prison authorities would address the needs of disabled prisoners but 
also it heralded a new approach to promoting their rights, a move away 
from the use of domestic common law and statutory principles to the 
application of human rights principles. ms Price had fought and won 
her application in the ECtHR. under Article 46 of the ECHR, the uK 
Government, as a High Contracting Party, had undertaken “to abide  
by the final judgment of the Court.” This was clearly demonstrated in 
August 2001 when the Home office agreed to an out of court settle-
ment of £3,500 plus legal costs for a subsequent action brought by a 
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disabled prisoner who claimed mistreatment under the Disability 
Discrimination Act 1995.

The prisoner, who weighed 22 stone and suffered from arthritis and 
a heart condition, was sentenced to nine months imprisonment for 
handling stolen goods. for this offence he should have been held in an 
open prison. According to normal practice, he began his imprisonment 
in HmP Horfield and was then transferred to Leyhill open Prison. 
However, the Governor of Leyhill, because of the prisoner’s disability, 
insisted on returning him to HmP Horfield where he served the 
remainder of his sentence. HmP Horfield was for prisoners who had 
committed serious offences and who were subject to a much stricter 
regime than existed in an open prison. “one of the more disturbing 
aspects of the case,” wrote Paul Daniels, his solicitor, “was that he could 
easily have been accommodated at Leyhill.”103 As a result, the prisoner, 
because of his disability, suffered a term of imprisonment much harsher 
than another convict for a similar crime without a disability. for exam-
ple, he had fewer opportunities to associate with other prisoners, more 
limited recreation and entertainment facilities and fewer visits than he 
would have had at Leyhill. matthew Harris, in his report for the DRPI 
Education and Research Project, made the following observation:

According to the Prison service order 2855’s definition of discrimina-
tion, he was treated differently because of his disability in that an able 
bodied prisoner would not have been transferred to a more secure prison 
in order to accommodate him. The fact that this case was settled out of 
court indicates that the Prison service felt as though they would have 
lost.104

At first, the Home office had tried to claim that the disability legisla-
tion did not apply to prisons but the prisoner’s solicitors managed to 
obtain internal Home office documents which acknowledged that the 
Disability Discrimination Act 1995 did apply to prisons. The solicitors 
hailed the settlement as “a landmark decision:”

It is the first case in which a prisoner has obtained compensation from a 
prison following disability discrimination. The way the prisoner was 
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treated was a gross affront to his personal dignity and should never have 
been allowed. All he wanted was equal treatment, not special favours. 
Instead, he had to face much worse prison conditions simply because of 
his disability. This case will have a major impact on the rights of disabled 
prisoners.105

The out of court settlement may have been made under the banner of 
civil rights and the Disability Discrimination Act 1995 but the law that 
achieved that settlement was human rights law. Indeed, the solicitors’ 
discourse is of the human rights principles of dignity and equality: the 
prisoner’s treatment was “a gross affront to personal dignity” and “all 
he wanted was equal treatment.”106

Had the case come before the domestic courts, a very different set of 
circumstances would have existed from those in which ms Price had 
first attempted to take her case before the uK courts. Price v UK had 
established that inadequate facilities for disabled prisoners could 
amount to a violation of Article 3. moreover, now that the Human 
Rights Act 1998 was in force, not only did a uK court under section 
2(1)(a) have to “take into account” any judgment or advisory opinion 
of the ECtHR but, as an expressly recognised public authority,107 the 
Human Rights Act 1998 made it unlawful for a uK court or tribunal or 
any person carrying out a public function “to act in a way which was 
incompatible with a Convention right.”108 In the light of the Price v UK 
judgment and the Government’s obligations under Article 46, if the 
Home office had persisted in its claim that the Disability Discrimination 
Act 1995 did not apply to prisons, then, under section 4(2),109 the court 
might have been obliged to make a “declaration of incompatibility” 
with the ECHR of the Disability Discrimination Act 1995. Though, as 
established in s 4(6)(a), such a declaration “does not affect the validity, 
continuing operation or enforcement of the provision in respect of 
which it is given; and (b) is not binding on the parties to the proceed-
ings in which it was made,” such a development would have been a 
public and formal indication to the executive that the Home office’s 
practices would have to change if it were to discharge its obligations to 
disabled prisoners under the ECHR. By settling out of court, the Home 
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office had at this stage avoided a full-blown public commitment to 
making immediate adjustments for the detention of disabled prisoners. 
Though frances Crook, the Director of the Howard League for Penal 
Reform, claimed that the League was “delighted at the result in this 
case, which shows that disabled prisoners have a right not to be treated 
less favourably because of their disability,” she was less than certain 
about its consequences in practice: “The Home office will hopefully 
now do something about the unacceptable treatment of disabled 
prisoners.”110

However, the influence of Price v UK on uK law on the treatment of 
disabled prisoners should not be underestimated. on 6th August 2001, 
Ben summerskill reported in The Observer:

After Price v UK and the out of court settlement achieved by Paul Daniels, 
the Prison service undertook to “treat prisoners as ordinary ‘customers’ ” 
in future. It has given an undertaking to “remove or alter physical barri-
ers that prevent a disabled person gaining access” to all prisons by 2004.

moreover, it would seem that the responsibility of the judges identified 
by Judge Greve of “ensuring in advance that there existed both ade-
quate facilities for detaining [a disabled prisoner] and conditions of 
detention in which her special needs could be met,” could now under 
uK law have become a legal reality. four days after Ben summerskill 
had reported the changes promised by the uK prison authorities, steve 
foster raised this question in an article published in the New Law 
Journal. If, he argued, “under section 6 of the Human Rights Act 1998, 
courts are defined as public authorities for the purpose of liability for 
breaching convention rights,” then “a violation could take place by the 
act of sentencing.”111 A corollary to steve foster’s argument could be 
that a uK court in 2010 faced with similar facts to those in Price v UK 
might find itself forced to declare that the provision under section 
12(1) of the Prison Act 1952 that any prisoner “may be lawfully con-
fined in any prison,” was incompatible with Article 3 of the ECHR.

The contribution of the Human Rights Act 1998 in providing a legal 
mechanism to challenge the treatment of prisoners with disabilities in 
the domestic courts has been important. However, its contribution has 
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been more fundamental in that it has provided the ideological frame-
work for a change in the perception of disability. on 1st october 2000, 
the day before the Human Rights Act 1998 came into force, in an inter-
view with the BBC, Professor francesca Klug outlined her hopes for 
the Act:

my personal vision is that this Act becomes part of the national dialogue, 
much as race and gender equality legislation has infiltrated the national 
dialogue in an effective way. I hope that the Human Rights Act will do so 
in a much broader context.112

Disability legislation is notable by its absence from Professor Klug’s 
statement. In 2000, the dominant view was that disability belonged 
more to the realms of medical, welfare and discrimination law than to 
equality and human rights. Yet it is in the field of disability that there 
has been most change and nowhere is this change more marked than in 
the instruments determining the treatment of prisoners. The develop-
ment in the uK law relating to disabled prisoners is a clear demonstra-
tion of the truth of Professor starmer’s claim that “the Human Rights 
Act 1998 represents a new beginning and a fundamental shift to a 
rights-based system of law.”113

In 2001 the author of an editorial on Price v UK in the Disability 
Tribune wrote:

Like many others not born with our impairments, I was pushed into a 
world defined by majority opinions: the problems were mine, I was now 
deficient, handicapped, crippled, a burden, a patient, one of those people 
“on welfare.”114

Prisoners with disabilities suffered even greater marginalisation for, 
before the decision in Price v UK and the intervention of Paul Daniels, 
the prison authorities were thought not to be subject to the Disability 
Discrimination Act 1995 and thus disabled prisoners would not qualify 
to benefit from the “reasonably comprehensive (although far from 
exhaustive) set of positive rights to supplement welfare provisions.”115 
Indeed, under the original Prison service order 2855, the Prison 
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service undertook to “ensure that prisoners with physical, sensory  
and mental disabilities are able…to participate equally in prison life,” 
only “as far as practicable,” while the obligation on the Governor was 
limited to a requirement “to consider what reasonable adjustments, if 
any, are necessary to meet the needs of the disabled prisoner.”116 Even 
as late as 2004, the information Book for Disabled Prisoners, published 
by the Prison Reform Trust, persisted in this view. After quoting 
Ps02855 1999: 1, it identified “the key phrase of the Prison service 
statement” as being “as far as is practicable,” observing:

In some prison establishments it will be easier to help and support you 
than in others depending on:
•  the design of the building
•  the level of security needed
•  how crowded it is
•  how many staff there are available to help you.117

The new Prison service order (Pso) 2855 issued on 27th July 2005 was 
unequivocal:

This Pso updates and replaces the previous Pso on the management of 
prisoners with physical sensory or mental disabilities. It sets out required 
actions and good practice relating to all aspects of prison life relating to 
prisoners with disabilities.

This Pso applies to all prisoners, and it will usually be best to assume that 
a prisoner has a disability rather than not.118

Disabled prisoners were no longer to be left on the margins of the 
prison community but must be enabled to take part in prison life:

It is Prison service policy, in line with developing legislation, that disa-
bled prisoners are not discriminated against in any aspect of prison life 
and that equality of opportunity in accessing all parts of prison life, and 
in particular to address their offending behaviour and be resettled is 
offered to all prisoners.119

The provisions set down for putting such a policy into practice, read 
like a manual on how to avoid the mistakes of the authorities in the 
cases brought before the ECtHR. Two examples here will suffice:



 promoting the rights of disabled prisoners in the uk 231

120 Ibid., p. 16.
121 Ibid., p. 18.
122 s 21B(1).
123 The original draft of the Disability Discrimination Bill had included the follow-

ing exemption: “an act done in relation to carrying out a function of allocating prison-
ers to a prison; or allocating prisoners to accommodation within a prison.”

124 owers, A. (october 22, 2003) BIHR Human rights lecture: Prison inspection and 
the Protection of Human Rights, Version 1.

125 Ibid.

Prisoners with disabilities need to be allocated to accommodation suita-
ble to their needs. It is best practice where possible not to routinely 
accommodate prisoners with disabilities within healthcare depts, but on 
normal location otherwise they can miss out on access to all aspects of 
the prison regime.120

It is important that staff are sensitive to the need to allow prisoners to 
retain in possession items which they need to use in respect of a disability 
unless there is a clear and defensible reason for an exception, – for exam-
ple walking sticks, spare batteries for hearing aids etc.121

The catalyst for such a change in policy was undoubtedly the Disability 
Discrimination Act 2005 which, through the addition of s 21 B, made it, 
“unlawful for a public authority to discriminate against a disabled per-
son in carrying out its functions,”122 and, by omitting the prison author-
ities from the list in subsection (3) of those public authorities exempted 
from the obligations of the Act, brought the Prison service within the 
reach of the disability discrimination legislation.123 However, such a 
change would not have occurred without a change in the domestic legal 
paradigm from discrimination to human rights principles. Dame Anne 
owers, the Chief Inspector of Prisons, described this change in a public 
lecture she gave in 2003, a year after coming into office:

Almost exactly three years ago, the Human Rights Act came into effect, 
bringing into uK law the provisions of the ECHR. I was part of the Task 
force…The aim was prevention and dialogue, rather than simply litiga-
tion and conflict: to train authorities, and discuss with them what amend-
ments might be needed to laws and practices. These discussions were not 
just about compliance: they were driven by francesca Klug’s description 
of human rights as a value system for a godless age, something that “does 
not require a belief in anything more than the dignity of each person.”124

“The dignity and safety of prisoners,” Dame Anne argued, “are abso-
lutely central to a proper custodial environment and therefore to a pris-
ons inspectorate.”125 It was these principles that led to the development 
of the Prison Inspectorate’s “Healthy Prison” concept. As Dame Anne 
explained in the same lecture:
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It is based on the World Health organization’s four tests of what consti-
tutes a healthy custodial environment; and that is based upon interna-
tional human rights principles, set out in the various un and Council of 
Europe instruments and guidelines. Those four tests are: that prisoners 
are held in safety; that they are treated with respect and dignity as human 
beings; that they are able to engage in purposeful activity; and that they 
are prepared for resettlement.

The strength of the duty to promote disability equality set out in the 
Disability Discrimination Act 2005 lies in the fact that it combines 
human rights principles with discrimination law. The importance of 
such a combination was first acknowledged by the drafters of Protocol 
no. 12 of the ECHR:

While the equality principle does not appear explicitly in the text of either 
Article 14 of the Convention or Article 1 of this Protocol, it should be 
noted that the non-discrimination and equality principles are closely 
intertwined. for example, the principle of equality requires that equal 
situations are treated equally and unequal situations differently. failure 
to do so will amount to discrimination unless an objective and reasona-
ble justification exists.126

nick o’Brien, who was the Legal Director of the uK’s Disability Rights 
Commission at the time the Disability Discrimination Act 2005 came 
into force, identified the uK’s disability discrimination legislation as a 
new departure in anti-discrimination law because it differed signifi-
cantly from other statutes such as the Sex Discrimination Act 1975 or 
the Race Relations Act 1976 since:

…it requires more than simple equality of treatment by creating obliga-
tions upon potential perpetrators of discrimination to make ‘reasonable 
adjustments’ to their practices, policies and procedures…What matters is 
that the result for the disabled person is the same as it would have been 
for an otherwise similarly placed non-disabled person: they get the job, 
keep the promotion, escape dismissal (equal outcome)…Equality is, par-
adoxically, about being treated differently, not the same.127

This was certainly true of the disabled prisoner in Price v UK. failure 
“to ensure that her treatment was equivalent to that of other prison-
ers,”  by making special arrangements to compensate for her disabili-
ties, “foreseeably gave rise to violations of the applicant’s personal 
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integrity – physical and psychological – as well as to inhuman and 
degrading treatment.”128

section 7 Human Rights Act 1998 empowers the disabled prisoner, 
“if he is a victim of an unlawful act”, to “(a) bring proceedings against 
the authority…in the appropriate court or tribunal, or (b) rely on the 
Convention right or rights concerned in any legal proceedings.” There 
have, however, been relatively few challenges from disabled prisoners 
under the Act and even fewer have succeeded.129 The main area of liti-
gation has been in relation to the handcuffing of prisoners undergoing 
medical treatment130 “taking into account”131 the ECtHR’s judgment in 
Mouisel v France.132 In R (on the application of clive Spinks) v Secretary 
of State for the Home Department,133 mr spinks failed in his claim that 
the secretary of state had breached Article 3 by refusing to allow his 
release after he was diagnosed with terminal cancer because, unlike the 
applicant in Mouisel, there had been no recommendation to move him 
to hospital and he remained reasonably fit. He also failed in his claim of 
degrading treatment when he continued to be handcuffed while under-
going medical treatment because of the likelihood of him escaping and 
causing danger to others. However, Buxton LJ repeated the trial judge’s 
recommendation that “the authorities will no doubt wish to reflect on 
the implications of the Mouisel decision and in particular the observa-
tions of the European Committee of Prevention of Torture to which the 
court made reference.”134 mr Graham, in contrast, who was suffering 
from Hodgkins’ lymphoma and very weak, was successful in his 
appeal:
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The restraining by handcuffs of a man receiving chemotherapy is, at a 
minimum, degrading. I would also hold it to be inhumane unless justi-
fied by other considerations. There were none here. He posed, on any 
sensible view, no risk whatever of escape, while being treated and no risk 
of causing harm to the public were he to do so.135

The Human Rights Act 1998’s second decade of existence seems set for 
an escalation of challenges from disabled prisoners. In february 2009, 
in response to the publication of the HM chief inspector of Prison’s 
Annual Report 2007–8, Leigh Day & Co solicitors stated that they were: 
“currently acting for a number of disabled prisoners with a range of  
disabilities” (including a profoundly deaf prisoner, a blind prisoner, a 
wheelchair using prisoner and prisoner with significant concentration 
and memory problems) in legal claims against the Prison service: 
“unfortunately, our clients’ experiences echo the Chief Inspector’s find-
ings in that our clients’ disabilities have neither been adequately 
assessed nor addressed with the result that they are far less able to par-
ticipate in day-to-day prison life.136

In november 2009, Benjamin Burrows, co-incidentally a practi-
tioner from the same firm, in an article in Learning Disability Today, 
argued that it was “almost inevitable that there (would) be further legal 
challenges by prisoners whose learning disability needs have not been 
adequately met.”137 His firm had already launched an action against the 
secretary of state for Justice and serco Home Affairs Ltd – the private 
company that ran the prison – for an alleged failure to make the neces-
sary adjustments to enable a prisoner with severe learning disabilities 
to access and participate in an offending Behaviour Programme (oBP). 
oBPs are designed to form a part of a prisoner’s rehabilitation by 
encouraging him to consider the effect of his behaviour on himself and 
others and to learn and adopt constructive techniques to avoid situa-
tions which could lead him to reoffend. Prisoners are given a sentence 
plan designed to enable them to demonstrate that they are less likely to 
reoffend and so “move down the categorisation level and prepare for 
their eventual release.”138 The sentence plan will set certain objectives 
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for the prisoner. frequently, these include attendance on particular 
oBPs relevant to the prisoner’s offence. A successful completion of an 
oBP could contribute to an earlier release. There is, however, only one 
oBP, the sex offenders’ treatment programme, which has been adjusted 
for prisoners with severe learning difficulties. Burrows outlined the 
arguments of the action as follows:

(f)ailure to make the necessary adjustments deprived John139 of the 
opportunity to successfully complete the oPB and, in turn had an adverse 
impact on the sentence progression and the prospects of him being 
released from prison.

specifically, it is argued that this failure is unlawful and contrary to stated 
Hm Prison service policy that “prisoners with disabilities will be offered 
equal opportunity to address their offending behaviour” as set out in 
Pso 2855.

It is also argued that failure is a breach of their requirements under the 
DDA and a breach of John’s Article 8 (respect for family life) and Article 
14 (prohibition of discrimination) convention rights in accordance with 
the European Convention on Human Rights.140

The case was settled out of court; the secretary of state accepted that he 
“unlawfully delayed in assessing and addressing the claimant’s neuro-
logical condition and needs” and agreed to pay an equivalent to com-
pensation and legal costs.

In the introduction to Disabled Prisoners: A short thematic review on 
the care and support of prisoners with a disability, published in march 
2009, the Chief Inspector of Prisons observed that the results were “not 
encouraging:”

To begin with, there is considerable under-reporting of the extent of  
disabilities. Prisons’ own recording systems tell them that only 5% of 
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prisoners have a disability. Yet in our surveys 15% of prisoners reported 
a disability, and there must be more who don’t realise they have one….
Within prisons themselves, from the moment of reception to the time of 
discharge, prisoners with disabilities reported poorer experiences than 
those without disabilities in all areas, except for healthcare.141

What is “encouraging” is the recognition by prison authorities that 
disabled prisoners have a legal right to expect a service equal to their 
non-disabled detainees and that right is supported by law. Indeed, the 
Chief Inspector of Prisons opens the thematic report with this reminder 
to the Prison service:

The national offender management service, like all public authorities, is 
now subject to the requirements of the Disability Discrimination Act. It 
is required to promote disability equality and unlawful discrimination in 
all the prisons in England and Wales.142

more importantly, the national offender management service had 
already issued Prison service Instruction 31/2008 to Prison Governors 
and Directors “to ensure that prisoners with disabilities are allocated to 
appropriate accommodation as soon as possible after reception and on 
recategorisation.” The following improvements were mandatory:

11.  Governors (and Directors of Contracted Prisons) must put in place 
arrangements to ensure that any problems in allocating a prisoner 
with a disability to appropriate accommodation are raised at the ear-
liest opportunity with the Area manager and Pms.

12.  Governors (and Directors of Contracted Prisons) must ensure that 
prisoners with disabilities are able to access the regime and appropri-
ate interventions. Where this is not possible at a particular establish-
ment because appropriate accommodation is not available, and 
reasonable adjustments cannot be made, the prison should contact 
the Pms to identify another establishment with the appropriate 
accommodation and courses.

13.  Governors (and Directors of Contracted Prisons) must ensure that 
prisoners are not prevented from being transferred, either as a result 
of recategorisation or in order to access particular courses as part of 
their sentence plan, solely because they have a disability.

14.  Governors (and Directors of Contracted Prisons) must ensure that 
transfer requests to their establishment are not refused solely on the 
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basis of a disability unless the prison legitimately cannot provide the 
appropriate accommodation and care.143

These improvements may now be enforced by statutory rights but they 
reflect a change in paradigm from discrimination and a negative accept-
ance that disability would inevitably lead to exclusion from many of the 
facilities open to non-disabled prisoners on the grounds that adjust-
ments could not be made easily, to human rights and a positive duty to 
promote the rights of all prisoners equally, regardless of ability. Even as 
early as four years after the Human Rights Act 1998 came into force, the 
change was noted by commentators:

The broad interpretation of the european convention of Human Rights 
and the Human Rights Act, through the emerging case law on disability-
related issues constitutes a…human rights jurisprudence that prioritizes 
notions of dignity, community and participation at the expense of nar-
rower conceptions of individual civil liberty.144

The adoption by the un of the international convention on the Rights 
of People with Disabilities in 2006 provides further proof of the change 
in paradigm in the field of Disability. Richard Light, the uK’s repre-
sentative on the un Ad Hoc Committee, was keen to emphasize that 
the aim of this Convention was not to grant new rights but to ensure 
access to old ones. This Convention prioritises all three “notions of dig-
nity, community and participation,” outlined by nick o’Brien, all of 
which were considered in Price v UK. Article 25 of the Convention 
guarantees human dignity through the imposition of a positive duty on 
the authorities to provide health services relating to impairment, some-
thing ms Price was denied – she could be admitted to hospital only to 
cure, not to prevent an illness.145 Article 19 guarantees a right to inde-
pendent living. The right includes the right to choose to live in the 
community and to have the support to enable her to do so. Dr Kidd 
who examined ms Price on the night of her arrival at new Hall Prison 
was very conscious of this need, commenting on her relative independ-
ence at home as opposed to her dependency in prison due to the  
lack of preparedness of the new Hall Prison authorities.146 Article 5 
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guarantees equality and non-discrimination. All signatory states must 
implement anti-discrimination law and reasonable adjustment where 
necessary so that disabled people can participate equally. Although a 
female officer was appointed to care for ms Price at night, this was 
insufficient to enable her to participate as she needed two officers to lift 
her and the cell was not adapted for her needs.147

The pattern of developments in uK law relating to disabled prison-
ers in the first decade of the twenty-first century seems to continue to 
confirm nick o’Brien’s contention that there has been a “gradual shift 
of emphasis away from discrimination towards a broader notion of 
participation,” which “invites a rebalancing of the strategies needed  
to mobilise the law purposefully.”148 The history of Price v UK and the 
changes brought about through the Human Rights Act 1998 and the 
european convention for the Protection of Human Rights and Funda-
mental Freedoms 1950, together with the uK Government’s very recent 
ratification of the international convention on the Rights of People with 
Disabilities 2006149 would suggest that the mobilisation of human rights 
law and principles should remain a key strategy in promoting the rights 
of the disabled men and women currently detained in Her majesty’s 
prisons.
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IntrOduCtIOn: EqualIty

as rioux and riddle point out, equality has long been recognized as a 
principle of human rights. However, the legal meaning of the concept 
is contested. as they point out:

The “infuriatingly elusive” concept of equality encompasses an elastic 
spread of meanings that range from legitimating and formalizing differ-
ences and unequal treatment, to incorporating broad environmental and 
institutional changes, services, policies, and programs to ensure equality 
is achieved.1

rioux and riddle outline a range of different ways in which equality 
has been interpreted in law – including formal equality, equality of 
opportunity and substantive equality or equality of outcome. They 
argue that to be consistent with human rights the principle of equality 
for people with disabilities must turn on a recognition of “difference.” 
This section builds on the authors observation that:

Many individuals require differing social arrangements, including varie-
ties of care, in order to live integrated and productive lives. disability 
raises a unique and particularly important issue within distributive jus-
tice claims – how can individuals requiring differing measures to pro-
mote inclusion receive equal treatment?2

While in other areas of human rights it is clear that only substantive 
equality can address systemic discrimination, with respect to disability 
the problem is more complex. This is because disability is the interac-
tion of an individual impairment and the interaction between disabil-
ity and the social structures of society. For equality to be applied as a 
principle protecting the human rights of people with disabilities and 
empowering people with disabilities as participants in society, equality 
must be a principle which guides social action and legal decision 
making.
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rioux and riddle observe that

There are differences and inequalities between people, that is a matter of 
objective fact, however, artificial distinctions need to be differentiated 
and there has to be a distinction between those inequalities that are the 
consequence of the organization of society, and those that stem from 
individual characteristics. The false assumption that people are starting 
in an equal position often leads to the further entrenchment of the ine-
quality that is already disadvantaging people, and results in the introduc-
tion of further injustices. In other words, the social and legal construction 
of inequality is an important part of the understanding of the equality 
rights of people with disabilities.3

In this section the way in which people with disabilities experience 
equality and the way in which the law applies theories of equality are 
explored through the analysis of a wide range of issues, ranging from 
the sterilization of intellectually disabled women to the experience of 
political participation by people with disabilities generally. laws invok-
ing the principle of equality are relatively common but usually use the 
equal treatment standard. However, in disability discrimination legis-
lation and in human rights legislation the notion of equality is more 
broadly interpreted. adopting the human rights principle of equality as 
a strategic tool of analysis allows the authors in this section to adopt a 
critical perspective on law and disability.
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BEyOnd lEgal sMOkE sCrEEns: aPPlyIng a HuMan 
rIgHts analysIs tO stErIlIzatIOn JurIsPrudEnCE

Marcia H. rioux and lora Patton

How a society labels difference and then assigns or removes legal rights 
based on that label can reveal the underpinnings of social structure, 
policy and law. The courts, in their role as arbiters of individual dis-
putes, reflect the existing social perspectives of difference and the 
resulting societal hierarchies, and bring those values to their decision-
making. not just passive commentators on policy, the courts also play 
a significant role in policy development, although rarely is this role 
explicitly acknowledged. rather than directly tackling the difficult 
issues of equality, difference and individual human value, legal deci-
sions employ seemingly neutral constructs that do not remove judg-
ment about social policy but, instead, veil those judgments in legal 
rhetoric. Once we recognize and pierce the layers of legal doctrine that 
provide a legal framework for decision-making, the fundamental social 
values implied in case law are revealed. In understanding the underly-
ing framework of legal decisions, we are able to approach argument 
before the courts, infusing our positions with human rights analyses 
that better address clients’ stories and the reality of difference and 
discrimination.

sterilization jurisprudence provides a rich basis for examining the 
legal constructs that disguise social policy considerations. The recent 
case of ashley X1 highlights the ongoing unresolved issues affecting the 
bodies of women with intellectual disabilities. two years before the 
publication of the case in a medical journal, ashley was a 9 year-old 
girl. she was described by her physicians as being “non-ambulatory” 
with “severe, combined developmental and cognitive” delays that would 
not improve as she grew.2 The medical decisions made by her parents 
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and her physicians are informative about the value placed on the body 
of a woman with intellectual disabilities. ashley’s growth was artifi-
cially attenuated to minimize any further growth, keeping her “of man-
ageable size”3 so she could be more easily moved, cuddled and fit into a 
standard bathtub.4 Beyond growth attenuation, ashley was given a hys-
terectomy and underwent the removal of her breast buds.5

ashley’s physicians argued that the combined treatments provided 
ashley with “the best possible quality of life,” allowing her to be more 
easily cared for by her family6 while her parents noted that the proce-
dures would allow her to “retain more dignity in a body that is health-
ier, more of a comfort to her, and more suited to her state of 
development.”7 In other words, her body would reflect her intellectual 
development. The removal of breast buds was explained by the desire 
to remove a possible source of discomfort while her parents noted that 
“ashley has no need for developed breasts since she will not breast feed 
and their presence would only be a source of discomfort.”8 similarly, 
ashley was seen as having “no need for her uterus since she will not be 
bearing  children.”9 Her physicians noted that there were benefits to 
hysterectomy in controlling the side effects of growth attenuation ther-
apy but the primary reason given was to “eliminate the complications 
of menses.”10

ashley’s case was not adjudicated. Instead, the physician’s involved, 
having obtained direction from her parents, took the matter to an 
internal ethics board which ultimately approved the procedures.11 
regardless, the language used to describe the procedures and the pur-
poses for which they were conducted reveal deep assumptions about 
the worth of ashley’s body: rather than maintaining her bodily 
 integrity – keeping her “whole” – modifying her physical attributes to 
better fit the environment was prioritized. Her best interest was equated 
with her parents’ ability to maintain her at home and being easily able 
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to carry and move her. Her uterus and breasts were seen as unneces-
sary given her intellectual disability – and removed to improve her 
comfort. ashley’s “dignity” was determined to be enhanced by keeping 
her body size consistent with her imputed mental development.

Issues impacting the bodily rights of women with intellectual disa-
bilities have been adjudicated by the highest courts in England, Canada 
and australia. despite similar facts, the courts analyzed the individual 
situations using different legal constructs, and came to divergent con-
clusions about the rights of women with intellectual disabilities. all 
three cases deal with issues of competence, of parens patriae power, of 
substitute decision-making, of rights and of well-being, as well as with 
discrimination, equality and difference. all three cases raise issues of 
inclusion and exclusion in relation to the traditional presumption that 
women control their own bodies and specifically the access to decision-
making around child bearing to which non-disabled women have 
access. Only one young woman, Eve, was not sterilized. From an ana-
lytical perspective, the models of judicial inquiry applied found legiti-
macy from very different places. different legal “boxes” or constructs 
were applied, but underneath the rhetoric, notions of sameness and 
difference, and the values assigned by that determination, are explored, 
although somewhat covertly. The decisions do, however, provide a 
means of developing legal jurisprudence from a human rights perspec-
tive, and a basis for considering which framework might provide the 
best possible solution in moving towards equality and inclusivity.

three young Women

In Canada, Eve’s case12 arose in the following manner. In 1986,  
Eve’s mother requested that the court confirm her ability to have  
her twenty-one-year-old daughter undergo a hysterectomy to prevent 
potential pregnancy. Eve was described as “mildly to moderately men-
tally retarded” with expressive aphasia which made it difficult to deter-
mine the degree to which she understood various concepts. at the time 
Eve was attending a residential school during the week, away from  
her mother’s community. Eve “struck up a close friendship with a male 
student; in fact, they talked of marriage.” Eve’s mother believed that  
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Eve might become pregnant. she felt that her daughter could not cope 
with being a mother and feared that care of any child would fall to her.  
Eve’s mother believed the only means of preventing pregnancy was 
sterilization.13

In England, Jeanette14 was a minor, a seventeen-year-old at the time, 
with an intellectual disability and epilepsy. as a child, she had been 
placed under the care of the local authority in England to enable train-
ing and medical support, though her mother maintained involvement 
in her life. The local authority, upon noting Jeanette was “showing signs 
of sexual awareness and sexual drive”15 sought court intervention to 
authorize sterilization by occlusions of the fallopian tubes (a “tubal 
ligation”). The authority argued that pregnancy would pose significant 
emotional risks for Jeanette. Her mother supported the application but 
Jeanette’s interests were argued by an appointed guardian ad litum. The 
matter was treated as urgent as Jeanette would become of legal age 
within six months of the hearing and the court acknowledged that 
there was some doubt as to whether “residual parens patriae jurisdic-
tion remains in the High Court after majority.”16 although it is difficult 
to know what the characterization means, the court noted that Jeanette 
had a “moderate degree of mental handicap,” the “mental age” of five or 
six and spoke “only in sentences limited to one or two words.”17 she 
was, according to the court, able to dress and bath herself and had been 
“taught to cope with menstruation.”18 at the time of the application, 
Jeanette had exhibited some sexual awareness and masturbation. The 
court found that although she had effective supervision in the institu-
tion in which she lived, Jeanette’s needs were not so great that she would 
need to be permanently institutionalized.

Marion,19 in australia, was a fourteen-year-old girl at the time of the 
last court intervention. she lived with both an intellectual disability 
and physical disabilities including severe deafness and epilepsy. she 
was found to be unable to care for herself. Very little else is evident 
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about her circumstances from the facts of her case. Her parents, 
 concerned with future menstrual management and fertility control, 
sought a confirmation of their ability to consent to a hysterectomy and 
ovariectomy. If they were found to lack the power to consent to the 
requested procedure, they wished the court to authorize the steriliza-
tion procedures. The hysterectomy was sought to prevent pregnancy 
and the “psychological and behavioural consequences” of menstrua-
tion while ovariectomy would manage hormonal shifts.20

all cases are remarkable in their failure to examine the voices and 
the wishes of the young women involved. Instead, experts provide 
analysis of their intellectual and emotional ability and the potential 
benefits and risks arising from the proposed surgical interventions. 
generalized statements about human rights are noted, but the indi-
vidual desires were either never canvassed or not deemed important 
enough to include in the final legal analysis. Ironically, in decisions that 
focus on what is best for each of the women, legal discussion has 
silenced the very voices of those most directly impacted by the 
decisions.

regardless, on the basis of expert testimony and evidence, the cases 
proceeded. Each of the three decisions are argued in dissimilar man-
ners, although they touch on the same type of fact situation – and the 
courts based their decisions on different underlying legal premises. 
There are a number of areas in which the courts diverge and converge. 
Each of the decisions will be discussed here, looking specifically at: 
whether the sterilization was argued to be an issue of public policy; 
whether and which human rights principles must be infused in best 
interest principles; and the implications of the cases for the rights of 
dignity, equality and inclusion of people with disabilities.

an Issue of Public Policy?

In the early nineteenth century, sterilization of persons with disabilities 
was undertaken by a number of governments for eugenic  purposes. Based 
on rudimentary understanding of genetics, it was felt that intellectual 
disability was genetic and sterilization would reduce the numbers of the 
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“feebleminded” and prevent the birth of degenerates including those 
who were “imprisoned, incarcerated or institu tionalized.”21

That sterilization has a history of abuse in many jurisdictions is per-
haps best exemplified by a united states decision to involuntarily steri-
lize a young woman who had been institutionalized to hide her 
pregnancy; a pregnancy that had resulted from rape. until Buck v Bell22 
in 1925, sterilization laws were routinely struck down by the courts on 
the basis that they were “unconstitutional as cruel and unusual punish-
ment, violations of due process, or violations of equal protection.”23 
With Buck, however, the u.s. supreme Court shifted thought signifi-
cantly on the issues and ruled in favour of the constitutional powers 
that they believed did not violate the due process clause of the 
Fourteenth amendment. Carrie Buck was committed to a state institu-
tion for epileptics where her mother was also a patient. she was said to 
have a “mental age” of 9 years and Carrie’s own daughter was said to 
“have a look” that was “not quite normal.”24 Medical experts testified 
that Carrie, her mother and her daughter were “feebleminded” and that 
it was “unquestionably hereditary.” In the eugenic reasoning of the 
time, the court allowed the state to sterilize Carrie Buck under a pro-
gram providing for the involuntary sterilization of a “probable poten-
tial parent of socially inadequate offspring.” Writing for the Court, 
Justice Holmes stated:

Carrie Buck is a feeble minded white woman…she is a daughter of a 
feeble minded mother in the same institution and the mother of an ille-
gitimate feeble minded child…We have seen more than once that the 
public welfare may call upon the best citizens for their lives. It would be 
strange if it could not call upon those who already zap the strength of the 
state for these lesser sacrifices, often not felt to be such by those con-
cerned, in order to prevent our being swamped with incompetence. It is 
better for all the world, if instead of waiting to execute the degenerate 
offspring for crime, or to let them starve for their imbecility, society can 
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prevent those who are manifestly unfit from continuing their kind…. 
Three generations of imbeciles are enough.”25

The Buck decision led to a dramatic rise in involuntary sterilization for 
persons with intellectual disability throughout north america.26

after the second World War, Western perceptions of eugenic prac-
tices gradually began to change, initially in Skinner v Oklahoma27 with 
a determination that “the right to procreate was fundamental, requir-
ing a compelling state interest to justify interfering with it.”28 Procreative 
and bodily rights began to take hold. By 1981, the u.s. supreme Court 
held that:

The societal harms, envisioned by the eugenicists, if these exist at all, 
were not sufficient to justify either the violation of an individual’s funda-
mental right to make reproductive decisions without the interference of 
others or the unconsented bodily invasion inherent in involuntary 
sterilization.29

as eugenic and public interest justification for the sterilization of per-
sons with disabilities waned, parents and guardians began shifting the 
argument, seeking sterilization to the best interest of their children.30 
arguments before the courts began to reflect the change. Paternalistic 
notions of protection of a person with an intellectual disability replaced 
societal concerns of eugenics. Instead of removing the procreative abil-
ity of people with disabilities for the protection of society, sterilization 
was seen as a mechanism to protect individuals. Courts began to be 
presented with the difficulties of menstruation and the inability to care 
for a child as reasons to perform sterilization. The cases of Eve, Jeanette 
and Marion reflect these new arguments. yet, only Canada and australia 
recognized the importance of historical treatment of people with intel-
lectual disabilities and issues of public policy within their decision-
making. While Jeanette’s case reflects a paternalistic conceptualization 
of best interest, the courts in both the Eve and Marion cases import 
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human rights notions into their judgments directly challenging histori-
cal policy, though they ultimately result in different findings.

despite the obvious history of abuse, the House of lords, on appeal 
of Jeanette’s case, dismissed the notion that there was any issue of pub-
lic policy and dealt only with application of the criteria of the welfare or 
“best interests” of the ward. as it was put by lord Hailsham of st 
Marylebone lC:

This is no doubt that, in the exercise of the wardship jurisdiction the first 
and paramount consideration is the well being, welfare, or interests (each 
expression occasionally used, by each, for this purpose synonymous) of 
the human being conceived, that is the ward herself or himself. In this 
case I believe it to be the only consideration involved. In particular there 
is no issue of public policy other than the application of the above principle 
which can conceivably be taken into account, least of all (since the opposite 
appears to have been considered in some quarters) any question of eugen-
ics….”31 (emphasis added).

likewise, lord Oliver of aylmerton similarly concludes that the case 
“…involves no general principle of public policy”(emphasis added) and 
that it “has nothing whatever to do with eugenics.” These conclusive 
statements were made despite the acknowledged “extensive public 
interest shown”32 and that “the very word ‘sterilisation’ has come to 
carry emotive overtones.”33 The dismissal of the opportunity to con-
sider the history and impact of disabling theories is troublesome in 
light of the significant decision the court makes about Jeanette and the 
irreversibility of her sterilization.

The High Court in Marion’s case took the opportunity to comment 
on the historic dispossession of people with disabilities, weaving the 
development of public policy into the disposition of the case. Importantly, 
the court held that people with disabilities “are entitled to individual 
inviolability…that the lives of people with disabilities are as valuable as 
those who are ‘normal.’ ”34 The court specifically finds that  sterilization 
can have a tremendous impact on a person’s perception of him or her-
self and involuntary sterilization, as found in a Canadian law reform 
Paper, may be seen “as a symbol of reduced or degraded  status.”35 
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In holding that authorizing involuntary sterilization is a special case of 
medical intervention, the court based its finding on the fundamental 
right to dignity, the right to bodily integrity, and the “gravity of the 
procedure and its ethical, social and personal consequences.”36 More 
importantly, however, the clear statement by the court that individuals 
with intellectually disabilities are entitled to equal protection by the law 
was important. The court declared that those with disabilities were as 
valuable to society as those without.

In Canada, the supreme Court unanimously held that people who 
have an intellectual disability cannot be required to undergo a non-
therapeutic sterilization authorized by any third party including par-
ents or next-of-kin, the Public trustee or the administrator of a facility. 
The court refused to acknowledge any consideration other than what 
was in the “therapeutic” interest of the individual involved. In this way 
the court ensured that third parties, such as parents and guardians, 
could not authorize sterilization for their own convenience or protec-
tion. Eve’s mother brought the original application in Eve under the 
Province of Prince Edward Island’s guardianship legislation, which did 
not provide the specific legislative authority to permit the procedure on 
the basis of a third party consent. There was no legislation in any juris-
diction in Canada that permited a guardian, court appointed commit-
tee or next-of-kin to consent on behalf of a person with an intellectual 
disability to a non-therapeutic sterilization. The supreme Court of 
Canada clearly stated in its decision that if legislation were to be intro-
duced in Canada to authorize this type of procedure it would have to 
do so explicitly, and that such legislation would be subject to constitu-
tional scrutiny under the Charter of Rights and Freedoms.37 as Eve’s 
case was initiated prior to the introduction of the Charter, the court did 
not directly consider principles of constitutionality. nonetheless, its 
acknowledgment of the new individual rights embodied by the Charter 
made it relatively clear that future legislation would not succeed.

unlike the court in England, the Canadian Court clearly situated the 
case within the context of public policy:

There are other reasons for approaching an application for sterilization of 
a mentally incompetent person with utmost caution. to begin with, the 



252 marcia h. rioux and lora patton 

38 Supra note 12, para 78.
39 rioux, M. & E. zubrow. (2001). social disability and the public good. In d. drache 

(Ed.), The market or the public domain? Global governance and the asymmetry of power 
(pp. 148–189). london: routledge, 169.

decision involves values in an area where our social history clouds our 
vision and encourages many to perceive the mentally handicapped as 
somewhat less than human. This attitude has been aided and abetted by 
now discredited eugenic theories whose influence was felt in this country 
as well as the united states. two provinces, alberta and British Columbia, 
once had statutes providing for the sterilization of mental defectives.38 
(emphasis added).

In all of the cases, issues of eugenics were introduced, although unlike 
the courts in Canada and australia and in similar cases in the united 
states, the English dismissed the issue of eugenics out of hand. Both the 
Canadian and the australian courts were mindful of the abuses that 
occurred under sterilization programs that had operated within their 
jurisdictions for a good part of the 20th Century which were directed 
towards people with disabilities. In recognizing the historical policy, 
the courts tacitly acknowledged their role in challenging that policy 
and impacting future social understanding of women with disabilities.

do rights Principles trump Welfare Issues?

How society understands disability is fundamental to how that society 
will then develop policies impacting those persons seen as disabled. 
social constructs of people with disabilities are “neither mutually exclu-
sive nor temporally chronological,”39 rather, those constructs blend 
within one another. One means of understanding difference is com-
monly referred to as the medical model, an idea that grounds the dis-
ease or disability within the individual and then seeks to “cure” the 
individual by eliminating the difference through medical or biological 
means. Thus the disabled individual is fixed in a way that is seen to be 
in her best interest, making her better able to function within the  
community. Contrast this construct with a human rights analysis. In 
such a model, the individual is not seen as diseased or wrong, but dif-
ferent. The difference is not to be remedied but instead recognized as 
an inherent human diversity. acknowledging and accepting that diver-
sity requires the community to adjust to the difference to best accom-
modate the individual needs. Whereas the latter construct recognizes 
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the inherent value in individuals and promotes maintaining the rights 
that would otherwise accrue to any person, a best interest approach 
may well deem those rights unnecessary as the person is in some way 
damaged.40

In England, cases involving the wardship of children are determined 
on the basis of a “welfare” principle. Originating in the principle of 
parens patriae, the court had a role in protecting persons who could 
not act for themselves, including children and persons with disabilities. 
Considering Jeanette’s situation, the court turned it’s mind to the role 
of rights in the case of women with intellectual disabilities and applied 
the legal construction of “best interest” in determining welfare. Instead 
of acknowledging the importance of individual rights and situating the 
“best interest” decision within such an analysis, the court fell back to 
the paternalistic reasoning that often infects decisions for those seen as 
different and globally incompetent.

The English decision, coming as it did after the Canadian decision in 
Eve, took account of la Forest J’s decision. lord Hailsham stated that 
he found laForest’s outline of the history of the parens patriae jurisdic-
tion (in the Canadian case) “extremely helpful”41 to him. However, he 
found that:

…his [laForest’s] conclusion that the procedure of the sterilization 
‘‘should never be authorized for non-therapeutic purposes’’ [is] totally 
unconvincing and in startling contradiction to the welfare principle 
which should be the first and paramount consideration in wardship cases. 
Moreover, for the purposes of the present appeal I find the distinction he 
purports to draw between “therapeutic” and “non-therapeutic” purposes 
of this operation in relation to the facts of the present case above as totally 
meaningless and [if it were meaningful, it would still be an incorrect 
application of the welfare principle]. to talk of the “basic right” to repro-
duce of an individual who is not capable of knowing the causal connec-
tion between intercourse and childbirth, the nature of pregnancy, what is 
involved in delivery, unable to form maternal instincts or to care for a 
child appears to me wholly to part company with reality.42

lord Bridge, while not disputing the Eve decision on the facts, was 
critical of the rights-based approach of the Canadian supreme Court in 
its conclusion that:
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[t]he grave intrusion on a person’s rights and the certain physical damage 
that ensues from non-therapeutic sterilization without consent, when 
compared to the highly questionable advantages that can result from it, 
have persuaded me that it can never safely be determined that such a 
procedure is for the benefit of that person. accordingly, the procedure 
should never be authorized for non-therapeutic purposes under the 
parens patriae jurisdiction.43

lord Bridge’s criticism of this statement is categorical and revealing.

This sweeping generalisation seems to me, with respect, to be entirely 
unhelpful. to say that the court can never authorize sterilization of a 
ward as being in her best interests would be patently wrong. to say that it 
can only do so if the operation is “therapeutic” as opposed to “non- 
therapeutic” is to divert attention from the true issue, which is whether 
the operation is in the ward’s best interest, and [turn it into a] debate as 
to where the line is to be drawn between “therapeutic” and “non-
therapeutic.”44

He rejected the Canadian supreme Court’s rights analysis and focused 
on the insignificance of rights in this context and the potential harm 
that could result. He dismissed the argument by stating that:

[t]he supreme Court of Canada in Re Eve, 31 d.l.r. (4th) 1 at 5, refers…
to “the great privilege of giving birth”, the sad fact in [this] case is that the 
mental and physical handicaps under which the ward suffers effectively 
render her incapable of ever exercising that right or enjoying that 
privilege.…I find it difficult to understand how anybody examining the 
facts humanely, compassionately and objectively could reach any other 
conclusion.45

lord Oliver interpreted the Eve decision to have challenged the notion 
that the best interest of the woman concerned was the primary con-
cern. He comments that:

[laForest J’s] conclusion was that sterilization should never be author-
ized for non-therapeutic purposes under the parens patriae jurisdiction. 
If in that conclusion the expression “non-therapeutic” was intended to 
exclude measures taken or the necessary protection from harm of the 
person over whom the jurisdiction is exercisable, then I respectfully dis-
sent from it for it seems to me to contradict what is the sole and  paramount 
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criterion for the exercise of the jurisdiction, viz. the welfare and benefit of 
the ward.46

For the English court, then, whenever an individual is found unable to 
exercise a right, the right itself does not exist. In other words, without 
the ability to make decisions about her own procreation, and her pre-
sumed inability to develop such decision-making capacity, the court 
found that to argue that Jeanette had fundamental rights of this nature, 
was “wholly to part company with reality.”47

regardless of whether Jeanette had individual rights, the English 
court indicated such a consideration should not exist apart from a “best 
interest” paternalistic approach, inherent in determining the issue. 
They considered a number of factors relevant to Jeanette’s condition 
but failed to set out general guidelines to weigh before implementing 
what might be the “best” result and failed to include her individual 
rights in the analysis at all. significant emphasis was placed on the fact 
that Jeanette was considered unable to appreciate the changes to her 
body that would occur during pregnancy and labour would cause her 
to be “terrified, distressed and extremely violent.”48 Caesarian delivery 
was also noted to be problematic as she previously had interfered with 
the healing of wounds.49 Based on the evidence that successful labour 
could not occur, the court also considered the possibility of terminat-
ing any pregnancy prior to full term but noted that existing medical 
conditions made it impossible to discover the pregnancy before it was 
too late to perform abortion.

some consideration was given to other forms of birth control that 
would not be permanent, although most were dismissed out of hand. 
Counsel representing Jeanette’s interests recommended a progesterone 
pill and suggested the intervention be attempted for a trial period 
before moving to the permanent sterilization sought. The court, how-
ever, found that, given a reduced chance of success and potential prob-
lems with maintaining a daily dosage, the less intrusive option was not 
appropriate. Interestingly, the court also noted that a further reason for 
rejecting the contraceptive was because the potential long-term effects 
of the drug were unknown. In contrast, sterilization was found to be  
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“a relatively minor operation carrying a very small degree of risk to the 
patient, a very high degree of protection and minimal side effects.”50

Without raising the issues directly, the court also appeared to place at 
least some importance on what it saw as the ability to increase Jeanette’s 
quality of life. as noted in the facts, Jeanette was at the time in a facility 
but “her degree of incapacity is not such that it would be thought right 
that she should, effectively, be institutionalised all her life.”51 yet the 
court failed to provide what may have been an interesting analysis of 
Jeanette’s competing rights to maintain her bodily integrity and to pro-
create as opposed to her liberty rights and ability to exercise sexual 
freedom. By imposing a paternalistic best interest test within the wel-
fare analysis, important considerations were left unaddressed.

The best-interest principle, on which the British court relied, results 
in some conventional built-in biases and value judgments disguised as 
legal principles. Jeanette’s best interests do not include any analysis of 
her own perception of the surgery and how sterilization may impact on 
her understanding of her own personhood. Jeanette was found to be 
unable, at the time of the decision, to make an informed decision about 
procreation. This, together with her impending eighteenth birthday 
(which may, as acknowledged by the court, have left the court without 
jurisdiction to make a decision) created a situation of emergency in the 
mind of the court. The underlying notion that Jeanette was unable and 
apparently disinterested in actually becoming a mother was seen as a 
reason to remove her right to maintain the ability to do so. Clearly such 
an analysis does not attach to a woman’s right to maintain procreative 
ability where she is not diagnosed with an intellectual disability. rather, 
such a right should be recognized as inviolable, regardless of whether a 
woman has any desire or intent to have children. Jeanette’s ability to 
live outside of institutions was traded for her physical integrity.

Safeguarding Individual Rights in Best Interest Analysis

The welfare of the individual has similarly been used to undermine 
fundamental rights of women with intellectual disabilities in u.s courts. 
“Best interest” principles have been central to the determinations to 
provide the moral and legal authority for the court to remove what is 
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normally considered a fundamental right of an individual. american 
law sways toward the determination of whether someone can be steri-
lized in the face of presumptions about their capacity to consent and 
presumptions of the individual capacity to bear and raise children and 
to make the decisions required about having a child.

In a case in the united states52 in which the supreme Court of new 
Jersey provided a “nonexclusive” list of guidelines, the court, as it has in 
other cases in u.s. jurisdictions, tended to be cautious with respect to 
issues of sterilization and those with intellectual disability, recognizing 
a history of overzealous eugenic decisions. In the superior Court of 
Pennsylvania, for example, the court saw two prerequisites to author-
izing sterilization: that the individual be found to lack the capacity to 
make a decision and there was some predictability to the permanence 
of the in capacity; and that the woman or girl be capable of reproduc-
tion.53 The court found that the best interest determination depended 
on a finding that sterilization was the only feasible method of contra-
ception and that it was the least intrusive intervention to protect the 
interests of the individual. In Terwilliger, the court provided a “nonex-
clusive” list of procedures to guide courts in their deliberation, a list of 
guidelines adapted from another decision of the supreme Court of 
new Jersey.54

The list included:

a. The possibility that the incompetent person will experience trauma 
or psychological damage if she become pregnant or gives birth, and 
conversely, the possibility of trauma or psychological damage from 
the sterilization operation.

b. The likelihood that the individual will voluntarily engage in sexual 
activity or be exposed to situations where sexual intercourse is 
imposed on her.

c. The inability of the incompetent person to understand reproduc-
tion or contraception and the likely permanence of the inability.

d. The ability of the incompetent person to care for a child, or the pos-
sibility that the incompetent may at some future date be able to 
marry and, with a spouse, care for a child.
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e. Evidence that scientific or medical advances may of occur within 
the foreseeable future which will make possible either improvement 
of the individual’s condition or alternative and less drastic steriliza-
tion procedures.

f. a demonstration that the proponents of sterilization are seeking it 
in good faith and that their primary concern is for the best interests 
of the incompetent person rather than their own or the public’s 
convenience.55

While the decision of the court in this case was that there was no need 
to sterilize the twenty-five-year-old woman involved, the court devel-
oped a rather detailed record of the relevant issues to be used in such 
cases. several years later the superior Court of Pennsylvania in a simi-
lar case56 relied on the same standards.

The supreme Court of Washington also provided detailed guidelines 
on procedural protections in In Re Hayes,57 including a requirement for 
the determination that the person be incapable of making the decision 
and unlikely to develop that ability in the foreseeable future. The court 
went further to suggest that there must be no alternative to sterilization 
available.

Most recently, the Illinois appellate court affirmed Terwillinger and 
Hayes when it refused to permit the tubal ligation of a 29-year-old 
woman with an acquired brain injury that left her “mentally disabled.”58 
K.E.J. is unique in that it quotes extensively from the evidence of the 
young woman herself, as well as the thoughts and wishes she had 
expressed to family and caregivers. despite k.E.J.’s position, the court 
held that her current wishes were not relevant to the best wishes find-
ing as she was incapable of making decisions regarding sterilization 
and reproduction. as she had “sustained the head injury leading to her 
current lack of competence when she was eight years old” and there-
fore, “there [was] no way to determine what she would choose for her-
self,”59 the court engaged in a detailed consideration of the elements of 
best interest from Hayes. as there were alternatives available, the court 
did not order sterilization.
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Focused on Rights Analysis

Overruling an earlier provincial decision60 that dismissed public policy 
issues and found that “issues of the rights of the handicapped in gen-
eral, or questions of women’s right to reproduce, were not relevant,”61 
the Canadian supreme Court in Eve rejected the paternalism inherent 
in the best interest test. The court took the position that the “best inter-
ests of the woman” must be framed in terms of her fundamental rights, 
including her right to bear children. acknowledgement and preserva-
tion of individual rights were seen as an essential element of the 
analysis.

The court went on to introduce the construction of “therapeutic” or 
“non-therapeutic” procedures, legal determinations that would have a 
profound impact on the ultimate decision. laForest J acknowledged 
that parens patriae, the court’s residual power to protect vulnerable 
persons, could be used “to authorize the performance of a surgical 
operation that is necessary to the health of a person…I mean mental as 
well as physical health.”62 Conversely, and in an important restriction of 
parens patriae power, courts could not intervene to authorize actions 
that were non-therapeutic.

In reality, the Canadian court’s distinction of therapeutic and non-
therapeutic procedures is not strictly dissimilar from the idea of “best-
interest” held paramount in England. Jeanette’s situation, after all, was 
in some ways dissimilar to that of Eve. Whereas Eve’s guardian sought 
a hysterectomy largely for the ease of the guardian in protecting Eve 
from pregnancy, the medical situation Jeanette faced was much more 
serious. The Canadian decision noted that there was “no evidence that 
giving birth would be more difficult for Eve than for any other woman”63 
while the evidence in Jeanette’s case indicated significant stress could 
result from menstruation and any potential pregnancy.64 Further, Eve’s 
mother sought a hysterectomy, while Jeanette’s proposed tubal ligation: 
“[H]ysterectomy…is not only irreversible; it is major surgery.”65 
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Thus the legal constructions could be seen as not particularly distinct 
while the “therapeutic” distinction provides a legal basis for what is 
largely a policy statement by the court. rather than making the rights 
analysis explicit, the determination is guarded in legal language obscur-
ing the broader issue. There is rather clear evidence that the English 
court was so bound and fettered by its understanding of intellectual 
disability as a medical and static condition that it could not even con-
sider a rights analysis. The Canadian court was open to the recognition 
of intellectual disability as a condition that did not preclude the exer-
cise of rights and it proceeded with extreme caution.

In the final analysis, the importance in the Canadian decision is not 
the legal tool used to justify the determination but the insistence on 
confirming the procreative rights of women with intellectual disabili-
ties, regardless of their ability to exercise those rights. Even if the “ther-
apeutic” versus “non-therapeutic” analysis may be read by some, as it 
was by the English court, as a “best interest” analysis, the Canadian 
court clearly embedded individual rights elements in the determi-
nation.

rights and Consent-Based Procedures

In Marion’s case, the Court in australia outlined 2 major issues: the 
threshold question of consent to medical procedures and the capacity 
of the child to consent. The court was the first to analyze the impor-
tance of determining whether or not the individual was able to make 
her own decisions about the proposed procedures – or whether she 
would later become able to consent. In both Canada and England, the 
consent issue was assumed (both young women were seen as globally 
incompetent for decision-making) and little time was spent on assess-
ing their capacity or future capacity.

The australian court also drew a distinction between a functional 
approach and a status approach to competence.66 In looking at issues 
relating to children’s rights, the Court held that determining individual 
capacity to make decisions regarding medical treatment could not be 
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made solely on the basis of that individual’s membership of a group. 
Marion could not be found incapable simply because she was a person 
with a disability; rather, an assessment of her actual ability to under-
stand the procedure and its results must be implemented. By analogy, 
her status as a person with a disability could not alone result in a find-
ing of incapacity. Thus the court “rejected the categorisation of people 
according to status and adopted the imperative of looking behind the 
label to the person.”67

People who have been diagnosed with intellectual disability have 
been virtually excluded from the process of providing informed con-
sent. The label of intellectual impairment has created a presumption for 
health care professionals which excludes people who have been labeled 
from being involved in personal medical decisions.

The medical label of intellectual disability in many cases automati-
cally implies the legal label of mentally incompetent. In other words, 
the medical label gets interpreted without further consideration or 
reflection to a legal conclusion by defining intellectual disability in 
terms of lack of competence to learn, and by defining informed consent 
in terms of being mentally competent to understand. The informed 
consent test itself creates a discriminating barrier for those with disa-
bility. In order to declare a person legally incompetent, it is standard 
procedure for the courts to rely simply on the affidavits of two or three 
physicians.

The presumption of incapacity of those who have intellectual disa-
bilities is pervasive in hospitals and court rooms and operates inde-
pendently of the individual’s demonstrated or potential abilities. The 
presumption of incompetence is commonly held even in the absence of 
any specific court order declaring incompetence. It is held without 
regard to the nature of the proposed procedure, treatment or surgery. 
For people who are labeled as intellectually disabled all of the variables 
ordinarily taken into account by physicians are disregarded as unnec-
essary because of the medical label compounded by the legal presump-
tion. There has been little in the way of a medical or legal tradition in 
which people with intellectual disabilities have been substantially 
involved in the decision-making process. Physicians have found legal 
protection and moral solace in the legal presumption and designation. 
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What was created in law, to wrap protection around those found to be 
disabled, has created an unrecognized and unquestioned justifica-
tion for differential and disrespectful treatment. Marion’s decision 
challenged this practice, while the British decision about Jeanette, rein-
forced it.

understanding competence as an individual ability rather than a cat-
egorical status strengthened the position of women with intellectual 
disabilities in australia to control their own bodies – and maintain 
their own dignity. Competence in and of itself, however, is yet another 
legal construct that provides a basis for granting rights to some per-
sons – while providing the basis to remove those rights from others. 
Competence moves the disability rights analysis ahead several steps 
but again can obscure the issue of whether a person retains her rights. 
Marion was determined to be incompetent and the court later made 
the decision to proceed with sterilization, although it did so by using a 
rights analysis, based on a right to dignity.

In Eve, the concept of equality was used to promote individual value, 
regardless of difference. Interestingly, using the right of dignity, the 
court in Marion’s case considered whether providing women with 
intellectual disabilities greater dignity actually promoted sterilization. 
In an analysis similar to that in Jeanette’s case, the australian court sug-
gests that the right to dignity must be balanced against the individual’s 
right to greater freedom. In that case, the court specifically held that it 
is “inviolability that is protected”68 and that basis does not hold that 
sterilization can never occur. In particular, the court found that in some 
circumstances, competing personal rights may mitigate in favour of 
imposing non-consensual sterilization. Thus the rights analysis in 
Canada led the court to conclude that no “non-therapeutic” steriliza-
tions could occur without individual consent, leaving open the ability 
for medical or other circumstances to allow for therapeutic procedures 
determined to be in the best interests of the person, albeit within the 
context of equality. In australia, the rights analysis created circum-
stances where competing personal rights may allow for sterilization. 
The choice of how to best situate a rights analysis, and which rights to 
emphasize, may be critical in moving towards a true understanding of 
equality and inclusion for persons with disability.
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Fundamental Principles from the Cases

The Right to Reproduce

In Re Eve, the Canadian court focused a great deal on the right to pro-
create. In framing the decision, significant consideration was given to 
the fundamental importance of a woman’s right to become pregnant 
and give birth – a right that exists regardless of the individual’s ability 
to exercise the right or her disability. similar reasoning compelled the 
English court to refuse consent to sterilize an 11-year-old girl in 1976. 
In Re D,69 the court referred to the “irreversible nature of such an oper-
ation and the deprivation, which it involves, of a basic human right, 
“namely the right of a woman to reproduce.”70 Interestingly, that case 
also turned on the fact that the minor was likely to become capable of 
giving consent on her own with time, suggesting the functional compe-
tency analysis that were later clearly articulated in australia.

In Jeanette’s case, however, lord Hailsham dismissed the reasoning 
in both the Re D and Eve cases – both of which had raised the issue of 
sterilization without consent in the context of the right of a woman to 
reproduce as a basic human right. In his judgement, lord Hailsham 
limited the right to reproduce, arguing that the right is valuable only if 
the individual can exercise autonomy. He concluded that: “[t]his right 
is only such when reproduction is the result of informed choice of 
which this ward is incapable.”71 similarly, lord Bridge of Harwich on 
the same point held that:

The sad fact in the instant case is that the mental and physical handicaps 
under which the ward suffers effectively render her incapable of ever 
exercising that right [of a woman to reproduce] or enjoying that 
privilege.72

Jeanette’s “best interest,” then, was determined without consideration 
of her being a woman. Her disability made that component of person-
hood less important if not entirely irrelevant to the court. The cloak of 
“best interest” removed the need to see Jeanette as a whole person of 
equal value to other women.
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The best interest doctrine eliminates broader societal values and 
public policy underpinnings for an apparently neutral consideration of 
individual circumstances. In situating the argument in the analysis of 
Jeanette’s best interests, the court dismissed considerations of underly-
ing assumptions about women with intellectual disabilities. While 
individual judgments may seem to provide fairness, the analysis fails to 
include broader issues that may impact a person’s best interest includ-
ing how they may perceive their attributed difference. Further, the 
community of people with disabilities may also be directly affected by 
the removal of the rights of one of its members.

unlike the British case, in Eve the Canadian court found that the 
distinction between “therapeutic” and “non-therapeutic” procedures 
provided a loophole in which to move beyond best interest and insert a 
right-based analysis. By focusing on the “right” of an individual to 
reproduce, rather than the best interest of Eve (or her potential child), 
the court could equate women with intellectual disabilities with other 
women. drawing a distinction between therapeutic versus non- 
therapeutic interventions allowed the court to eliminate the medical 
and legal considerations of interest that were implied to be neutral in 
the other cases73 and that failed to place women with intellectual disa-
bilities on equal footing, as being rights holders regardless of their abil-
ity to exercise those rights.

Bodily Integrity and Dignity

rather than focusing on the right to reproduce in Marion’s case, the 
australian court concentrated instead on the right to bodily integrity 
and a basic human right to dignity in making decisions about one’s 
own body. The court found that the common law right to bodily integ-
rity, “the right in an individual to choose what occurs with respect to 
his or her own person,”74 could support the general rights of people 
with disabilities. “The effect of the decision is that bodily integrity is 
accepted as a fundamental human right, protected by both the criminal 
and civil law.”75 Wrapped in issues of dignity, however, the court also 
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seems to consider what it poses as an equal but competing right of 
women with disabilities: the right to have decisions made about their 
reproduction when they are unable to make those decisions them-
selves. In other words, the court appears to consider “dignity” to cut 
both ways and to permit sterilization where such could provide the 
individual with greater freedom. to that degree, situating equality 
analyses within concepts of dignity weakens the argument, allowing 
“dignity” to override bodily integrity and value inherent in human-
ness. although the court seemingly adopts the analysis of the Canadian 
court by discarding paternalistic “best interest” doctrine, it expands the 
criteria of “therapeutic” procedures to include elements of “freedom” 
that may arise from sterilization.76

allowing for sterilization in some cases, as a means of preserving the 
dignity of women with intellectual disability allows for “substituted 
decision-making.” a third party would be in a legal position to step in, 
when the individual was incapable, and make a decision reflective of 
the individual’s own decision, if he or she were capable. substitute deci-
sion-making is a popular concept in the united states jurisprudence. 
Eve specifically considered and rejected such a notion by eliminating 
third party consent for non-therapeutic procedures. Providing for third 
party consent presumes that non-therapeutic procedures are ever val-
ued in any circumstances for individuals – that those with intellectual 
disabilities would ever, themselves, consent to sterilization. Further, 
allowing a substituted decision suggests that another person could ever 
truly place themselves in the position of the individual under consid-
eration: that they could appreciate all of the circumstances and feel-
ings of the person involved and actually determine the position that he 
or she would take, if able. While Marion’s case explicitly rejected sub-
stitute consent, the court ultimately attempted to place itself in her 
shoes – and determined that her interest in dignity would be greater 
than bodily integrity.

Both the australian and English cases permitted sterilization. By 
using best interest doctrine and the concept of dignity in choosing ster-
ilization, the courts weakened the position of persons with disabilities 
but from very different positions. While best interest tests remove the 
importance of individual rights in the equation, the element of dignity 
tries too hard to find equality by imposing the need to determine the 
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question of sterilization when such a concern should have been 
unnecessary.

Implications of the Cases: Why the Outcomes Matter

The united nation’s Women’s Committee of the Convention on the 
Elimination of All Forms of Discrimination against Women made sev-
eral recommendations to its members regarding the rights of women. 
recommendation 22 indicates, in part, that health services should be 
provided in a manner that provides equality to women and, in particu-
lar in a manner “that ensures that a woman gives her fully informed 
consent, respects her dignity, guarantees her confidentiality and is sen-
sitive to her needs and perspectives. states parties should not permit 
forms of coercion, such as non-consensual sterilization.”77 The rights of 
women with intellectual disabilities require additional scrutiny given 
the more complex situations, as noted in the general principles of the 
recommendations. The more recent Convention on the Rights of Persons 
with Disabilities may also provide tools, requiring that signatory states 
ensure that “persons with disabilities, including children, retain their 
fertility on an equal basis with others.”78 yet the value of international 
law and equality provisions generally, rest on the ability of courts to 
incorporate and validate the rules provided. Where general concepts of 
equality are hidden in legal tests, doctrine and analyses, without an 
equality analysis at the forefront, the true nature of societal willingness 
to support issues of equality are lost. International law provides stand-
ards upon which member states are responsible but a failure to clearly 
enunciate fundamental equality statements results in legal smoke-
screens to hide perceptions of difference.

The legal tools used to evaluate women with intellectual disabilities 
and determine the course of their procreative future result in vastly 
convergent analyses that mask societal values respecting difference. 
Ignoring the social values implicit in all decisions to remove procrea-
tive rights led the English court to base its findings on the specific facts 
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of Jeanette’s situation, failing to fully articulate matters of equality, 
integrity and dignity. The Canadian court protected Eve from noncon-
sensual sterilization by first grounding its review in public policy and 
acknowledging the significant failures of a system that sought to apply 
“best interest” to sterilization applications. The Canadian court found 
that Eve, a woman of equal value to society as any other woman, regard-
less of her intellectual disability, was entitled to protection from non-
consensual sterilization that was not strictly required to protect her 
health. Marion, though ultimately sterilized, was recognized by the 
australian court as a right holder, entitled to the same rights of bodily 
integrity and dignity as other women. unlike the Canadian court, how-
ever, the australian decision opens the possibility of non-consensual 
sterilization through its analysis: the court suggests that a woman with 
intellectual disability may have an equal right to sterilization despite 
lack of capacity, as though the procedure is the opposing right to bodily 
integrity.79

to some degree, the different fact situations could explain the differ-
ences in the court rulings. In Eve’s situation, her mother sought a hys-
terectomy, but with little evidence to support the need for such an 
intrusive surgery. The court did not find that it would have been more 
difficult for Eve to carry a child to term or to give birth. On the other 
hand, Jeanette’s situation was clearly different. The court held that 
Jeanette was likely to become psychologically distressed by pregnancy 
and birth itself may have been seriously traumatic and potentially 
physically dangerous for her. Very little information is available regard-
ing Marion’s circumstances, in part because the court was not author-
izing the procedure itself but determining how such a decision should 
be made outside of the court system. Therefore we are lacking the facts 
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that would allow us to consider her position more clearly. an impor-
tant point for consideration and further analysis in similar cases is 
whether the courts were simply reflecting their own perception of the 
limitations of a person with an intellectual disabilities in how they 
characterized the ability of the three women. Medical records have 
been found to exaggerate the incapacity of people with intellectual dis-
abilities because they frame it from within a medical diagnosis and fail 
to take into sufficient account the social and environmental condi-
tions that have an impact on ability.80 Thus the use of terms such 
as mild, moderate, severe and profound are still used in medical 
and service literature although there is no scientific criteria for making 
such determinations. Those are subjective terms and the actual 
 distinction among these three women can hardly be gleaned from the 
legal facts.

However, it is not unusual to have descriptions of people with disa-
bilities that emphasize their incapacities without considering their 
capacities. They will be described very differently depending on the 
purpose that one is trying to achieve or rather the general attitude that 
is held. For example, a young woman named lelani Muir was institu-
tionalized for many years and sterilized, under the Eugenic Sterilization 
Act of alberta but was subsequently found by the court to have had no 
intellectual disability. she received significant damages from the court.81 
The perception is often more in the eyes of the beholder (the court, 
administrative tribunal or social welfare agency) rather than being an 
arguable objective description of the individual. Particularly lacking in 
all cases examined above is the opinion of the young women around 
whom the decisions revolve. Instead of the voices of Eve, Jeanette and 
Marion, the cases reduce their situation to the reports of their lives and 
abilities by others.

despite the differences in the facts, however, it is clear that each 
court approached the issue of sterilization from a different bias. Both 
the Canadian and australian cases acknowledged the long history of 
discrimination against persons with disabilities, particularly as it relates 
to eugenics. In consciously moving away from history, the courts 
embraced rights theory to elevate women with intellectual disability to 
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the same status as other rights holders. although the rights considered 
are distinct – the right to procreate and the right of bodily integrity – 
both courts firmly placed equality analysis at the centre of the legal 
issues being considered. neither court expressly dealt with equality, 
however. Instead, the Canadian court used the legal dichotomy of ther-
apeutic and non-therapeutic procedures to situate the right to procre-
ate at the forefront of the discussion. australia instead used the concept 
of dignity to maintain a woman’s bodily integrity. The legal principles 
unnecessarily hide the real issue under consideration – whether a 
woman with intellectual disabilities has the same societal value as other 
women and, consequently, the same right to equal outcome. nonetheless, 
the decisions go beyond the English position of “best interest” which 
fails to acknowledge any equality analysis.

recent decisions

recent practice in all jurisdictions is telling as to the impact of the 
cases. savell, in her article regarding sexuality in persons with disabili-
ties notes that in australia, the state has acknowledged that in the five 
years after the Marion decision, “two hundred young learning disabled 
women were illegally sterilized…and this may be a conservative esti-
mate” based on the fact that more than one thousand sterilizations 
were performed with parental consent.82 Meanwhile data collated by 
the health insurance commission shows that at least 1045 girls have 
been sterilised over this same period.”83 In Canada, civil cases challeng-
ing non-consensual sterilizations continue to succeed as evidenced by 
the case of leilani Muir84 and a.r.85 In Belgium, a 2004 study found 
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that sterilization rates among women with intellectual disabilities 
“exceeded three times that of the general population” and seemed more 
likely when the woman resided in an institution.86

In early 2007, ashley’s case received international notice and re-
ignited the debate on the value to be placed on the bodies of persons 
with disabilities. While the hormonal treatment has received a great 
deal of commentary, the removal of her breast tissue and her uterus has 
been less often debated. ashley’s parents, who consented to the inter-
ventions on behalf of their daughter argued that “preventing her from 
going through puberty means she won’t experience the discomfort of 
having periods or growing breasts that might develop breast cancer, 
which runs in the family.”87 The severity of the interventions, or the 
somewhat bizarre suggestion that ashley may experience “discomfort” 
from developing breasts, recalls the paternalistic best interest argu-
ments of the British court. as with Jeanette, the caregivers who spoke 
on behalf of ashley lauded the value of the interventions without 
acknowledging the severe risks of the surgeries or less intrusive meas-
ures that could accomplish the same goals.Without hearing ashley’s 
voice in the debate, decisions were made about the value of her disa-
bled body and what was the best use of that body as it matured.

More disturbingly, some of ashley’s treatment was justified under a 
veil of increasing her dignity. as in Marion’s case, ashley’s, caregivers 
interpreted dignity to include a right to have one’s body cut open and 
radically changed. arguing that the hormone treatment intended to 
stunt her growth was providing ashley with greater dignity, her car-
egivers argue that the intervention is “a medical method of enabling 
profoundly disabled children to remain in the care of their parents 
when they become adults.”88 keeping ashley’s body in the state of child-
hood would allow her to remain in the care of her parents.

absent in ashley’s case is a discussion of her fundamental value as a 
human being and how her body has intrinsic value. The Eve decision 
clearly noted that non-consensual sterilization could “never safely be 
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determined [to be] for the benefit of that person”89 and it rejected the 
benefit to Eve’s mother in protecting against possible pregnancy. In 
ashley’s case, however, the benefits to the caregivers morphs into an 
alleged benefit to ashley herself – in allowing her to be more easily 
cared for at home. ashley’s case has never been examined by a court 
and thus we are lacking a clear understanding of how legal doctrine 
may be applied. nonetheless, it is obvious that the arguments about  
her best interest fail to preserve ashley’s bodily integrity or her value as 
a woman.

Conclusion

The use of legal terminology and doctrine often can be used to mask 
unpleasant societal truths. In the cases of Eve, Jeanette and Marion, 
legal concepts overshadowed the pivotal issue of equality for women 
with intellectual disabilities.

By framing arguments in terms of consent, best interests and court 
jurisdiction, like parens patriae, the rights or lack of rights of those with 
difference can be lost. looking beyond legal terms reveals the funda-
mental and competing values that society places on persons with disa-
bilities. Equality analyses can provide the most effective means of 
addressing historic discrimination. as we have seen in the Canadian 
case of Eve, creating a rights-based understanding of individuals may 
provide the most equitable outcome by preserving the importance of 
the individual within the historical perspective of difference.

89 Supra note 12.
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Janet E. lord and Rebecca brown

Introduction

The united nations Convention on the Rights of Persons with 
Disabilities (CRPD or Convention)1 elaborates for the first time in a 
legally binding international human rights convention the concept of 
reasonable accommodation, explicitly linking it to the realization of all 
human rights – civil, political, economic, social, cultural – and embed-
ding it within the non-discrimination mandate. In so doing, the CRPD 
animates both theoretical as well as practical discussions about render-
ing all rights meaningful for some 650 million persons with disabilities 
worldwide. The Optional Protocol to the CRPD (OP-CRPD),2 adopted 
at the same time as the Convention, together with the newly adopted 
Optional Protocol to the International Covenant on Economic, Social 
and Cultural Rights (OP-ICESCR)3, provide new entry points for 
claimants with disabilities and their representative organizations with 
the opportunity to enrich human rights advocacy through the applica-
tion of  reasonable accommodation across all spheres of life. The pro-
gressive application of reasonable accommodation through these new 
complaints mechanisms should likewise rouse – and one hopes consid-
erably stimulate – the somewhat sluggish development of this concept 
in other human rights realms, including in the European Court of 
human Rights and other regional systems.
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This chapter reviews the concept of reasonable accommodation as it 
is articulated in the CRPD, the human rights treaty where it makes its 
first appearance. This analysis is then set against the more timid mani-
festation of the reasonable accommodation duty in other human rights 
realms, including its application in the un and regional human rights 
systems. The CRPD, it is hoped, will help enliven the reasonable accom-
modation duty and thereby give impetus for its further development in 
international as well as national human rights practice. This possibility, 
we argue, is genuine given the procedural mechanisms now in place for 
advancing disability discrimination and reasonable accommodation 
claims under the two new Optional Protocols to the CRPD and ICESCR 
respectively.

I. Reasonable Accommodation under the CRPD

The CRPD, in its design, is a roadmap for the re-integration of all human 
rights – civil, political, economic, social and cultural. The Convention 
places the substantive equality of persons with disabilities as its  purpose4 
and embodies the interrelationship of all rights, thereby challenging 
the bifurcation of the universal Declaration of human Rights5 into two 
Covenants.6 The CRPD also achieves a reorientation of disability issues 
as rights claims (as opposed to medical or charitable concerns),7  
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and creates a framework for analyzing the role of the State in terms of 
legal obligations embedded within a substantive equality framework.8

Transcending Formal Equality Frameworks

formal models of equality require all similarly situated people receive 
the same treatment and for laws and policies to be formulated in a neu-
tral manner.9 This model ignores human difference, and, more impor-
tantly, the societal barriers that inhibit rights enjoyment and full 
participation. Anna lawson usefully summarizes the consequences of 
a formal model of equality approach in relation to the rights of margin-
alized groups:

Its focus is therefore on requiring identical treatment. It would insist, for 
instance, that a university treat identically qualified applicants in the 
same way regardless of the fact that they might have different genders, 
racial background, or physical impairments. It would insist that employ-
ers offer promotion to identically situated people on the same basis 
regardless of such differences; that hospitals offer them beds on the same 
basis; that electoral authorities allow them to vote on the same basis; and 
that public housing services offer them accommodation on the same 
basis. Clearly, the application of a system of formal equality begs the 
question of what should be regarded as relevant difference and who 
should be treated as similarly situated.10

Substantive equality is, by contrast, less concerned with equal  treatment 
and more focused on equal access and equal benefits.11 This requires 
more than restraint on the power of the state; positive action or posi-
tive measures and an allocation of resources may be necessary to ensure 
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all people are equally able to realize their human rights.12 In contrast to 
formal equality, substantive equality requires that the State not only 
fulfill its obligation of conduct, but also the obligation of result in the 
process of implementing human rights.13 Sandra fredman has pro-
posed four specific goals of substantive equality including: (1) breaking 
the cycle of disadvantage associated with marginalized groups; (2) pro-
moting respect for equal dignity as a strategy for remedying stereotyp-
ing, stigma and violence associated with marginalized status; (3) positive 
affirmation and recognition of marginalized identity; and (4) facilita-
tion of full participation in society.14

A core goal of substantive equality is to ensure the equal distribution 
of benefits among members of society and to transform the unequal 
power relations between persons that may inhibit equal access to 
human rights.15 In some circumstances, this may require treating per-
sons with disabilities differently, where treating them the same would 
fail to recognize critical needs, ignore barriers to full inclusion and 
undermine realization of human rights.16 As the Committee on 
Economic, Social and Cultural Rights stated in relation to persons with 
disabilities:

The obligation in the case of such a vulnerable and disadvantaged group 
is to take positive action to reduce structural disadvantages and to give 
appropriate preferential treatment to people with disabilities in order to 
achieve the objectives of full participation and equality within society for 
all persons with disabilities. This almost invariably means that additional 
resources will need to be made available for this purpose and that a wide 
range of specially tailored measures will be required.17
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The point of departure for developing a robust disability discrimina-
tion law is thus the recognition that substantive equality for persons 
with disabilities requires steps beyond embedding bald discriminatory 
proscriptions in laws and policies. It necessitates positive action to 
ensure inclusion and participation of disabled persons who have been 
subjected to historic discrimination and isolation through physical, 
social and attitudinal barriers,18 as well as a failure to make appropriate 
accommodation in workplaces and education, among other domains 
of life.19 The substantive equality framework also reflects on both the 
process and results of positive measures: it compels an inquiry as to 
whether those efforts taken have adequately involved affected groups 
and facilitated the actual realization of human rights through the posi-
tive measures taken. The inclusion of the reasonable accommodation 
requirement in the CRPD recognizes that affirmative steps must be 
taken beyond the guarantee of formal legal equality to move toward 
equality in fact, as discussed in more detail below.20

Reasonable Accommodation as a Substantive Equality Facilitator

The inclusion of reasonable accommodation within the framework of 
non-discrimination and equality in the CRPD constitutes a considera-
ble advance in the re-unification of human rights obligations. Or, as 
Anna lawson suggests, reasonable accommodation in the CRPD serves 
a “peculiar bridging role.”21 In this sense, its application across all 
rights – civil, political, economic, social and cultural – draws together 
and thus re-aggregates human rights law.
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The concept of reasonable accommodation, which was initially 
expressed in the domestic disability law of the united States,22 first 
appeared at the international level in General Comment 5 of the 
Committee on Economic, Social and Cultural Rights (CESCR).23 
Drawing on that language, the CRPD defines reasonable accommoda-
tion in Article 2 as:

[n]ecessary and appropriate modification and adjustments not imposing 
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.24

As a structural matter, obligations of equality and non-discrimination, 
including reasonable accommodation, are expressed in Article 5, 
within the group of provisions that have general application across the 
CRPD. Article 5(2) obliges States Parties to “prohibit all discrimination 
on the basis of disability.”25 Disability discrimination is defined in 
Article 2 to mean:

[A]ny 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 reasonable accommodation.26

Denial of reasonable accommodation is thus a separate and distinct 
basis upon which to found a claim for disability discrimination under 
the CRPD. Moreover, the integration of reasonable accommodation 
into the formal definition of non-discrimination in Article 2 of the 
CRPD establishes that the realization of fundamental civil and politi-
cal rights requires implementation through positive measures in order 
to address ongoing systemic discrimination against persons with 
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 disabilities. In addition, Article 5 requires that States “take all appropri-
ate steps to ensure that reasonable accommodation is provided” in 
 taking measures “to promote equality and eliminate discrimination.”27 
As Anna lawson has argued persuasively, this provision, along with 
Article 8 (awareness-raising) requires not only the provision of reason-
able accommodation but also positive steps in relation to raising aware-
ness of the duty to accommodate, measures that can be taken, and 
compliance mechanisms.28

The duty to provide reasonable accommodation in the CRPD extends 
to a broad array of social actors, including the State, employers, educa-
tion providers, health care providers, testing and qualification bodies, 
providers of goods and services and private clubs. The duty requires 
these actors to reasonably adjust policies, practices and premises that 
impede the inclusion and participation of persons with disabilities.29 
while the reasonable accommodation duty falls within the articles of 
general application and therefore applies across all of the articles, it is 
also specifically referenced in the specific substantive articles on liberty 
and security of the person (Article 14(2) ), education (Article 24), 
employment (Article 27), as well as Article 12 which references, within 
the access to justice realm, the “provision of procedural and age appro-
priate accommodations.”30

Reasonable accommodation requires positive measures to address 
the unique needs of persons with disabilities in order to ensure the 
equal right to work, education, health and to an adequate standard of 
living – these are usually programmatic in nature. In this sense, the 
obligation to reasonably accommodate the unique needs of persons 
with disabilities merges with the obligation under the ICESCR and 
under the economic, social and cultural rights (ESC rights) provisions 
in the CRPD, to apply the maximum of available resources to realizing 
the substantive rights in question. The CRPD offers an exceptional 
model of “convergent paradigms of rights and remedies and the impor-
tance of the standard of reasonableness in in reviewing the right to 
positive measures in light of available resources in the context of both 
equality rights and ESC rights.”31
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The link between reasonable accommodation and disability dis-
crimination in the CRPD thus creates an obligation of immediate 
effect.32 Accordingly, the CRPD ensures that reasonable accommoda-
tion is equally required in relation to civil and political rights and ESC 
rights.33 The precise implications of this remain somewhat unclear.34 
Anna lawson suggests that the language the concept of “reasonable-
ness” and “undue burden” serve to introduce some notion of progres-
sive realization into the non-discrimination calculus. while this 
language can allow for some interpretation of the temporal implica-
tions of the duty to accommodate, even a conservative reading of this 
obligation would conclude that, at a minimum, there is the immediate 
requirement to take steps through legislative and other measures to 
realize disability rights to available resources. The implementation of 
reasonable accommodation over the long term will be required to  
meet comprehensively the obligations of the right to equality and non-
discrimination.35

The consequence of this explicit coupling of non-discrimination and 
reasonable accommodation in the CRPD is that the right to non- 
discrimination (understood as a civil right) can only be realized through 
its application to all human rights. This version of substantive equality, 
essential for gaining human rights traction for socially, economically 
and historically marginalized groups, thus requires more than formal 
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equality in the application of human rights law. It also undermines the 
untenable and increasingly rejected position that civil and political 
rights are “negative” and require little positive action or investment of 
resources on the part of the State.36

The CRPD therefore makes explicit the interconnectedness and 
interdependence of all human rights. Civil and political rights of non-
discrimination and participation are required to disrupt the patterns of 
exclusion, and economic and social rights are needed to address the 
legacy of marginalization including poverty and inaccessibility.37 The 
CRPD serves to re-conceptualize and unite civil and political rights 
and economic, social and cultural rights in the realization of equality 
for persons with disabilities by requiring reasonable accommodation 
through positive measures in all areas of life.38 This innovative applica-
tion of reasonable accommodation under the CRPD offers new oppor-
tunities for disability rights advocates seeking justice for violations of 
the rights of persons for disabilities under its Optional Protocol and 
indeed for disability advocates seeking to press economic, social and 
cultural rights claims under the newly adopted Optional Protocol to 
the ICESCR.

II. The nascent Development of Reasonable Accommodation 
in human Rights law

The CRPD gives full expression to the legal obligation to provide rea-
sonable accommodation for persons with disabilities. This concept was 
in use in various international and regional fora and at work in domes-
tic legal frameworks prior to the adoption of the CRPD. Its invocation 
was made explicit in international human rights law through the 
 adoption of General Comment 5 on persons with disabilities by the 
Committee on Economic, Social and Cultural Rights, as noted above.39 
Thus, for example, the duty to accommodate was applied implicitly in 
cases involving disabled prisoners before the un human Rights 
Committee and the European Court of human Rights and also in rela-
tion to the provision of support systems and the design of educational 
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environments and curricula for disabled children and adults under the 
European Social Charter.40 Therefore, although the adoption and entry 
into force of the CRPD represents a watershed moment in the develop-
ment and recognition of this critical concept, it has been evolving at all 
levels for many years.

In this section, we will review some threshold cases which apply rea-
sonable accommodation in a manner that is implicit or under- 
developed. we will examine those cases and use them as a basis to 
reevaluate the ways in which the more explicit and legally binding 
nature of reasonable accommodation under the CRPD might have 
offered greater relief for the complainant and a coherent method for 
applying the substantive equality framework to address current and 
past discrimination. This analysis will provide the foundation for some 
preliminary observations as to the role that the CRPD may play in 
enriching disability discrimination cases at regional and international 
levels. finally, the legal standards required under the ICESCR will also 
be integrated where the case involves economic and social rights in an 
attempt to posit what a holistic examination and recognition of eco-
nomic and social rights of persons with disabilities might look like 
under the CRPD.

The Duty to Accommodate Prisoners

An early and fertile ground for the application of reasonable accom-
modation in cases concerning rights violations against persons with 
disabilities was, not surprisingly, in the realm of mistreatment of pris-
oners. The paradigmatic case in this context is Price v United Kingdom,41 
decided by the European Court of human Rights (ECthR), where the 
court found that the complainant had experienced degrading treat-
ment, in violation of Article 7 of the European Convention on human 
Rights42 through the failure to accommodate for her disability in the 
prison setting. The complainant, Ms. Price, had foreshortened limbs 
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and also had a serious kidney condition. Owing to her refusal to 
respond to questioning about her financial position in a debt recovery 
proceeding, Ms. Price was sentenced to three nights in jail. During this 
time, she was forced to sleep in a very cold cell, she was not allowed 
access to her battery charger for her wheelchair, her bed was inacces-
sible to her and she had to rely on male prison staff to assist her in using 
the toilet after she had been left there for three hours waiting for a 
female attendant. following her release, she required medical treat-
ment due to her inability to use the toilet facilities.

The Court held that the conditions faced by the complainant 
amounted to degrading treatment notwithstanding any evidence of an 
intention to humiliate Ms. Price.43 while the Court rendered a positive 
decision in this case, it did not take up the opportunity presented to 
explicitly discuss the duty to afford prisoners with disabilities reason-
able accommodation in the context of their prison confinement. while 
the case demonstrates the willingness of the Court to take into account 
the different needs of differently situated prisoners on the basis of 
impairment or health status, it did not go as far as it might in its reason-
ing. Thus, while Price discloses some element of reasonable accommo-
dation at work, it is not specifically defined and does not appear as a 
stand-alone claim, rather, it is implicit and contingent on its applica-
tion to a specific substantive right, in this case, inhuman and degrading 
treatment or punishment.

The ECthR and other courts in Europe have issued similar judg-
ments in cases where the traditional prison setting has a degrading and 
dehumanizing impact on persons with disabilities.44 So too have treaty 
bodies, in as much as the human Rights Committee, the body that 
monitors implementation of the International Covenant on Civil and 
Political Rights (ICCPR),45 found that standard accommodations for a 
death row inmate who experienced paralysis violated Article 10 of the 
ICCPR (rights of prisoner to dignity and respect) on the basis that he 
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was unable to clean out his cell or climb onto his bed.46 finally, the 
Inter-American Commission of human Rights has held that in the case 
of persons with mental disabilities, prison settings must also be appro-
priate for their mental and physical needs.47

All of these cases are limited, however, both in requiring a violation 
of an underlying substantive right, as well as limiting the discussion of 
the violations to those relating to the rights to life, dignity and humane 
treatment and not as a denial of the right to be free from discrimina-
tion and to be accommodated as part of the non-discrimination obli-
gation. The CRPD, in contrast, offers a legal framework which can 
embrace both the substantive rights involved in these cases, and, cru-
cially, adequately address the underlying discrimination, which has 
created or exacerbated the violations. Therefore, if Price had been 
brought forward in a claim before the CRPD Committee, the failure of 
the State to ensure Ms. Price was immediately accommodated in acces-
sible and appropriate prison facilities would have constituted a prima 
facie violation of Article 5.48 If the Court in Price had the CRPD as a 
tool of interpretation, and assuming it chose to use it, it could have 
avoided the inquiry as to whether any substantive rights had been vio-
lated and it might have grounded its finding in the failure to provide 
reasonable accommodation thus situating its decision within the non-
discrimination obligation.49

while Price might have been decided on non-discrimination 
grounds alone of course, the CRPD incorporates a full range of civil, 
political, economic, social and cultural rights into its text. Indeed, on the 
facts in Price, the substantive rights of non-discrimination and equal-
ity, accessibility,50 freedom from cruel, inhuman and degrading treat-
ment or punishment,51 physical and mental integrity of the person,52 
and right to health53 were all at play as a basis for claiming a rights vio-
lation. In claiming any one of these substantive rights under the CRPD, 



 the role of reasonable accommodation 285

54 CESCR, General Comment 5, supra note 18 at para 9.
55 Ibid.

it will be important for the Committee on the Rights of Persons with 
Disabilities to recognize that many components of ESC rights are sub-
ject to immediate obligations and that often the positive measures 
required in relation to ESC rights are concomitantly required on the 
basis of civil and political rights obligations. The concept of what is 
“reasonable” will have to be developed in a manner which is not allowed 
to erode in any way the non-derogability or immediacy of certain obli-
gations, such as the obligations to refrain from cruel or unusual treat-
ment and to take positive measures to afford prisoners access to 
adequate healthcare, food, shelter, sanitation and other necessities.

In relation to the right to health for example, the Committee could 
require the State Party to show that steps toward ensuring reasonable 
accommodations had been made with regards to the substantive provi-
sion of Article 25 (health) to meet its immediate obligations to ensure 
non-discrimination, as well as showing that steps were being taken to 
progressively realize these rights within maximum available resources.54 
Article 25 requires that persons with disabilities have the right to the 
highest attainable standard of health without discrimination and that 
all appropriate measures should be taken to ensure access to health 
services that are gender sensitive.55 Consequently, because Ms. Price 
had kidney problems, and she was not provided accessible toilet facili-
ties and was not attended by a female assistant, her substantive right to 
health was also violated in this case.

The CRPD therefore, is much more inclusive of the human rights of 
persons with disabilities than the framework offered in the tradition-
ally bifurcated human rights framework and capable of addressing the 
various dimensions of discrimination and violations of rights. It allows 
increased flexibility in terms of the claims which can be sent to the 
Committee and it broadens the opportunity for rights bearers to claim 
their full spectrum of rights. under the CRPD, Ms. Price could find 
relief even without a showing of degrading treatment as it recognizes 
that denial of reasonable accommodation in itself is a violation of fun-
damental rights. Ms. Price could also make the connection between 
the discrimination she experienced in terms of lack of reasonable 
accommodation and the unique and disproportionate impact it had on 
her right to health, therefore possibly increasing the liability of the State 
for its failure.
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The Duty to Accommodate in the Spheres of Sport, Recreation and Play

The duty to accommodation persons with disabilities in the realm of 
sport, recreation and play as it is reflected in the CRPD breaks new 
ground in offering the most detailed expression of such rights in any 
international human rights instrument. This augers well for applying 
concepts of disability discrimination and equality to this realm of social 
life given the peculiar hostility such claims have garnered in human 
rights cases.

In Botta v Italy,56 the applicant, Mr. botta, an Italian national, claimed 
a violation of his rights under the European Convention on human 
Rights, including discrimination on the basis of disability. Mr. botta, 
who was physically disabled, vacationed at lido degli Estensi, a seaside 
resort in 1991, and found that the resort did not have accessible facili-
ties to enable persons with mobility impairments to access the beach 
and the sea. Moreover, the resort failed to comply with Italian legisla-
tion on access insofar as it lacked special access ramps, lavatories and 
washrooms. The statute in question included provisions intended to 
guarantee persons with disabilities effective access to private buildings 
and establishments and the removal of architectural obstructions.  
A further government decree required that all future contracts award-
ing concessions to private beaches include a clause obliging the beaches 
to install at least one changing cubicle and one lavatory specially 
designed for the use of disabled people as well as a special ramp ena-
bling access to the beach and the sea.

In March 1991, Mr. botta complained to the mayor of Commachio, 
the municipality where the resort was located, and requested that the 
resort’s facilities be made accessible in conformity with the legislation 
and decree. later in the same year, Mr. botta returned to the resort and 
found that no changes to facilitate accessibility had been made. 
Thereafter, he lodged a complaint against the minister for merchant 
shipping, the harbor-master and the local mayor, alleging they failed in 
their official duty to require the private beaches to install facilities for 
people with disabilities. In July 1992, Mr. botta applied to the European 
Commission of human Rights following the discontinuation of the 
proceedings by the local prosecutor’s office and district court. Although 
by the time the application was submitted, in July 1997, some of the 
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private beaches in question had installed accessible changing cubicles 
and lavatories, none of them had built a ramp designed to permit per-
sons with disabilities to gain access to the beach and the sea.

Mr. botta, in his application, asserted that his private life had been 
impaired, along with the development of his personality, on account 
of the Italian State’s failure to take appropriate measures to ensure  
that the private bathing establishments at the resort in question were 
accessible to him. he asserted that he was unable to enjoy social rela-
tions on an equal basis with others which would enable him to partici-
pate in the life of the community and to exercise essential rights. he 
stressed that the failure of the State in this regard was not interference, 
but rather failure to discharge its positive obligations to adopt meas-
ures and to monitor compliance with domestic provisions relating to 
private beaches.

Relying on Article 14 (non-discrimination), together with Article 8 
(privacy), Mr. botta asserted that he was the victim of disability dis-
crimination. he admitted that there was no longer any such de jure 
discrimination, since Italian legislation not only contained various  
pro vi sions designed to ensure equality, but also required “positive 
measures” in favor of persons with disabilities. The disparity contin-
ued to exist in fact, however, given the facts in this particular case. 
Moreover, he noted the Court’s practice to consider the particular  
circumstances of a given case in order to decide whether there had 
been any discriminatory treatment and the need for the Court to focus 
on the specific manner in which the impugned domestic rules were 
applied to the person concerned, rather than how they may be exer-
cised in the abstract.

The Government argued that Mr. botta’s interpretation of Article 8 
was too broad and would inexorably alter the meaning of the provision 
to require positive obligations to ensure the satisfactory development 
of each individual’s recreational activities. The Government likewise 
rejected the argument that Mr. botta had experienced disability dis-
crimination in the case.

The Court found that Article 8 of the Convention did not apply in 
this case; instead, it determined that the right asserted by Mr. botta (to 
gain access to the beach and sea at a place distant from his normal place 
of residence during his holidays) under Article 8 concerned interper-
sonal relations of such broad and indeterminate scope that there could 
be no conceivable direct link between the measures the State was urged 
to take and his private life. The Court noted that Article 8 could require 
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the State to take positive measures which may include regulating  
private conduct, but that these obligations are present only where there 
is a direct and immediate link between the positive measures sought 
and the applicant’s private or family life, a requirement which was not 
fulfilled in the present case. Regarding Article 14, the Court found that 
as the facts of the case did not fall within the ambit of a specific sub-
stantive provision of the Convention, Article 14 could not apply.

This case perhaps best exemplifies the perils of segregating rights 
into separate instruments. The applicant in this case was attempting to 
fit his social rights claim into an ill-fitting civil rights suit. Privacy rights 
were an uncomfortable fit and the Court was, in any case, unwilling  
to find a stand-alone disability discrimination violation. Traditional 
human rights framings are in this sense inimical to ESC rights and 
reinforce their devalued status in human rights practice.

The CRPD, in contrast to the EChR, includes social rights and, in 
particular, guarantees to persons with disabilities the right to partici-
pate in sport, recreation, leisure and play. Article 30(5) requires States 
to encourage and promote the inclusion of persons with disabilities in 
mainstream sporting activities, “at all levels.”57 Applying the require-
ment of Article 5 that reasonable accommodation be provided, States 
must take specific measures to ensure that persons with disabilities are 
able to access mainstream sport.58 Article 30(5) further requires States 
to provide opportunities for participation in both disability-specific 
sport and recreation and mainstream sport programming – a require-
ment that likewise triggers the duty to accommodate.59 It also recog-
nizes and affirms the rights of persons with disabilities to organize, 
develop and participate in sport and recreation with other persons with 
disabilities in disability-specific and mainstream programs which again 
requires that reasonable accommodations be provided.60 Article 30 fur-
ther ensures the rights of persons with disabilities to access and to use 
sporting, recreational and tourism facilities which, in keeping with 
Article 5 as well as Article 9 (accessibility) requires specific measures to 
facilitate access.61 States also must take measures to ensure that persons 
with disabilities are included as recipients of services and  programming 
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by organizers.62 finally, Article 30 recognizes the right of children with 
disabilities to play and to participate in recreation, leisure and sporting 
activities in the school system.63

The CRPD thus offers much to disability rights advocates and other 
human rights advocates interested in making claims in relation to 
sport, recreation and play. Article 30(5), as the most comprehensive 
expression of the right to participate in sport, recreation and play in 
human rights law, provides a solid framework for achieving substantive 
equality in this realm. The scant attention paid to recreation and leisure 
rights in both human rights law and practice64 and its highly skeptical 
reception in the Botta case, suggest that there is ample room for the 
CRPD to help transform human rights work in this area.

The Duty to Accommodate Children with Disabilities in  
Educational Settings

In MDAC v Bulgaria,65 the European Committee of Social Rights 
(European Committee) considered a collective complaints claim raised 
by the hungarian-based Mental Disability Rights Advocacy Center 
and the bulgarian helsinki Committee. The complaint argued that 
children with disabilities (ranging from moderate, severe to profound) 
who were residing in certain social care home institutions in bulgaria, 
received no education on account of their disabilities and that this  
constituted a violation of Article 17(2) of the Revised European Social 
Charter.66 That provision requires States “to take all appropriate and 
nec essary measures designed to provide to children and young per-
sons a free primary and secondary education as well as to encourage 
regular attendance at schools.” The collective complaint further alleged 



290 janet e. lord and rebecca brown 

disability discrimination in violation of Article E of the Revised Euro-
pean Social Charter which protects against discrimination.

The complaint argued that nothing occurring inside the institutions 
constituted education for these children. The complaint averred that 
legislation guaranteeing the right to education for all children was not 
implemented in respect of these children residing in the social care insti-
tutions and referenced evidence to support their claim,  including, for 
example, government data indicating that only 6.2% of children living 
in the relevant institutions were enrolled in schools. The complaint fur-
ther stated that mainstream schools were not adapted to accommodate 
the needs of such children and that staff in those institutions were pro-
vided either no education at all, or inadequate education. The com-
plaint also alleged that a lack of resources or the progressive realisation 
of rights could not, in this case, serve as a valid defence on the facts.

The European Committee found that there was a violation of Article 
17(2) (right to education) as a stand-alone right and, when coupled 
with Article E (non-discrimination), a further violation grounded in 
disability discrimination. In particular, the Committee found that the 
children with disabilities in question were denied an effective right to 
education on account of disability discrimination.

with regard to the violation of the right to education, the European 
Committee found that, although the bulgarian government had under-
taken measures to respect the right to education for children with dis-
abilities living in institutions, for example through legislation and 
action plans, those laws and policies had not been effectively imple-
mented. They also found that there were inadequate standards for the 
right to education and equality of educational opportunities. Specifically, 
the Committee found that bulgarian educational standards were inad-
equate because mainstream educational institutions and curricula were 
not accessible in practice as only 2.8% of children with intellectual dis-
abilities residing in institutions were integrated in mainstream primary 
school. In addition, only 3.4% of the children attended special classes, 
which also indicated that special education was not accessible to chil-
dren living in the institutions at issue. finally, the Committee found 
that mainstream schools were not adapted to the specific needs of chil-
dren with intellectual disabilities, teachers were not properly trained 
and resources were not developed to cater to the educational needs of 
children with disabilities. Moreover, due to the absence of primary 
educational opportunities, children with disabilities were ineligible to 
enter secondary education.
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The European Committee rejected the claims of the bulgarian gov-
ernment that there were inadequate resources to implement the right 
and determined that the government had failed to fulfil the three core 
criteria consistent with progressive realisation of rights, namely, (1) a 
reasonable timeframe, (2) measurable progress and (3) financing con-
sistent with the maximum use of available resources. More particularly, 
the Committee noted the slow progress in implementation and the fail-
ure to undertake even the most basic measures, such as staff training or 
providing information on education requirements to institutions.

On the disability discrimination claim, the European Committee 
found that although disability is not explicitly listed as a prohibited 
ground of discrimination in Article E, it was indeed captured by the 
term “other status.” Moreover, the Committee noted that the failure to 
take appropriate measures to take account of existing differences may 
also amount to discrimination. In that regard, the Committee  articulated 
the principle that the obligation to provide evidence in support of the 
claims should be appropriately adjusted when it comes to matters of 
discrimination. Thus, given the evidence provided that showed the low 
percentage of children receiving an education in the institutions at issue, 
as compared to other children, the burden shifted to the government to 
refute such evidence. finding no such evidence and no legal  justification 
for the denial of access to education, the Committee determined that 
the disparity between the two groups of children was so great that it 
constituted discrimination against the children with disabilities.

Similarly, in another education complaint before the European 
Committee on Social Rights, Autism Europe v France,67 the applicant, 
Autism Europe, asserted that france was failing to meet its obligation 
under, inter alia, Article 15(1) of the revised European Social Charter. This 
claim essentially alleged that children and adults with autism were not 
able to exercise the effective enjoyment of the right to education in main-
stream school settings or in specialized educational  institutions due to 
inadequate support. In other words, the school system was failing to 
accommodate their individual needs. The Committee found that france 
had failed to meet its obligations under the Charter insofar as it had 
failed to demonstrate that it was taking reasonable steps towards the 
fulfillment of Article 15 and other associated rights, including Article 
17 (the right of children to social support) and Article E (equality).

67 Autism Europe v France, supra note 40.
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The MDAC v Bulgaria case and the Autism Europe v France case 
reflect a progressive trend in recognizing and applying the right to an 
education for children with disabilities and, further, in animating the 
non-discrimination and equality provision of the Charter. yet, the 
framework for non-discrimination and equality and reasonable accom-
modation in education in the CRPD offers additional tools for the 
European Committee on Social Rights (and indeed other treaty moni-
toring bodies) to draw upon in such cases. This is promising given the 
openness of the Committee to be guided by other standards and treaty 
body jurisprudence (e.g., General Comments on the ICESCR) in its 
work.68 The level of detail provided on the right to education in the 
CRPD should be helpful in guiding the Committee in future cases 
involving the education of children and adults with disabilities.

Article 24 of the CRPD requires States Parties to ensure that persons 
with disabilities have access to an inclusive education system at all lev-
els, as well as to lifelong learning opportunities, including to tertiary, 
vocational and adult education. Article 24 specifically requires States 
Parties to ensure the elimination of discrimination on the ground of 
disability from all aspects of education. notably, it also requires States 
Parties to ensure that reasonable accommodation of impairment and 
disability related needs is provided at all levels of the education system. 
Reasonable accommodation is thus applicable to education both as a 
result of the general obligation of non-discrimination and equality in 
Article 5 and as an aspect of Article 24. Significantly, Article 24 requires 
States Parties to ensure that education is directed towards a number of 
fundamental goals, which include the development of human person-
ality and potential, a sense of dignity and self-worth, respect for human 
rights, fundamental freedom and human diversity and effective par-
ticipation in a free society. The provision has a strong thrust towards 
the provision of inclusive education and requires States Parties to pro-
vide the individualized services, such as individualized educational 
plans, and supports necessary to facilitate inclusion.

finally, Article 24 addresses the learning and social development 
needs of children and young persons with sensory disabilities. In this 
particular context, States Parties are required to facilitate the learning 
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of braille and other alternative modes, means and formats of commu-
nication, and orientation and mobility skills and are required to facili-
tate peer support and mentoring to assist children and young persons 
with sensory disabilities to develop a positive self-image and social  
networks. Children who are deaf or deafblind must be provided with 
the opportunity to learn sign languages, and the linguistic identity of 
the deaf community must be promoted. Educational instruction must 
be delivered in the most appropriate languages and modes and means 
of communication for the child with sensory disability, and in environ-
ments that maximize their academic and social development. In order 
to realize these rights, States Parties are required to ensure that teachers 
are employed who are qualified in sign language and/or braille, and to 
provide training to ensure that all staff working in the education system 
are sensitive to the needs of persons with disabilities, and are able to 
effectively use augmentative and alternative communication, and adapt 
and use educational techniques and materials appropriate for children 
with disabilities.

The detailed articulation of the right to education for children as 
well as adults with disabilities in the CRPD, inclusive of the duty to 
accommodate, provides a highly contextualized, disability-specific 
understanding of this right. As such, it would be surprising if Article 24 
did not serve as a prominent guide for regional and international 
human rights procedures. Given that the facts in MDAC v Bulgaria and 
in Autism v France are, very unfortunately, not at all isolated instances 
of violations in the area of education for persons with disabilities, it is 
to be hoped that the Optional Protocols to the CRPD and ICESR serve 
as catalysts to action and advocacy.

The Duty to Accommodate Persons with Mental Disabilities

In Purohit and Moore v The Gambia,69 mental health advocates wit-
nessed the inhuman treatment of mental health patients in a hospital 
psychiatric unit. In their complaint to the African Commission on 
human and Peoples’ Rights on behalf of the mental health patients 
detained in the unit, the principal legislation governing  mental health, 
the Lunatics Detention Act of 1917, was challenged. The  complaint de tailed 
that the Act contained no guidelines for making a  determination and 
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diagnosis of mental disability, there were no safeguards required dur-
ing the diagnosis, certification or detention of the person, there was no 
requirement for consent to treatment, no independent examination of 
hospital conditions and no provision was made for legal aid or for com-
pensation in the case of a rights violation. finally, persons in the psy-
chiatric unit were denied their right to vote.

The complaint also argued that the failure to include the provisions 
above resulted in a violation of Articles 2, 3, 5, 7(1)(a) and (c), 13(1), 16 
and 18(4) of the African Charter on human and Peoples’ Rights.70 The 
complainants argued that by ratifying the African Charter, a State 
undertakes the obligation to take immediate steps to align its domestic 
laws and practice with that required under the Charter and that The 
Gambia failed to do so in this case. The Act in question was adopted in 
1917 and had not been amended since 1964, during which time exten-
sive progress had been made in the understanding of human rights 
requirements. The complaint also argued that because the Act con-
demned any person declared a “lunatic” to automatic and indefinite 
detention, Articles 2 (non-discrimination) and 3 (equal protection) of 
the Charter were violated. finally, because a person found to have a 
mental disability was detained indefinitely without due process, this 
also constituted discrimination on the ground of disability. The State 
responded that domestic remedies had not been exhausted and 
although no appeal procedure existed in the Act itself, a Constitutional 
complaint could have been brought to seek remedies and, further, that 
amendments were currently underway.

The Commission found that the type of remedy offered by the State 
was in reality only available to wealthy people and thus not an “availa-
ble remedy” and ordered the Government to replace the Act with a new 
legislative scheme for mental health that was compatible with the 
African Charter on human and Peoples’ Rights, as well as more  specific 
international standards for the protection of persons with disabilities. 
It noted that the rights to be free of cruel and degrading treatment, to 
liberty and security of person, to political participation as well as 
a showing of a legal basis for the detention and an opportunity for 
an appeal, were not adequately protected under the existing Act. 
The Commission also held that The Gambia failed to comply with 
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requirements of Articles 16 (best attainable standard of physical and 
mental health) and 18(4) (right to special measures for disabled per-
sons with regards to moral and physical needs) and that States Parties 
were required to take concrete and targeted steps to ensure the right to 
health.

The African Commission, however, took it upon itself to read into 
Article 16 the obligation on the part of States Parties “to take concrete 
and targeted steps, while taking full advantage of their available 
re sources, to ensure that the right to health is fully realised in all its 
aspects without discrimination of any kind.”71 This could be seen as an 
attempt to narrow the obligations of States to realize the right to health 
in relation to the duty to take immediate steps to progressively realize 
the right to health within maximum available resources under the 
ICESCR, to which The Gambia is also a party. The African Charter 
itself does not limit State obligations in this way.72

In Purohit, following a CRPD analysis, it could be argued that the 
failure to repeal or amend the Lunatics Detention Act itself was a denial 
of reasonable accommodation. The Act’s provisions had the purpose 
and effect of creating barriers in many aspects of life for those deemed 
to fall under its purview, therefore the Act itself was discriminatory 
and, as a consequence, in violation of the CRPD. Also, the Act did not 
prevent the State from providing appropriate therapeutic and other 
supportive care, which could be interpreted as a failure to ensure sub-
stantive equality. The framework for determining when positive meas-
ures are required should be in a “comparison…not between those who 
are provided a benefit and those who are denied it, as in the traditional 
paradigm of under- inclusion…[r]ather it is between those who need a 
benefit in order to enjoy equality and those who do not.”73 Accordingly, 
it could be argued that The Gambia’s failure to provide the appropriate 
adjustments in their legislation to ensure equality and human rights for 
persons with disabilities amounted to discrimination and a violation of 
Article 5 of the CRPD.

Secondly, the Act failed to reasonably accommodate persons with 
mental disabilities in terms of numerous substantive rights. The Act 
did not include a right to challenge a finding of mental disability and 



296 janet e. lord and rebecca brown 

74 Ibid., at art. 12(4).
75 Communication no. 241/2001 (2003) at para 83.
76 CRPD, supra note 1 at art. 25(b) and (d).
77 Committee on Economic, Social and Cultural Rights, General Comment no. 14, 

The Right to the Highest Attainable Standard of Health, un Doc. E/C.12/2000/4 (2000) 
at paras 30–32.

did not include the provision of legal aid to challenge this finding by 
other means such as a Constitutional challenge. Articles 12 and 13 of 
the CRPD affirm the legal recognition of persons with disabilities and 
the right to exercise legal capacity, as well as the support to do so 
through legal aid and procedural accommodations. further, safeguards 
must be in place to ensure that any denial of legal capacity respects 
human rights and the will of the person, is proportional, and subject to 
review by a competent, independent body, among other criteria.74 In 
this case, persons found to fall under the Act were subject to automatic 
detention and this would be a violation of Article 14 of the CRPD, 
which requires the detention be in compliance with international law, 
including the right to appeal and reasonable accommodation. Also, 
this policy of automatic detention would violate the right to live inde-
pendently and be included in the community under Article 19.

The Act also failed to meet even the most basic standards with regard 
to the right to health. As the African Commission noted, there were no 
therapeutic objectives nor programs or resources allocated to realize 
the right to health for persons with mental disabilities.75 under the 
CRPD, the Committee would be able to find numerous violations of 
the right to health. State parties are required to “[p]rovide those health 
services needed by persons with disabilities because of their disabili-
ties” and “provide care…on the basis of free and informed consent,”76 
neither of which were done in this case. further, because this is an eco-
nomic and social right, the State would have been required to show it 
had used maximum available resources to realize the highest attainable 
standard of health on a basis of non-discrimination.77 The CRPD’s  
recognition of reasonable accommodation for persons with mental 
 disabilities combined with the right to health and other substantive 
rights would provide support for a more progressive interpretation of 
the duties of the State in this case. Explicit requirements of reasonable 
accommodation, non-discrimination and the immediate duty to take 
steps to progressively realize the right to health within  maximum  
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available resources would rebut watered-down interpretations of State 
obligations such as those that resulted in Purohit.

The Duty to Accommodate – Moving Forward

The foregoing case analysis suggests that the CRPD’s substantive equal-
ity framework, including its reasonable accommodation concept, offers 
promise and indeed greater human rights protection for persons with 
disabilities than that which existed in general instruments of human 
rights law. Indeed, Glor v Switzerland is suggestive of this promise. In 
that case, decided by the ECthR, the Court made major steps toward 
ensuring the human rights of persons with disabilities.78 Swiss law 
requires all men to engage in military service or alternative civilian 
service.79 Glor, a person with Type 1 diabetes, was declared unfit for 
military service by an army doctor and was then assigned to civil pro-
tection services, but he claimed that he was never called upon to per-
form his duties. based on the Swiss tax code, all men not having a 
“major disability”(defined by domestic case law as meaning the indi-
vidual’s physical or mental integrity was affected by at least 40%) are 
subject to a service exemption tax of about 3% of net salary. based on a 
medical examination, it was determined that Glor did not meet this 
40% threshold and was subject to the exemption tax. Glor appealed the 
tax as he claimed he was always prepared to engage in military service 
and that he was the subject of discriminatory treatment.

The Court’s decision recognized disability, for the first time, as a 
basis for discrimination under article 14 of the European Convention 
on human Rights (EChR).80 The Court also detailed the numerous 
ways in which Switzerland could have provided reasonable accommo-
dation (although this particular terminology was not invoked) for the 
complainant in light of his disability. The Court specifically explained 
that Switzerland could have been more responsive to Mr. Glor’s indi-
vidual circumstances, such as by assigning him to activities which 
required less physical effort.81 Perhaps most importantly, the Court 
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cited the CRPD as the most contemporary understanding of the  
content of disability rights, to which it should look in interpreting  
the EChR.82

The Glor case provides an example of how the CRPD can influence 
interpretation of the human rights of persons with disabilities, specifi-
cally the obligation of reasonable accommodation. The CRPD’s inte-
gration of all human rights and its textual recognition of substantive 
equality through the duty of reasonable accommodation create a coher-
ent framework for understanding and addressing discrimination 
against persons with disabilities. In the next section, this chapter will 
outline two mechanisms for adjudicating the duty of reasonable accom-
modation at the international level and how the understanding of  
the rights as defined under the CRPD can be effectively claimed by  
disability advocates.

III. The Optional Protocols under the CRPD and ICESCR

CRPD Optional Protocol Procedures

The Optional Protocol to the CRPD, adopted at the same time as the 
Convention itself and also entered into force on the same day, provides 
a mechanism for individual and group communications and an inquiry 
procedure. These present rich opportunities for developing the concept 
of reasonable accommodation in relation to CRPD rights and expand-
ing disability rights claims.83 The CRPD’s communications and inquiry 
procedures are similar to other such procedures within the human 
rights system.84 Interestingly, however, the drafters excluded inter-state 
communication procedures on the basis that such procedures are little 
used and thus would add little value to the Convention.85
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The CRPD’s treaty monitoring body, the Committee of the Rights of 
Persons with Disabilities (the CRPD Committee), is empowered to 
review individual and group communications which allege violations 
of the Convention by participating States Parties. Communications 
may also be submitted on behalf of aggrieved individuals. This paves 
the way for disabled peoples organizations and, it is to be hoped, main-
stream human rights groups, to take on disability rights claims under 
the CRPD.

under the CRPD Optional Protocol, the admissibility of communi-
cations follows standard practice.86 Thus, communications are inad-
missible when they are submitted anonymously 87 or when the alleged 
events in question have occurred prior to and did not continue after, 
State Party ratification of the Optional Protocol.88 likewise, communi-
cations are rendered inadmissible: (1) when the “same  matter” has been 
considered previously by the CRPD Committee; (2) when it is being 
reviewed simultaneously “under another procedure of international 
investigation or settlement;”89 (3) where the complainant has failed to 
exhaust domestic remedies (unless these can be shown to be futile);90 
(5) where the communication is unfounded or unsubstantiated;91 or 
(6) where it abuses the right to submit under, or conflicts with, the 
provisions of the CRPD.92

The Committee may, at any time after receiving a communication 
but before determining its merits, request a State Party to adopt suffi-
cient interim measures “to avoid possible irreparable damage” to the 
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alleged victims of its actions;93 such action does not, however, imply the 
ultimate admissibility or merits of the given communication.94 The 
possibility of such precautionary measures is important and has been 
clearly demonstrated in a petition concerning the rights of persons 
with mental disabilities before the Inter-American Commission on 
human Rights of the Organization of American States.95 That case also 
illustrated the proactive role that can be played by certain monitoring 
bodies, with the Commission converting an original individual com-
plaint to one that encompassed all individuals institutionalized in the 
State facility.96 Given that the CRPD is authorized to hear group com-
plaints97 (as well as to make inquiries regarding systemic CRPD viola-
tions under the inquiry procedure98) it would follow that similar action 
would fall within its purview.99 In addition, although the Ad hoc 
Committee did not take up the suggestion of the Office of the high 
Commissioner for human Rights for the inclusion of a specific provi-
sion allowing the Committee to address urgent situations through early 
warning measures, it is submitted that the Committee would be 
empowered to do so.100



 the role of reasonable accommodation 301

101 CRPD, supra note 1, at art. 3.
102 Ibid., at art. 5.
103 CRPD Optional Protocol, supra note 2, at art. 6.
104 See, e.g., Convention against Torture and Other Cruel, Inhuman or Degrading 

Treatment or Punishment, G.A. res. 39/46, [annex, 39 u.n. GAOR Supp. (no. 51) at 
197, u.n. Doc. A/39/51 (1984)], entered into force June 26, 1987 at art. 20 [hereinafter 
CAT]; See also the Charter-based 1503 http://www2.ohchr.org/english/bodies/chr/
complaints.htm communications procedure, now administered under the human 
Rights Council pursuant to hR Council Res. 5/1, un human Rights Council: 
Institution building, 18 June 2007.

105 CRPD Optional Protocol, supra note 2, at art. 6.
106 Ibid., at art. 6(1).
107 Ibid., at art. 6(2).
108 Ibid., at art. 6(2).

States Parties are to be confidentially apprised of admissible com-
munications by the CRPD Committee, and are required to respond in 
writing thereto with explanations or clarifying statements within six 
months.101 The Committee will consider communications in closed 
meetings, and transmit any suggestions or recommendations to both 
the concerned State Party and the petitioner.102 Thus, as with other 
communication procedures, communications under the Optional 
Protocol are confidential and recommendations issued in relation to 
communications are not enforceable. nonetheless, it will be within the 
power of the CRPD Committee to craft follow-up procedures to fortify 
the recommendatory nature of its findings.

The Optional Protocol to the CRPD includes an inquiry proce-
dure,103 similar to those employed by other human rights monitoring 
mechanisms, to allow the initiation of investigations, particularly  
regarding egregious or systematic human rights violations.104 A proce-
dure of inquiry is triggered in cases where the Committee receives 
“reliable” information relating to “grave or systematic violations” of 
Convention obligations by a State Party.105 In such cases, the CRPD 
Committee must call on that State Party to collaborate in an investiga-
tion of the information and submit its observations.106 Thereafter, the 
Committee reviews the information submitted by the State Party and 
reliable information submitted by other parties.107

The Committee may choose to authorize one or more of its mem-
bers to conduct an inquiry and report “urgently” to the Committee.108 
Such an inquiry may include a visit to the territory of the State  
Party subject to consent of the State Party (consent being a standard 
principle of international legal process). The findings of the inquiry 
are sent to the State Party, along with Committee “comments and  
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recommendations.”109 The State Party is given an opportunity to 
respond within six months.110 As with other inquiry mechanisms, the 
procedure is confidential and is thus closed to the public; written find-
ings are similarly not made public.111 The Committee may follow-up 
with the State Party after six months and invite the State to indicate 
what measures it assumed in reply to the inquiry.112 In addition, the 
Committee may solicit the State Party to include details of these meas-
ures in its regular reporting cycle.113

ICESCR Optional Protocol Procedures

On December 10th, 2008, on the 60th Anniversary of the universal 
Declaration of human Rights, the united nations adopted the Optional 
Protocol to the International Covenant on Economic, Social and 
Cultural Rights (OP-ICESCR).114 The adoption of this Optional Protocol 
represents historic progress in the full realization of all human rights by 
providing an opportunity for redress for economic, social and cultural 
rights, four decades after the adoption of the Optional Protocol to the 
ICCPR. The human rights contained in the ICESCR have been histori-
cally marginalized and the previous high Commissioner on human 
Rights, louise Arbour, noted that the adoption of the OP-ICESCR rep-
resents “human rights made whole,” by reuniting the rights originally 
enshrined in the universal Declaration of human Rights and by pro-
viding the opportunity for redress for violations of human rights “typi-
cally linked to poverty, discrimination, and neglect that victims 
frequently endure in silence and helplessness.”115 Therefore, the new 
opportunity for an effective remedy provided by the OP-ICESCR is 
critical in ensuring all human rights of persons with disabilities are 
addressed and it provides an alternative forum for raising ESC rights 
violations of disabled persons. As jurisprudence develops under the 
OP-ICESCR, it must be flexible enough to meet the particular needs 
of groups and individuals who have experienced violations of ESC 
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rights in order to ensure it serves more than a merely formal  mechanism 
for complaint, but it also must offer effective and appropriate remedies 
and therefore serves as a forum to seek substantive equality.116

like the OP-CRPD, the OP-ICESCR provides for both individual 
and group communications, as well as inquiry procedures initiated by 
the Committee, and it generally follows those procedures developed 
under other, similar mechanisms.117 In contrast to the OP-CRPD, the 
OP-ICESCR retains the inter-state inquiry procedure, allowing for the 
greatest range of possible complaints.118 The admissibility requirements 
under the OP-ICESCR closely match those enumerated under the 
OP-CRPD119 and the request for interim measures.120 The process for 
examining a communication121 also mirrors those under the OP-CRPD, 
detailed above.

The OP-ICESCR contains three unique provisions not found in other 
international treaties. The first is in article 4, which gives the Committee 
discretionary authority in exceptional circumstances to decline to con-
sider a communication that “does not reveal the author has suffered a 
clear disadvantage.”122 There is little guidance from the travaux prepara
toires of the working Group on the OP-ICESCR on how this article 
should be applied and it is still unclear how the ESCR Committee will 
interpret this provision.123 Another distinctive provision contained in 
the OP-ICESCR is contained in article 7, which allows for the offices of 
the Committee to be used for the negotiation of a friendly settlement, 
“on the basis of respect for the obligations set forth in the Covenant” 
and an agreement “closes consideration of the communication” by the 
Committee.124 The civil society response to this addition has generally 
been favorable. It is seen as increasing the possibility of more fully 
addressing the systemic roots of the issue which gave rise to the case; 
however, there is an equally keen awareness of the need to address  
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inequality of arms (an imbalance of power between a complainant and 
the responding State) and to maintain continuous follow up on the 
implementation of agreements.125

The third unique provision, which will be of particular importance 
for emerging jurisprudence under both the OP-CRPD and the 
OP-ICESCR, is Article 8(4) of the OP-ICESCR. This provision  integrates 
a “reasonableness” standard of review, allowing the ESCR Committee 
to assess whether steps have been taken by the State to use maximum 
available resources in conjunction with Article 2(1) of the Covenant.126 
This standard of review reveals the compatibility of approaches under 
both the CRPD and the ICESCR in assessing the positive measures that 
must be undertaken in particular circumstances to ensure reasonable 
accommodation.

Standards of reasonableness under the OP-ICESCR must also be 
allowed to interact with the emerging standards of reasonableness else-
where, such as under the new CRPD and its Optional Protocol. 
Reasonable accommodation for persons with disabilities is a very con-
textual and individualized approach to reasonableness review, which 
may provide a useful framework to ensure reasonableness review of 
rights claims under the OP-ICESCR is also framed around individual 
dignity and equality, and should thus not be confused with abstract 
policy review disconnected from rights claiming.127

Buttressing Reasonable Accommodation Duties and Disability Rights 
Advocacy under the Optional Protocols

The two Optional Protocols are likely to buttress the path-breaking 
work of disability rights advocates in pressing disability rights claims 
in regional and international human rights procedures. Ideally, the 
procedures offered in the Optional Protocols may well open up advo-
cacy in relation to some of the most marginalized members of the  
disability community. The CRPD inquiry procedure, for example, has 
the potential to advance the major work of disability rights organiza-
tions that have exposed, particularly through monitoring and report-
ing practices, egregious abuses against children and adults with 
disabilities in institutions which are too often shielded from public 
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scrutiny.128 One might well imagine, for example, an inquiry concern-
ing the institutionalization of persons with disabilities in abusive and 
squalid conditions and absence of community living arrangements, 
systematic exclusion of disabled children from schools, or the wide-
spread failure to accommodate persons with disabilities in health  
prevention programs, such as hIv/AIDS education outreach or child 
immunization programs. The concept of reasonable accommodation, 
made applicable across the CRPD, can in such cases serve as an addi-
tional device with which advocates can press not only for the cessation 
of abuse, but for accommodations required in respect of Article 19 (liv-
ing independently and in the community), Article 24 (education), 
Article 25 (health) and Article 28 (adequate standard or living), among 
others. Moreover, the Protocols can serve to protect not only persons 
with disabilities, but also those associated with disabled persons. The 
CRPD prohibits discrimination against “any person” on the basis of 
disability, thereby opening the door to claims not only by persons with 
disabilities themselves, but by those who have been discriminated 
against because of a mistaken assumption of disability, or due to their 
association with a disabled person.129

The OP-ICESCR should also be viewed as a viable forum for the 
submission of claims of violations of economic, social and cultural 
rights of persons with disabilities. Persons with disabilities around the 
world experience such violations of their economic, social and cultural 
rights, including violations to their right to adequate housing, food, 
water and sanitation, health, work and education. Discrimination and 
failure to accommodate for the needs of disabled persons in accessing 
public services, such as health, education or food distribution systems, 
are only a few examples of the unique and disproportionate impact 
such violations of economic, social and cultural rights can have on per-
sons with disabilities. In many countries, many or all economic, social 
and cultural rights are not recognized or enforceable by law, leaving 
people with little hope of an effective remedy.
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In addition to the normative framework that the ICESCR provides 
for claiming ESC rights generally, the adoption of General Comment 5 
by the Committee on Economic, Social and Cultural Rights of General 
Comment 5, as noted above, allows for greater understanding of the 
particular impacts that a lack of ESC rights have on persons with disa-
bilities. The Committee’s embrace of reasonable accommodation130 
and the explicit recognition and full elaboration of the concept in the 
CRPD – intended by the drafters to clarify the human rights obliga-
tions already set forth in the two Covenants through disability specific 
contextualization – provide tools through which ESC rights can be 
advanced and made meaningful.

Conclusion

The CRPD, in expressing for the first time in a legally binding human 
rights instrument the requirement that reasonable accommodation be 
accorded to persons with disabilities in the actualization of their rights, 
firmly situates disability rights within a progressive substantive  equality 
rights framework. In so doing, it challenges outmoded  characterizations 
about disability issues as belonging to medical or charitable spheres of 
action and thus grounded in paternalistic, welfare-oriented claims of 
beneficence. It offers opportunities not only for disability rights advo-
cates to press their claims in human rights terms by invoking reasona-
ble accommodation duties in respect of civil, political, economic, social 
and cultural rights, but potentially carves out new space for advocacy 
in other parts of the human rights movement. for example, the CRPD’s 
non-discrimination and reasonable accommodation framework can 
animate hIv/AIDS discrimination claims, advance economic, social 
and cultural rights advocacy (in particular sidelined rights such as the 
right to sport, recreation and play) and potentially press forward the 
rights of other marginalized groups, such as religious minorities.131

The new procedural mechanisms offered up by the CRPD’s Optional 
Protocol and the new ICESCR Optional Protocol, in addition to the 
1995 Additional Collective Complaints Protocol to the European Social 
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Charter provide fertile ground for fully elaborating the reasonable 
accommodation duty. In addition, the CRPD offers opportunities for 
regional human rights systems in Europe, Africa and the Americas to 
augment their consideration of disability rights cases under the exist-
ing regional human rights treaties. It is to be hoped that the interna-
tional administrative tribunals of international organizations, such as 
the world bank Administrative Tribunal or the Administrative Tribunal 
of the IlO, will likewise use the tools of the CRPD in their settlement 
of disability rights claims between management and staff members. 
finally, as an impetus for domestic level change, the CRPD stands to 
usher in an unprecedented level of human rights reform in law, policy 
and practice.





1 Bayefsky, A.F. (1987). Defining equality rights under the charter. In S.L. Martin & 
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2 Ibid., 7. The writer notes that disability is a development issue. This means that 
until disabled people are involved in national development, their needs and aspirations 
will continue to be neglected. More often than not, they are not involved in policy-
making, in the deliberations on the national development plan, and many other 
issues.

LEGAL PROTECTION OF PERSONS WITH DISABILITIES  
IN KENYA: HUMAN RIGHTS IMPERATIVES

Kithure Kindiki

To treat unequals identically would be as unjust  
as to treat equals differently.1

Part A: Law and the Challenge of Human Rights

1. Disability and the Philosophical Underpinnings  
of Human Rights

This chapter examines the normative framework for the protection of 
persons with disabilities in Kenya. Using human rights as the lens for 
analysis, the chapter pinpoints the deficiencies in the existing law and 
policies and proffers necessary legal, policy and institutional reforms 
and their justification. The chapter also draws inspiration from the 
international legal regime governing the rights of persons with disabili-
ties and the emerging practice at the African regional level.

In ensuring the protection of persons with disabilities within any 
socio-cultural context, the near-universalistic imperatives are that per-
sons with disabilities ought to be treated with equality and human dig-
nity. Moreover, affirmative action, differential treatment, equalization 
of opportunities, resource allocation and rehabilitative programmes 
and measures, buttress this protection.2

Human rights mean the entitlements or moral powers possessed by 
all persons by virtue of their humanity and human dignity irrespective 
of age, gender, sex, race, ethnicity, colour creed or other similar 
 immutable characteristics. The rationale for equal treatment sprouts 
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from the nature and character of human rights, including: universality, 
inalienability and indivisibility.3

Mental, physical or sensory impairments experienced that persons 
with disabilities have coupled with the consequential effects of these 
impairments cumulatively constitute a “silent crisis” which affects not 
only those who live with disabilities and their families, but also the 
economic and social development of entire societies, where a signifi-
cant reservoir of human potential in people often remains untapped.

From its early days, the United Nations (UN) sought to advance the 
status of persons with disabilities and to improve their lives. The con-
cern of the UN is rooted in its founding principles, which are based on 
human rights, fundamental freedoms and equality of all human beings 
as affirmed by the UN Charter, the Universal Declaration of Human 
Rights (UDHR),4 the International Covenant on Civil and Political 
Rights (ICCPR)5 and the International Covenant on Economic Social 
and Cultural Rights (ICESCR).6 These instruments emphasize that all 
persons, including the disabled, are entitled to exercise their civil, 
political, social and cultural rights on an equal basis with “ordinary” 
people.

The UN General Assembly has defined a person with disability as 
one who is:

[u]nable to ensure by himself or herself, wholly or partly, the necessities 
of a normal human individual and/or social life, as a result of a defi-
ciency, either congenital or not, in his or her physical or mental 
capabilities.7

Perceiving disability as a condition similar to illness and exclusively as 
a functional limitation, implies that disability is considered as an indi-
vidual problem rather than a societal problem, and that solutions are 
searched in the individual sphere, through therapy and technical or 
personal support.8
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The statistics on, and conditions of, persons with  disability in the 
world and in Kenya, in particular, paint a grim picture about their sta-
tus and welfare. According to the 1999 census carried out by the 
Ministry of Planning and National Development, out of the Kenyan 
population of 28 million people, 5 million were persons with disabili-
ties. Thus, they comprise a substantial and cognizable part of the total 
Kenyan population. In the United States of America (US), the Census 
Bureau estimates at the end of 1994 indicated that an approximated 54 
million Americans had some type of disability; 26 million, a severe 
disability.9

The plight of persons with disabilities calls for a special policy and 
legal regime that assures them of the enjoyment of basic human rights. 
Such rights range from fundamental freedoms, dignity and worth of 
the human person, to the right to social and economic advancement.

A two-pronged approach to alleviate the disadvantages faced by per-
sons with disabilities would, thus, emphasize prevention of disability 
on the one hand and the welfare and equalization of opportunities for 
the physically and mentally disadvantaged on the other. Several coun-
tries including Kenya have established separate structures to enforce 
the rights of disabled people. As shall be seen shortly, Kenya has a spe-
cial legal framework for the protection of disabled people, isolated pro-
visions in the Constitution and other references in a handful of 
statutes.

2. A New Approach in Legislation and Policy on Disability

In the last few years, the approach to disability legislation has altered 
considerably. Seto and Buhal have documented the different phases of 
the disability theory in the US. They classify the paradigms into four 
epochs: the affliction paradigm; the medical/charity paradigm; the civil 
rights paradigm; and the emergence of a variation paradigm. 
Concerning the affliction paradigm, they note that:

Until that late nineteenth or early twentieth century, Americans com-
monly viewed disability as a punishment or test imposed by God. God in 
His mysterious wisdom, had afflicted someone with this peculiar burden, 
and they were supposed to bear it with patience and faith…Disabilities 
were the external expression of an individual’s sinfulness and moral 
impurity. Disability was brought by sin.10
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The affliction epoch paved way to the medical/charity paradigm, which 
viewed persons with disabilities “as objects of pity, philanthropy, and 
paternalistic rehabilitation.”11 They were to be sympathized with and,  
if possible, were to receive monetary donations from well-wishers.  
That paradigm gave way in the 1970s to the civil rights  paradigm,  
which asserted that disability, like race, was in significant part a social  
construct – a series of decisions by society to make disability matter. 
Under the civil rights model, people with disabilities were not neces-
sarily different from anyone else in any way that ought to matter. 
Instead, society had constructed a world that made disabilities unnec-
essarily relevant. The disability was not the barrier; the stairs were the 
barrier because they had been built as the result of a societal decision 
to favor use of stairs over ramps – to favor those who walked over those 
using wheelchairs.12 While the social model based its support for equal 
treatment on social justice requirements, the civil rights paradigm was 
hinged on the human rights ideals, arguing that all human beings irre-
spective of any immutable characteristic (including disability) pos-
sessed inalienable, inherent entitlements at law to be treated equally 
with others.

The world is currently discerning an emerging “variation” paradigm, 
which believes that equality is not enough. Persons with disabilities, 
the emerging school argues, still face a lot of difficulties. For instance, 
there are particular jobs that they may not be able to perform due to 
their disabilities. Indeed, some may never get to work due to many fac-
tors including the attitude shown to them. This is the “human varia-
tion” model which views persons with disabilities as the consequence 
of social institutions, having been constructed to deal with a narrower 
range of variation than is in fact present in any given population, thus 
those individuals whose mobility, communication, medical needs, or 
cognition differs from social norms find themselves confronting insti-
tutions not well suited to their abilities and potential.13

Currently, the prevailing position lays emphasis on persons with dis-
abilities managing their own affairs. In this regard, for example, the 
Zimbabwe Persons with Disability Act (1992) provides for a National 
Disability Board comprising not more than 20 persons. Of these, 10 
(half) are appointed by the relevant minister from a “panel of names 
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submitted to him by organizations or associations which he considers 
to represent disabled people.” In the United Kingdom (UK) the 
Disability Rights Commission Act (1999) established the UK Disability 
Rights Commission whose ¾ majority comprises persons with disabil-
ities or their representatives. The same approach can be discerned in 
the Americans with Disabilities Act (1992).14

A marked deviation in policy is notable in the equalization of oppor-
tunities for persons with disabilities. Even here, there has been a depar-
ture in the recent past from a “charity” oriented approach to a “rights” 
approach. Persons with disabilities are entitled, as of right, to most of 
the services that were hitherto treated as gifts of charity to them. This in 
turn has created correlative duties for them and “as disabled people 
achieve equal rights, they should also have equal obligations.”15 With the 
increased respect of the personal integrity and human rights of disa-
bled people, so also is a heightening in the expectations of society from 
disabled people. This is a major departure from the tone and scope of 
earlier legislation and policy such as the Rehabilitation Act (1973, US). 
The new approach to legislation and policy reflect more rational think-
ing that gives better meaning to the cause of disabled people.

3. International and Regional Normative Developments  
Applicable to Kenya

This section summarizes landmark international and regional (African) 
norm-seeking relevant to persons with disabilities. In 1971, the General 
Assembly adopted the Declaration on the Rights of Mentally Retarded 
Persons proclaimed through General Assembly Resolution 2856 of 
20th December 1971. This Declaration stipulates that mentally retarded 
persons are to be accorded the same rights as other human beings, as 
well as specific rights corresponding to their needs in the medical, edu-
cational and social fields. Emphasis was put on the need to protect 
disabled people from exploitation and provide them with proper legal 
procedures.
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Four years later, in 1975, the General Assembly struck a normative 
blow for persons with disabilities by adopting the Declaration on the 
Rights of Persons with Disabilities,16 which proclaims the equal civil and 
political rights of disabled people. This Declaration sets the standard 
for equal treatment and access to services, which help to develop capa-
bilities of disabled people and accelerate their social integration.

The following year (in 1976), the General Assembly proclaimed  
1981 as the International Year of Disabled People (IYDP). It called for 
a plan of action at the national, regional and international levels, with 
an emphasis on equalization of opportunities, rehabilitation and pre-
vention of disabilities. This way, the World Programme of Action con-
cerning Persons with Disability came to be adopted by the General 
Assembly in December 1982.17 In order to provide a timeframe during 
which governments and organizations could implement the activities 
recommended in the World Programme of Action, the General Assem-
bly proclaimed 1983–1992 the United Nations Decade of Disabled 
People.

Adopted by General Resolution 46/119 of December 1991, the 
Principles for the Protection of Persons with Mental Illness and the 
Improvement of Mental Healthcare are to be applied “without discrimi-
nation of any kind such as on grounds of race, colour, sex, language, 
age, social status, property or birth.” Among the provisions are a set  
of fundamental rights which accrue to persons with disabilities, includ-
ing the right to health and social care systems; the right to be treated 
with dignity and respect; the right of protection from all forms of 
exploitation, economic, physical, sexual or other abuse and degrading 
treatment; the right of protection from discrimination on grounds of 
mental illness; and the right to civil and political rights as enshrined in 
the UDHR and other human rights instruments such as the ICCPR 
and the ICESCR.

On December 20, 1993, the UN General Assembly at its 48th Session, 
and by General Resolution 48/96, adopted the Standard Rules on the 
Equalization of Opportunities for Disabled People (Rules).18 The Rules 
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mark meaningful progress towards a general convention on the rights 
of persons with disabilities or, at the very least, a breeding ground for 
development of international customary law. They mark the end of a 
preliminary process of standard setting on human rights and disability 
within the UN’s human rights division.

The Rules go beyond mere declaration of rights by calling for a 
strong moral and political commitment by states to equalization of 
 opportunities for persons with disabilities. The Rules further identify 
areas of co-operation among states, especially in economic and techni-
cal areas, co-operation with the UN and other organizations, and 
 provide a detailed policy-making framework for states and other 
organizations.

An interesting concept in the Rules is the setting out of obligations 
for disabled people. The Rules emphasize that equal rights for disabled 
people must carry the correlative duties: “those rights are being 
achieved … societies should raise their expectations of disabled  people.” 
This in turn calls for enhanced efforts to assist disabled people to 
assume their full responsibilities as members of society.

In a broad summary, the Rules address awareness-raising strategies, 
better medical care, rehabilitation and creation of support services. The 
Rules then target certain keys areas where equal opportunities are 
called for. These include accessibility to the physical environment and 
communication, education, employment, social security, culture, fam-
ily life, religion, recreation and personal integrity.

The most important feature of the Rules is a detailed implementa-
tion section calling for information and research, the need for states to 
take into account disability in policy-making and planning, responsi-
bility to legislate for rights of disabled people and an obligation to 
ensure adequate training of personnel at all levels involved in disabled 
people’s programmes. The Rules emphasize the need for international 
co-operation, national monitoring and evaluation of disability and the 
importance of organizations of disabled people.

A monitoring mechanism is envisaged with a special rapporteur to 
be appointed for a three year period to monitor implementation of the 
Rules and to review, advise and provide feedback to the relevant UN 
agency. A Voluntary Fund on Disability is envisaged to which member 
states are encouraged to contribute for purposes of further and better 
implementation of the Rules.

However, the Rules are not compulsory but imply a strong moral 
and political commitment on behalf of states to take action. In  addition, 
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they provide a basis for technical and economic cooperation among 
States, the UN and other international organizations.

Finally, the UN in 2007 adopted the Convention on the Rights of 
Persons with Disabilities (Convention) to promote, protect and ensure 
the full and equal enjoyment of all human rights and fundamental 
freedoms by disabled people and to promote respect for their inherent 
dignity. The governing principles of the Convention, provided for under 
article 3, include respect for inherent dignity, non-discrimination, full 
and effective participation, respect for difference and acceptance of dis-
ability as part of human diversity and humanity, equality of opportu-
nity, accessibility and equality. It is imperative that these principles be 
implemented at the international and national levels.

The difference between the Rules and the Convention lies in the legal 
character of the instruments. Unlike a Convention, the Rules are non-
legally binding because they cannot be signed and ratified by member 
states. However, they can attain binding character as international cus-
tomary rules when they are applied by a great number of states with the 
intention of respecting a rule in international law. But until then they 
only serve as a strong moral commitment on behalf of states to take 
action for the equalization of opportunities.

4. The Protection of the Rights of Persons  
with Disabilities at the Regional (African) Level

The political outfit that hosts the African regional human rights system 
is the African Union (AU). The AU has enacted a number of trea-
ties aimed at protecting the various entitlements guaranteed at the 
international level and even certain novel ones. The main human rights 
treaty is the African Charter on Human and Peoples’ Rights (African 
Charter)19 which stipulates such rights as equality20 and non-discrimi-
nation,21 both critical to the protection of persons with disabilities. The 
African Charter has a specific provision addressing disability at article 
18(4). To monitor the implementation of this human rights treaty, the 
African Commission on Human and Peoples’ Rights (the African 
Commission) is established. Recently, a Protocol to the African Charter 
has entered into force to further secure the implementation of the 
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African Charter. The African Commission has had occasion to adjudi-
cate on disability issues.

The Commission’s decision in Purohit and Another v The Gambia22 
represents three cardinal aspects of disability that are of relevance to 
the current study. Firstly, the decision illustrates that a human rights 
approach to the plight of the persons with disabilities is often all encom-
passing. Secondly, it demonstrates that human rights for all persons are 
interrelated, interconnected and indivisible. Put another way, human 
rights are one inviolable whole. In this respect, the right to dignity is 
the common denominator around which all other fundamental rights 
hinge. Thirdly, the decision accentuates the fact that most domestic 
jurisdictions in Africa fall way behind their international obligations. It 
does, therefore, illustrate the significance of the international plane as 
the ideal norm-setting scene.

In the instant communication, the complainant alleged that the 
respond  ent State, The Gambia, had violated various internationally 
accepted entitlements relating to persons with mental disabilities. The 
principle entitlements allegedly violated by the State included the right 
to equality, non-discrimination and, most importantly, the right to 
human dignity. The complainants decried the Lunatics Detention Act 
(LDA), legislation that, according to the evidence adduced before the 
African Commission, allowed the detention of the cognitive disabled 
without their cause being heard. Certificates issued by two medical 
practitioners, it was adduced, were sufficient to send the cognitive disa-
bled to detention. There was no appeal to the certifications issued by 
medical practitioners under the LDA. Such detained people were not 
allowed to vote; the reason given by the State being that they were of 
unsound mind. The right to health of these unfortunate detainees were 
equally not up to the required international standards. As regards the 
right to equality and non-discrimination, the African Commission 
held as follows:

Clearly the situation presented above fails to meet the standards of anti-
discrimination and equal protection of the law as laid down under the 
provisions of articles 2 and 3 of the African Charter and principle 1(4) of 
the United Nations Principles for the Protection of Persons with Mental 
Illness and the Improvement of Mental Illness and the Improvement of 
Mental Health Care.23
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The Commission also found that the LDA violated article 5 of the 
African Charter pertaining to human dignity stating that:

Human dignity is an inherent basic right to which all human beings, 
regardless of their mental capabilities or disabilities as the case may be, 
are entitled to without discrimination. It is therefore an inherent right 
which every human being is obliged to respect by all means possible and 
on the other hand it confers a duty on every human being to respect this 
right.24

In the end, the Commission held the Republic of The Gambia in  
violation of articles 2 (right to equal treatment); 3 (right to non- 
discrimination); 5 (right to dignity); 7(1)(a) and (c) (right to have one’s 
cause heard); 13(1) (right to participate in governance); 16 (right to the 
best attainable state of physical and mental health); and 18(4) (rights of 
the disabled) of the African Charter. In reaching this decision, the 
quasi-judicial tribunal also made certain pronouncements that are per-
tinent to the protection of the rights of disabled people. For instance, it 
decried the use of derogatory terminologies referring to the cognitive 
disabled, stating that such terminologies violate the right to dignity, a 
very interesting observation. The tribunal lamented that under the 
LDA, persons with mental illness had been branded “lunatics” and 
“idiots,” terms which, without doubt, dehumanized and denied them 
dignity, in contravention of article 5 of the African Charter.25

Inspiration was drawn from the United Nation’s Principles for the 
Protection of Persons with Mental Illness and the Improvement of Mental 
Illness and the Improvement of Mental Health Care and hence enriched 
the African regional jurisprudence. What is even more encouraging 
about this decision is the fact that only one stipulation of the African 
Charter (article 18(4) ) has express mention of persons with disabilities 
and yet the African Commission interpreted the text so purposefully as 
to accommodate all the other rights enshrined by the regional testa-
ment. Of fundamental significance is how the equality and dignity pro-
visions were employed innovatively. There is no  evidence as yet that the 
jurisprudence in this 2003 decision has trickled down to Kenya, or any 
other African state for that matter. Moreover, it is instructive that deci-
sions of the African Commission are not binding even to the concerned 
state although they have the weight of persuasiveness.
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Part B: The Kenyan Legal Framework

5.  International Law and Domestic Law

The application of international norms on the domestic front has been 
the subject of protracted debates. Two schools of thought have emerged 
to explain the relationship between international norms and domestic 
law. One school of thought – monism – holds that international law 
and domestic law are simultaneous and that norms enacted on the 
international plane in fact apply to domestic jurisdictions automati-
cally without the engagement of any additional processes. Consequently, 
this school of thought opines that a judge acting in the domestic court 
is bound by international law so long as that law is ratified by the state 
in question. Though not always, the Constitution of the US typifies this 
scenario given that in the US, once international law is ratified by the 
state, it applies automatically even on the domestic domain.

The dualists, on the other hand, hold that laws enacted on the inter-
national plane are not applicable on the domestic plane unless such 
laws have been downloaded through a process of domestication. 
A judge acting on the domestic plane may, therefore, decline to apply 
international law unless he is aware of a legislative enactment domesti-
cating such international law (the technical term for bringing interna-
tional law into national law in dualist countries is “transformation”). 
This is the position in the United Kingdom and, indeed, most com-
monwealth jurisdictions. Kenya is one such jurisdiction where interna-
tional laws have to undergo a process of transformation before applying 
on the domestic front. The position in Kenya was asserted by the deci-
sion in the case of Okunda v Republic26 where a superior court of record 
stated that international norms remain illusions unless they have been 
domesticated.

6. The Rights of Persons with Disabilities  
in Kenya’s Legal System

6(i) The Bill of Rights in the Constitution of Kenya

The Kenyan Constitution, the supreme law of the land, gives every per-
son, irrespective of colour, sex, creed or origin, fundamental rights and 
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freedoms. All rights in the Bill of Rights (Chapter V) are enforceable in 
the High Court under section 84 of the Constitution. Section 82 of the 
supreme law expressly states that discrimination of any kind shall not 
be permitted although it permits “fair discrimination” in cases, for 
instance, of persons with disabilities. Such vulnerable people may, thus, 
justifiably receive an advantage over and above an ordinary person 
without it being described as discrimination.

From a positive point of view, the Kenyan Constitution intended to 
give equal rights to all Kenyans. This is clear from other provisions in 
the Constitution that specifically allude to disability. Section 34, for 
example, provides that:

…a person shall be qualified to be elected as a member of the National 
Assembly…if at the date of his nomination for election he is able to speak 
and unless incapacitated by blindness or other physical cause, to read the 
Swahili and English languages well enough to take an active part in the 
proceedings of the National Assembly…

The section would seem to allow persons with disabilities to contest 
elections. However, it has been the subject of misinterpretation in the 
past. In 1988, Mr. Munyi wa Gachomba, a visually disabled person, was 
denied nomination to contest the Mathare parliamentary seat through 
an ambivalent interpretation of section 34 of the Constitution as bar-
ring a person with visual disabilities.

It is contended, however, that the spirit of Chapter V of the 
Constitution and especially section 82 which disallows discrimination, 
show that it could not have been the intention of the legislature to 
expurgate the visually disabled or those disabled “by other causes” from 
contesting seats in the National Assembly. This ambiguity needs to be 
removed.27

6(ii) The Persons with Disabilities Act 2003

The UN initiatives captured under the international normative frame-
work given above, embraced the growing international concept of 
human rights of persons with disabilities and equalization of opportu-
nities for them. It is against the backdrop of this series of the UN 
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 declarations, resolutions, rules and principles that the Kenyan Persons 
with Disabilities Act 2003 (the Act)28 must be understood. The Act was 
published on January 9, 2004 and came into operation vide legal notice 
number 64 of June 16, 2004.

The Act is divided into eight parts. As is the case with any other Act 
of Parliament in Kenya, Part I contains the short title of the Act and the 
interpretative section. Part II establishes the National Council for 
Persons with Disabilities (the Council) as the main enforcement agency 
of the rights and privileges of persons with disabilities provided for 
under Part III. Part IV enshrines the civic rights while Part V estab-
lishes the National Development Fund for Persons with Disabilities 
(the Fund). Part VI provides for relief and incentives while Part VII 
contains miscellaneous provisions on, inter alia, the access to the legal 
systems by disabled people. Finally, Part VIII creates various offences 
and their respective penalties.

The preambular section of the Act states that it is an “Act of Parliament 
to provide for the rights and rehabilitation of persons with disabilities; 
to achieve equalization of opportunities for persons with disabilities; to 
establish the National Council for Persons with Disabilities; and for 
connected purposes.”

Under the interpretative section,29 “disability” is defined as the phys-
ical, sensory, mental or other impairment, including any visual, hear-
ing, learning or physical incapacity, which impacts adversely on social, 
economic or environmental participation. “Discrimination,” on the 
other hand, is defined as according different treatment to different per-
sons solely or mainly as a result of their disabilities and includes using 
words, gestures or caricatures that demean, scandalize or embarrass a 
person with a disability.

Under this regime, persons with disabilities are accorded rights as 
well as privileges. For instance, they are guaranteed an equal right to 
employment,30 as well as a privilege to be exempted from paying all 
manner of taxes pegged on the income accruing from their employ-
ment.31 The Council is mandated to endeavor to secure reservation of 
5% of all casual, emergency and contractual positions in employment 
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in the public and private sectors for persons with disabilities.32 In this 
regard, employers of persons with disabilities are entitled to a tax 
exemption amounting to 25% of the salary of each person with disabil-
ity they engage.33 Discrimination in education is equally outlawed and 
the State is required to establish special schools for persons with disa-
bilities where that is called for; however, an integrated education sys-
tem is recommended.34

The right to health is also protected. In particular, the Council is 
required to be represented in the implementation of the national health 
programme established under the ministry responsible for health for 
purposes inter alia of: preventing disability; early identification of dis-
ability; early rehabilitation of persons with disabilities; enabling per-
sons with disabilities to receive free rehabilitation and medical services 
in public and privately owned health institutions; availing essential 
services to persons with disabilities at an available cost; and prompt 
attendance by medical personnel to persons with disabilities.35 The Act 
entitles persons with disabilities to a barrier-free and disability friendly 
environment to enable them to have access to buildings, roads and 
other social amenities, and assistive devices and other equipment to 
promote their mobility.36 The right to accessibility and mobility is to 
apply to public buildings37 and also public service vehicles38 within a 
specified period of the Act coming into force.

The civic right to vote has for the first time been given practical 
meaning to persons with disabilities in Kenya. The legislation under 
review requires them to be assisted during voting in presidential, par-
liamentary and civic elections.39 It is also required that polling stations 
be accessible to them.40 To foresee the implementation of these very 
noble provisions, offences are created under the Act to deter breach.

The Act makes a credible attempt to enact and codify the human 
rights imperatives of persons with disabilities. For instance, section 
7(1)(b)(i) provides for equalization of opportunities while subsection 
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(iv) envisages the elimination of discrimination in order to ensure 
equality. Rehabilitation is provided for under subsection (vi).

To ensure the realization of the rights of persons with disabilities, the 
Act sets up the National Development Fund for Persons with Disabilities 
to be administered by the Council. The Fund envisions deposits by 
annual budgetary allocation by Parliament and other donations, which 
the Council may receive.41 The Trustees of the Fund may also make 
investments.42 All monies deposited in the Fund shall be used for the 
benefit of disabled people including the costs incurred in the protec-
tion of their entitlements.43

6(iii) Other Laws Impacting Disabled People

There are other terse and scattered references to persons with disabili-
ties in many other statutes. One such Act is the Kenya Society for the 
Blind Act (Cap 251)44 dealing mainly with administrative aspects of the 
society. The objects of the Society, enumerated in section 4, are:

a) To promote the welfare, education, training and employment of the 
blind,

b) To assist the government, or society or any person in all matters 
relating to the blind,

c) To advise on all things necessary or required in any matter relating 
to or connected with the blind.

No other substantive provision exists in the Act regarding people with 
visual impairments. Suffice it to state that the Act is not comprehensive 
even on the matters that it seeks to address.

A most ridiculous provision on persons with disabilities is found in 
the Vagrancy Act,45 which equates a person with disabilities with 
vagrancy and begging. Section 2 refers to a vagrant who, “whether by 
reason of physical or mental disability, is unable to maintain himself 
otherwise than by vagrancy…”. Such a provision is an indication of 
negative societal attitudes towards disabled people.

The Penal Code46 makes it an offence for a person to have carnal 
knowledge of an imbecile or a cognitive disabled person. Penal 
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 provisions can be built into an Act of Parliament to deal with discrimi-
nation or abuse of the modesty of a disabled person in terms similar to 
those of the Code.

The Civil Procedure Act,47 under Order XXXI, classifies minors and 
people with intellectual disabilities as “disabled” persons. A cognitively 
disabled person (the Act speaks of a person of unsound mind) can bring 
proceedings before a court of law through his or her guardian ad 
litem. Such a provision, like that of the Penal Code, is useful as it  protects 
the rights, for example, to property of a cognitively disabled person.

The Mental Health Act48 does not clearly define a person of unsound 
mind but generally refers to persons unable to take care of themselves 
due to diseases of the mind. The Act makes provisions for treatment of 
such cases.

The Income Tax Act49 under section 32 provides that a person who 
proves that he is maintaining an incapacitated person shall be entitled 
to tax relief on personal income known as special single relief. The pro-
vision is meant to encourage society to take care of disabled people 
without incurring heavy financial burdens.

Section 46 of the Act provides that:

The income tax of an incapacitated person shall be assessed on, and the 
tax thereon charged on, that person in the name of his trustee, guardian, 
curator, committee or receiver appointed by a court, in the same manner 
and to the same amount as that an incapacitated person would have been 
assessed and charged if he were not incapacitated.

Such a provision, in my view, does not assist a person with disability as 
it sanctions continued tax payment by his trustees when he or she is 
incapacitated. The Act can be amended to give better relief to persons 
with disabilities.

The Customs and Excise Act50 has useful provisions for the welfare of 
persons with disabilities. The third schedule to the Act provides for 
exemption from import duty, suspended duty or dumping duty on 
“goods…consigned to or imported by organisation if the Commissioner 
is satisfied that they are for free distribution to poor and needy persons 
or for use in medical treatment or rehabilitation work in charitable 
institutions.”
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Rules 15 and 16 further provide for similar duty exemption on 
“motor vehicle controls and equipment specially designed for the use 
of disabled people” and on “materials and articles specially designed 
for the educational, scientific or cultural advancement of the blind, for 
the use of an organization approved by the Government for the pur-
pose of this exemption.”

7. Towards Reform of the Kenyan Law

Besides implementing the policy changes suggested above, the Kenyan 
Government should undertake the following legislative measures to 
eliminate the deficiencies high-lighted earlier:

•   The Kenyan Constitution should be amended to specifically provide 
that persons with disabilities shall enjoy all the rights in the 
Constitution and shall not be discriminated against on the basis of 
disability. Specific provisions on rights of persons with disabilities, if 
built into the Bill of Rights, would clear the ambiguity in section 34 
that was once misinterpreted as barring the disabled from political 
office. This is instructive as the Constitution is the supreme law of the 
land and would thus logically make unconstitutional any discrimi-
natory provisions in other statutes or policy documents.

•   There should be a major review of all the existing legislation that is 
relevant to persons with disabilities in order to harmonize them with 
the Persons with Disabilities Act. For example, statutes such as the 
Mental Health Act and the Kenya Society for the Blind Act should be 
amended to provide more than just administrative norms and 
emphasize rehabilitation, prevention, health and equalization of 
opportunities.

•   There  should  also  be  amendment  of  other  relevant  Acts  in  the  
areas of education, housing, employment, health, transport, plan-
ning and others: for example, the Education Act,51 the Public Health 
Act,52 the Local Government Act,53 etc. This should specifically  
highlight the rights of persons with disabilities to an education, 
appropriate housing, and access to the physical environment, a con-
venient transport system, equal opportunities in employment, and 
so forth.
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•   There is need for enactment or amendment to existing urban plan-
ning law, building laws and related laws. For example, the Local 
Government Act should be amended to ensure that no public build-
ing is licensed or approved unless it has special facilities that allow 
access to the physical environment by persons with disabilities. Such 
legislation must provide for accessibility codes, rules on public hous-
ing and so forth.

Other reform areas include:

•   Amendment of Kenya’s transport law to prohibit licensing of public 
transport that does not offer easy access by persons with disabilities 
and that is not safe for disabled people, in the spirit of the Persons 
with Disability Act. Examples of related legislation are present in 
Libya and New Zealand.

•   Enactment  of  or  amendment  to  tax  laws  and  insurance  laws  or 
through establishment of some form of social security benefits for 
disabled people or tax exemption on their total income and not just 
employment income. A good example is the Zakat system in Islam, 
which levies a religious tax on personal property for distribution to 
disabled people.

•   Reviewing  the  Customs and Excise Act’s provisions on duty-free 
importation of equipment for persons with disabilities, with an eye 
to implementing more comprehensive provisions and trimming the 
bureaucracy. The Income Tax Act should be amended to remove pro-
visions that allow taxation of, say, a mentally ill person, through his 
trustees. It would make more sense to invest the taxed sums in health 
care for the person.

•   Amendments to the Kenyan health laws, including the Public Health 
Act and Mental Health Act, to emphasize a healthy and secure envi-
ronment for persons with disabilities and prevention of disabilities, 
for example through prosecution of those neglecting immunization, 
supply of equipment (such as prosthetics) for the disabled and pro-
vision for training and research.

•   Enactment of proper law to provide for independent living centres, 
social rehabilitation centres, home care centres, etc, within the coun-
try’s economic reach and along the legislative framework in place, 
for example, in Australia or the United States.

•   Encouraging public education and awareness through, for instance, 
amendments to the objects of the Kenya Broadcasting Corporation 
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Act,54 to create a specific duty to educate people on disability; or the 
creation of a national committee, local authority or individual hold-
ing a certain office whose duties require periodically  sensitising, or 
 educating the public on disability, its major causes, prevention, reha-
bilitation and the need for equalization of opportunities for disabled 
people. This could be effected through newsletters, media, a direc-
tory for disabled people, etc.

•   Amendment  to  the  penal  laws  and  especially  the  Penal Code to 
criminalize discrimination in the workplace or public service; to 
penalize for conduct that abuses the modesty of a disabled person 
like abuses or slurs or disrespect for a person on grounds of disabil-
ity, etc. The current provisions in the Penal Code, for instance those 
outlawing rape of imbeciles or those mentally ill, should be a guid-
ing light to further amendments making it criminal to abuse or 
deprive or take undue advantage of a disabled person, etc.

•   Amendments to the Civil Procedure Act; specifically Order XXXI, to 
ease procedure for mentally ill persons to protect their rights in 
court. A simple memorandum by that person or his guardian should 
move the court, without recourse to its form or technicalities of 
procedure.

These suggestions are by no means exhaustive. It is hoped that they will 
ignite sharp thought on the lives of persons with disabilities and the 
barriers they face and how to alleviate the same in the future.

Part C: Responding to the Underlying Imperatives

8. The Imperatives

A human rights approach to protecting persons with disabilities 
demands a number of paradigmatic considerations that must inform 
the legal framework for protecting disabled people. These considera-
tions include justice, dignity, equality (the concomitant notion of 
equalization of opportunities and affirmative action), resource alloca-
tion and participation/inclusion.
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8(i) Justice

One of the most interesting attempts to defend the principles of justice 
is found in John Rawls’ A Theory of Justice.55 The conception of justice 
for which Rawls argues demands the maximization of liberty, subject 
only to such constraints as are essential; for the protection of liberty 
itself. He argues for equality for all, both in basic liberties of social life 
and also in distribution of all other forms of social goods, subject only 
to the exception that inequalities may only be permitted if they pro-
duce the greatest possible benefit for those least well off in a given 
scheme of inequality (“the difference principle”). He also argues in 
favor of “fair equality of opportunity” and the elimination of all ine-
qualities of opportunity based on birth or wealth.56

Rawls’ second limb of the idea of justice clearly adverts to the issues 
of distributive justice and affirmative action, which lie at the core of 
realizing the human rights imperatives of persons with disabilities in 
any socio-cultural context. It is only just that disabled people are recog-
nized as requiring specific attention through equality and equalization 
of opportunities programmes.

8(ii) Dignity

The right to human dignity is one of the core constitutional rights.57 
Besides, the right is intricately linked with other human rights. This 
linkage was enunciated by O’Regan J in the South African case of S v 
Makwanyane58 in the following words:

Recognizing a right to dignity is an acknowledgement of the intrinsic 
worth of human beings: human beings are entitled to be treated as wor-
thy of respect and concern. This right therefore is the foundation of many 
of the other rights that are specifically entrenched in…[the Bill of 
Rights].59

The point was reiterated by Chaskalson P:

The rights of life and dignity are the most important of all human 
rights, and the source of all other personal rights in the Bill of Rights. By 
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 committing ourselves to a society founded on the recognition of human 
rights we are required to value these rights above all others.60

S v Makwanyane concerned a dispute where two persons sentenced to 
death had contested the sentence, citing the fact that such a sentence 
was inconsistent with the spirit of the Constitution of South Africa 
even though the supreme law had no explicit provisions on the same. It 
is in the course of this matter that the Constitutional Court took occa-
sion to pronounce on the question of human dignity. South Africa, as a 
social, cultural and political context, provides a scenario where the 
resolve to protect human dignity is an urgent imperative. The decision 
alluded to above must be understood from a background where apart-
heid, as a government policy, had kept in abeyance respect for human 
rights for a significant portion of the population and therefore the dig-
nity of these people. Black people in South Africa had been denied 
even the most basic entitlements such as freedom from torture, equal-
ity and non-discrimination, let alone such entailing rights as socio-
economic rights. The results were a majority of people living in 
deplorable conditions necessitating judicial activism, a task that the 
Constitutional Court has very ably performed. Chaskalson P has 
painted this picture perhaps more succinctly:

We live in a society in which there are great disparities in wealth. Millions 
of people are living in deplorable conditions and in great poverty. There 
is a high level of unemployment, inadequate social security, and many do 
not have access to clean water or to adequate health services. These con-
ditions already existed when the Constitution was adopted and a com-
mitment to address them, and to transform our society into one in which 
there will be human dignity, freedom and equality, lies at the heart of our 
new constitutional order. For as long as these conditions continue to exist 
that aspiration will have a hollow ring.61

It is worth elaborating briefly on the philosophical basis for these con-
tentions. In liberal moral philosophy, human dignity is considered to 
be what gives a person their intrinsic worth. As a consequence, dignity 
is “above all price and so admits of no equivalent.”62 It is the source of a 
person’s innate rights to freedom and to physical integrity, from which 
a number of other rights flow. Human dignity, accordingly, also  provides 
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the basis for the right to equality – inasmuch as every person possesses 
human dignity in equal measure, everyone must be treated as equally 
worthy of respect.63

8(iii) Equality

At its most basic and abstract, the idea of equality is a moral idea that 
people who are similarly situated in relevant ways should be treated 
similarly. Its logical correlative is the idea that people who are not simi-
larly situated should not be treated alike.64 In this regard, equality con-
notes such related concepts as equality of opportunity and affirmative 
action.

However, it is not the basic and abstract idea of equality that is so 
difficult and controversial. Instead, it is two issues ancillary to the idea 
of similar treatment for similar people that prove so taxing. The first is 
the issue of what counts as relevant when it comes to determining the 
similarity of people’s situations. The second issue is what constitutes 
similar treatment of people who are similarly situated. For example, we 
might think it immoral to deny education to children with visual 
impairments. All children stand in the same position before the law 
and should be given similar treatment when it comes to access to edu-
cation. But is it sufficient simply to give children with visual impair-
ments the right of access to the same schools as sighted children? Or 
does our commitment to equality (which includes the idea that people 
who are different in significant ways should not be treated the same as 
everyone else) require us to create special schools or special pro-
grammes which take into account the particular needs of children with 
visual impairments?

A distinction is made between formal and substantive equality. 
Formal equality simply requires that all persons are equal bearers of 
rights. In this view, inequality is an aberration, which can be eliminated 
by extending the same rights and entitlements to all in accordance with 
the same “neutral” norm or standard of measurement. Formal equality 
does not take actual and economic disparities between groups and 
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individuals into account. Substantive equality, on the other hand, 
requires an examination of the actual social and economic conditions 
of groups and individuals in order to determine whether the 
Constitution’s commitment to equality is being upheld.

The equality requirements do not prevent the government from 
making classifications and from treating some people differently from 
others. Not every act of differentiation can therefore amount to une-
qual treatment. In other words, differentiation is permissible if it does 
not amount to unfair discrimination.

To this end, special measures may be taken to ensure the protection 
or advancement of people who have been disadvantaged by discrimi-
nation in the past, such as disabled people.

This equality mode implies the notion of indivisibility, interrelation 
and interdependence of the two sets of human rights: civil and political 
rights on the one hand and economic, social and cultural rights on the 
other. This is the human rights concept of the United Nations, as has 
been quoted so often and emphasized at the 2nd World Conference on 
Human Rights in Vienna in June 1993.

8(iii)(a) Equalization of Opportunities
Equalization means the “process through which the general system 
of society, such as the physical and cultural environment, housing 
and transportation, health services, education and employment, 
social life, including sports and secretariat facilities, are made accessi-
ble to all.”65

The World Programme of Action concerning Disabled People, and 
the proposals for its implementation, developed a number of policy 
guidelines for equalization of opportunities:

•   Disabled people should remain within their own communities and 
share in an ordinary lifestyle, with the necessary support.

•   Disabled people should take part in decision-making at all levels, 
both in general community affairs and in matters that particularly 
concern them as people with disabilities.

•   Disabled  people  should  receive  assistance  as  needed within  the 
ordinary structures of education, health, social services etc.

•   Disabled people  should  take an active part  in  the general  social 
and economic development of society and their needs should be 
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included in national planning. Disabled people should have ade-
quate opportunity to contribute to national development.66

The World Programme of Action also recognizes women’s needs as 
requiring special attention. The consequences of disablement are par-
ticularly serious for women because women with disabilities are dis-
criminated against on double grounds: gender and disability. Therefore, 
they have less access to essential services such as health care, education 
and vocational rehabilitation.67

Women are also specially affected by disability because they are often 
entrusted with the responsibility of caring for disabled people in the 
community. Furthermore, women are more exposed to the risk of 
becoming less able because of neglect and certain forms of abuse and 
harmful traditional practices directed against them.68

The World Programme of Action, and its proposals for implementa-
tion, recommended change of policy in the following areas:

 (1)  That governments should encourage the formation of organiza-
tions for disabled people, help in the organization and co- 
ordination of the representation of their interests;

 (2)  That legislation of national human rights be passed that assures 
disabled people of their human worth and outlaws discrimina-
tion on the basis of disability. That as much as possible such legis-
lation should follow the international human rights covenants 
providing rights and degrading treatment;

 (3)  That the physical environment should be made accessible to all by 
providing means that guarantee access by disabled people;

 (4) That, as regards education:
•   Laws should be passed providing for compulsory education for 

children with all ranges of disabilities including the most 
severely disabled;

•   Education services for disabled children and adults “should be 
individualized, locally accessible, comprehensive and should 
offer a range of choices;”
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•   Special  facilities  which  are  not  available  in  general  schools 
should be offered.69

•   Parents of disabled children should be involved in the process 
in order to provide a normal family environment;

•   There should be public education on disability, its chief causes, 
prevention, rehabilitation and equalization of opportunities.

 (5)  Under the area of work and employment, the World Programme 
of Action and its implementation proposals recommended that:
•   Laws should wipe out barriers to the employment of disabled 

people;
•   The central and local governments should promote the employ-

ment of disabled people. (This can, for example, be done 
through a manpower services commission, as in the United 
States, or other forms of vocational rehabilitation);

•   Equal opportunities for gainful employment for disabled peo-
ple in both urban and rural areas be ensured;

•   Affirmative  action programmes  be developed  to  ensure  inte-
gration of disabled people into open employment. (This, as has 
been seen, can be done through legislation as in the case of  
The Rehabilitation Act of 1973 in the United States or even 
through Civil Rights legislation);

•   There  be  a  tri-partite  strategy  for  the  employment  of  dis-
abled people through the Government, employers and trade 
unions;

69 In the area of education, emphasis is necessary on the need for special care for 
disabled children. Integration in the ordinary school system must go hand in hand with 
proper training for special teachers sensitised to the special needs of such children, 
without traumatizing or labeling the children or attracting prejudices against them. 
Such integration or “mainstreaming” should be incorporated into the college and uni-
versity systems. Mainstreaming means inclusion of persons with disabilities into the 
normal or general education process. A student is considered “mainstreamed” where he 
spends any part of a school day in the regular classroom with other students. At the 
postsecondary level, it would be useful for government to produce guidance materials 
for college students on admission, special facilities and placement after college. The 
Open University in a paper on Special Needs in Education states that the basic policy of 
the Government should be to mix disabled people children or adults with the rest of the 
society in the general school system. But this principle must “not frustrate the aim of 
giving the child or student, within the limits of what is practicable, the greatest possible 
opportunity to benefit from the education process.” To make this more meaningful, the 
training of special teachers should be integrated with that of ordinary teacher training.
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•   Measures  be  taken  to  prevent  injuries  at  the  workplace  and 
ensure reintegration of such injured workers into the industry. 
(This can be done through appropriate legislation);

•   Governments  support  the development of  tools  and  facilities 
for disabled people;

•   There  should be  development  of  counseling,  guidance,  voca-
tional training and follow-up facilities for disabled people; and

•   Where  it  is not possible  for  the  severely disabled  to compete  
in the regular industry there should be sheltered employment, 
for example, in workshops, self-employment schemes, home 
working, etc.
It is suggested that there should be studies to solve the problem 
of disabled people at the workplace through adaptations, guid-
ance or support services by professional or formal government 
agencies. Such a framework can be incorporated in industrial 
or employment legislation.

A similar employment policy emphasizing the rights of job 
seekers with intellectual disabilities must be put in place. Such 
jobs should be tailored to the particular abilities of those indi-
viduals. There is a wide variety of skills among people with 
intellectual disabilities and they range across a spectrum of 
types of employment and needs for accommodation. In every 
case they should attract equal pay for equal work.

 (6)  The World Programme of Action further enjoins member states 
of the United Nations to develop income maintenance and social 
security frameworks for disabled people, ensure standard health 
care as a community-based system and provide social services 
through counselling by social and community workers on the 
special needs of disabled people.

The member states should also guarantee religious freedom for 
disabled people, ensure access to religious activities, and offer rec-
reational, cultural and sports facilities for disabled people through 
provision of the facilities and proper organisation of the benefici-
aries. The World Programme of Action further mandates research 
that can lead to alleviation of the plight of disabled people and 
continued sensitisation of the community through information 
and public education on disability, its causes, prevention and the 
special needs of disabled people.

The policies enumerated above can be put into place at the national 
level. Financing can be through donors, self-help projects or a tax  
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levied by the government through relevant amendments to the existing 
tax laws.

An example of this type of funding is the Zakat system in Islam, 
where a religious tax is levied on certain types of personal property and 
the proceeds disbursed to individuals or organizations working for 
disabled people. The Zakat system is possible in Kenya’s legal system 
because the Constitution allows for freedom of religion and religious 
practice and Islam is one of the main religions. The same Constitution 
at section 82 also allows for equality, nay, nondiscrimination in certain 
enumerated grounds and a broad and purposeful interpretation of this 
piece of supreme law should necessitate a policy framework that caters 
to the welfare of disabled people even in Kenya’s current constitutional 
order.

The United Nations Standard Rules emphasize the goal of equaliza-
tion of opportunities as a fundamental concept in disability policy. 
According to the Rules, “equalization of opportunities” means the 
process through which the various systems of society and environment, 
such as services, activities, information and documentation are made 
available to all, particularly to persons with disabilities.70

The principle of equal rights and opportunities implies that the needs 
of each and every individual are of equal importance, that those needs 
must be made the basis for the planning of societies and that all 
resources must be employed in such a way to ensure that every indi-
vidual has equal opportunity for participation. Persons with disabilities 
are members of society and have a right to remain within their local 
communities. They should receive support they need within the ordi-
nary structures of education, health, employment and social services as 
provided for under the World Programme of Action.

In addition, persons with disabilities are described as citizens with 
equal rights and equal obligations, who should receive assistance in 
assuming “their full responsibility as members of society.”71

These guidelines could largely streamline Kenyan policy to reflect 
attitudes towards rehabilitation and equalization of opportunities for 
disabled people.
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8(iii)(b) Affirmative Action
Affirmative action means taking into account the systemic disadvan-
tage that some groups have faced. Persons with disabilities fall in this 
category. Typically, an affirmative action programme will require a 
member of the disadvantaged group to be given some preference for 
the distribution of some benefit over someone who is not member of 
that group.

Affirmative action programmes can be seen either as an exception to 
the right to equality or as part of the right to equality. The former view 
sees affirmative action as “reverse discrimination,” a practice of favour-
ing those discriminated in the past and discriminating against those 
favoured in the past. The latter view sees affirmative action as a means 
to the end of a more equal society. This view treats equality as a long-
term goal, to be achieved through measures and programmes aimed at 
reducing the current inequality.

Like the South African Constitution,72 the Kenya Constitution does 
provide for an affirmative action framework, albeit tacitly. This tacit 
approval of the concept of affirmative action is evidenced by section 
82(4)(d) of the Constitution which exempts, say, persons subject to dis-
abilities, from the general nondiscrimination clause in section 82(3). 
Thus in Kenya, like in South Africa, the concept of fair discrimination 
is entertained; an avenue that is open to affirmative action crusaders 
especially as it relates to disabled people, women, children, the aged or 
the vulnerable in society.

Affirmative action programmes must therefore be seen as essential 
and integral to the goal of equality and not as limitations of, or excep-
tions to, the right to equality. Practically this means that when a meas-
ure has been challenged in court as a violation of the equality right, the 
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state or institution responsible for the measure can defend it by show-
ing that the programme: (1) promotes the achievement of equality; and 
(2) is designed to protect and advance persons disadvantaged by unfair 
discrimination.

Affirmative action is justified by its consequences. A measure that 
favours relatively disadvantaged groups at the expense of those who are 
relatively well off is not discriminatory because the consequences of 
such a measure are, in the end, a more equal society. But this means 
that the measure must be intended to achieve those desirable 
consequences.

In a memorandum presented to the Constitution of Kenya Review 
Commission by the Kenya National Disability Caucus, disabled people 
in Kenya advocated for the following measures as part of an affirmative 
action programme enshrined in the Constitution:

(1)  express recognition of disabled people as marginalised and disad-
vantaged category of the citizenry requiring special measures for 
their progression;

(2)  guarantee of free and compulsory education for all children with 
disabilities, and state-subsidised tertiary training for disabled peo-
ple certified as incapable of meeting the cost of career training;

(3)  reservation of at least 10% of all employment opportunities in the 
public service for disabled people, with provision for policies that 
will encourage the private sector to adopt similar measures. Such 
could include tax rebates to enterprises with a proven track record 
of promoting employment of disabled people;

(4)  adoption of an electoral mechanism of proportionate representa-
tion under special seats at all levels of governance, including the 
local government, and the national legislative assembly, that would 
be exclusively reserved for special interest groups (disabled people, 
the youth and ethnic minorities) expressly recognized under the 
Constitution;

(5)  a constitutional obligation placed upon all parliamentary political 
parties to ensure that at least 10% of the total number of nomi-
nated MPs are disabled people; and

(6)  a review of the legal provisions on public finances and establish-
ment of an appropriate mechanisms for allocating sufficient 
resources to the interests of disabled people and other marginal-
ized categories of citizens.
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8(iv) Resource Allocation

In the words of the UN General Assembly:

The principle of equal rights for disabled people and non-disabled implies 
that the needs of each and every individual are of equal importance, that 
these needs must be made the basis for planning of societies, and that 
resources must be employed in such a way as to ensure, for every individual, 
equal opportunity for participation.73 (Emphasis added).

Resource allocation becomes even more critical with the realization of 
the socio-economic rights of persons with disabilities. In this regard, 
the present author has pointed out elsewhere74 that:

The ICESCR is…explicit: It asks state parties ‘to take steps individually 
and through international assistance and co-operation’ to ‘the  maximum 
of its resources,’ to progressively realize socio-economic rights…The use 
of the phrase ‘to the maximum of its available resources’ in the ICESCR 
is arguably designed to ensure that should a state fail to meet its mini-
mum core obligations citing lack of resources, it must demonstrate that 
all effort has been applied to use the resources at its disposal. International 
cooperation and assistance must also have been sought for the purposes 
of securing the resources necessary for achieving the realization of socio-
economic rights.75

It is crucial that when resource allocations are made in the national 
budget, those sections of the society who have been victims of margin-
alization in the past be accorded priority through affirmative action 
and reasonable accommodation in decision-making and resource-
sharing positions.76 In Kenya, budgetary issues remain the domains 
principally of the Executive and Parliament. Ideally, the Legislature is 
envisioned to impart democratic values unto the budget process. These 
values as of necessity involve affirmative action, equality and other 
related aspects. Unfortunately for Kenya, the Legislature is ill-equipped 
to perform this very entailing task with the inevitable result that the 
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concerns of vulnerable groups are neglected even at the budgetary 
level. A fiscal analyst in Kenya has thus lamented this irking position:

…the legal framework is quite robust. It is outlined in the Constitution 
and various Acts of Parliament. However, it is quite old and out of date 
and does not cover critical areas such as extra budgetary funds. This 
framework is quite procedural and does not build in robust mechanisms 
for oversight and accountability. The legislature, which approves the 
budget, does not have sufficient time or resources that enable it to influ-
ence the outcomes.77

A legal framework that is amenable to people’s participation is there-
fore called for in Kenya, and the impending Constitution review offers 
a golden chance for this reform.

8(v) Participation/Inclusion

Inclusion means a:

goal-oriented and time-limited process aimed at enabling an impaired 
person to lead an optimum mental, physical and/or social functional life, 
thus providing him or her 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.78

This is the process through which, “the remaining physical and men-
tal capacities of the physically disabled are utilized and developed to 
their highest efficiency.”79

The better and wider definition is that of “social rehabilitation” from 
the World Health Organization, that is:

the combined and coordinated use of medical, social, educational, and 
vocational measures for training or re-training the individual to the 
highest possible level of functional ability…a process aimed at integra-
tion or reintegration of a disabled person into society by helping him to 
adjust to the demands of family, community, and occupation, while 
reducing any economic and social burdens that may impede the total 
rehabilitation process.80
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The main hindrance to rehabilitation has “not so much been the lack of 
funds as the lack of technical know how and materials that prevent the 
improvement of services.”81

The United Nations Economic and Social Council has thus recom-
mended legislative and other measures on education, employment, 
prevention of disability and the development of appropriate technol-
ogy for disabled people.82

9. Conclusion

Some countries have made tremendous progress in positive re- 
adjustment of their policies and legal frameworks in the area of reha-
bilitation and equalization of opportunities from a disability-human 
rights perspective. In Kenya, despite the laudable adoption of the 
Persons with Disability Act of 2003, a lot of reforms and alignment of 
the protection of persons with disabilities with human rights remains 
to be done.

The reform measures outlined throughout this chapter, and the pol-
icy framework that has been suggested, will certainly involve a lot of 
political goodwill on the part of the government, leaders and eventu-
ally the Legislature. It has been seen that the economic burden of alter-
ing the existing facilities to the comfort and advantage of persons with 
disabilities is immense. Noteworthy though, the Persons with Disability 
Act is the first serious piece of legislation to that end. By and large, this 
law is a reflection of the standards set by most international instru-
ments, both on human rights, and, in particular, the rights of persons 
with disabilities. However, norm-setting is the easier part: the more 
challenging responsibility lies in norm-enforcement, in the implemen-
tation of the legal and policy pronouncements. Without  implementation, 
the normative framework would remain nothing but an assemblage of 
hollow promises.83
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CORPORATE SELECTIVE REPORTING OF CLINICAL DRUG 
TRIAL RESULTS AS A VIOLATION OF THE RIGHT TO HEALTH

Aaron A. Dhir

Introduction/Context

In September 2004 pharmaceutical giant Merck announced that it was 
removing the multibillion-dollar drug Vioxx from the market.1 Vioxx, 
a COX-2 selective nonsteroidal anti-inflammatory drug, was com-
monly used in the treatment of arthritis-related disabilities. A long-
term  clinical trial showed that some consumers, after taking the drug 
for 18 months, developed potentially lethal cardiovascular problems. 
Documents obtained under subpoena in litigation suggest that Merck 
actually knew about Vioxx’s potential side-effects as early as 2000 and 
conspired to keep this information secret. The New England Journal of 
Medicine claimed that Merck intentionally deleted data regarding heart 
attacks sustained by Vioxx users prior to submitting a Merck-funded 
study in 2000.2 It was further alleged in litigation that Merck “bullied 
outside researchers who questioned the drug’s safety, and that it 
schooled its army of salesmen to ‘dodge’ tricky questions about Vioxx 
from doctors.”3

Zyprexa and Risperdal are two of the leading drugs used in the treat-
ment of schizophrenia and other psychiatric disabilities. Recently 
leaked internal documents of drug manufacturer Eli Lilly reveal that 
the company “engaged in a decade-long effort to play down the health 
risks of Zyprexa,” concealing crucial information from physicians per-
taining to the drug’s connection with diabetes risk factors (e.g. increased 
blood sugar levels, obesity).4 In June 2004, Janssen Pharmaceutica 
wrote to health care providers, warning them that promotional mate-
rial had minimized potentially fatal risks associated with Risperdal and 
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misleadingly claimed that the medication was safer in treating mental 
disability than other drugs in the same category.5 Along similar lines, in 
2008 the New England Journal of Medicine published a groundbreak-
ing study examining the data submitted by drug companies to regula-
tors when seeking approval for 12 different antidepressants. The authors 
concluded that industry’s selective reporting of trial results, or mis-
characterization of results, led to the published literature suggesting 
that 94% of trials conducted had been positive. In reality, however, this 
was the case for only 51% of trials.6

The industry practice of selectively reporting clinical drug trial 
results and related information is of great significance when considered 
in the context of disability rights. Safe, effective medications are of the 
utmost importance for numerous persons with disabilities who rely on 
the advice of healthcare providers and on publicized information in 
deciding on a particular course of treatment. As noted by the Council 
of Canadians with Disabilities, “[m]edications are an essential part of 
life for many persons with disabilities, for many they are the difference 
between life and death.”7

For some commentators, the practice of selective reporting repre-
sents another example of malfeasance committed by large corporate 
actors that wield unmitigated power.8 The depth and breadth of phar-
maceutical corporations’ strength and influence is undeniable – 
approximately 600 publicly traded biotechnology and pharmaceutical 
corporations are capitalized at over $1.5 trillion globally.9 While gov-
ernments have encouraged academia/industry collaboration as a means 
of furthering economic development, this influence and power imbal-
ance has led to the commercialisation of academic medical research. 
From 1980 – 2000, industry funding of research and development at 
U.S. institutions increased by 875 per cent.10 When medical academics 
have tried to intervene, the tensions between academic freedom and 
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corporate interests have been particularly pronounced. For example, 
in 2000 Dr. David Healy (a prominent psychopharmacologist and 
 historian of psychiatry at the University of Wales) was hired to head the 
Mood Disorder Program at the University of Toronto’s Centre for 
Addiction and Mental Health. The program received approximately 40 
per cent of its funding from the pharmaceutical industry and had close 
research ties with Eli Lilly. After Healy delivered a paper expressing his 
concern about the risk of suicide in patients taking antidepressant 
drugs such as Prozac (which is manufactured by Eli Lilly), the University 
of Toronto rescinded his appointment.11

However, while attractive at one level, selective reporting cannot be 
explained as a function of corporate misconduct alone. Indeed, insuf-
ficient regulatory regimes actually perpetuate the impugned corporate 
conduct. Drawing on the Canadian experience, it is argued that this 
element of government facilitation serves to undermine the human 
rights of persons with disabilities. In that regard, this chapter proceeds 
with an overview of the domestic regulatory framework and an analy-
sis of its limitations. The next section adds a layer of complexity by situ-
ating the industry conduct at issue within the context of corporate law 
theory. The balance of the chapter addresses how persons with disabili-
ties, and the public interest organizations that represent them, can 
employ human rights principles to advance their fundamental rights. 
Specifically, it discusses how in struggling for reform Canadian advo-
cates might advance a litigation strategy that relies on the international 
human rights framework. It argues that the right to health as found  
in Article 12 of the International Covenant on Economic, Social and 
Cultural Rights (ICESCR)12 can be of assistance in attempting to achieve 
a judicial declaration of the current regulatory regime’s unlawfulness.

The Regulatory Process

In order to explore how the international human rights framework can 
be engaged by disability rights advocates in domestic litigation, it is 
essential to first understand the existing regulatory framework and its 
limitations.
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Before a drug is authorized for sale in Canada, it is subject to scru-
tiny by the Therapeutic Products Directorate (TPD) of Health Canada’s 
Health Products and Food Branch. The TPD review process is meant to 
assess, inter alia, the quality, efficacy and safety of the proposed drug.13 
The purpose of the manufacturer’s clinical drug trial is to amass neces-
sary information respecting these factors through the participation of 
consenting individuals and under the organizing principle of “good 
clinical practices.”14 These trials are regulated by Canada’s Food 
and Drugs Act and the accompanying Food and Drug Regulations 
(Regulations). A Clinical Trial Application is submitted by the sponsor 
of the trial (i.e. the pharmaceutical company) and the government 
responds with either a “Not Satisfactory Letter” or a “Letter of No 
Objection” (although, technically, trials may begin after 30 days unless 
the applicant has received a Not Satisfactory Letter).15 Assuming a 
Letter of No Objection is received, the trial proceeds and if the results 
demonstrate a therapeutic value that exceeds any potential detrimental 
risks, the manufacturer files a “New Drug Submission” with the TPD 
which includes information such as clinical trial results, potential ther-
apeutic and negative effects, and packaging/labelling details.16

Based on the information submitted, the TPD conducts its own eval-
uation. If, in its opinion, the positive aspects outweigh any risks (which 
are capable of being mitigated) and the requirements found in Canada’s 
Food and Drugs Act are met, the drug is assigned a “Notice of Compli-
ance” and a “Drug Identification Number” which indicate governmen-
tal approval and allow the drug to be marketed in Canada.17

It should be noted that the TPD places heavy reliance on the mate-
rial provided by the sponsor of the proposed drug and does not grant 
marketing authorization if “there is insufficient evidence to support the 
safety, efficacy or quality claims.”18 Thus, assuming sufficient evidence 
is present, the drug will receive approval. However, the regulatory proc-
ess does not adequately address the extent of the sponsor’s disclosure. 
In other words, it does not ensure that all clinical drug trial results, 
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positive and negative, are provided. This regulatory deficiency was 
recently acknowledged by the Director of Health Canada’s Marketed 
Pharmaceuticals Division:

Dr. Bethiaume also noted that drug companies do not necessarily make 
regulators aware of all the studies they might be conducting on a particu-
lar drug, or what safety information might have flowed from such trials. 
“There is some discussion taking place [within Health Canada] about 
how can you make sure the drug company is sharing all the information 
it has on trials,” he said.19

During the conduct of a clinical trial, section C.05.012(3)(c) of the 
Regulations requires the sponsor to “maintain complete and accurate 
records in respect of the use of a drug in a clinical trial, including…
records respecting all adverse events in respect of the drug.” However, 
under section C.05.014, only adverse drug reactions that are consid-
ered both “serious” and “unexpected” are subject to expedited report-
ing to Health Canada. The sponsor’s ability to exercise discretion in the 
interpretation of the data is key. For the process to be effective, results 
“must be subject to analysis by independent experts who are alert to 
conflicts of interest that may distort the interpretation of data.”20 
Further, under C.05.001, many problematic reactions will fall short of 
the definition of “serious adverse drug reaction,” which refers to “an 
adverse drug reaction that requires in-patient hospitalization or pro-
longation of existing hospitalization, that causes congenital malforma-
tion, that results in persistent or significant disability or incapacity, that 
is life threatening or that results in death.”

The practice of selective reporting also relates to the politics of 
knowledge production. Because the information submitted in the drug 
approval process is considered commercially sensitive, it is deemed 
confi dential under Canadian access to information legislation. For 
example, in Merck Frosst Canada & Co. v Canada (Minister of Health) 
(2004 [2004] F.C.J. No. 1178 (FCTD))., Merck provided chemical and 
manufacturing information (including the results of clinical studies) to 
Health Canada in order to seek regulatory approval of the asthma drug 
Singulair. The disclosure included both confidential financial informa-
tion and trade secrets. Health Canada received a request from a Merck 
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competitor under Canada’s Access to Information Act for records 
 regarding the new drug submission. In response, it disclosed certain 
information that it did not consider confidential and notified Merck 
that it intended to disclose other pieces of information, but sought 
Merck’s submissions on the issue.

Merck sought judicial review, arguing that disclosure would preju-
dice its competitive position. In finding in Merck’s favour, the Court 
noted the distinction drawn in the Access to Information Act between 
information that government generates itself and information it receives 
from third parties, such as Merck. The latter is confidential in nature 
and cannot be disclosed. As such, although Health Canada could dis-
close the Notice of Compliance, the court reasoned that other informa-
tion requested, including the notes of departmental reviewers and outside 
experts consulted, were confidential third-party information that 
would not exist but for the applicant’s new drug submission. Although 
some of the information was in the public domain, the Court held that 
as long as it was not public in the same form as it appeared in the Health 
Canada records, the confidentiality of the information was not lost.

It should be noted that the Federal Court of Appeal disagreed with 
the latter aspect of this decision, holding that information is no longer 
confidential when it is in the public domain, even if it differs in form. 
The appellate court returned the matter to the lower court for redeter-
mination so that this revision could be taken into account. This reversal 
would not be of assistance in our situation, however, given that the 
detrimental effects documented in unpublished clinical trials “disap-
pear without a trace.”21 In fact, in the U.S., it has been estimated that 
just 50% of the approximately one million clinical drug trials conducted 
over the course of the last 56 years have been disclosed by sponsors.22

Correspondingly, absent consent from the drug manufacturer, the 
TPD will not disclose safety-related information found in unpublished 
clinical trials to academics, healthcare providers and persons with  
disabilities/consumers. As a result, the latter two groups are left with 
a gap in information that can lead to the uninformed prescription 
and use of these drugs. Further, academics are unable to subject the 
information to peer-review.

This lack of disclosure, and the resulting information gap, has signifi-
cant repercussions. It is generally accepted that “the standard basis for 
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treatment guidelines is systematic literature reviews or meta- analyses of 
all randomised controlled trials.”23 However, these reviews are  generally 
limited to information that is available to the public. If neither the clin-
ical trial information, nor the TPD reviewers’ evaluations, are subject 
to independent scientific scrutiny, the Canadian public is forced to rely 
on the opinion of the TPD with respect to the efficacy and safety of the 
drugs it consumes.24 This is problematic given that research has dem-
onstrated that “[w]ithout access to all studies (positive as well as nega-
tive, published as well as unpublished) and without access to alternative 
analyses…any attempt to recommend a specific drug is likely to be 
based on biased evidence.”25 Further, seemingly neutral articles endors-
ing new drugs that currently appear in scholarly journals are often 
questionable. Although they are frequently published under the name 
of an academic, some have been found to be “ghost-written” (in other 
words, written by medical communication agencies that are paid by 
drug manufacturers). This occurred, for example, with prominent 
medications such as the selective serotonin reuptake inhibitor (SSRI) 
Zoloft26 and the COX-2 inhibitor Vioxx.27 The practice is attractive 
because it permits academics to increase their volume of publication 
while guaranteeing drug companies a favourable tenor for the article.

In 2000, a Health Canada Science Advisory Board Committee on the 
drug review process found Canada’s review process “unnecessarily 
opaque” and suggested that the lack of transparency “is inconsistent 
with public expectation and contributes to a public cynicism about the 
integrity of the process.” The Committee recommended that “new stand-
ards of access to information at all stages of the drug review process 
[should be set], enhancing transparency and public confidence.”28 
Further, in 2004, a House of Commons Standing Committee on health 
“supported the development of mechanisms to enable greater public dis-
closure of information about clinical trials.”29 These calls for change were 
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most recently echoed in a Health Canada external working group report, 
which recommended that “[a]ll clinical trial types should be registered 
with the exception of those that meet a few explicit exclusion criteria.”30

In order to address criticisms, the TPD revised the process in 2004, 
requiring a “Summary Basis of Decision” (SBD) for each review. This 
document provides the TPD’s reasons for conferring market authoriza-
tion on a particular drug. As noted by Lexchin and Mintzes, the most 
important aspect of the SBD is the inclusion of clinical trial results 
relating to the drug’s safety and effectiveness. However, the authors’ 
study reveals that the SBD provides insufficient information to ensure 
the safe use of medications. Specifically, the authors analysed 3 groups 
of medications for which “unpublished data submitted to drug regula-
tors contained important clinical information that was either unavail-
able or misrepresented within the published literature” to determine if 
this information would have been revealed via the SBD mechanism.31 
With respect to COX-2 inhibitors, antidepressants and hormone 
replacement therapy, they concluded that “the information available in 
the published literature failed to reflect the full body of scientific knowl-
edge about a drug’s effects…[and that] [t]hese problems would not 
have been discovered using Health Canada’s SBDs, which lack detailed 
information on clinical trial design, methods and outcomes.”32

In general, the response of Health Canada has been unsatisfying. For 
example, although concerns over the potential heart-attack risks posed 
by Vioxx existed for years, regulators insist that they lack the legislative 
authority to compel pharmaceutical corporations to conduct research 
on safety issues once a drug is available on the market.33 At one level, 
this response is certainly of assistance as it reveals that problems in 
Canada’s drug approval process exist not only at the pre-approval stage, 
but also with respect to post-marketing surveillance: 

the current safety system is inadequate…Health Canada does not know 
which drugs have been withdrawn because they were unsafe; there is no 
systematic information about what triggers a safety withdrawal; safety 
warnings do not appear to affect prescribing practices.34 



 corporate reporting of clinical drug trial results 349

35 Kondro, W. (2007). Health Canada proposes new regulatory regime for drugs. 
Can. Med. A. J., 176: 1261.

36 Wiktorowicz, M. (2008). Submission to the House of Commons Standing Com-
mittee on Health. No. 023 (15 April 2008), 7.

37 Lexchin, supra note 33, 765.

In order to address concerns such as these, Bill C-51 was introduced 
to Parliament in April 2008. The Bill, if adopted, will amend the Food 
and Drugs Act to implement a “progressing licensing” framework. Such 
a framework involves the assessment of a therapeutic product’s risks 
and benefits over its entire life cycle as opposed to primarily in the pre-
market period.

While this is positive in some respects, commentators have expressed 
preliminary concerns that the threshold for initial market authoriza-
tions will be lowered in exchange for ongoing reporting requirements35 
and that such reform could actually lead to “more Vioxxes.”36 Indeed, 
there is a real danger that a singular focus on post-marketing surveil-
lance will obfuscate the fact that corporations fail to disclose the total-
ity of studies conducted with respect to particular drugs – and the 
resulting risk implications – before a drug goes to market. This lack of 
fulsome disclosure is a function of a flawed regulatory approval proc-
ess. Further, the lack of transparency takes place within an unhealthy 
relationship of dependence. In 1994, the TPD began charging drug 
manufacturers fees for drug approval submissions. Within 5 years, 
these fees accounted for approximately 70% of the costs associated with 
operating the TPD, and, “[i]n return, the industry asked for action on 
the speed with which new drugs are approved.”37

Corporate Law Theory

The practice of selective reporting implicates the issue of corporate 
social responsibility and its relation to profit maximization. Drug com-
panies are reticent to disclose clinical trial results in an effort to safe-
guard their economic interests – they want to move a drug to market as 
soon as possible without regulatory hurdles. They also want to remain 
in control of data. In other words, with respect to issues of unfair com-
petition in the marketplace, there is a concern that trade secrets will 
leak or that a competitor will appropriate patient networks. This, in 
addition to broader detrimental exposure to the integrity of the corpo-
rate product, would affect the immediate profitability of the business as 
reflected in its quarterly earnings reports.
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While this chapter argues for a stringent regulatory framework, 
I would further argue that pharmaceutical corporations should, in fact, 
disclose the results of all clinical trials (both positive and negative) in 
the broader public interest. Quite simply, while the tangible data is still 
emerging, it has become increasingly clear that the lack of full  disclosure 
has had a direct effect on the health of consumers (for example, the 
recent Vioxx scandal discussed above). Such a suggestion engages the 
issue of corporate social responsibility, the precise contours of which 
are constantly reshaped in keeping with the evolving narrative of the 
corporation’s societal role.

This discussion is informed by two seemingly opposed theoretical 
models. Under the shareholder primacy model, championed by 
the Chicago school of monetary economics,38 the corporation is viewed 
as private property owned by its shareholders. Its purpose is to maxi-
mize the wealth of these owners and the role of directors is to facili-
tate the owners’ financial interests.39 In contrast, the social entity/
communitarian model views the corporation as a social entity, not as 
the private property of shareholders. Under this approach, the corpora-
tion carries a public purpose. It is born and operates as a legal construct 
only with governmental approval. Government’s granting of the corpo-
ration’s juridical personality is seen as warranted by the State’s desire  
to promote social welfare (in other words, corporations have the poten-
tial to benefit society). Thus, as an extension, “the corporate purpose 
can be seen as including the advancement of the general welfare,” and, 
“the making of a contribution to the public life of [the corporation’s] 
communities.”40

The debate between the shareholder primacy and social entity mod-
els as traditionally presented often presupposes a sharp dichotomy and, 
in that regard, reflects a deep conceptual incoherence. In attempting to 
negotiate the tensions between these two models, we are often forced to 
choose between either maximizing shareholder wealth or advancing 
social welfare. But the argument can be made that this divide is falla-
cious and that shareholder interests are, in fact, best served by pursuing 
social welfare.
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Academic studies establishing a positive correlation between a com-
pany’s social performance and its financial performance have emerged.41 
The business case for social responsibility is rooted in a complex under-
standing of the short and long-term pressures that stakeholder groups 
put on businesses. Their heightened expectations create real pressures 
on companies for increased transparency and responsiveness. Taking 
into account factors such as positive employee relations and customer/
supplier loyalty, it is now often argued that a company’s corporate social 
responsibility record has an impact on its bottom line through its effect 
on the company’s “reputational capital.”42 and that there is an empirical 
connection between reputation/goodwill and firm market value.43 
Studies analysing the effects of ethical business activity on share prices 
have indicated that a corporation’s social performance and its share 
value have a positive correlation.44 One inquiry found “overwhelming 
evidence of a positive relationship between social and financial per-
formance indicators in a sample of large and important U.S. corpora-
tions,” and concluded that “financial performance either precedes or is 
contemporaneous with social performance.”45 Another found that 
“shareholder wealth is decreased when firms act in a socially irrespon-
sible or illegal manner,” and that, for business enterprises, “acting in a 
socially responsible and law-abiding manner can be seen as a necessary 
(though not sufficient) condition for increasing shareholder wealth, all 
other things equal.”46

The acceptance of one of these competing models over another (and 
of the supposed dichotomy between the two theoretical models), and 
thus of a particular normative model respecting the role of  corporations 
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in society, has a direct bearing on the subject at issue. In focusing on 
the long-term financial repercussions of the corporate conduct at issue, 
it is possible to undercut the position that acting in the public interest 
(that is, disclosing all clinical drug trial results) would necessarily be 
antithetical to profit maximization.

The Vioxx scandal serves as a preliminary example of how the failure 
to act in a socially responsible manner early on can result in detrimen-
tal long-term financial consequences for a corporation. After Merck 
disclosed the previously suppressed side-effects of Vioxx, the compa-
ny’s share price has nearly halved, taking $30 billion off the value of the 
world’s fourth-biggest drug company.47 The company is also currently 
named as a defendant in over 7,500 Vioxx-related lawsuits and has 
already been found liable in one piece of litigation. In that case, a Texas 
jury found Merck liable for the death of a 59 year-old Vioxx consumer 
and awarded the victim’s widow $253.4 million in punitive and com-
pensatory damages.48 In the face of declining profits and legal costs, 
Merck recently announced that it is eliminating 7,000 jobs globally 
(which amounts to approximately 11 per cent of its work force) includ-
ing 235 in Canada.49 Further, in the U.S., Merck’s shareholders recently 
brought a derivative suit arising from the Vioxx scandal. Although ulti-
mately unsuccessful, this litigation is noteworthy given the nature of a 
derivative claim. Unlike other shareholder remedies that are personal 
in nature, this action alleges that harm has been done to the corpora
tion. In this case, shareholders argued that the directors breached their 
fiduciary duty to the corporation by directing Merck to deny the exist-
ence of known cardiovascular health risks – the result of which was 
billions of dollars in losses.50

Avenues for Reform

Domestic Litigation

Domestic litigation is one strategy available to address the problem of 
selective disclosure. Most notably, it has been used with respect to 
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SSRIs. SSRI medications (including Paxil, Prozac and Zoloft) are pre-
scribed in relation to psychiatric disabilities such as depression and 
have the effect of blocking the reuptake of serotonin, an important 
chemical neurotransmitter in the brain. In June 2004 New York State 
filed a novel suit against GlaxoSmithKline, accusing the com pany of:

repeated and persistent fraud by misrepresenting, concealing and other-
wise failing to disclose to physicians information in its control concern-
ing the safety and effectiveness of its antidepressant medication paroxetine 
HCL…[that is, “Paxil”] in treating children and adolescents with Major 
Depressive Disorder (“MDD”).”51

The specific allegations made in the litigation are both striking and ger-
mane to the present discussion. They outline how the pharmaceutical 
giant both suppressed the results of various clinical trials of Paxil and 
subsequently engaged in a deceptive marketing campaign:

GSK’s studies showed the possibility of a link between paroxetine and an 
increased risk of suicidal thoughts and acts in adolescents. Combined, 
studies 329, 377 and 701 showed that certain possibly suicide-related 
behaviors were approximately two times more likely in the paroxetine 
group than the placebo group…
…
Because its studies failed to demonstrate efficacy for paroxetine in  treating 
MDD in children and adolescents and suggested a possible increased risk 
of suicidal thinking and acts for these youth, GSK sought to limit physi-
cians’ access to only the most favorable aspects of the data from these 
studies. To accomplish this, GSK embarked on a campaign both to sup-
press and conceal negative information concerning the drug and to mis-
represent the data it did reveal concerning the drug’s efficacy and safety.
…
An internal GSK document from 1998 concluded that, in light of the 
mixed efficacy outcomes from study 329 and the entirely negative results 
of study 377, GSK’s “target” was “[t]o effectively manage the dissemina-
tion of these data in order to minimise any potential negative commer-
cial impact.”

As part of its campaign to “manage the dissemination of these data,” the 
document recommended that GSK prepare and cause the publication of 
a full article on the only study with some favorable conclusions, study 
329.

Thereafter, and in accordance with the recommended plan, an article that 
described and analyzed the results of study 329 was published in a 

51 People of the State of New York v GlaxoSmithKline (2004) 1, online: news.findlaw 
.com/cnn/docs/glaxo/nyagglaxo60204cmp.pdf (visited November 30, 2010).
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 professional journal. The authors of this article included two GSK 
employees who authored GSK’s final clinical report for study.

Although it allowed the data from study 329 to be published, GSK con-
cealed and suppressed studies 377 and 701, which failed to show that 
paroxetine was more effective than placebo in treating MDD in children 
and adolescents.

While information from study 377 was presented at a medical conven-
tion in 1999, neither study 377 nor study 701 has ever been published, 
and they remain unavailable to physicians…
…
GSK has repeatedly misrepresented the safety and efficacy outcomes 
from its studies of paroxetine as a treatment for MDD in a pediatric  
population to its employees who promote paroxetine to physicians. These 
sales representatives are the GSK personnel who routinely have personal 
contact with the physicians who decide whether to write prescriptions 
for paroxetine.

On a cover memo that transmitted the published article concerning 
study 329 to “All Sales Representatives Selling Paxil,” Zachary Hawkins, 
GSK Paxil Product Management, stated, “Paxil demonstrates remarkable 
efficacy and safety in the treatment of adolescent depression.”…

Study 329 did not demonstrate remarkable efficacy and safety in treating 
adolescent depression. Although the memo contained the boiler-plate 
language, “FYI Article will be stamped: This article is for pharmaceutical 
consultants’ Information only. Do not use it with, or distribute it to physi
cians,” it is clear that this was the intent. GSK would have had no reason 
to provide this information to sales representatives other than to use it to 
falsely characterize study 329 in their communications with physicians. 
Indeed, it appears that these sales representatives had paroxetine “tar-
gets” for psychiatrists who treat only children and adolescents, because 
GSK informed its sales force that these targets would be eliminated in 
2003 (emphasis in the original).52

Recent academic analysis of the documents required to be produced 
during the course of the litigation has confirmed the allegations of 
selective reporting against GlaxoSmithKline.53 It should be noted that 
global revenues for Paxil in 2003 were just under $4.97 billion.54 Given 
this economic reality, the content of an internal GlaxoSmithKline 
memorandum is even more troubling, as it “explicitly states that  
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‘the efficacy data are insufficiently robust to support a regulatory  
submission’ and that reporting such a statement to the regulatory 
 authorities would be ‘commercially unacceptable’ since it would under-
mine the overall status of the drug.”55 In other words, confirming Paxil’s 
potential negative side-effects visàvis children could undermine  
the drug’s credibility with respect to the treatment of adults.56 
GlaxoSmithKline’s response when the confidential memorandum was 
leaked is illustrative of the problematic gap in the domestic regulatory 
framework: “GSK spokeswoman Jill McKinlay-Morris…went on to  
say [that] ‘GSK abided by all regulatory requirements for submitting 
safety data.’ ”57

The New York State litigation eventually settled, with GlaxoSmith-
Kline agreeing to summarize the results of all clinical drug trials it 
sponsors and to place these summaries in a register to be posted on its 
website.58 Other drug companies (for example Merck, Eli Lilly, and 
Johnson & Johnson) have expressed support for the idea of trial regis-
ters.59 This compromise, however, has been met with skepticism since 
“previous experience suggests that, because of inherent conflicts of 
interest, it is unlikely that industry will ever be able to establish a large, 
common, complete, useful, trustworthy, up-to-date, and easily acces-
sible register maintained over the long term.”60

Rather, it is clear that, “[t]he most significant power to counterbal-
ance the power of pharmaceutical companies lies with the drug regula-
tory agencies.”61 For regulatory involvement to be effective, however, 
reform is needed. Hand-in-hand with its capitulation to industry pres-
sure to increase the pace of the drug approval process, domestic regula-
tory agencies’ process of evaluating a drug’s effectiveness and safety is 
flawed in that too much reliance is placed on the sponsors of the pro-
posed drug. As noted with respect to the U.S. Food and Drug Admin-
istration, “[i]t has little control over how research subjects are recruited, 
where they are recruited, where the research is taking place, who is 
involved in the conduct of the trials, and so on.”62 Most importantly, 



356 aaron a. dhir 

63 Ibid., 653.
64 Commission on the Future of Health Care in Canada. (2002), 201.
65 Ibid., 203.
66 CBC News, (2005).
67 20 C.C.L.T. (3d) 17 (B.C.S.C.). But see Attis v Canada (Minister of Health) (2003) 

29 C.P.C. (5th) 242 (Ont. Sup. Ct.), where the Court declined to strike out a similar 
claim.

there is nothing in the regulatory framework that prevents sponsors 
from manipulating clinical trials to show only positive results.

Large drug companies obviously have a clear financial interest in 
the outcome of the approval process. The fact that they have the ability 
to finance expensive clinical drug trials should not obfuscate their 
motivation to influence the results of clinical trials and, in that regard, 
the establishment of an independent drug evaluation agency that would 
administer clinical trials is strongly preferred.63 A recent Royal Commis-
sion report in Canada makes this recommendation, inter alia, in order 
to address the role of pharmaceutical companies in the evaluation 
process.64 It should be noted that the report does not prohibit the inde-
pendent “National Drug Agency” from receiving any financial contri-
bution from the pharmaceutical industry, but instead provides that:

the industry’s contribution should not be directly tied to paying for any 
particular service. In effect, a “firewall” must be established between the 
industry’s financial contribution and the Agency’s work. Very stringent 
guidelines for pharmaceutical industry contributions should be in place 
to ensure the Agency’s independence from the industry it regulates.65

The International Human Rights Framework

Rather than pushing for regulatory reform, current Canadian litigation 
has focused on seeking monetary remedies from drug manufacturers 
arising out of their alleged negligence (for example, lawsuits launched 
against Merck visàvis the Vioxx scandal). To date, no verdict has been 
rendered. As further litigation progresses, it will be interesting to see 
whether claims against Health Canada will emerge.66 In other words, 
can it be argued that Health Canada should attract civil liability under 
the theory that in providing regulatory approval of noxious drugs, the 
federal government failed to adequately test the proposed drug or to 
require such testing? The answer remains to be seen, though such an 
argument is not without precedent. In Harrington v Canada (Minister 
of Health) (2003)67 a plaintiff in a proposed class action claimed  damages 
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against the Canadian Minister of Health, arguing that the Minister had 
approved unsafe breast implants and that the granting of regulatory 
approval in itself constituted a governmental representation of the 
implants’ safety. The Court, however, did not accept the argument, rea-
soning that the relevant regulatory framework did not actually impose 
any mandatory testing obligations on the government.

A strong first step in the establishment of the independent, institu-
tional safeguard advocated above (and, in any event, in the formulation 
of an independent, mandatory clinical trials registry) would be a judi-
cial declaration of the current regulatory regime’s unlawfulness. Upon 
securing an appropriate plaintiff for litigation purposes, domestic pub-
lic interest advocates might seek such a remedy by filing an application 
(and accompanying notice of constitutional question) before the courts, 
arguing that the regulatory regime, as presently constituted, violates 
sections 7 and 15(1) of the Canadian Charter of Rights and Freedoms 
(Charter). In other words, that the impugned regulatory regime vio-
lates the right to “life, liberty and security of the person” and also denies 
the right to equal protection and equal benefit of the law without  
discrimination on the basis of disability.

The Right to Health

In seeking such a remedy, advocates should consider how the federal 
government’s insufficient regulatory regime engages the international 
human rights framework. Before discussing this point, a relevant new 
strategy in the protection of international human rights should be 
mentioned: “a shift…from nearly exclusive attention on the abuses 
committed by governments to close scrutiny of the activities of  business 
enterprises, in particular multinational corporations.”68 In fact, it has 
now become trite to say that corporations have been complicit in viola-
tions of international human rights. As such, it has become common in 
present currents of legal thought to argue that the answer to the ques-
tion of business enterprise responsibility can only be found in the tran-
snational system and there has been a recent flurry of academic interest 
in the relationship between the international system and multinational 
corporations, the regulation of which “represents a fundamental chal-
lenge to the international legal order, [traditionally] premised on the 
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centrality of states.”69 Given the complexities and evolving nature of 
arguments that would seek to assign direct responsibility to corporate 
entities (in this case, to pharmaceutical companies), the focus of the 
present chapter is on the role of the domestic state. In other words, 
using the example of Canada, I will now discuss how the federal gov-
ernment’s regulatory shortcomings do not resonate with its interna-
tional human rights treaty obligations visàvis the right to health.

While recognised in various international and regional human rights 
instruments, the right to health is most authoritatively articulated in 
Article 12 of the ICESCR, to which Canada has acceded (“accession” is 
the formal acceptance of a treaty by a State which did not take part in 
negotiating and signing it and has the same effect as ratification). 
Specifically, under Article 12.1, States Parties recognise “the right of 
everyone to the enjoyment of the highest attainable standard of physi-
cal and mental health.”

It should be noted that commentators have persuasively argued that 
Canadian courts have an obligation to interpret domestic law in a man-
ner that conforms to binding international law norms.70 That being 
said, international instruments are not considered directly applicable 
domestically unless they have been “transformed” to apply in Canada. 
In other words, they must be incorporated into Canadian law by a  
provincial legislature or federal Parliament. However, the act of deter-
mining whether or not international norms have been explicitly imple-
mented via domestic legislation is by no means a straightforward 
process.71 Indeed, the domestic status of international human rights 
treaties, in particular, has been left unclear by Parliament.72

Canada’s domestic law (whether in the Charter or otherwise) has no 
express provision recognising the right to health. As such, it can be 
argued that advocates are not able to directly invoke Article 12 of the 
ICESCR as a self-standing positive right. Indeed, as noted by Porter, 
“[a] consistent recommendation of CESCR [the Committee on 
Economic, Social and Cultural Rights] in its most recent reviews of 
Canada has been that human rights legislation be amended to include 
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the right to housing and other social and economic rights.”73 By con-
trast, in its reporting to the Human Rights Committee, Canada has 
claimed implementation of the International Covenant on Civil and 
Political Rights through the Charter 74—a fact that emphasises the 
 second class status the Canadian government affords economic and 
social rights.

However, despite the lack of an explicit guarantee of the right to 
health, of critical importance to domestic advocates is the Supreme 
Court of Canada’s recognition that non-binding international human 
rights law instruments can be used as an interpretive framework 
for domestic legislation (that is, the regulatory framework discussed 
above). Indeed, in some instances, the Court has been open to the 
migration of ideas across the borders of legal disciplines and systems, 
which is currently the subject of a lively scholarly debate.75 As held by 
the Madam Justice L’Heureux-Dubé for the majority in Baker v Canada 
(Minister of Citizenship and Immigration) (1999):

International treaties and conventions are not part of Canadian law 
unless they have been implemented by statute…Nevertheless, the values 
reflected in international human rights law may help inform the contex-
tual approach to statutory interpretation and judicial review. As stated in 
R. Sullivan, Dreidger on the Construction of Statutes (3rd ed. 1994), at 
p. 330:

the legislature is presumed to respect the values and principles enshrined 
in international law, both customary and conventional. These constitute 
a part of the legal context in which legislation is enacted and read. In so 
far as possible, therefore, interpretations that reflect these values and 
principles are preferred.76

To date, the right to health has not played a significant role in Canada’s 
domestic litigation. On rare occasions where the right has been invoked, 
it has not been incorporated into the Court’s analysis, underscoring the 
uphill battle facing disability rights advocates. This is best revealed in 
Chaoulli v Quebec (Attorney General) (2005), where the Supreme Court 
of Canada considered excessive waiting periods for medical treatment 
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in Canada’s public health care system. The Court held that the waiting 
periods endangered both individuals’ health and lives. As a result, it 
reached the troubling conclusion that legislated prohibitions on the 
purchase of private health care insurance were in violation of the right 
to life in Quebec’s human rights legislation (thus declaring a right to 
make such purchases). The interveners Charter Committee on Poverty 
Issues and Canadian Health Coalition supported a remedy that would 
address the rights violations of all Canadians, not just those who have 
the financial means to purchase private health insurance. In doing so, 
they argued that “[a]n interpretation of sections 7 and 15 [of the 
Charter] that recognizes the right to health, including access to health 
care without financial barriers, is consistent with and dictated by 
Canada’s international human rights obligations.”77 This was supported 
with reference to Article 12 of the ICESCR, which, unfortunately was 
not referred to in the Court’s decision.

At the provincial level, in MacKeigan v Department of Community 
Services, the Nova Scotia Assistance Appeal Board refused a claimant’s 
social assistance appeal request for special needs funding to have nec-
essary dental surgery. The Court ultimately quashed the tribunal deci-
sion and sent the matter back to the Board for reconsideration. In its 
Order, the Court specifically instructed the Board to exercise its discre-
tionary authority in accordance with “Canada’s international human 
rights obligations, especially including the right of everyone “to the 
enjoyment of the highest attainable standard of physical and mental 
health as provided for in the International Covenant on Economic, 
Social and Cultural Rights.”78 Although the claimant was ultimately 
successful, the second Board decision, unfortunately, did not reference 
the ICESCR.

At times, the ICESCR has been invoked by the Courts, but in a  
retrogressive manner. For example, in Gosselin v Québec (Attorney 
General) (2002), the Supreme Court of Canada heard a Charter chal-
lenge to social assistance legislation in Quebec that imposed insuffi-
cient welfare rates for people aged under 30 who did not participate in 
programs aimed to facilitate entry into the workforce. The challenge 
was brought on the basis of age discrimination and a violation of the 
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section 7 Charter right to “life, liberty and security of the person” (the 
amount provided by the legislation was insufficient to cover basic 
needs). Despite a strongly written dissent by Justice Arbour (who was 
supported by Justice L’Heureux-Dubé), the Supreme Court rejected the 
claim. Chief Justice McLachlin, for the majority, invoked the ICESCR 
as a means of distinguishing the Quebec legislation:

Was s. 45 intended to make the adequacy of a social assistance regime’s 
specific provisions subject to judicial review, unlike the neighbouring 
provisions canvassed above? Had the legislature intended such an excep-
tional result, it seems to me that it would have given effect to this inten-
tion unequivocally, using precise language. There are examples of legal 
documents purporting to do just that. For example, Article 11(1) of the 
International Covenant on Economic, Social and Cultural Rights, 993 
U.N.T.S. 3, recognizes “the right of everyone to an adequate standard of 
living for himself and his family, including adequate food, clothing and 
housing, and to the continuous improvement of living conditions”…

In contrast…s. 45 of the Quebec Charter is highly equivocal. Indeed, s. 45 
features two layers of equivocation. Rather than speaking of a right to 
an acceptable standard of living, s. 45 refers to a right to measures. 
Moreover, the right is not to measures that ensure an acceptable stand-
ard of living, but to measures that are susceptible of ensuring an 
acceptable standard of living. In my view, the choice of the term “suscep-
tible” underscores the idea that the measures adopted must be oriented 
toward the goal of ensuring an acceptable standard of living, but are  
not required to achieve success. In other words, s. 45 requires only that 
the government be able to point to measures of the appropriate kind, 
without having to defend the wisdom of its enactments. This interpreta-
tion is also consistent with the respective institutional competence of 
courts and legislatures when it comes to enacting and fine-tuning basic 
social policy.79

The reticence of both the Canadian government and courts to 
 incorporate international law respecting economic and social rights 
domestically, however, should not thwart the efforts of domestic disa-
bility advocates to push the boundaries of the regulations in question. 
In doing so, what relevant international legal principles are at their 
disposal?

In its General Comment No. 14, the Committee on Economic, Social 
and Cultural Rights (the Committee) delineated the normative content 
of the right to health. In particular, it clarified that the right does not 
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imply that individuals have a right to be healthy.80 In that sense, the 
idea of “the highest attainable standard of health” recognises that 
 neither individuals nor governments can ensure a particular level of 
health, “which is determined by the individual’s heredity and environ-
ment, and can be moulded by health interventions only to a limited 
degree.”81 As a result, the right to health is to “be understood as a right 
to the enjoyment of a variety of facilities, goods, services and condi-
tions necessary for the realization of the highest attainable standard of 
health.”82 Further, the Committee interpreted the right to health as an 
inclusive right that extends not only to appropriate and timely health 
care, but also to the underlying determinants of health, which, inter 
alia, includes access to health-related information.83 Most importantly 
for present purposes, the Committee articulated that the right to health 
consists of four elements, including the following:

(b) Accessibility. Health facilities, goods and services have to be accessible 
to everyone without discrimination, within the jurisdiction of the State 
party. Accessibility has four overlapping dimensions…[including]…

Information accessibility: accessibility includes the right to 
seek, receive and impart information and ideas concerning 
health issues…

(d) Quality. as well as being culturally acceptable, health facil-
ities, goods and services must also be scientifically and medi-
cally appropriate and of good quality. This requires, inter alia, 
skilled medical personnel, scientifically approved and unexpired drugs 
and hospital equipment, safe and potable water, and adequate 
sanitation.84

With respect to the general obligations imposed on States parties, the 
ICESCR provides that governments “undertake to take steps…with a 
view to achieving progressively the full realization of the rights recog-
nized in the present Covenant.”85 Despite the notion of progressive 
realisation (and the accompanying recognition of limited available 
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resources) it is understood that States parties are also under some level 
of immediate obligation, to the maximum of its available resources.86 
Further, “States parties have a specific and continuing obligation to 
move as expeditiously and effectively as possible towards the full reali-
zation of article 12.”87 Last, as with all human rights, the right to health 
imposes three levels of obligations on States Parties – to respect, pro-
tect and fulfill the rights in question:

The obligation to respect requires States to refrain from interfering 
directly or indirectly with the enjoyment of the right to health. The obli-
gation to protect requires States to take measures that prevent third 
 parties from interfering with article 12 guarantees. Finally, the obligation 
to fulfil requires States to adopt appropriate legislative, administrative, 
budgetary, judicial, promotional and other measures towards the full 
realization of the right to health.88

With respect to the specific obligations imposed on States parties, par-
agraph 34 of General Comment No. 14 provides that the obligation to 
respect the right to health includes the State’s responsibility to refrain 
from “marketing unsafe drugs,” a requirement which is clearly not 
being met in the current circumstances. It further prohibits the appli-
cation of coercive medical treatments “unless on an exceptional basis 
for the treatment of mental illness.” In such exceptional situations, both 
international standards and best practices are to be respected and par-
ticular mention is made of the UN’s Principles for the Protection of 
Persons with Mental Illness and the Improvement of Mental Health Care 
(MI Principles).

This reference to forced psychiatric treatment is germane to the 
present discussion. Admittedly, the MI Principles have been criticised 
by various groups for putting forth a paternalistic model of healthcare 
and for being weak on the right to refuse often harmful antipsychotic 
treatment. However, Principle 10(1) is particularly interesting for our 
purposes. Under it, “[m]edication shall meet the best health needs of 
the patient,” and “mental health practitioners shall only administer 
medication of known or demonstrated efficacy.”89 Following from 
this, governments that allow forced treatment interventions with 
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 medications that have had negative clinical trial results suppressed (for 
example, SSRIs) are neither meeting the best health needs of the patient 
nor administering medications of known or demonstrated efficacy. 
With respect to the latter, it can be argued that suppressed information 
regarding the side-effects of medications does not relate to their ability 
to produce the desired effect. However, I would argue that the efficacy 
of a medication is severely compromised if the medication carries with 
it side-effects so serious as to be potentially fatal.

There are additional obligations that are relevant to the question  
at issue. Under paragraph 35 the obligation to protect the right to 
health includes the responsibility of States to “ensure that third 
Parties do not limit people’s access to health-related information and 
services.” Under paragraph 37, the obligation to fulfil the right to health 
includes the responsibility of States to “foster…recognition of factors 
favouring positive health results, e.g. research and provision of infor-
mation,” and ensure that obligations are met “in the dissemination of 
appropriate information relating to…the availability of services,” and 
“support…people in making informed choices about their health.” 
Under paragraph 42, while acknowledging that States are ultimately 
responsible for compliance with the ICESCR, the Committee recog-
nises that:

non-governmental organizations, civil society organizations, as well as 
the private business sector – have responsibilities regarding the realiza-
tion of the right to health…[and that] State parties should therefore  
provide an environment which facilitates the discharge of these 
responsibilities.

Further, paragraph 50 enumerates various violations of the obligation 
to respect the right to health, including:

the deliberate withholding or misrepresentation of information vital to 
health protection or treatment…and the failure of the State to take into 
account its legal obligations regarding the right to health when entering 
into bilateral or multilateral agreements with other States, international 
organizations and other entities, such as multinational corporations.

Last, paragraph 51 provides the following violations of the obligation 
to protect the right to health: “the failure to regulate the activities of 
individuals, groups or corporations so as to prevent them from violat-
ing the right to health of others…[and] the failure to discourage pro-
duction, marketing and consumption of tobacco, narcotics and other 
harmful substances.”
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Conclusion

To date, the intersection of States parties’ international human rights 
obligations with the activities of pharmaceutical corporations has been 
primarily discussed visàvis the role such corporations play in provid-
ing affordable access to drugs in developing countries. Indeed, “[t]he 
most prevalent criticism of the pharmaceutical industry has related to 
the high prices charged for life-prolonging drugs, particularly drugs 
which combat and relieve the symptoms of HIV/AIDS.”90 Currently 
under-explored, however, is the legal landscape surrounding the selec-
tive reporting of negative clinical drug trial results and the right to 
health of persons with disabilities.

In September 2005, representatives of pharmaceutical company 
Novartis reiterated the standard industry position. Namely, while the 
industry can contribute to the realisation of the right to health, its role 
is merely ancillary to that of the state: “[o]nly the state can guarantee a 
priori ownership across the whole of society and foster development 
in the sense of public welfare.”91 However, a further point was made. 
In discussing the role that the industry can play, it was emphasized 
that:

[i]n its business activities, Novartis respects (in that it does not abuse) the 
right to health by complying with all international and national laws and 
regulations, such as those…on the safety of its products and ethical prin-
ciples in the performance of clinical studies.92

Thus, the industry has set forth a simple “we act in harmony with the 
law” justification. While Health Canada approves medications that are 
manufactured by the pharmaceutical industry, it has said that drug 
companies carry “the primary responsibility for the safety of any prod-
uct they sell, manufacture, import or distribute to the Canadian pub-
lic,” and that they “must comply with all legislative and regulatory 
requirements.”93 However, as discussed above, the regulatory regime 
governing the drug approval process actually facilitates the impugned 
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corporate conduct by not requiring the submission of all positive and 
negative drug trials. This, in turn, has repercussions for the health and 
well-being of disabled drug consumers and undermines their right to 
safe, effective medications.

Consequently, in tandem with lobbying efforts for policy reform, 
litigation launched by domestic advocates can have an important role 
in the establishment of an independent drug evaluation agency and a 
corresponding independent and mandatory clinical trials registry. In 
seeking a judicial declaration of the current regulatory regime’s unlaw-
fulness, advocates should incorporate an analysis that engages the 
international human rights framework. Used as an interpretative 
mechanism, the right to health as found in the ICESCR, and  interpreted 
by the Committee, can be a useful tool in the public interest advocacy 
arsenal.

Persons with disabilities make up one of the largest global minority 
groups. Without question, their rights have been systematically vio-
lated in virtually all societies. If we accept the social model of disability, 
the logical progression is a rights-based paradigm that focuses on the 
responsibility of the State to address socially-created impediments and 
to ensure that the provision of health care, including medications, is 
respectful to the dignity and equality of persons with disabilities. A 
rights-based approach must inform the regulatory framework in order 
to empower and recognise persons with disabilities as active rights-
bearing individuals. As it stands, current corporate practices and the 
Canadian federal government’s lack of meaningful regulation arguably 
reinforce and perpetuate the medical model of disability – stripping 
persons with disability of agency and reducing them to passive, unin-
formed subjects of clinical intervention.
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Promoting inclusion and ParticiPation





1 Jones, Part i, page 57.

introduction: inclusion and ParticiPation

inclusion is the principle that all people have the right to take part in all 
facets of the society in which they live. Where human rights are 
accorded, people with disabilities will not live on the margins of society 
but will have meaningful interaction, involvement and engagement in 
the workforce, in leisure, in education and in their private lives. 
Whatever goods a society has to offer will, according to the principle of 
equality, be accessed by people with disabilities on the same terms as 
they are available to those without disabilities. This section is struc-
tured around the principles of inclusion outlined by Jones in chapter 3. 
she explains:

Fundamentally, inclusion is the principle that we are all entitled to par-
ticipate fully in all aspects of society; that we all have the same rights and 
responsibilities; that we all have something to contribute. it is the princi-
ple which demands valued recognition of all people and the entitlement 
of all to meaningful interaction, involvement and engagement in every 
part of the complex, multifaceted societies in which we live.1

Jones argues that there are three aspects to inclusion: there must be an 
inclusive attitude towards people with disabilities; people with disabili-
ties must have access to the benefits of society; and people with disabil-
ities must be facilitated to ensure their ability to participate in society. 
she argues that it is not sufficient that people with disabilities are toler-
ated, nor even that they are accepted as members of society. inclusion 
indicates a willingness to facilitate or accommodate difference and to 
make changes to the requirements of entry necessary to allow that 
participation.

The authors in this section explore what is needed for people with 
disabilities to be included in a number of social circumstances. Whether 
the focus is on the rules of engagement or disability specific matters; on 
the implementation of rules or the application of human rights at the 
intersection of disability and law; or where legal governance at first 
appears to be disability neutral, bringing inclusory principles into play 
provides a radical and critical perspective on the the right to inclusion 
and participation for people with disabilities beyond traditional legal 
constructions of inequality.





1 degener, t. & g. Quinn. (2002). a survey of international, comparative and 
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Political ParticiPation For PEoPlE With disaBilitiEs

michael Waterstone

looking at disability through a human rights lens necessitates a discus-
sion of equality and difference. a fundamental human rights principle 
is that individuals are inherently equal. disability adds additional lay-
ers of complexity to this basic principle. is the goal of human rights 
principles to eliminate discriminatory barriers keeping people with 
disabilities out of employment, public access, educational and other 
elements of public life, or are additional steps needed to ensure access? 
Put simply, is it enough to ensure that doors are open, or do we need to 
take the affirmative step of placing a ramp to acknowledge that not 
everyone can climb stairs?

as two of the pioneers of a rights-based approach to disability, 
Theresia degener and gerard Quinn, have explained, equality can be 
viewed in three ways: (1) formal or juridical equality; (2) equality of 
results; and (3) equal opportunity or structural equality.1 This essay dis-
cusses equality for people with disabilities in political participation, 
itself a recognised international human right. i argue that the prefera-
ble rights-based approach to equality in political participation for peo-
ple with disabilities should follow degener and Quinn’s third conception 
of equality. specifically, elections must be structured in a way that 
allows people with disabilities to vote in the same way as their fellow 
citizens, to the greatest extent possible. This includes taking steps to 
protect the ability of people with disabilities to vote secretly and inde-
pendently and in polling places, when these voting options are available 
to the general citizenry. This is consistent with larger rights-based 
notions of disability, which focus on equality of opportunity.

as a practical matter, democratic elections are increasingly the 
medium by which the international human right of political participa-
tion is met. it is indisputable that the past two decades have seen a 
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dramatic increase in the number of newly democratic states.2 The 
united states appears committed to a policy of spreading democracy 
throughout the world.3 some academics go so far as to suggest that 
democracy itself is now a human right, while others, conceding that 
democratic government and the human right of political participation 
have a close relationship, argue that democracy is not necessary to 
guarantee the right of political participation.4

Whatever the ultimate merits of this debate, i take it as a given that 
democratic elections are often at least one of the ways that states meet 
their obligations to guarantee the human right of political participa-
tion. The question, then, becomes under what conditions this right is 
meaningful for people with disabilities. as a starting place, people with 
disabilities must be guaranteed the right to vote. Formal exclusions are 
unacceptable under any version of equality. But merely being guaran-
teed the right to a vote is not enough. rather, to truly provide equality 
in political participation, a state must explicitly protect the ability of 
people with disabilities to vote in the polling places and by secret ballot, 
to the same extent as other citizens. in this way, difference is acknowl-
edged, because without modification, people with certain disabilities 
may not be able to vote by secret ballot or in a polling place. But equal-
ity of opportunity is also protected because, when voting experiences 
are equalised to the greatest extent possible, all people have the same 
ability to influence the political process.

This essay proceeds in four parts. First, i discuss how both political 
participation and disability have evolved as human rights issues. 
second, i make the argument that from a rights-based perspective, it is 
preferable that the right to political participation for people with disa-
bilities be expressed in a way that specifically protects their rights to 
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participate in elections in the same way as their fellow citizens, to the 
maximum extent possible. Third, i use the american legal and policy 
experience in voting for people with disabilities to demonstrate the 
parameters of this argument. Finally, i will offer observations on how 
domestic law in the united states and emerging international law fare 
under a rights-based approach in providing equal access in political 
participation.

Political Participation and disability  
as human rights issues

The right to political participation is an internationally recognised 
human right. The first human right instrument touching on political 
participation is the Universal Declaration of Human Rights, adopted by 
the united nations general assembly in 1948. This was not created for 
the purpose of establishing binding legal obligations but, instead, as a 
common standard of achievement to which all states aspire. it provides 
that, “Everyone has the right to take part in the government of his 
country…” and that, “this will [of the people] shall be expressed in peri-
odic and genuine elections which shall be by universal and equal suf-
frage and shall be held by secret vote or by equivalent free voting 
procedures.”5 specifically, while citizens are guaranteed a secret ballot, 
this is qualified by, “equivalent free voting procedures,” a term which is 
not defined.

The International Covenant on Civil and Political Rights is the princi-
pal treaty declaring a right to political participation. it creates binding 
legal obligations with respect to state parties. article 25 of this covenant 
provides that:

Every citizen shall have the right and the opportunity, without any of the 
distinctions mentioned in article 26 and without unreasonable restric-
tions…to vote and to be elected and at genuine periodic elections which 
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shall be by universal and equal suffrage and shall be held by secret ballot, 
guaranteeing the free expression of the will of the electors.7

By providing rights to “every citizen,” the covenant’s protections should 
extend to people with disabilities. This falls within degener and Quinn’s 
first level of equality: that is, a formal exclusion from the voter rolls of 
people with disabilities would plainly violate the covenant. But the 
covenant stops there and makes no specific mention of voting issues 
for people with disabilities, nor acknowledges their differences in exer-
cising their political participation rights. making a voting accommoda-
tion (like third-party assistance) that does not guarantee secret voting 
might not be viewed as an “unreasonable restriction.” Polling place 
access is not mentioned.

traditionally, disability was not conceived of as a human rights issue, 
and people with disabilities were left behind as human rights were 
expanded and guaranteed in various treaties.8 over time, however, this 
has changed and disability issues have increasingly become recognised 
as belonging in the family of international human rights. The primary 
blueprint for the world community’s disability rights and policy is the 
non-binding u.n. Standard Rules on the Equalization of Opportunities 
for Persons with Disabilities (standard rules). adopted in 1993, the 
standard rules, among other things, provide:

The principle of equal rights implies that the needs of each and every 
individual are of equal importance, that those needs must be made the 
basis for the planning of societies and that all resources must be employed 
in such a way as to ensure that every individual has equal opportunity for 
participation. 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 structures of education, health, 
employment, and social services.9

non-governmental organisations took the initial lead in formulating 
standards about the human rights of people with disabilities regarding 
voting. The international Foundation for Electoral systems has been 
active in setting forth international standards for the participation of 
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people with disabilities in the voting process. The international 
Foundation for Electoral systems has drafted a Bill of Electoral Rights 
for Citizens with Disabilities,10 which, amongst other things, provides 
that citizens with disabilities have the right to participate on general 
terms of equality in the conduct of elections, including the right to vote 
by secret ballot. The international Foundation for Electoral systems 
takes the position that these rights are guaranteed by article 25 of the 
International Covenant on Civil and Political Rights. it has also drafted 
global standards making clear that it believes states are obligated to 
conduct voting at sites which are accessible for citizens with physical or 
other disabilities and to protect the right wherever possible to a secret 
ballot, without assistance, at public polling places.

as a culmination of a human rights approach to disability issues, the 
united nations has adopted a comprehensive treaty on the rights of 
people with disabilities. The Convention on the Rights of People with 
Disabilities entered into force on 3 may 2008. The convention is broad 
in scope, covering a bevy of issues impacting the lives of people with 
disabilities. The provisions of this convention that deal with voting will 
likely become the preeminent international standard on the voting 
rights of people with disabilities. article 29, Participation in Political 
and Public life, provides, inter alia:

  states Parties shall guarantee to persons with disabilities political 
rights and the opportunity to enjoy them on an equal basis with oth-
ers, and shall undertake:

  a) to ensure that persons with disabilities can effectively and fully 
participate in political and public life on an equal basis with others, 
directly or through freely chosen representatives, including the right 
and opportunity for persons with disabilities to vote and be elected, 
inter alia, by:
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Ensuring that voting procedures, facilities and materials are appro-
priate, accessible and easy to understand and use;

Protecting the right of persons with disabilities to vote by secret 
ballot in elections and public referendums without intimidation, and 
to stand for elections, to effectively hold office and perform all public 
functions at all levels of government, facilitating the use of assistive 
and new technologies where appropriate;

guaranteeing the free expression of the will of persons with disa-
bilities as electors and to this end, where necessary, at their request, 
allowing assistance in voting by a person of their own choice;

  b) to promote actively an environment in which persons with disa-
bilities can effectively and fully participate in the conduct of public 
affairs, without discrimination and on an equal basis with others, 
and encourage their participation in public affairs, including:

Participation in non-governmental organizations and associations 
concerned with the public and political life of the country, and in the 
activities and administration of political parties;

Forming and joining organizations of persons with disabilities to 
represent persons with disabilities at international, national, regional 
and local levels.

The basic conceptual approach of article 29 is consistent with the over-
all approach of the draft un treaty – a nondiscrimination framework 
grounded on the idea of equal protection. People with disabilities should 
be able to exercise their political rights “without discrimination,” essen-
tially meaning on the same terms as their fellow citizens. The range of 
tasks that article 29 commits states to undertake – promoting an envi-
ronment in which people with disabilities can effectively and fully par-
ticipate in political life; accessible and appropriate facilities; and secret 
ballots – seem largely justified on the basis that these are features of 
voting systems available to voters without disabilities.

the human right of Political Participation  
for People with disabilities

People with disabilities should be explicitly guaranteed the same voting 
experience as the general population, to the greatest extent possible. 
This approach is both desirable as a policy matter, and is consistent with 
international human rights norms. This is reflective of the third under-
standing of equality set forth by degener and Quinn. The first – formal 
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equality – would be met if people with disabilities were not overtly 
excluded from the political process. as set forth below, this could leave 
people with disabilities with diminished political power. similarly, the 
second understanding of equality – equality of results – is also inap-
propriate for political participation. The whole political process hinges 
on various groups being able to influence the political process. People 
with disabilities, who will likely be members of other political constitu-
encies as well, deserve an equal place at the table, but no more. it is only 
through the third conception of equality – equality of opportunity – 
that this can happen. This provides equal access to voting opportunities 
for people with disabilities, and thus creates a level playing field for 
their political participation.

as set forth above, all people have the internationally recognised 
human right to participate in the political process, often expressed 
through voting in free and open elections. most states (or at least dem-
ocratic ones) have laws and norms protecting these “big picture” val-
ues. Broadly speaking, these norms provide that the franchise should 
be extended on equal terms and in a non-discriminatory manner. 
individuals should be able to freely participate in elections, without 
fear of reprisal. There should be a reasonable level of certainty that 
votes will be counted. Elections should be governed by the rule of law, 
and voting institutions should be transparent to the greatest extent 
possible.

under a model of formal equality, this should be sufficient to protect 
the human right of political participation for people with disabilities, 
who should fall within “all people.” Yet in voting, the minutia matters. 
The way that elections are administered plays a vital role in determin-
ing whether people with disabilities get to participate in the political 
process in an equal and meaningful way. all too often, however, demo-
cratic states have administered elections in a way that compromises the 
voting equality of people with disabilities. although states administer 
elections differently, there are often two ways that people with disabili-
ties have fundamentally different voting experiences: by not being able 
to vote by secret ballot, and by not being able to vote at a polling 
place.

in the united states, for example, people with disabilities have gen-
erally not been able to vote secretly and independently, despite the fact 
that the secret ballot is a much valued feature of the american voting 
system. its historical basis was to avoid the fraud and intimidation that 
occurred during voting early in america’s history. But people with 
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 visual disabilities are typically directed to vote with the assistance of a 
friend or co-worker, or by absentee ballot. several advocates have force-
fully argued that this creates opportunities for third-parties to pressure 
them to change their votes, and otherwise cheapens the voting experi-
ence.11 People with physical disabilities who are not able to access vot-
ing systems that have been designed without their interests in mind are 
typically offered “curbside voting,” whereby voting machines are 
brought out to their vehicles. This form of voting does not include the 
traditional protections offered by voting in the voting booth.

People with disabilities in the united states have also been restricted 
from voting in polling places because of accessibility issues. studies 
have shown that american polling places have significant barriers to 
accessibility for people with physical disabilities.12 The traditional 
answer has been to allow people with disabilities an almost unqualified 
ability to vote by absentee ballot. But this curtails the expressive ele-
ment that accompanies voting in the actual polling place on Election 
day. voting should properly be viewed as more than a strictly instru-
mental choice in electing a candidate.13 voting in a polling place is a 
way that a citizen asserts his or her place in the community. in the case 
of people with disabilities, a group that has traditionally been isolated 
and marginalised, this is particularly important. absentee ballots also 
create an enhanced risk of fraud, and often have to be filed in advance 
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of Election day. This can cause voters to miss out on late-breaking elec-
tion developments or polling place politicking in places where it is 
allowed. When the community of people with disabilities is systemati-
cally steered toward absentee voting, their cumulative voting power is 
therefore disproportionately diminished.

These issues of inequality in the administration of elections are not 
confined to the united states. in 2004, i conducted a study of demo-
cratic states’ election laws. i found that of democratic states that pro-
vided for a secret and independent ballot for all citizens (61% of total 
democratic states) only 10% specifically provided for a secret and inde-
pendent ballot for voters with disabilities.14 only 11.7% of democratic 
states had election laws that contained some type of provision regard-
ing polling place access for people with disabilities.15

in the united states, these election administration issues had an 
adverse effect on the access to, and participation in, the democratic 
system for people with disabilities. in the united states, a 2000 national 
organization on disability/harris survey found that voter registration 
is lower for people with disabilities than for people without disabilities 
(62% vs 78% respectively).16 a different survey in 1999 found that peo-
ple with disabilities were on average about 20 percentage points less 
likely than those without disabilities to vote, and 10 points less likely to 
be registered to vote, even after adjusting for differences in demo-
graphic characteristics (age, sex, race, education, and marital status).17 
People with disabilities were less likely to be contacted by political  
parties. They were less likely to view the political system as responsive 
“to people like me.” They were less likely to have contributed money to 
a political party or candidate, written or spoken to an elected repre-
sentative/official, attended a political meeting, written a letter to a 
newspaper, contributed money to an organisation trying to influence 
governmental policy or legislation, or worked with others on a com-
munity problem.18
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This is also true of other nations. international non-governmental 
actors have recognised that people with disabilities have frequently 
been denied the fundamental right to vote.19 The international 
Foundation for Electoral systems has started “electionaccess.org,” a 
clearinghouse for information on the participation of people with dis-
abilities in the electoral process and gathered numerous publications 
documenting the historically uneven treatment of people with disabili-
ties in voting.20

Progress is being made at both the individual state and international 
levels. my 2004 study of all democratic states’ election laws showed that 
that the voting rights of people with disabilities are on most states’ 
agendas, and that states are legislating on this topic in different ways.21 
different international organisations, and most actively the inter-
national  Foundation for Electoral systems, have keyed into the impor-
tance of the administration of elections to achieving equivalent 
participation for people with disabilities. These actors are working to 
make voting equality for people with disabilities an international 
norm.

These reforms acknowledge that in realizing the international human 
right of political participation, broad principles of formal equality may 
not be specific enough to guarantee true equal access for people with 
disabilities. rather, to create a world where “every citizen” has the right 
and opportunity to vote, additional and specific steps need to be con-
sidered for citizens with disabilities. This is consistent with the evolving 
human rights approach to disability, which teaches that the needs of 
people with disabilities must “be made the basis for the planning of 
societies and that all resources must be employed in such a way as 
to  ensure that every individual has equal opportunity for participa-
tion.”22 an equal opportunity to participate means participation on 
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equal terms. in the case of voting, this should mean secret ballots and 
polling place access in a manner commensurate with other citizens.

as suggested above the trend in international human rights law (as 
well as state domestic laws) has been a move from a general statement 
of voting equality to more specific protections for people with disabili-
ties. This has been a slow process, but seems to be moving in the right 
direction. The following section explains one state’s journey toward 
equality of voting opportunity for people with disabilities in its domes-
tic laws.

united states law and Policy relating to voting For  
People with disabilities

The united states has some legal and policy experience in reconciling 
larger voting equality norms with the “nuts and bolts” issues of admin-
istering elections. Early american legal and policy statements could be 
characterised as providing “formal equality,” but not guaranteeing true 
equality of access. courts and legislatures were content with allowing 
human variation to create different and inferior voting experiences for 
people with disabilities, as long as this group was not formally denied 
the right to vote. recent statutory developments, however, have moved 
toward guaranteeing specific enumerated rights; in particular, the abil-
ity to vote by secret ballot. This constitutes a move toward acknowledg-
ing difference to provide equality of opportunity.

The first american statutes dealing with voting and disability were 
the Voting Rights Act23 providing, inter alia, that a voter who requires 
assistance to vote by reason of blindness or disability may be given 
assistance by a person of the voter’s choice, and the Voting Accessibility 
for the Elderly and Handicapped Act, providing that state political sub-
divisions must assure that polling places used in federal elections are 
“accessible.”24 What accessibility means, and the manner by which it 
should be achieved, is left entirely to the states. This lack of federal 
guidance has led to inconsistent and incomplete conceptions of acces-
sibility. Both of these laws only apply to federal elections. This has left 
state level elections – where the bulk of political participation occurs – 
solely within the jurisdiction of the states who, by and large, have not 
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responded by enacting laws protecting the voting equality of people 
with disabilities.25

The Americans with Disabilities Act26 [ada] and section 504 of the 
Rehabilitation Act27 are the two main statutes protecting people with 
disabilities from discrimination in all areas of life. The Rehabilitation 
Act passed in 1973 provides that, “no otherwise qualified individual 
with a disability in the united states…shall, by reason of his or her dis-
ability, be excluded from the participation in, be denied the benefits of, 
or be subjected to discrimination under any program or activity receiv-
ing Federal financial assistance.” The ada was passed in 1990. title ii 
of the ada protects against discrimination in public services, provid-
ing that, “no qualified individual with a disability shall, by reason of 
such disability, be excluded from participation in or be denied the ben-
efits of the services, programs, or activities of a public entity, or be sub-
jected to discrimination by any such entity.”28 title iii of the ada 
protects against discrimination in public accommodations, providing 
that, “no individual shall be discriminated against on the basis of disa-
bility in the full and equal enjoyment of the goods, services, facilities, 
privileges, advantages, or accommodations of any place of public 
accommodations.”29

congress certainly considered voting when it passed the ada, and 
courts have uniformly held that voting is covered by its program acces-
sibility standard.30 This means that the voting “programs, services, and 
activities” offered by states, when viewed in their entirety, must be 
readily accessible and usable by people with disabilities, unless to do so 
would result in a fundamental alteration (meaning change would trans-
form the program into something completely different) or cause an 
undue burden (meaning it would create a large and detrimental 
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 financial impact). although not clear from the statutory text, lawyers 
and commentators have argued that the ada requires secret and inde-
pendent voting and polling place access. a different (and worse) voting 
experience on the basis of disability violates title ii (with voting as a 
program, service, or activity) or title iii (with voting taking place in 
places of public accommodation). The ada title ii regulations draw a 
connection between “different” and “discrimination.” Further, the title 
iii statutory text also equates discrimination with separate and une-
qual  benefits. under this argument, to the extent that difference in vot-
ing is necessary, it would need to be justified under the undue burden 
or fundamental alterations standard.31

This argument fits well into the overall structure and purpose of the 
ada. When congress passed the ada, it intended to remedy the 
“political powerlessness” of people with disabilities.32 its goals were to 
ensure, “equality of opportunity, full participation…[and] independent 
living.”33 congress expressly recognised that there was discrimination 
against people with disability in voting.34 This also would have been the 
preferred interpretation under a rights-based approach that empha-
sises equality of opportunity, accepting difference over formal 
equality.

although the case law has been fairly sparse, a limited number of 
courts have embraced a vision of the ada as requiring equality of 
access in elections. in American Association of People with Disabilities v 
Hood,35 a group of manually and visually impaired voters sued the 
secretary of state of Florida, arguing that title ii entitled them to acces-
sible voting machines. The court held that duval county, Florida vio-
lated title ii of the ada by purchasing machines that only allowed the 
plaintiffs to vote with third-party assistance.36 similarly, in New York v 
County of Scoharie,37 a federal district court in new York held that the 
defendants had violated the ada by having all twenty-five polling 
places in scoharie county inaccessible to people with disabilities.
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although the supreme court has not yet addressed this issue, most 
lower courts and administrative agencies have not interpreted the ada 
in this way. rather, they have held that these statutes only require for-
mal equality in voting (meaning that people with disabilities cannot be 
excluded from voting) as opposed to equality of voting experience. 
various administrative agencies have rejected the idea that the ada 
requires secret and independent voting, and polling place access. The 
department of Justice has issued non-binding “letters of finding,” tak-
ing the position that curbside and absentee voting are consistent with 
the ada. The title ii assistance manual, promulgated by the attorney 
general, opines that blind voters are not entitled to cast ballots in 
Braille, even though this method would allow them to vote in private.38 
and the Federal Election commission’s statement of voting require-
ments under the ada takes the position that states are not required to 
furnish Braille or tape-recorded ballots for blind voters.39

similarly, most case law involving voting and the ada has been 
inhospitable to the idea that these laws require polling place access and 
secret and independent voting. to date, two cases have reached the fed-
eral court of appeals, both with negative results. in Lightbourn v 
County of El Paso,40 a class of mobility and vision impaired texas  
voters brought an action under the Rehabilitation Act and title ii of the 
ada, alleging that El Paso county discriminated against them by pro-
viding inaccessible polling places and voting apparatus that only 
allowed blind individuals to vote with third-party assistance. The court 
held that the Rehabilitation Act did not apply because the texas 
secretary of Elections did not receive federal funds. The court further 
held that the plaintiffs could not make out an ada claim because the 
secretary did not have a duty or responsibility to prevent the claimed 
violations. although the secretary was charged under a texas law with 
assisting election authorities in interpreting “election laws,” the court 
held that the ada was not an “election law.”41 so in this case, relying on 
dubious formalities, the court completely avoided the real rights issue 
of whether different voting experiences for people with disabilities 
compromised equality of opportunity.
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in another case, Nelson v Miller,42 a class of blind voters brought suit 
against the michigan secretary of state, alleging that the secretary vio-
lated the Rehabilitation Act and the ada by not providing machines 
through which blind voters could mark ballots without third-party 
assistance. The district court rejected these claims, holding that the 
Rehabilitation Act and the ada did not intend to displace the Voting 
Accessibility for the Elderly and Handicapped Act and the Voting Rights 
Act, which the court construed to provide that third-party assistance 
for blind voters is sufficient.43 The sixth circuit affirmed, holding that 
the michigan constitution did not guarantee a secret vote, and there-
fore the state of michigan had not denied its visually impaired citizens 
a right that it had given to its other citizens.44 again, the focus was 
incorrectly on formal equality (that is, are people with disabilities being 
denied the right to vote?) instead of what the actual voting experiences 
of people with disabilities were, and how those experiences were differ-
ent from other citizens’ experiences.

at least one lower court has recently come to a similar conclusion. in 
American Association of People with Disabilities, a group of visually and 
physically impaired voters challenged the decision by the california 
secretary of state to decertify certain direct recording electric 
machines.45 The secretary had concerns about the reliability, accuracy 
and security of these machines. The plaintiffs argued that these 
machines allowed them to vote secretly and independently and were 
therefore required under title ii of the ada. The court, while conced-
ing the importance of a secret and independent vote, nevertheless held 
that title ii did not require it.

Besides federal statutory law, the other body of american law that 
governs voting on the federal level is constitutional law. constitutional 
law sets certain parameters that states and localities must meet when 
they administer federal and state elections. For example, any state or 
local regulation or practice that discriminates in elections on the basis 
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of race is invalid under the Equal Protection Clause.46 But for several 
reasons, constitutional law has not protected the ability of people with 
disabilities to vote in the same way as their fellow citizens; that is, 
secretly and independently, and in polling places. instead, like statu-
tory law, the focus has been on formal exclusion instead of actual vot-
ing experience.

courts use heightened scrutiny to review actions by states that draw 
lines on the basis of race or gender. This makes it more likely that these 
types of laws will be struck down. in contrast, state laws or policies that 
draw lines on the basis of disability are not reviewed under heightened 
scrutiny. in City of Cleburne v Cleburne Living Center,47 the supreme 
court held that state laws that discriminate on the basis of disability 
only receive rational basis review. subsequent court decisions have 
reinforced this rule.48 This doctrine has limited the ability of people 
with disabilities to bring constitutional challenges to voting practices 
that provide different voting experiences for people with disabilities. 
as stated by one court (in dicta): “it is not necessarily irrational for a 
state to require disabled voters to submit absentee ballots rather than 
going to the expense of retrofitting or relocating an established polling 
place.”49 This misses the importance, as set forth in the rights-based 
approach of equalizing voting experiences, of allowing for equal oppor-
tunity to influence the political process.

second, although voting is a “fundamental right,” which means that 
state actions impairing the right of people to vote generally receive 
strict scrutiny,50 the court has not applied strict scrutiny to claims 
involving the administration of elections.51 While state laws or  
practices that completely deny the right to vote receive strict scrutiny, 
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state action that provides different voting experiences for different 
groups of people do not.52 This demonstrates an application of the first 
type of equality rights (formal equality) but not the third (acknowledg-
ing difference).

The final element of the american legal landscape regulating voting 
and disability is state law. Except for federal constitutional and statu-
tory “baselines,” states and localities are free to administer federal and 
state elections as they see fit. Practically speaking, this is where the bulk 
of election law relating to the administration of elections exists. With 
some exceptions, state laws have not guaranteed people with disabili-
ties (either textually or in practice) the ability to vote secretly and inde-
pendently, or in polling places.53 commentators have speculated on 
several reasons for state law’s failures.54 The first is lack of funding: vot-
ing machines and polling place accessibility modifications are expen-
sive and often states and localities are working with limited funds as 
they seek to administer their elections. There is also a lack of political 
will at the local level to spend the funds to make necessary changes. 
Even when accessible machines exist, they require poll workers with 
the training and expertise to make them work. state officials also cite 
frustrations in procuring accessible buildings, showing the extent to 
which disability discrimination is literally built into the 
environment.55

These issues helped american advocates develop arguments that 
more explicit statutory protection for the voting rights of people with 
disabilities was needed. Yet another (unforeseen) series of events 
focused popular attention on the administration of elections. The 
united states presidential elections of 2000 and 2004 placed many hard 
questions regarding the ways people vote squarely in the public view. 
The 2000 election was closer than any in history, with the outcome of 
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the election hinging on a small number of highly contested ballots.56 
after this election, the curtain traditionally shrouding the machinery 
of elections was lifted. Far from being a national, centralised process, 
the united states election system was revealed to be a patchwork of 
largely locally-run enterprises. different machines in different systems 
counted votes in different – and at times outdated and flawed – ways.

in the aftermath of the 2000 election, the united states congress 
passed the Help America Vote Act57 in reaction to many of these prob-
lems. This statute attempted to set very general baseline voting stand-
ards, and with a combination of sticks and carrots, worked to phase out 
certain types of voting machines (most notably, the infamous “punch 
card” ballots). in response to claims of individuals who were unjustly 
turned away from polling places in the 2000 election, the Help America 
Vote Act also created the right to a provisional ballot, in which the pro-
priety of the individual’s voting status could be assessed at a later 
point.

some, but not all, of the changes created by the Help America Vote 
Act were first tested in the 2004 presidential election. The results were 
mixed. There were real concerns that the electronic voting machines 
preferred under the Help America Vote Act compromised voting secu-
rity. computer scientists, legal scholars, and the media contended that 
the code protecting these systems could be hacked into, thus calling the 
legitimacy of elections into account.58 and the parts of Help America 
Vote Act requiring a provisional ballot proved to be vague indeed, 
allowing states to set the standards for how and when those ballots 
should be counted. This led some to argue that states could essentially 
define away this requirement.59 Even two years after the election, doubts 
remain about voting in certain geographic areas (in perception, if not 
reality).60



 political participation for people with disabilities 389

61 see h.r. rep. no. 107–329, pt. 1, at 50 (51).
62 ibid., at 86 (additional views of hon. steny h. hoyer).
63 ibid.
64 42 u.s.c. § 15421.

congress certainly had the voting rights of citizens with disabilities 
in mind when it passed the Help America Vote Act. unlike previous 
statutes, legislators got fairly specific in discussing the act’s guarantees 
of equality of access. in discussing proposed minimum standards, the 
legislative history provides that:

the state requires new voting systems to provide a practical and effective 
means for voters with physical disabilities to cast a secret ballot. 
advancements in technology make it possible for voters with physical 
disabilities to cast a secret ballot. new systems should strive to make it 
possible for voters with physical disabilities to cast secret ballots.61

and steny hoyer, a democratic representative from maryland, 
stated:

voting is one of the fundamental rights of citizens in a republic. as such, 
the right should not depend on the vagaries of local budgets – certainly 
not in an affluent society like ours. Physical access to the ballot  
box should be unconditional. Every polling place in america should  
be accessible to persons with the full range of disabilities.62

he also stated:

most of the ongoing discrimination against persons with disabilities con-
cerning voting is no longer motivated by deliberate efforts to exclude. 
however…the choice, design and administration of polling places, vot-
ing methods and machines continues in many instances to be driven by 
a careless assumption on the part of election administrators that all vot-
ers are able-bodied.63

With sentiments like these in mind, there are several parts of the Help 
America Vote Act that are relevant to people with disabilities. regarding 
polling place access, the act provides funds to states and units of local 
governments to:

mak[e] polling places, including the path of travel, entrances, exits, and 
voting areas of each polling facility, accessible to individuals with disabil-
ities, including the blind and visually impaired, in a manner that provides 
the same opportunities for access and participation (including privacy 
and independence) as for other voters.64
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While the act gives money to achieve accessibility and offers more 
guidance on the meaning of accessibility than previous federal statutes, 
it still does not guarantee to people with disabilities that their polling 
places will be fully accessible.

The provisions of the Help America Vote Act regarding secret and 
independent voting are more absolute. it states that voting systems 
shall, “be accessible for individuals with disabilities, including non-
visual accessibility for the blind and visually impaired, in a manner that 
provides the same opportunity for access and participation (including 
privacy and independence) as for other voters.”65 The act does not cre-
ate a private cause of action to enforce this right. The attorney general 
is authorized to bring civil actions:

against any state or jurisdiction in an appropriate united states district 
court for such declaratory and injunctive relief as may be necessary to 
carry out the uniform and nondiscriminatory election technology and 
administration requirements.66

a second enforcement scheme rests on state-based administrative 
grievance proceedings.67

The american journey, then, started with first-level equality, which 
protects against formal exclusion. institutional actors, in particular 
courts, have been reluctant to move it past that stage. With the Help 
America Vote Act, the united states congress has insisted on third-
level equality, which recognises and accommodates difference in the 
voting process. This is more consistent with a rights-based approach.

moving Forward – Protecting Equality of opportunity  
in international human rights law and domestic law

Thus far, i have argued that to protect the human right of political par-
ticipation for people with disabilities, domestic and international 
human rights law needs to do more than provide formal equality. 
rather, it needs to provide equality of opportunity, and do so fairly 
specifically in a way that acknowledges difference. article 29 of the 
united nations Convention on the Rights of Persons with Disabilities is 
the most recent international human rights statement on these issues.
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The text, described above, goes far toward protecting equality of 
opportunity for people with disabilities in the political process. how 
does the Help America Vote Act, the primary policy and legal statement 
in the united states relating to the voting rights of people with disabili-
ties, match up to this international human rights standard? Both in 
taking an anti-discrimination approach and its specific steps to create 
equal access, the Help America Vote Act is completely consistent with 
article 29 and should satisfy the united states’ treaty commitments 
should the u.s. decide to become a state party. regarding secret and 
independent ballots, the Help America Vote Act requires that voting 
systems shall be accessible for individuals with disabilities in a manner 
that provides the same opportunity for access and participation (includ-
ing privacy and independence) as other voters. The Help America Vote 
Act also establishes several grant programs that dedicate significant 
funds to states and units of local governments (the entities that actually 
administer elections) to ensure access for people with disabilities. 
under the Help America Vote Act, these funds are to be used to make 
polling places, including the path of travel, entrances, exits and voting 
areas of each polling facility, accessible to individuals with disabilities 
in the same way as for other voters. These funds are allocated for pro-
viding individuals with disabilities with information about the acces-
sibility of polling places, including outreach programs to inform 
individuals about the availability of accessible polling places and train-
ing for polling place workers and election officials. These steps square 
perfectly with article 29’s commitment to promote an inclusive envi-
ronment and provide appropriate and accessible voting systems.

turning away from secret and independent voting, the other issue 
area that has traditionally created barriers to the political participation 
of people with disabilities is polling place access. voting machines 
designed for people with disabilities do not serve their purpose if there 
is no access to the actual voting area. article 29 provides for “appropri-
ate and accessible” voting facilities, which presumably – although not 
explicitly – commits state parties to polling place access. regrettably, 
the Help America Vote Act is somewhat less explicit on this point. it 
does provide for payments to ensure accessibility, but the provisions of 
the Help America Vote Act that provide positive rights only deal with 
“voting systems,” which are not specifically defined to include the actual 
polling facility. although title ii of the ada provides that “public 
services” need to be accessible, and the overall voting process has been 
accepted by courts to be a public service, this requirement is tempered 
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by an undue hardship exemption, and practical experience has shown 
that the letter of the law is not necessarily being carried out by all gov-
ernment units that offer public services.

domestic-level reform like the Help America Vote Act and interna-
tional human rights law like article 29 should greatly improve the cli-
mate of political participation for people with disabilities in the united 
states. But american history offers important lessons for the emerging 
international standards (and for individual states as they craft their 
own legal and policy initiatives). article 29, for example, contains one 
significant ambiguity: it provides for secret and independent voting, 
but also allows, when appropriate, voting with assistance. as the united 
states’ voting experience demonstrates, voting with assistance is, by 
definition, not secret. The Help America Vote Act more firmly comes 
down on the side of secret voting in nearly every circumstance by not 
leaving a similar “with assistance” escape valve. The draft article provi-
sion for assisted voting may be an acknowledgement that there may 
always be a small universe of cases where voting with assistance will be 
necessary (or actually preferred by the voter with a disability). if so, this 
seems reasonable. But if it becomes a substitute for secret and inde-
pendent voting – which it was for many years in the american 
 experience – the political participation rights of people with disabilities 
will suffer.

Past experience in the enforcement of american federal civil rights 
laws relating to voting and disability also cautions restraint. as  discussed 
above, for many years the Voting Accessibility for the Elderly and Handi
capped Act has provided for “accessible” polling places. similarly, the 
ada takes some steps toward ensuring accessible public buildings and 
government services, like voting. Yet recent studies (albeit pre-dating 
the Help America Vote Act) have shown significant accessibility barriers 
for mobility and sight-impaired voters.68 This experience teaches that 
these laws are not self-executing. The administration of elections is a 
sprawling, diffuse enterprise in which innumerable actors will be 
responsible for ensuring accessibility and secret and independent vot-
ing. as in other areas of civil rights, the vigorous enforcement of these 
laws depends upon a private attorney general scheme. This means that 
individual actors who are denied guaranteed rights can bring private 
enforcement actions to vindicate these rights and force compliance.
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The Help America Vote Act itself contains significant weaknesses in 
this regard. it does not provide for a private right of action. its enforce-
ment is limited to suits brought by the department of Justice, and a 
state-based administrative grievance procedure. at least one case 
brought during the 2004 election, however, allows a private right of 
action under the Help America Vote Act (albeit in a different section of 
the statute not dealing with disability rights).69 so it is possible that 
future courts will hold that lack of an explicit private right of action in 
the Help America Vote Act does not bar individuals bringing suit to 
enforce its guarantees.

This does not tell the complete story, however. historically, the pri-
vate attorney general method of enforcement has proven most effective 
when harmed individuals can sue for damages.70 This raises one of the 
most contested, contentious, and complicated features of american 
law. The principle of sovereign immunity generally prevents the united 
states congress from passing laws that provide for private individuals 
to sue state actors in federal court, particularly if the statute provides 
for damages against states. There is an exception to this principle when 
congress legislates, in a, “proportional and congruent manner,” pursu-
ant to section 5 of the Fourteenth Amendment which, amongst other 
things, guarantees due process and equal protection of the laws. 
congress explicitly passed the ada pursuant to this power, whereas 
the Help America Vote Act is silent as to its constitutional basis. The 
current united states supreme court has taken an increasingly narrow 
view of when this has occurred. several federal civil rights laws have 
been struck down, in whole or in part, on the basis that congress has 
exceeded its powers under section 5 of the Fourteenth Amendment and 
unconstitutionally encroached upon sovereign immunity.71
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it is from the depths of this thicket that the Help America Vote Act 
was passed, and its weak enforcement scheme is likely testament to 
congressional skittishness in the rapidly developing reworking of fed-
eral-state relations. as written, the Help America Vote Act provides no 
private damage remedy against states. But even since the Help America 
Vote Act was passed, there have been some significant developments in 
federalism and sovereign immunity that might allow for subsequent 
amendments to the Help America Vote Act to include a private enforce-
ment mechanism with a damage remedy. in Tennessee v Lane,72 the u.s. 
supreme court held that the ada title ii’s damage remedy was consti-
tutional insofar as it related to the fundamental right of access to courts. 
Lane’s scope is still an open issue.

voting, like access to courts, is a “fundamental right.” it is a reason-
able interpretation of Lane that when courts are legislating to protect 
fundamental rights, their ability to abrogate sovereign immunity and 
pass statutes with damage remedies expands.73 The difficulty will be in 
convincing the court that with the Help America Vote Act (or at least 
the provisions of the act relating to voting for people with disabilities) 
congress was looking at a constitutional problem. The court’s constitu-
tional jurisprudence regarding voting, discussed above, presents a sig-
nificant – though perhaps not insurmountable – barrier.

This concern with the enforcement of laws as written is not a strong 
suit of international law, where state-level compliance with human 
rights treaties is always a matter of concern.74 groups like International 
Foundation for Electoral Systems are developing trained election moni-
toring apparatus, which should be helpful, but this is no substitute for 
states rigorously enforcing their own laws.

in conclusion, the movement toward treating disability issues under 
a human rights framework (like domestic law) has been a history of 
how to deal with equality and difference. nowhere has this been more 
true than in political participation, itself a recognised international 
human right. This essay has argued that the right to political participa-
tion for people with disabilities needs to be defined and enforced in 
a way that moves past formal equality. Broad statements under 
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 international human rights and domestic law that all individuals have 
the right to participate in the political process are insufficient. What is 
needed are specific statements, like those encapsulated in Help America 
Vote Act and article 29, that people with disabilities should be afforded 
the ability to vote, to the maximum extent possible, in the same way as 
their fellow citizens. This should include the ability to vote secretly and 
in a polling place when these opportunities are provided to other citi-
zens. only in this way will the human rights of people with disabilities 
be protected.
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THE RIGHT TO LIvE A LIfE fREE Of vIOLENCE fOR 
PEOPLE WITH DISAbILITIES

Rodrigo Jiménez

International Human Rights Law and non-violence 
against people with disabilities

The battle for recognition of the right to live a life free of violence is 
closely tied into the women’s movement. It is women who, along with 
States, have established the importance of eradicating gender violence 
and have expended a great deal of effort to prevent, condemn, assist 
and eradicate the different manifestations of violence in various areas 
which in one way or another contribute to perpetuate social inequali-
ties among men and women.1

These actions began with the three World Conferences on Women – 
México City (1975), Copenhagen (1980) and Nairobi (1985) – and in 
the parallel forums organised by non-government organisations. The 
women’s movement brought forward the discussion of the subject of 
violence against women and gave special attention to the restrictions 
that violence imposes on the full participation of women in society. 
The Nairobi strategies “[o]rientated towards the future for the advance-
ment of women,” established the concern of the international commu-
nity and recognised State responsibility for the eradication of violence. 
These actions had impact in other areas as, for example, in 1990, 
the Inter-American Commission for Women (CIM) published the 
Conclusions and Recommendations of the Inter-American Consultancy 
on Women and Violence.

In 1992 the Committee for the Elimination of All forms of 
Discrimination against Women (CEDAW Committee), which was 
established under the Convention on the Elimination of All Forms of 
Discrimination against Women (CEDAW), adopted Recommendation 
No. 19: Violence against Women.2 This Recommendation states that 
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violence against women is a form of discrimination against them which 
reflects and perpetuates their subordination and requires States to 
eliminate violence in all spheres. In relation to this Recommendation 
No.18: Disabled Women proposes:

that all State Parties include in their periodical reports information on 
women with disabilities and on measures adopted to face their particular 
situation, including special measures in relation to equal opportunities in 
the area of education, work, health services and social security, and guar-
antee that they can participate in all aspects of social and cultural life.3

Thus, countries that have ratified CEDAW shall, in reports prepared 
every four years, include information on laws and incidence of violence 
against women, including women with disabilities, as well as measures 
adopted to confront it.

The World Human Rights Conference held in vienna in 1993 recog-
nised that violence against women is a human rights problem, and 
called for gender mainstreaming4 in the mechanisms developed in the 
international, regional and national arenas in order to eliminate 
 violence against women. In 1993, the United Nations General Assembly 
adopted the Declaration on the Elimination of Violence against Women5 
which is addressed to all member States of the United Nations and 
which must be implemented internationally by the different treaty-
committees, including the CEDAW Committee.

In 1994, the United Nations Human Rights Commission appointed 
Radhika Coomaraswamy as the first Special Rapporteur on Violence 
against Women, its Causes and Consequences. The Special Rapporteur’s 
mandate allows her to receive petitions and initiate investigations 
on  violence against women in all the member States of the United 
Nations.

During that same year, the Organization of American States  
(OAS), adopted the Inter-American Convention for the Prevention, 
Sanctioning and Eradication of Violence Against Women (belem do Pará 
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Convention).6 According to this Convention, CIM has the responsibil-
ity to  implement positive measures for the advancement of this 
Convention, and the Inter-American Human Rights Commission 
(IHRC), is empowered to receive petitions against States that have rati-
fied the Convention. In response to the World Human Rights Conference, 
the IHRC created the position of a Special Rapporteur on Women’s 
Human Rights in 1994, which has taken important actions with respect 
to social violence against women in Ciudad Juarez and other parts of 
the American continent.

Moreover, in 1994, the Program of Action of the International 
Conference on Population and Development, held in Cairo, recognised 
that gender violence is an obstacle for the health and sexual and repro-
ductive rights of women, for their education and participation in devel-
opment, and thus exhorted States to implement the Declara tion for the 
Elimination of Violence Against Women and the CEDAW Convention.

Similarly, in that year, the Regional Action Program for Women of Latin 
America and the Caribbean, 1995–2000, adopted by the governments 
during the Preparatory Conference in Mar del Plata, Argentina, within its 
Area v, Human Rights, Peace and Violence, included three objectives:

1. Consolidate the full respect of human rights (civil, political, eco-
nomic, social and cultural) of women in the region, within a frame-
work which gives priority to the elimination of violence and 
discrimination due to sex, as well as the rights of the poorest and 
displaced women, taking into consideration their ethnic and racial 
differences.

2. Promote actions that make visible all forms of violence against 
women and that aim towards its elimination.

3. Create awareness among mass media on the impact of diffusion of a 
culture of violence, with the objective of eradication the image of 
women there presented, which is a product of discrimination.

The Inter-American Commission of Human Rights devoted, for the 
first time in 1995, a section of its Report on the Human Rights Situation 
in Haiti to the topic of sexual violence against women during the illegal 
regime in Haiti, and declared that rape is a form of torture according to 
the Inter-American Convention of Human Rights.

6 The Convention was drafted by the delegates of the Inter-American Commission 
on Women, and adopted by acclamation in the 24th ordinary session of the OAS 
General Assembly on the 9th of June, 1994, in belem do Pará.



400 rodrigo jiménez 

7 Beijing Declaration and Platform for Action, Fourth World Conference on Women, 
15 September 1995, A/CONf.177/20 (1995) and A/CONf.177/20/Add.1.

8 UN General Assembly 52/86 Crime Prevention and Criminal Justice Measures to 
Eliminate Violence against Women Report A/52/635 12th December 1997.

The Declaration and Platform of Action of the World Conference on 
Women,7 held in beijing in 1995, dedicated an entire section to the 
issue of violence against women, recognising that its elimination is 
essential for achieving world equality, development and peace. The 
Platform recognises the right of women to freely and responsibly con-
trol and decide on matters related to their sexuality, including repro-
ductive and sexual health, free of coercion, discrimination and violence 
(Paragraphs 8,44,46 and 58 of the Platform).

In December 1997, the United Nations General Assembly adopted 
Resolution 52/86,8 calling upon Member States to revise and evaluate 
their legislation, legal principles, procedures, practices and policies 
related to criminal matters, in order to guarantee that women are treated 
justly by the criminal justice system, and that this system be guided by 
the Model of Practical Strategies and Measures on the Elimination of 
Violence Against Women in Matters of Crime Prevention and Criminal 
Justice, annexed to the resolution. The Model of Practical Strategies and 
Measures is based upon the measures included in the Beijing Platform 
of Action. The document contains eleven articles related to criminal 
law, criminal procedure, police, sentencing and  correction, assistance 
and support to victims, social and health services, training, investiga-
tion and evaluation, as well as monitoring activities. The Model of 
Practical Strategies and Measures also provides instructions for the 
effective implementation of the belem do Pará Convention.

The belem do Pará Convention is the specific legal context to con-
sider the topic of violence against women among Member States of the 
Organization of American States. The Convention is an obligatory 
treaty inspired by the United Nations Declaration for the Elimination of 
Violence against Women. As of 2005, twenty-seven of the thirty-four 
Member States to the OAS have ratified the Convention.

In the framework of the regional system the elaboration and entry 
into force of the belem do Pará Convention constitutes a true redefini-
tion of Inter-American human rights law, as it is applied with a gender 
perspective. It is possible to affirm that there exists political will among 
those that have ratified the Convention, as well as among the non- 
governmental actors, to eradicate gender violence through specific 
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policies and measures.9 The Convention takes a fundamental step in 
the theory and practice of human rights, as it recognises that violence 
against women is a manifestation of historical unequal power relations 
between men and women.

The concept of violence against women expressed in the Convention 
is firmly founded in the basic rights already recognised in the Inter-
American human rights system, including the right to life, physical and 
psychic integrity, personal liberty and the right to equal protection 
under the law and of the law. This concept challenges the division 
between what is public and private, making clear that violence against 
women generally, and women with disabilities in particular, breaches 
already accepted human rights, and defines the responsibility of States 
in regards to the adoption of specific measures and actions to eliminate 
violence against women. The Convention also develops the interrela-
tion between gender violence and discrimination, establishing in 
Article 6 that the right of women to live a life free of violence includes, 
among others, the right to live free from all forms of discrimination, as 
well as the right to be valued and educated free of all stereotyping and 
of social and cultural practices based on concepts of inferiority and 
subordination.10

To give effect to the right of women to a life free of violence, it is nec-
essary to determine when violence against women  generates State 
respon sibility. Articles 7 and 8 enumerate the principal  policies and meas-
ures that must be adopted by States in order to prevent, punish and 
eradicate violence. It is from this point of departure that the progress 
and obstacles in implementing of the Convention must be measured.

Articles 10, 11 and 12 deal with petitions about violations of rights. 
The petitions may be communicated to the Inter-American Com-
mission  on Human Rights by individuals, state parties or CIM. The 
Commission informs the state named in the petition and delivers advi-
sory opinions on the application of the Convention. In accordance with 
the Convention, State Parties must report to CIM on adopted measures 
and confronted obstacles when responding to gender violence. In turn, 
CIM must inform the OAS General Assembly on the progress made in 
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14 Arroyo, Roxana. (2004). La violencia Contra la Mujer como Producto de una 
violencia Estructural de Género ILANUD. San José.
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the application of the Convention11 and the results achieved from ini-
tiatives and programs of Member States to prevent violence against 
women every two years. CIM presented its first biannual report in 
November 1998.

I. Violence: The Situation of People with Disabilities

Parallel to the struggles of women against violence, the movement of 
people with disabilities struggles for the recognition of their human 
rights from a perspective of people with disabilities.12

violence against people with disabilities includes physical, sexual, 
psychological, proprietary and negligent violence, which occurs in the 
public as well as in the private spheres, and constitutes one of the most 
complex social problems faced by societies around the world.13 It is 
important to differentiate between structural violence that arises from 
social, political and economical systems, thus denying opportunities, 
benefits and access on grounds of inequalities and direct violence that 
is enhanced by the structural violence and is a reflection of the unequal 
power relationships between these two groups.14 It is in relation to these 
kinds of violence that the disability of victims is portrayed and that the 
role of power and domination in the use of force is highlighted.

According to social, political, economic and historical reality, the 
manifestations of violence against people with disabilities varies, from 
physical abuse to sexual, psychological and/or economic abuse or 
abandonment, with the possibility of all the dimensions of harm being 
directed towards individuals.15

Some of the forms of structural violence relate to the attitude towards 
and the perceived value of people with disabilities. These include: 
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 people with disabilities being ridiculed; being socially excluded; being 
devalued or made invisible; being denied legitimacy as sexual actors; 
being forced to be dependent; and being segregated. This response to 
disability is reflected in the media and in other social action. further, 
people with disabilities are exploited in a number of ways, including 
being used as beggars and being trafficked.16

Society has built a relationship between disabilities and begging. 
Many of the people with disabilities that walk in the streets face people 
who offer them charity. Currently a new network of trafficking in peo-
ple with disabilities has been discovered. People with disabilities are 
sold to countries in order to be economically exploited, either in forced 
labour or as beggars. Another example is the use of people with disabil-
ities as objects of pity for fundraising purposes. People with disabilities 
have been used by different social institutions, such as religious organi-
sations, and social programs, to create a sense of pity and thus obtain 
benefits for those people heading the programs.

Disabilities have been the focus of mockery and laughter, regardless 
of the feelings of those subject to ridicule. People with disabilities are 
socially disqualified, categorized as useless, dependent and incapable. 
People with disabilities are not socially valued, and thus their needs are 
not satisfied. As they are ignored, their human rights are constantly 
breached. In accordance with the socialisation process, it is consid-
ered that people with disabilities ought to hide their erotic and sexual 
feelings, since they are considered as asexual persons. Additionally, 
society makes fun of the sexuality of people with disabilities by means 
of jokes, myths and beliefs.17 A further problem confronting peo-
ple with disabilities is the belief that all people with disabilities are 
the same, preventing the awareness of their diversity and their spe-
cific life conditions, as well as the different needs of different people 
with disabilities.

Historically, people with disabilities have been segregated in ghettos, 
either in hospitals (psychiatric hospitals), educational centres (special 
education schools), labour centres (protected workshops), or similar 
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institutions. Society has created an image of the dependency of people 
with disabilities, which prevents them from developing their own 
potential. This is reinforced by the portrayal of people with disabilities 
in literature, movies, and television.18 The mass media, as well as insti-
tutions participating in socialisation, create a series of roles and stereo-
types about people with disabilities that undervalue and discriminate 
against them. A further reflection of the devaluing of people with 
 disabilities can be seen in the pre-selection for the abortion of foetuses 
on the grounds of disability: This refers to the legal defence to abortion 
where the foetus has a probability of possessing a disability. Moreover, 
health systems devote little attention and budget (compared to other 
services) to research on disabilities, highlighting an insensitivity to the 
health care needs of people with disabilities.

The ways in which people with disabilities experience violence is not 
only made invisible, but is also publicly tolerated by laws, mass media, 
the church, education and other institutions that justify and confer 
legitimacy on it. One effect of this is that a number of people with dis-
abilities are not conscious of the violence directed at them. Socialisation 
of people with disabilities leads them to accept violent actions as some-
thing natural arising out of their position as people with disabilities. 
Consequently, they are rendered unconscious of this violence that 
influences their development as human beings. In fear of being the vic-
tim of some kind of aggression, subsequent to personal experience, the 
low self-esteem of people with disabilities is maintained by this vio-
lence, giving rise to reliant, dependent, less-assertive persons.19 Most of 
the violence is much more serious, intense and frequent than we know. 
This is due to the existing social silence and the myths and beliefs about 
people with disabilities. It is thought that these forms of violence are 
appropriate forms of relating and that people with disabilities feel com-
fortable about them. because of the existing myths about people with 
disabilities and violence, many victims do not report or denounce it, 
adding to low self-esteem generally caused by suffering constant aggres-
sions. further, the State and its institutions do not take these forms of 
violence seriously. State and community response to violence against 
people with disabilities is insufficient. State services discriminate 
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against the population with disabilities, denying equality of conditions 
in the services provided for them. These forms of violence prevent peo-
ple with disabilities from enjoying equal opportunities and participa-
tion in the resources of society. further, these forms of violence take 
place between a person with more power (social, cultural, economic, 
family, age, etc.) and someone with less power.

Criminal and discriminatory practices that constitute violence on 
grounds of disability not only cause harm, suffering or death for each 
person that experiences them, but also have an un-estimated social 
cost as they deprive society of the full participation of this population 
group in all the areas of development.

Violence and the Public Sphere

The assumption that States are not responsible for human rights viola-
tions committed in the private sphere ignores the fact that many of the 
forms of violence against people with disabilities occur in that sphere. 
It is important to recognise that the denial of human rights of people 
with disabilities in the private sphere could be considered a violation of 
human rights in the public sphere, since what occurs privately deter-
mines the capacity of people with disabilities to participate in the pub-
lic sphere. violence in the private sphere against people with disabilities 
must be socially acknowledged. Many of the existing manifestations of 
violence are socially accepted.

The distinction between public and private violence has been ques-
tioned by the movement of people with disabilities, in the course of its 
participation in the different United Nations conferences, and by the 
non-governmental and governmental organisations that work for the 
rights of people with disabilities. The dichotomy between the public 
and the private has served the purpose of justifying the lack of State 
responsibility for a serious social problem and provided the justifica-
tion for the subordination of and discrimination against people with 
disabilities in our societies.

The recognition of disabled rights as human rights requires that the 
experiences and needs of all people with disabilities are taken into 
account as this helps to define and determine what it means to be 
human.20
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This type of observation has brought about a conceptual change in 
the understanding of human rights which is apparent in the United 
Nations Standard Rules on the Equalization of Opportunities for Persons 
with Disabilities (Standard Rules). The experience of violence in the 
lives of people with disabilities brings to the surface questions about 
the division between what is public and private, and results in the rec-
ognition of all forms of violence against people with disabilities as 
human rights violations.

The elaboration and entry into force of the belem Do Pará Convention 
and the Inter-American Disability Convention constitute the frame-
work of the regional system. This is a true redefinition of Inter-American 
human rights law which is implemented from a gender and disabil-
ity perspective. It is possible to affirm that there is political will, 
among  those that have ratified the Convention as well as the non- 
governmental actors, to eradicate violence and discrimination on 
grounds of disability by means of specific policies and measures.21

Protecting the Rights of People with Disabilities

Movement towards the recognition of the human rights of people 
with disabilities began with a process in which valuation of differ-
ences is initiated, abandoning the traditional concept of formal equal-
ity, where all of us are equal, and moving to a concept in which all of us 
are equally different. This estimation of differences affects the concept 
of equality used by people with disabilities, which is enhanced with the 
principle of an independent life, thus achieving a reformulation of 
the concept which is reflected in the Standard Rules.22

Rule 9 refers to family life and personal integrity. It promotes the 
full participation of people with disabilities in family life, eliminating 
any discrimination in relation to sexual relations, marriage and 
parenthood:

States should promote the full participation of persons with disabilities in 
family life. They should promote their right to personal integrity and 
ensure that laws do not discriminate against persons with disabilities 
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with respect to sexual relationships, marriage and parenthood. It refers to 
the importance of eliminating and punishing sexual abuse and all forms 
of abuse.

On the other hand, the United Nations Principles for the Protection of 
Persons with Mental Illness and the Improvement of Mental Health Care 
(Mental Health Principles) establishes a series of rules for the preven-
tion and punishment of violence.23 Principle 1(3) establishes the impor-
tance of protecting victims from economic, sexual and physical 
exploitation and any other form of humiliating treatment. In respect to 
the treatment given in a psychiatric institution, the person has the right 
to be near his or her community and family. Treatment should be aimed 
at the preservation and enhancement of personal independence and 
sterilization is absolutely prohibited as a treatment for a mental illness 
(Mental Health Principle 11(12)).

because the Standard Rules and the Mental Health Principles are 
recommendatory in nature much effort has been expended at the inter-
national level to create a binding convention on the rights of people 
with disabilities. In 1994 after various failed attempts within the United 
Nations system, Disabled People International, with the support of the 
Costa Rican federation of Persons with Disabilities, commenced with 
the elaboration of the first draft Convention in the Organization of 
American States. The draft aimed for:

1. A symbolic two-way effect in which society would recognise  
discrimination due to disabilities, as well as the awareness of the 
population with disabilities about disability discrimination.

2. A guarantee that, in those States in which international treaties have 
the same or a superior value to the law, legal achievements were not 
reversed.

3. The promotion of legislative development in the region.
4. The inclusion of the issue of non-discrimination due to disabilities 

in international organisations, thus taking advantage of the interna-
tional mechanisms in regards to the acquired obligations.

5. The creation of a new concept of human rights from the perspective 
of people with disabilities which values differences.

The elaboration of the first draft of the treaty was time-consuming, 
since the objective was to include diversity within disabilities, which 
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meant a redefinition of the rights from the perspective of the popula-
tion with disabilities. In order to achieve the desired goal, different 
 sectors had to be invited to participate in the activation of human 
rights of people with disabilities. In order to achieve this, Disabled 
People International organised several workshops with heads of non-
governmental organisations of people with disabilities, thus attaining a 
final document in Tegucigalpa, Honduras in 1995. This document was 
the basis that later was enhanced with the contributions of experts from 
the World Union of blind People, Mental Disability Rights, the Inter-
American Institute of Human Rights, the United Nations Latin 
American Institute from Crime Prevention and Treatment of Offenders 
and Human Rights Watch.24

This preliminary document was presented to various delegations in 
order to create awareness of its importance and thus achieve its  support. 
The delegation of Costa Rica, with the strong support of the Panama 
delegation, gave the first initial momentum, attaining the creation of a 
commission to draft a disability convention. The advances were slow 
and the movement of people with disabilities had to participate in sev-
eral General Assemblies of the Organization of American Status in 
Lima, Caracas, Panama, Port-au-Prince and Guatemala City. Likewise, 
when possible, participation was fundamental in the constant assess-
ment to the drafting commission. Moreover, an expert meeting was 
convened with the participation of representatives principally from 
non-governmental organisations of Canada and the United States.

The standpoint of States was clear. A sector, headed mainly by 
Canada, and followed by some Latin-American countries such as Chile 
and Costa Rica, considered that the discussed text was weak and needed 
to be reinforced. Another more moderate sector promoted the approval 
of a text with progressive fulfilment of obligations in accordance with 
the socio-economic realities of the region. brazil, Colombia, Mexico 
and Argentina were included in this group. A third group, headed by 
the United States and some countries of the English-speaking 
Caribbean, wanted a less compulsory document, where the discrimi-
natory acts could be justified by economic cost under the legal provi-
sion of “reasonable accommodations.” However, as resolutions of the 
Organization of American States are taken by consensus, all parties 
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had to renounce certain aspects of their positions. Neither the weak 
text proposed by the United States, Haiti, Dominica, etc., nor the strong 
text proposed by Canada, Chile and Costa Rica, was adopted.

The Inter-American Convention for the Elimination of All Types of 
Discrimination Against Persons with Disabilities  (Inter-American Disa-
bility Convention) was adopted on June 7th 1999 by the General 
Assembly of the Organization of American States that took place in 
Guatemala City and was signed by twenty States.25 The Convention is 
an international instrument that combats discrimination and appeals 
for equality. As such the text must be analysed from an equality 
perspective.

Article 1 defines discrimination against people with disabilities in 
paragraph 2:

The term ‘discrimination against persons with disabilities’ means any  
distinction, exclusion, or restriction based on a disability, record of disa-
bility, condition resulting from a previous disability, or perception of  
disability, whether present or past, which has the effect or objective of 
impairing or nullifying the recognition, enjoyment, or exercise by a 
 person with a disability of his or her human rights and fundamental 
freedoms.

This Article broadens the concept of the right to non-discrimination, 
which was limited to people with disabilities throughout domestic laws 
in the region. Another important aspect in regards to the distinction, 
exclusion or restriction caused by discrimination is that its objective or 
result must be to impair or nullify the recognition, enjoyment, or  
exercise, by a person with a disability, of his or her human rights and 
fundamental freedoms. As a consequence an act or omission not 
intended to be discriminatory may be declared discriminatory due to 
its discriminatory result. finally, it is significant that a State Party may 
intervene in the public and private spheres if there is discrimination 
and a human rights violation.

Article 1(b) of the Convention refers to affirmative or corrective 
measures that shall not be considered discriminatory. This provi-
sion  corrects the situation of disadvantage resulting from the non-
evaluation of distinctions made in society. It is worth noting that people 
with disabilities are not required to accept the intended distinctions.



410 rodrigo jiménez 

26 Jiménez, Rodrigo. (2002). Convention contre la discrimination des personnes 
handicapées 6e Assemblepe mondiale OMPH. Sapporo.

In order to achieve equality, a series of actions must be taken by 
States. These include the adoption of legislative, social, educational, 
labour-related, or any other measures needed to eliminate discrimina-
tion. These activities are very diverse, covering labour, transportation, 
communication, housing, recreation, education, sports, justice, law 
enforcement, accessibility to urban places, etc. This obligation applies 
to public and private entities, limiting the actions in private entities to 
the fulfilment of the principle of equality. However, the achievement of 
this objective is to be progressively accomplished. While people from 
developed countries find the progressiveness difficult to understand, 
for developing countries, this is the only genuine option for a true appli-
cation of the provisions. for example, there are millions of people with 
disabilities throughout the region who do not have wheelchairs, hear-
ing aids, materials for blind persons, and other adaptive equipment.26

The Convention applies the perspective of people with disabilities 
and increases awareness of rights in its application. This not only cre-
ates awareness throughout society in general of the existence of the 
rights of people with disabilities, but also creates awareness in all the 
millions of persons who have a disability and still believe that they don’t 
have rights and thus must be treated unjustly and unequally.

The Convention also facilitates and promotes independence in 
order to achieve full integration and equal conditions. This is a fur-
ther step towards the sought equality. Since, throughout the region, 
the concept of independent life is unknown, being aware of its princi-
ples is an advancement towards true equality. further, active participa-
tion of non- governmental organisations of people with disabilities in 
the decision-making process opens opportunities for the political 
equality for which the movement of people with disabilities has exten-
sively worked.

Under the Convention States must also undertake scientific and 
technological research related to the prevention, treatment, rehabilita-
tion or integration into society of people with disabilities. It is neces-
sary that science and technology work for people with disabilities in 
order to guarantee the equalisation of opportunities. An example is the 
impact of talking-computers, which have created opportunities for the 
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population of people with visual impairments. Currently, it is  important 
to improve the technology and formulate inexpensive options that can 
be accessible to all the population.

The principle of equality in the Convention is to be read in accord-
ance with article vII, that is, in relation to all recognised customary 
international law that protects the rights of people with disabilities. 
This means that, for example, the Standard Rules or the United Nations 
Mental Health Principles, as well as other international instruments 
already developed or adopted in the future, are to enhance the applica-
tion of the text of the Convention.27 The effect of Article vII is that the 
Convention incorporates within its text a series of advanced provisions 
that would come to fill existing legal omissions.

The Convention will be enforced and monitored both in the domes-
tic as well as international spheres, with the participation of disability 
rights activists. The commitments may be undertaken through two 
channels. first, States are required to submit reports to the Inter-
American Committee of the Convention on the Elimination of All 
forms of Discrimination Against Persons with Disabilities, establish-
ing the advances made in regards to the implementation of the 
Convention. These reports shall be reinforced with parallel reports 
submitted by civil society. Secondly, petitions may be presented to the 
Inter-American Commission on Human Rights in regards to the over-
all interpretation of the American Convention on Human Rights, the 
El Salvador Protocol and other inter-American instruments of human 
rights.

The Inter-American Disability Convention set the foundation for 
the presentation of an initiative by the government of Mexico at the 
United Nations World Conference against Racism, held in Durban, 
South Africa. The Mexican government organised to draft an interna-
tional convention promoting and protecting of the rights and dignity 
of people with disabilities. The Mexican draft gave emphasis to the pro-
hibition of segregation as well as forced interventions or obligatory 
internment, on the ground that they are serious forms of violence. It 
further emphasised the obligation of States to give special attention to 
the victims of violence who have a disability.
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On the 13th of December 2008, the General Assembly of the United 
Nation adopted the Convention on the Rights of Persons with Disabilities. 
This Convention has established a series of rights and directions  
relevant to violence against persons with disabilities. It has been  
determined that the interpretation of the Convention had to take into 
consideration the gender perspective and CEDAW and the recommen-
dations of the CEDAW Committee.

Article 16 regulates the freedom from exploitation, violence and 
abuse determinate on the obligation of the States Parties to promulgate 
legislation and other measures such as administrative, social, educa-
tional regulations to protect and to prevent all forms of exploitation, 
violence and abuse against person with disabilities.

On the other hand States Parties have to ensure that all facilities and 
programmes are designed to serve persons with disabilities who face 
violence, exploitation and abuse and promote programs of rehabilita-
tion and social reintegration for victims with disabilities.

The concurrent development of international law relating to the rights 
of people with disabilities, on the one hand, and violence against women, 
on the other, enhance the commitment of the American countries to 
respond to violence both against women and people with disabilities.

II. National Response to Guarantee the Right of People with Disabilities 
to Live a Life Free of Violence

Actions may be categorized as legislative, administrative and judicial. 
In the legislative sphere throughout the region, legal development has 
been noteworthy where laws related to domestic violence and sexual 
harassment have been adopted, as well as reforms in criminal codes.28 
However, these have not yet been integrated and legal omissions 
remain such that victims of violence with disabilities continue to be 
neglected. Despite the fact that the laws of Argentina,29 Costa Rica,30 El 
Salvador31 and Guatemala32 expressly mention people with disabilities 
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as beneficiaries of rights, in many cases this is under a biological para-
digm and thus diminishes the potential of people with disabilities to 
act.33 The need to act through a legal representative places barriers of 
access and equity between a disabled victim and legal action.

Legal omissions take a number of forms. Traditional forms of domes-
tic violence suffered by people with disabilities, such as negligect or 
abandonment, are not recognised. Precautionary or protective meas-
ures are aimed at the protection of the integrity of women in a partner 
relationship. This ignores the specific needs of people with disabilities 
who are not in a partner relationship. further, procedures for respond-
ing to violence do not recognise the situations of people with disabili-
ties. People with disabilities are not granted full legal capacity and do 
not have legal standing to bring actions to denounce violence. A par-
ticular issue that arises is the dependency relationship that a person 
with disabilities may have with their aggressor. This is exacerbated by 
the reality that there may be no alternative but to continue to depend 
upon the aggressor. This problem is further highlighted where media-
tion is performed without taking into consideration power relations. 
These are some of the weaknesses of the legislation in the region.

Laws on equality of opportunities may be categorised according to 
their philosophical paradigm. first there are those that are strongly 
influenced by the biological paradigm, for example, the Law for the 
Prevention, Rehabilitation and Equalization of Opportunities for Persons 
with Disabilities of Nicaragua. This law treats disability medically and 
focuses on the person, not his or her surroundings. Due to this same 
characteristic, the topic of structural violence against people with dis-
abilities and domestic violence are not considered.34 Secondly, there is 
legislation within the biological paradigm, that contains human rights 
elements. An example is the Law 19284 from Chile35 and Integral 
Protection Law for Persons with Disabilities of Uruguay. These laws 
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affirm the importance of prevention, measuring and certifying disabili-
ties, but they introduce aspects related to the equalization of opportu-
nities and thus, structural violence. Moreover, these laws recognise the 
right of people with disabilities to live with their family or in substitute 
homes, with a clear tendency towards community living.36 Thirdly, 
there is legislation that adopts the human rights paradigm, but has bio-
logical elements. for example, the Law on Equal Opportunities for 
Persons with Disabilities of Costa Rica and the Law on the Attention of 
Persons with Disabilities of Guatemala. While the influence of the pre-
vious paradigm remains,37 these laws constitute a fundamental move 
towards the eradication of structural violence against people with dis-
abilities, introducing provisions to combat domestic violence.38

Despite existing legislation, there remains a need to develop rules to 
prevent, punish and eradicate violence against people with disabilities. 
In particular, laws are needed which specifically address the experience 
of people with disabilities.

A series of administrative actions, such as plans, programs, policies, 
services, and monitoring actions, have been undertaken by women’s 
institutes and ministries in regard to violence against women. Unfor-
tunately, though, they do not incorporate the perspective of people 
with disabilities.39 Thus women with disabilities are excluded from the 
services and their needs are made invisible.40 With regard to  disabilities, 
Councils relating to disabilities have been created or strengthened. Nev-
ertheless, their work has had little impact in matters of prevention,  pun-
ishment and eradication of violence against people with  disabilities.41 
The Ombudsman’s offices in the region have specialised units on the 
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topic of disabilities and have developed interesting actions to combat 
structural violence.42 However, they have not acted in respect to domes-
tic violence. It is therefore urgent to mainstream disabilities in all areas 
of institutions related to violence, and thus provide people with disabil-
ities with the means to prevent, punish and eradicate violence.

With the exception of some cases in Argentina and Costa Rica, rela-
tively little judicial action has been taken in the region to promote the 
rights of people with disabilities. It is necessary to promote the demand 
of rights before judicial entities.43 In Costa Rica there have been inter-
esting jurisprudential developments in recent years. Many of the cases 
have been related to discrimination or structural violence. These have 
included cases dealing with the right to access justice, the right to infor-
mation, to social security, and to education. In some cases, the 
Constitutional Chamber of Costa Rica has affirmed the application of 
international human rights law:

first of all, it is important to state that the Political Constitution of Costa 
Rica and the American Convention on Human Rights (international 
instrument with superior hierarchy to the law, in accordance with consti-
tutional article 7) consecrate the principle of equality among persons and 
the prohibition to make distinctions contrary to dignity – articles 33 and 
24 respectively. Additionally, the rights of people with disabilities are rec-
ognized in other international instruments, such as the “Inter-American 
Convention on the Elimination of all forms of Discrimination for 
Persons with Disabilities” …This latter Convention defines in its article 1, 
discrimination, as following:

The term “discrimination against persons with disabilities” means any 
distinction, exclusion, or restriction based on a disability, record of 
 disability, condition resulting from a previous disability, or perception 
of disability, whether present or past, which has the effect or objective 
of impairing or nullifying the recognition, enjoyment, or exercise by a 
person with a disability of his or her human rights and fundamental 
freedoms.

Likewise, it consecrates the obligation of States that have ratified it to 
adopt:

  Measures to eliminate discrimination gradually and to promote inte-
gration by government authorities and/or private entities in providing 
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or making available goods, services, facilities, programs, and activities 
such as employment, transportation, communications, housing, rec-
reation, education, sports, law enforcement and administration of jus-
tice, and political and administrative activities.44

Another example is vote 09650 of the year 2002, in which the same 
Constitutional Chamber stated:

The Law on Equal Opportunities for Persons with Disabilities, in accord-
ance with the principles of equality and human dignity consecrated in 
the Universal Declaration on Human Rights, the Inter-American 
Convention on Human Rights, The International Covenant on Economic, 
Social and Cultural Rights, The International Covenant on Civil and 
Political Rights, the Convention on the Rights of the Child, the Inter-
American Convention on the Elimination of All forms of Discrimination 
Against Persons with Disabilities, the International Labour Organization 
Convention 169, the Standard Rules on the Equalization of Opportunities 
for Persons with Disabilities; among other international human rights 
instruments, create the material and legal conditions to eliminate  
discrimination against people with disabilities. It compels the Costa 
Rican public powers and society in general, to implement the measures 
in order to achieve the equalization of opportunities for people with 
disabilities.

Another example is resolution 7275 of 2003 which, referring to the 
right to information, states that:

This right, in relation to the particular case of those who experience any 
form of disability is recognized by international law in the United Nations 
Standard Rules on the Equalization of Opportunities for Persons with 
Disabilities (Resolution 48/96, of 20th December, 1993), which refers in 
its rule 5 to the possibilities of access to different services, including, in 
paragraph b, the access to information and communication. Paragraph 6 
of this rule states that:

  States should develop strategies to make information services and 
documentation accessible for different groups of persons with disabili-
ties…appropriate technologies should be used to provide access to 
spoken information for persons with auditory impairments or com-
prehension difficulties.

Moreover, paragraph 9 affirms that: “States should encourage the media, 
especially television, radio and newspapers, to make their services 
accessible.”
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These rules pretend to specify the right that, in a more general manner is 
provided for in the Inter-American Convention on the Elimination of All 
Forms of Discrimination Against Persons with Disabilities (articles I.2, II, 
III), which pursues the eradication of distinctions, exclusions or restric-
tions against this population, promoting their full integration into 
society.

Many judges have tried to incorporate the perspective of people with 
disabilities by imposing atypical precautionary measures in response to 
the specific needs of the victims of violence who have some kind of dis-
ability45 in the spirit of the Inter-American Disability Convention. 
However, these have been specific actions taken by judges who are sen-
sitive to the subject matter. On the whole judicial structures still ignore 
and neglect the need of this population in regards to violence.

Conclusion

The experience of the Inter-American Convention recommends the 
importance of strengthening international legislation on human rights 
of people with disabilities. In particular, it is crucial that United Nations 
Convention on the Rights of Persons with Disabilities be vigorously 
implemented.46 This would enhance the legal framework needed to 
counter violence against people with disabilities. At a domestic level, 
specific legislation is needed that in practice protects victims of vio-
lence with disabilities. Current laws do not satisfy the requirements nor 
sufficiently respond to the particularities of this population.

Access to justice is still very distant for people with disabilities. This 
renders difficult the demand for their rights. Judicial branches must 
implement programs aimed towards the appropriate interpretation of 
laws regulating the human rights of people with disabilities, as well as 
to offer the necessary services to guarantee equal opportunities in the 
judicial sphere. It is crucial that judges appropriately interpret laws 
regulating the human rights of people with disabilities and that action 
is taken to guarantee equal access to justice. The success of law ulti-
mately depends on the diffusion of information about these rights 
among people with disabilities, their relatives and society in general.





1 Editors’ Note: This paper is based on a presentation that the author gave before the 
“Observatorio inter-paises” (International Observatory) on the Standard Rules of 
the United Nations for the equal opportunity of persons with disability, presented by 
the “Panamerican Health Organization”, PAHO/WHO, in the year 2005. Some adjust-
ments have been incorporated in accordance to the time elapsed. The original version 
of this paper is in Spanish. Since the time of this presentation The Convention on the 
Rights of People with disabilities was adopted by the UN General Assembly in 2006 
and came into force in May, 2008.

2 Santiago Benadava Cattan. (1997). Derecho Internacional Público, Editorial 
Conosur, 5th Edition, Santiago de Chile.

STANDARD RULES ON EQUALITY OF OPPORTUNITIES FOR 
PERSONS WITH DISABILITIES: LEGAL VIEW OF PROVISIONS 

ON SUPPORT SERVICES, AUXILIARY RESOURCES ANd 
TRAINING / VIEW FROM LATIN AMERICA1

María Soledad Cisternas Reyes

Introduction

The Standard Rules on the Equalization of Opportunities for Persons 
with Disabilities (Standard Rules) constitute an important change in 
paradigm, moving away from a medical-assistance perspective towards 
an approach focusing on rights with an interdisciplinary focus, empha-
sizing the psychosocial, environmental and contextual perspective in 
its broadest sense.

Within the hierarchy of regulations, a resolution by an international 
entity is not binding on States, unlike Conventions and International 
Conventions that are binding because States are subjects of public 
international law and actors in international relations.2 Even though 
the Standard Rules are non-binding, there is no doubt about the effec-
tiveness they have had in terms of orientation within national legisla-
tion and of public policy in the subject of disability.

This was recognized by the former United Nations Special Rapporteur 
on disability in his Final Report where he stated that Standard Rules 
“have clearly defined the functions of the State in planning of measures 
aimed at achieving full participation and equality of opportunity, have 
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3 Bengt Lindqvist. (2000–2002). Final Report of the Special Rapporteur of the UN 
Commission on Social development on the application and oversight activities of the 
Standard Rules on the Equalisation of Opportunities for Persons with disability, 
27–28.

strengthened aspects related to human rights and have provided a 
mechanism for active supervision.”3

Rules 4 and 19 of the Standard Rules, will be analyzed from the  
perspective of law, with political science and bioethical aspects in the 
application of these precepts, taking into account the challenges and 
answers that we find in the United Nations reports on human develop-
ment. Subsequently, this chapter surveys local experiences regarding 
training and legal proceedings resulting from the nonexistence or 
insufficiency of support services and auxiliary resources (also touching 
upon aspects of training), and shows the concrete achievements that 
have been made in this area.

There has been no specific investigative works that take into account 
a regional overview of the advances in the application of Standard Rules 
4 and 19 in terms of achieving the full participation and equality  
of opportunity of persons with disability in Latin America and the 
Caribbean. Indeed, the result of the present inter-country study in 
which the local experiences of participants is collated, draws con-
clusions of vital importance in terms of identifying best practice.  
It also points to the practices that can be improved; promotes the 
exchange of successful experiences through networking between insti-
tutions, countries and sub-regions; and promotes the transfer and dis-
semination of innovative initiatives in the field of community-based 
rehabilitation.

Part One: General Overview

1. Legal Perspective of the Standard Rules

Of Rules 4 and 19: Support Services, Auxiliary Resources and Training

Support services, explained in Rule 4, can be understood as the mate-
rial resources, human resources and available strategies to facilitate 
performance of a person with disability, in terms of activity and 
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 participation.4 Thus, support services are diverse in relation to the type 
of disability, the specific person receiving the service and the social 
context, also taking into account the nature of the provider (institu-
tions, family, community). The objective of these support services, in 
light of Rule 4, is to augment personal autonomy in daily life and in the 
exercise of rights. In essence, support services should support inde-
pendence and be withdrawn as recipients develop their own 
capabilities.

The concept of support services is broad and it could be understood 
that auxiliary resources are included in the notion. However, if we wish 
to conceptualize them separately, they can be understood as resources 
that complement the original intervention; for example, those that 
facilitate access to special learning opportunities in community or in 
cultural contexts or that improve individual willingness to respond to 
that intervention.5 There is conceptual overlap as, for example, a cer-
tain technology can be considered a material resource or part of a sup-
port service. For others in certain cases the technology could be an 
auxiliary resource. This depends on the point of view of the service 
provider.

The aims described in the Standard Rules in terms of autonomy and 
rights clearly indicate that their field of application is not just medical, 
but also apply to all fields that affect human integrity. Therefore, sup-
port services and auxiliary resources are steps that directly or indirectly 
represent a means to achieve the human development to which the  
global community aspires. Support services and auxiliary resources are 
called upon to cover a spectrum that includes economic rights, social 
and cultural rights, but also civil and political rights.

Several questions arise about the application of Rule 4 which covers 
support services. First, do States provide the equipment and auxiliary 
resources, personal assistance and interpretation services according to 
the needs of those with disability, and particularly those with severe or 
multiple disabilities (Rule 4.1 and 4.6)? Secondly, do States undertake 
the development and subsequent processes caused by the production 
and repair of equipment and auxiliary resources (Rule 4.2)? Thirdly, do 



422 maría soledad cisternas reyes 

6 Ibid. definition made with facts derived from various institutions dedicated to the 
subject of disability.

States disseminate knowledge about assistive devices and equipment 
(Rule 4.2)? Fourthly, is there the necessary consideration of special 
needs of children with respect to support and equipment (Rule 5)? 
Fifth, are persons with disabilities involved in the manufacturing of 
equipment and auxiliary resources (Rule 4.3)? Sixth, are personal 
assistance programmes conceived in such a way that persons with dis-
abilities that use them exercise decisive influence in their execution 
(Rule 4.7)?

The answer to the questions raised, in relation to several States, 
would probably be average, less than average or non-fulfillment. despite 
the fact that the Standard Rules prescribes that States should recognize 
that all persons with disabilities who need equipment or auxiliary 
resources should have access to them, including the financial capacity 
to procure them, the language is tenuous and does not constitute a 
binding obligation. This gives rise to a final question: is access to equip-
ment and support provided free of charge or at low cost for persons 
with disabilities and their families (Rule 4.4)?

Training, described in Rule 19, is understood as the sum of actions 
supportive of a programme, that tends towards “qualifying or enabling 
a person or group of persons for their fulfillment”6 in the areas or tasks 
and understanding in the objective of the training or instruction pro-
posed. This Rule should not be left limited to those that participate in 
the planning and in the provision of services and programmes related 
to persons with disability. It applies wherever public and private func-
tionaries sell services to the public: it should be recognized that the real 
inclusion of persons with disabilities results in individuals circulating 
in different spheres and not being seen as existing in real “ghettos” or 
segregated groups that are allegedly monothematic in relation to their 
own situation. Therefore, the prescription of Rule 19.1, which obliges 
the authorities that provide services in the sphere of disability to train 
their staff adequately, should be extended to all sectors.

In the application of Rule 19, the following questions arise: do states 
develop training programmes in consultation with organizations of 
persons with disabilities; do persons with disabilities participate in 
training programmes as teachers, instructors or advisors; and is it state 
policy to train persons with disabilities as workers in the community? 
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The last question becomes more complex when we link it with the issue 
of employment of persons with disabilities in the public sector, espe-
cially given the low employability in this sector and the insufficiency of 
public policy in this direction. National Councils on disability and the 
organization in civil society of people with disability play an important 
role in the fulfillment of these goals.

Bioethical and Biolegal Perspective of the Rules on Support Services, 
Auxiliary Resources and Personnel Training

The meaning of the term bioethics is determined by the two Greek words 
that make up its composition: bios –life, and ethos –custom. Etymologically 
the term bioethics serves to designate customs that are to do with life or 
care of life. The term can be understood in a second manner, giving rise 
to its more scientific meaning. Thus, the root bios designates the life sci-
ences and the root ethos, the science of customs, or rather ethics.7

Rules 4 and 19 are clearly designed to give effect to bioethical prin-
ciples such as justice. What do we mean when we refer to justice as a 
bioethical principle, with its links to support services and training for 
people with disabilities? “What is at stake is not that all should receive 
the same but rather that one should receive proportionately to what 
one is, what one deserves and to that which one has a right.”8 In this 
sense, granting support services to an individual in order for them to 
achieve a functional level in accordance to their needs, realizes the 
principle mentioned. It is best when training occurs in the triangulated 
application of the principle (in the sense of training third parties – 
functionaries who serve those with disabilities and public servants in 
general with the objective of being facilitating agents in the develop-
ment of persons who live with various limitations. It is important to 
note that we use the words possibility and their needs, whilst it is incum-
bent upon the potential recipient of rehabilitation to make the option 
effective and relevant to their lives, in the exercise of the bioethical 
principle of autonomy of will.

Furthermore, “if we extend the concept to the rest of society, we find 
that the concept of distributive justice which refers to the measured, 
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equal and appropriate distribution of goods and social responsibilities 
based upon norms that detail the meaning and the aims of social coop-
eration.”9 What is more, authors such as Norman daniels suggest that 
the “idea of healthcare should give way to social justice as the best way 
of creating a just society and improving health in general.”10 But to 
whom does it fall to provide the necessary conditions for this social 
justice, taking as given the personal effort of the individual who decides 
to resort to support services and training for themselves, or for others 
as facilitating agents? Evidently, one of the most involved would be the 
state, as we have seen in the pledges that they are called to honour as 
part of international norms.

Justice requires that everyone has the opportunity to receive a simi-
lar value of services, with the absolute need determined by each 
individual:

This value of services needs to be fairly robust in order to cover most 
measures11…[t]he real theme of justice is that the basic system – the one 
for all – be adequate in such a way that most people do not feel compelled 
to buy into a more expensive system, in other words the basic level can-
not be the level for the poorest.12

Finally, it should be underlined that it is incumbent upon the state – as 
the creator of the conditions of the common good and guarantor of life 
and the physical and psychological integrity of individuals – to take 
upon itself the rehabilitation of persons with disabilities, which implies 
its intervention in various aspects “in order to approve insurance plans, 
offers of managed health etc and  fundamentally, the government will 
be necessary in order to evaluate the quality of care.”13 Therefore it is 
worrying that the United Nations states that “98% of persons with  
disability living in developing countries do not have access to 
 rehabilitation services.”14 As can be understood this statement includes 
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support services and auxiliary resources, and can be extended to  
specific training.

Given the difficulties of the state as an entity we should highlight the 
importance of society acting in conjunction with it, as a facilitating 
agent and executor of procedures applicable to persons of disability, 
inaugurating a new form of social justice in the bioethical field through 
Community Based Rehabilitation (CBR).15 The CBRs aims can be 
achieved through various actions (The invention of which is virtually 
endless), which would be confirmation of the indicated principle – in 
auxiliary form – given the state has the main responsibility in this. 
Although the indicated intervention model was conceived of to answer 
the needs of persons with disabilities inhabiting places far removed 
from the urban centres, and for the sectors in need of healthcare and 
support services, it is no less true that the same limitation of state 
resources results in a progressive application of these ideas of CBR for 
all those that require it, independently of their place of residence in 
order to apply the bioethical principles implicit in the norms.

Human Rights Perspectives on Support Services, Auxiliary Resources 
and Training

The great advance that the Standard Rules outline is to consolidate the 
specificity of disabled human rights. Rules 4 and 19 constitute a good 
example of this. In effect, the first generation of human rights enshrined 
in the International Covenant on Civil and Political Rights and the sec
ond generation of human rights enshrined in the International Covenant 
of Economic, Social and Cultural Rights, are of course applicable in full 
to people with disability. However, the exercise of these rights has his-
torically been complicated for this group. Therefore, their specific 
rights can be inserted within the development of the theory of third 
generation human rights, recognizing within these rights, those every
day rights, those that make human rights of first and second generation 
operative when dealing with specific groups.16 In this way a process can 
be identified in the codification of particular rights for under-protected 
groups. In turn, the Standard Rules have served as an inspiration for 
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national legislatures in this field. The  following examples demonstrate 
the link between human rights of first and second generation (mother 
rights or rights bodies) with those third generation rights which make 
the former a reality when dealing with the disabled in terms of support 
services and training.

With respect to the first generation of human rights, the right to free-
dom of movement is one key aspect. In order for a person with a physi-
cal disability in their lower limbs to exercise their right to freedom of 
movement, recognition of other rights are necessary: the right to basic 
equipment (such as a wheelchair to provide mobility); the right to 
accessibility (to enable the use of the wheelchair); and a trained person-
nel. These last examples are third generation human rights or the basic 
right of persons with disabilities. Similarly, blind people have the right 
of suffrage in common with all citizens. In order to exercise this right 
they require that the electoral system use support services and auxiliary 
resources to provide equipment (special stencils, personal assistants, 
etc), and also train the personnel in charge of the voting stations and 
voting tables to understand these special needs. These last are human 
rights of the third generation, or basic rights of persons with disability.

An example of second generation human rights is the right to educa-
tion. The support services and auxiliary resources would vary accord-
ing to each disability. In this way, a deaf person requires a sign language 
interpreter, curricular adjustments and personnel prepared for this 
challenge in order to make their education effective. As is understood, 
these specifications are operative third generation rights. The same is 
applicable in the exercise of the right to work, the right to health, sport 
and recreation among others.

In consequence, it is clear that the right to support services and the 
right to training are human rights, within the expressed legal logic. 
From this point of view, it is important to enshrine the right to support 
services and training as human rights in positive human rights norms.17 
As such, a consideration of the following instruments is helpful.

In the Convention for the Elimination of All Forms of Discrimination 
Against Persons with Disability (“Inter-American disability Conven-
tion”),18 ratified by the states of the region, articles are enshrined whose 

17 The expression “positive norms” should be understood in the sense of laws set 
down in legal documents.

18 Convention approved by the General Assembly of the OAS in June 1999.



 standard rules on equality of opportunities  427

19 Ibid., article 3, N°1, N°2.
20 Ibid., article 4, N°2.
21 International Classification of Functioning, disability and Health (ICF) devel-
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reading should be concordant with Rules 4 and 19. The virtue of these 
is that they are binding on the states which have signed said conven-
tion. Article 3 signals that “in order to achieve the objectives of this 
Convention, the signatory states commit to1 a) adopt measures to pro-
gressively eliminate discrimination and promote integration on behalf 
of state authorities and/or private entities in the lending or supply of 
goods, services, installations, programmes and activities such as 
employment, transport, communications, housing, recreation, educa-
tion, sport, access to the law, police services and the political activities 
of the administration;” 2 To assign priority to the following areas: b) 
early detection and intervention, treatment and rehabilitation…and 
the supply overall services to assure an optimal level of independence 
and quality of life for disabled persons.”19

On the other hand, Article 4 prescribes that “In order to achieve the 
objectives of this convention the signatory states commit to: 2 col-
laborate effectively in b) the development of…resources designed to 
facilitate or promote an independent life, self sufficiency and total inte-
gration under conditions of equality…for disabled persons.”20

The legal formulation of Rule 4 of the Standard Rules allows for a focus 
towards a specific right of persons with disability, which is the right to 
accessible technology, in view of such assistance that allows for a higher 
efficency and thus a better effectiveness in terms of activity and partici-
pation following the indicators of the World Health Organization in 
such matters.21

Therefore, the challenge is to place this right in the public eye and 
among the political priorities of States. This should not be understood as 
a search for luxury, but rather for a basic necessity for millions of human 
beings, insofar as placing at their disposal technology that already exists 
and is available which gives meaning and function to other rights. The 
invocation of this new right is nothing more than the logical conclu-
sion of the advancement of our human family towards solidarity with 
strong elements of human cooperation and within the framework of 
third generation human rights, that take the shape of collective rights 
of an everyday nature.
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In turn, the Standard Rules analyzed within the concepts of our 
interest, have allowed the disability community to advance towards 
proposals that would have been unthinkable before. It is thus that in 
the Ad Hoc Committee that elaborated the Convention on the Rights  
of Persons with Disabilities (CRPd)22 discussed the existence of support 
services to guide certain basic decision-making processes dealing with 
persons whose legal capacity has been suppressed or legally limited 
through prohibitions.23 Finally, this proposal achieved normative con-
sagration in Article 12 of the CRPd giving support to a change in the 
paradigm, in which all persons with disability have a right to legal 
capacity in equal condition with the rest in all aspects of life.

In the same manner articles 4 and 19 of the Standard Rules were a 
valuable contribution to other articles of the CRPd. Some examples 
are:

Article 4: The General Obligations of States. To undertake or promote 
research and development of universally designed goods, services, 
equipment and facilities, which should require the minimum possible 
adaptation and the least cost to meet the specific needs of a person with 
disabilities, to promote their availability and use, and to promote uni-
versal design in the development of standards and guidelines;

To undertake or promote research and development of, and to pro-
mote the availability and use of new technologies, including informa-
tion and communications technologies, mobility aids, devices and 
assistive technologies, suitable for persons with disabilities, giving pri-
ority to technologies at an affordable cost;

To provide accessible information to persons with disabilities about 
mobility aids, devices and assistive technologies, including new tech-
nologies, as well as other forms of assistance, support services and 
facilities; To promote the training of professionals and staff working 
with persons with disabilities in the rights recognized in the present 
Convention so as to better provide the assistance and services guaran-
teed by those rights.
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Article 19: Living independently and being included in the commu
nity: Persons with disabilities have access to a range of in-home, resi-
dential 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.

Article 21: Personal mobility: Facilitating access by persons with disa-
bilities to quality mobility aids, devices, assistive technologies and 
forms of live assistance and intermediaries, including by making them 
available at affordable cost;

Providing training in mobility skills to persons with disabilities and 
to specialist staff working with persons with disabilities.

Article 21: Freedom of expression and opinion, and access to infor
mation: Accepting and facilitating the use of sign languages, Braille, 
augmentative and alternative communication, and all other accessible 
means, modes and formats of communication of their choice by per-
sons with disabilities in official interactions;

Urging private entities that provide services to the general public, 
including through the Internet, to provide information and services in 
accessible and usable formats for persons with disabilities;

Encouraging the mass media, including providers of information 
through the Internet, to make their services accessible to persons with 
disabilities;…”

Article 24: Education: Reasonable accommodation of the individual’s 
requirements is provided;

Persons with disabilities receive the support required, within the 
general education system, to facilitate their effective education;

Effective individualized support measures are provided in environ-
ments that maximize academic and social development, consistent 
with the goal of full inclusion;

Facilitating the learning of Braille, alternative script, augmentative 
and alternative modes, means and formats of communication and 
 orientation and mobility skills, and facilitating peer support and 
mentoring;

Facilitating the learning of sign language and the promotion of the 
linguistic identity of the deaf community;

Ensuring that the education of persons, and in particular children, 
who are blind, deaf or deaf blind, is delivered in the most appro-
priate languages and modes and means of communication for the 
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 individual, and in environments which maximize academic and social 
development;

Take appropriate measures to employ teachers, including teachers 
with disabilities, who are qualified in sign language and/or Braille, and 
to train professionals and staff who work at all levels of education. Such 
training shall incorporate disability awareness and the use of appropri-
ate augmentative and alternative modes, means and formats of com-
munication, educational techniques and materials to support persons 
with disabilities.

Article 26: Habilitation and rehabilitation: States Parties shall promote 
the development of initial and continuing training for professionals 
and staff working in habilitation and rehabilitation services;

States Parties shall promote the availability, knowledge and use of 
assistive devices and technologies, designed for persons with disabili-
ties, as they relate to habilitation and rehabilitation.

Article 29: Participation in political and public life: Ensuring that vot-
ing procedures, facilities and materials are appropriate, accessible and 
easy to understand and use;

Protecting the right of persons with disabilities to vote by secret bal-
lot in elections and public referendums without intimidation, and to 
stand for elections, to effectively hold office and perform all public 
functions at all levels of government, facilitating the use of assistive and 
new technologies where appropriate;

Guaranteeing the free expression of the will of persons with disabili-
ties as electors and to this end, where necessary, at their request, allow-
ing assistance in voting by a person of their own choice.

Undoubtedly, Article 9 of the CRPd, contains broad details of the 
diverse ways that the principle of accessibility must be a reality, in turn 
a synthesis of the central axis in the issues at hand in this paper.

Challenges:

1. That the judicial guidelines of positive national rights, consagrate 
the support services and training in the rank of rights with persons 
with disability.
   Safeguard the usage of more imperative verbs when addressing 
States. In other words, instead of using promote, watch over, foster or 
support, use the verbs ensure or guarantee.
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2. That national communities take an in-depth look at the develop-
ment of the theory of human rights of persons with disability, in such a 
way that the right of counting on support systems and the right to 
training and have effective guardians through each internal individual 
State mechanisims. There should be a tendency towards language and 
content within international and national areas.

2. National Disability Councils: Their Role in Public Policy

It is true that in most countries there exist constitutions that indicate 
that the state is at the service of the human being and that its function 
is to promote the common good, together with assuring equality before 
the law and equality of opportunity. Most countries also have legisla-
tion on the social inclusion of persons with disabilities and, although 
International Treaties such as the Covenant of Civil and Political Rights, 
the Covenant of Economic, Social and Cultural Rights, the American 
Convention on Human Rights and the Additional Protocol of San 
Salvador have been ratified. However, in many cases, global and trans-
versal public policies regarding persons with disability did not materi-
alize, only sectoral efforts that, many times, were not sufficiently 
coordinated or systematic. The challenge will be to see what happens 
now, after the ratification of the CRPd in the different national 
realities.

Efforts made by the Ministries of Education, of Labour and Social 
Provision, of Health, of Women and the Family, of Housing, Transport 
and Planning, must include a correlation with other secretariats of the 
state such as Finance and Economics (given the distribution of eco-
nomic resources that should be assigned in the adequate execution of 
the policies and programmes of disability action), one of whose princi-
pal aspects for disabled persons is constituted by support services and 
auxiliary resources. This connection should also include Ministries of 
Foreign Relations whilst important transformations are being experi-
enced in the multidisciplinary focus on this subject at international 
level, at the level of the UN and the OAS.

The creation of the National Councils on disability as multi-sectoral 
organizations in which we find represented not just the governmental 
sector, but also the disabled, who are actors and recipients of these 
processes and rules, has been a significant advance since the 1990s in 
the countries of Latin America and the Caribbean.
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Any Ministry that forms a link with the Executive,24 with greater or 
lesser legal independence, normatively or de facto, has been trans-
formed into an entity with a recognized voice on the subject of disabil-
ity, called on to effect the necessary intersectoral coordination. However, 
their work is limited by a budgetary allocation that must cover all the 
angles referring to prevention, rehabilitation and equalization of 
 opportunities in their most varied expressions. These limitations effect 
their operative capacity as well as the support capacity, (which is often 
not present in the different regions of a country), as well as the insuffi-
cient provision of direct and indirect subsidies for the acquisition of 
technical help. These difficulties produce a complex knot which means 
that many disabled persons cannot count on that which they need 
depending on their disability and the their location. In this last case, 
the administrative procedures establish priority criteria among the 
persons with disability themselves, occasionally causing waiting lists in 
order to receive the above mentioned technical help. The difficulties 
that this selection process implies are significant whilst the great major-
ity of the disabled live in very complex economic situations, not just 
because of the costs that they must incur to sustain their existence but 
also due to lack of employment and precarious incomes (which some-
times consist only of a scant pension).

The insufficient budgetary allocation also limits the training of 
 functionaries and of persons with disabilities with regard to their inclu-
sion in the labour market. These shortcomings are a link in the chain 
which keeps societies without profound education in matters of equal-
ity and discrimination uneducated, which makes it more difficult to 
break the stereotypes that lead to segregation. A critical view of these 
National Councils is often generated among persons with disabilities, 
seeing them as ineffective. It should be noted that the Councils do 
not always have authority in the arena of public policy. This should 
be rectified.

Challenges:

1. Paths should be defined in order to achieve a greater share of state 
resources for the total satisfaction of Rules 4 and 19. The strengthening 

24 Each country generates their own formula to annex their national councils on 
disability. Following this statement, we can find experiences that have this councils 
within the Health ministry, Family Ministry, Women Ministry or Planning and Social 
Affairs Ministry.
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of the National Councils should be considered in view of this objec-
tive, given their intersectoral character.
2. National Councils influence the design of public policies on 
disability.
3. In order to make the most of existing resources, National Councils 
on disability must play an active and effective role in the coordination 
of sectoral efforts on the subject of disability.
4. Councils should act as catalysts in the adoption of legislation 
according to legislation in accordance to the CRPd, the Standard Rules, 
and the OAS Convention.

In the developing countries, persons with disabilities are generally the 
poorest of the poor. Latin America and the Caribbean are no excep-
tion. In effect a disabled person is trapped in a cycle, which on the one 
hand makes their employment difficult and therefore affects their 
income (made up of only a pension in some cases); and, on the other 
hand, their living costs tend to be higher than for most people, in terms 
of treatments, transport, and often the self-provision of support serv-
ices, auxiliary resources and training.

From another angle, with the condition of disability being a circum-
stance that involves a person’s individual integrity in their various 
activities, the analysis of their situation should not be made from  
a perspective isolated from the rest of society. Along this line of 
thought, when we refer to persons with disabilities we are also talk-
ing of access and accessibility to the different areas in which a person 
and a citizen are expected to operate. Finally, the support services,  
auxiliary resources and training constitute the connection necessary 
for the fulfillment of these principles and the enjoyment and exercise 
of rights.

For this reason the UN Report on Human Development, together 
with the Millennium Goals, should be analysed from the perspective of 
persons with disability. The Millennium Goals “…should be parame-
ters that serve to measure the advances made in development, peace, 
and human rights measured according to certain fundamental val-
ues…”.25 Without doubt this includes persons with disabilites in the 
terms previously indicated.
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Global statistics show that “more than a billion people fight every 
day to survive the scourge of hunger and uncertain health.”26 In the 
developing countries 799 million people suffer from hunger, that is to 
say approximately 18% of the world population.27 Within this segment, 
many people with disability are found far from the possibility of count-
ing on support services, auxiliary resources and different types of 
training.

Faced with these facts, the Report on Human development forces us 
to look at certain elements that should be considered when looking 
seriously at eradicating poverty. In this way, the perspectives of the 
Report that together with analyzing the internal variables of the coun-
tries to achieve this objective – in terms of respect for rights, economic 
growth, social development, social participation, technology and  
governance – reveal international cooperation as a vital axis in this 
commitment.

Respect for Rights:
The programmes to reduce poverty and its effects “should respect 
human rights, defend legal precepts and commit to apply them hon-
ourably and effectively.”28 One of the political measures of the Human 
development Index to avoid the poverty trap is: “The promotion of 
human rights, social equality and the well-being of all, guaranteeing 
that the poor and the marginalized, including girls and women, have 
the freedom and the voice to speak and be able to influence in the deci-
sions that affect their lives.”29 In the same way, “If these conditions are 
fulfilled the poor countries should be able to count on a notable increase 
in assistance on the part of the rich countries, in financial terms and in 
the application of the fairest rules of the game in the commercial, finan-
cial, scientific and technological spheres.”30

Economic Growth and Social Development:
It is stated that, “To escape the poverty trap, countries should attain a 
series of critical benchmarks in the areas of sanitation, education, 
infrastructure and governance, which will permit them to break away 
towards sustained economic growth.31 Moreover, “The synergy between 
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social investments, understood as the interrelation of these, is funda-
mental in the reduction of poverty.”32 The achievements in this area are 
not automatic, “they can vanish if income inequality increases and the 
poor do not participate adequately in growth, a phenomenon found in 
many countries in the last few years.”33

It is emphasized that “Although economic growth is not an auto-
matic cure for non-economic poverty, without a doubt it contributes to 
reducing it, only when public policy guarantees that its dividends reach 
the poor.”34 Non-economic poverty is related to other shortcomings 
that are not directly those of economic income. Thus, for a person with 
a disability there exists non-economic poverty when they do not have 
access to public transport, housing, education, work, and also to sup-
port services, auxiliary resources and training for themselves or for 
third parties with whom they interrelate.

From the early 1990s, the defenders of human development have 
fought for an increase in social spending until it reaches, at a mini-
mum, 20% of the national budget and aid.35 It is important to note that 
“The medium income countries should incorporate themselves to the 
regular process of budgetary planning and to longer term development 
strategies.”36

The United Nations Millennium Declaration calls for all developing 
countries to include the Millennium development Goals into their 
development strategies, taking into account their national priorities 
and necessities.37 It is noted that, “The Index for Human development 
and the Gross domestic Product per capita can also differ, showing 
that it is possible to reach high levels of human development without 
high incomes and that high incomes are not a guarantee of high levels 
of human development.”38 A dozen developing countries exist that have 
evolved with great speed reaching social indicators comparable to those 
of the rich countries.39 The countries with good results allow us to state 
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that, by choosing the right priorities and policies, it is possible to  
reach a level of social development, even when the economy is not 
flourishing.40

Social Participation:
These approaches reflect the triple function of civil society: participa-
tion in strategy design, lending services through community organiza-
tions and national NGOs and acting as a guardian that ensures the 
fulfillment of commitments made by the government.41

This is how “The Millennium development objectives represent 
national political commitments with the potential to be a powerful 
implement for the population to make their leaders responsible for 
results.”42 It will be very important for disabled persons and their 
organizations to know these objectives well, with the corresponding 
exigencies towards the authorities.

Following this line, “In order to realize the potential of the objectives 
it requires that the poor organize and adopt measures collectively and 
this is not easy.”43 The report considers that “these people tend to be less 
organized, less capable of articulating their concerns, less capable of 
obtaining public services and legal protection, less linked to influential 
people and more vulnerable to economic impacts.”44 In any case people 
with disabilities and their organizations have slowly been generating a 
certain capacity for action, although the results achieved have been 
small, achieved through micro-initiatives.

In these terms, “As part of these political changes steps have been 
taken towards decentralization and new social movements have sprung 
up, which provide citizens with new avenues of collective action.”45  
For its part, the “Collective direct action is another path that allows 
people, especially the poor to exercise influence on decision-making 
and to demand responsibilities from the authorities. The social move-
ments have placed exclusion and penury at the centre of the political 
stage.”46
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Technology:
It is important to underline that “The technological innovations 
advance human development in two ways: they improve productivity 
which raises family incomes and they provide solutions to the prob-
lems of ill health, transport, energy, water provision, sanitation and 
they provide information and communication technology for  education 
all of these very important to achieve objectives.”47 It is also important 
to mention that “The subject of technology and its mass distribution 
constitute the central feature of the Report on Human development 
200148 whereas the reflection should be on the necessity for the mass 
distribution of technology to reach persons with disabilities.”

Governability:
One of the main conclusions of this report is that it is not enough to 
rely on measures such as the reassignment and greater mobilization of 
national resources. Overcoming poverty also requires the strengthen-
ing of governance of institutions and the adoption of solid social and 
economic policies.49 Thus “Without solid governance, it is probable 
that the great financial injections are misspent and without democratic 
governance which gives voice to the people, development efforts will 
not give power to the poor.”50

International Cooperation

In practice, governments “should specify the budgetary commitments 
that can be covered by the national resources and those that require an 
increase in aid in order to develop.”51

The attainment of objectives demands close attention to the 
Millennium development Goals. The low income countries should 
resort to external sources in order to obtain a significant part of the 
additional resources needed for social investment.52
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It should be remembered that the multilateral contribution has rep-
resented a third part of official aid for development, including United 
Nations entities, the World Bank and regional banks.”53 The Millennium 
objectives, as regards the eradication of poverty, are based on sustain-
ing the global commitment with regard to the growth of mutual res-
ponsibilities between rich countries and poor countries.54 In order  
“To reach these objectives, far more ambitious cooperation programs 
will be required to cater for political, institutional and resource 
limitations.”55

Within these limitations, international cooperation must bear in 
mind that in developing countries the most difficult areas to finance are 
operational expenditure and the salaries of the human capital that 
devotes its knowledge, time and conviction to social issues. Therefore 
“Bilateral donors must definitely do away with the erroneous distinc-
tion between aid by means of capital costs and current costs since both 
items require great support.”56

In consequence, consistent international cooperation should reach 
those areas which the state cannot afford in terms of policy for persons 
with disabilities, particularly on subjects like accessibility, the provi-
sion of support services, auxiliary resources and training.

The Millennium Goals aspire to lift the restrictions that impede peo-
ple’s freedom of choice. However, they do not cover all the fundamental 
dimensions of human development.57 do persons with disability not 
find themselves limited in the ability to choose freely when they find 
themselves lacking in basic elements of autonomy and the exercise of 
rights? The Human development Index (HdI) is a synoptic vision of 
three dimensions of the concept of human development: to enjoy a 
long and healthy life, to have a dignified standard of living58 and to have 
access to education. In consequence, the objectives of persons with dis-
ability to enjoy autonomy and be able to exercise their rights for which 
they count on support services, auxiliary resources and also training, 
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are, without doubt, central aspects of a dignified life for this commu-
nity and therefore a dimension that should be considered.

From the creation of the HdI in 1990, three complementary indices 
have been developed to highlight the specific aspects of human 
 development: the Index of Human Poverty (IHP), the Gender-related 
development Index (GdI) and the Gender Empowerment Measure 
(GEM).59 The Index of Human Poverty (IHP) reflects the distribution 
of advances and measures the delays in the privations that yet exist.60 
However, the question is: why does this Index not take into account the 
variable of disability in aspects such as access and accessibility, where 
support services, auxiliary resources and training are the measurable 
aspects within States?

We should consider that both malnutrition and events such as occu-
pations, armed conflicts, wars and natural disasters, increase the num-
bers of persons with disabilities. The application of the World Health 
Organization’s International Classification of Functioning, disability 
and Health (ICF) indicates that the universe of persons with disabilities 
is larger than other measures had allowed for.61 Evidently the progres-
sive application of the ICF to different countries should not only result 
in a statistical fact, but will also be an important support to the claims 
for larger national budgetary allocations, aimed at the different aspects 
of disability such as support services, auxiliary resources and training 
among others.

At the same time IHP breaks this down:

1. IHP 1 measures poverty in developing countries focusing on priva-
tions in three areas: longevity, knowledge and economic provision 
in general, both public and private.62 Would it not be appropriate to 
incorporate here access to support services and auxiliary resources 
for people with disabilities?

2. IHP 2 applied to certain developed countries it also measures depri-
vation using the same parameters as IHP 1, but adding one more: 
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social exclusion, in terms of recording the percentage of people liv-
ing under the threshold of income poverty and long term unem-
ployment.63 Could it be that variables such as these could be 
diversified and broken down for persons with disability?

We could even envisage the creation of a separate index for disability, 
as exists for IdG and IPG.

Although it is true that there is no specific Millennium Goal relating 
to persons with disabilities, the link between disability and poverty is 
relevant. For example, it is conceivable that international cooperation 
channeled through the United Nations, could operate through a Global 
Fund for persons with disabilities in the same way that the Global Fund 
for Aids has been of such importance in the developing countries. Such 
a fund could complement the resources of the developing countries 
were it directed at support services, auxiliary resources and training.

Challenges:

1. Link the disability variable with the Millennium development 
Goals in terms of the eradication of poverty.
2. Introduce the disability variable in one of the approaches of the 
Human development Index, either incorporating it into IPH or creat-
ing a new indicator on disability as a multifocal concept.
3. Explore the creation of a Global Fund or similar initiative around 
the issue of disability, in order to funnel international cooperation 
towards developing countries.

To promote this idea, an important strategy shall be the application 
of CIF with the objective of producing quantifying and quality ele-
ments in order to compare data with a vision towards the development 
of action plans to cause a real positive impact in the life of persons with 
disability in the world.

3. Conclusions

1. Challenges posed in terms of the legal vision and the prospects of 
the regulations analyzed (Rules 4 and 19) in terms of being 
enshrined in both international and local legal systems, are closely 
linked to the positioning of National Councils on disability and 

63 Ibid., Id, 61.



 standard rules on equality of opportunities  441

organizations of persons with disability, acting in the manner that 
has been described. Their importance is a reflection of the manda-
tory nature that support, auxiliary and training services must have 
as rights.

2. National Councils on disability are called upon to play an impor-
tant role in coordinating efforts on disability in each State, thus 
making the best possible use of resources allocated. Their strength 
as inter-sector entities must be taken into consideration.

3. Organizations that bring together persons with disabilities are 
called upon to play a role in demanding and exerting social control 
of authorities and public policies. Their role in contributing to State 
efforts in the field of support, auxiliary and training resources must 
be recognized.

4. The application of CIF in different countries will lead to a further 
strengthening of the role of persons with disability because it is felt 
that this measurement will provide quantifiable and quality data for 
the elaboration of solid action plans.

5. The figures obtained, together with respect for human rights, eco-
nomic growth and social development, technology, social partici-
pation and governance are all highly significant to attract 
international cooperation that translates in developing countries 
into support services, auxiliary resources and training in the area of 
disability, among others.

6. From the perspective of the United Nations, it is interesting to insist 
on the inclusion of the variable of disability in the Human 
development Reports, either integrating it in the Human Poverty 
Index (HPI) or creating a separate indicator for disability. That 
would contribute to the visibility of a situation that is lived by mil-
lions of persons with disability in the world and the eventual cre-
ation of a Global Fund dedicated to this matter.

Part Two: Local Experience

The Work of the Legal Programme on Disability of the Diego Portales 
University, on the Promotion of Rights, Advice and Legal Defense

Following on from the macro analysis that gives us global answers to 
the challenges identified, it is useful to bring into the equation local 
experience gained by the Legal Programme on disability of the Faculty 
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of Laws – diego Portales University of Chile (project from the years 
2000–2008).

Starting from the disciplines of law and political science allows us to 
visualize disability in the context of the law of a democratic state, with 
a political system that is called upon to be truly inclusive in order to 
improve the governance of the nation. Tools and mechanisms have 
been identified that are legitimate and viable within a democratic state. 
The two priority areas relate to, first the promotion of the rights of the 
persons with disabilities to civil society, public functionaries and to 
judges and, secondly, with respect to legal experience in human rights 
of persons with disability and outcomes.

The Promotion of disability Rights: To Civil Society, Public Func-
tionaries and Judges has involved training of persons with disabilities 
and public functionaries. Special care was taken with the physical 
spaces where these activities take place, so that they were accessible 
(starting from the adjustments made), with adequate materials in 
appropriate language and formats in accordance to respective disabili-
ties (Braille and cassettes for blind persons and always having sign lan-
guage interpreters for deaf people). Working groups, in which persons 
with disabilities have played an important role, produced documents 
which analyze legal and legislative actions. These documents were sub-
mitted to the Commission on disability of the Chamber of deputies.

Training of public sector functionaries has also been carried out,  
utilizing disabled civil society leaders as trainers, and including  
the participation of women with disabilities to incorporate gender 
perspectives.

An important experience has been the training of judges who, 
according to the Law on the Social Integration of Disabled Persons,64 

have the ability to try rights violations. In this respect a pilot pro-
gramme was begun at the level of Local Magistrates in the Metropolitan 
Region. When this initiative was successful, the participation of the 
National Institute of Local Magistrates was coordinated and they 
brought magistrates from all over the nation to the Second Bi-annual 
Congress of the Legal Programme on disability. The third step was the 
execution of the project Judges and the Citizenry of the Native Peoples as 
Concerns the Disability Variable in Connection to Indigenous Rights. 
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The previous activities had been extremely successful, which justified 
the seriousness and the size of the initiative, and at the same time, 
allowed us to obtain the support of a foreign diplomatic mission.

As a consequence of external support we were able to carry out train-
ing in the north of the country, where the Aymara people are found; in 
the south where the Mapuche people are found; and on Easter Island, 
where the Rapa Nui people live. In this last case, together with the 
arrival to the legal community that works on the island, we were able to 
support the disabled persons that are found there, in the training of the 
first and only organization that groups them together. All this meant a 
second trip to the island was needed in order to train them in the for-
mulation of projects towards certain community ends. A visit to the 
island of Chiloe was then made as a result of an invitation from the 
local judge.

This demonstrates that universities can play a valuable role in assist-
ing the state in terms of training. There were four significant aspects to 
the project carried out in Chile. First, the program was interdiscipli-
nary and had a strong academic base. Second, it involved persons with 
disabilities in its design, execution and evaluation. Third, it reached 
into the citizenship spaces of the different places where the Project was 
carried out, with the participation of Indigenous Peoples. Finally, the 
training on the subject of disability covered all areas, including those 
not traditionally covered, such as the judiciary. This training reached 
200 Local Magistrates and their respective functionaries.

Legal Advice and Legal Defense in Emblematic Cases Involving 
Discrimination Due to Disability

This aspect of the project was directed at demanding the fulfillment of 
the Constitution and the letter of the law on disability, invoking the 
InterAmerican Convention for the Elimination of all Forms of 
Discrimination. Much of this work has been carried out by the Legal 
Clinics of Public Interest and Human Rights of the Faculty of Law of 
the diego Portales University of Chile, which consisted of avid partici-
pation of the students. This was an innovative experience which, while 
not always successful, has left an important legacy of results for change. 
Some examples are:

a) Television Show:
One example was the case brought against a national television  
station which travelled to various regions of the country organizing 
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competitions for local artists. The prize for the winners was a promo-
tional appearance in a star studded spectacular. The winner of the show 
was an adolescent boy with a visual disability. On the day of the show, 
he was not  permitted to enter the building or appear on the show, as 
management felt that his disability would lower the ratings. He brought 
a case of discrimination before the Local Magistrates, under Law 19.284 
on The Social Integration of Disabled Persons. The station was forced to 
allow the claimant to receive his prize of performing on primetime tel-
evision. As the production was in Santiago, the station was also required 
to pay the royalties for the performance, the hotel for the artist and his 
mother, his travel expenses and the court costs of the case.

b) Public Library:
In an action relating to physical access, a disabled person presented a 
discrimination case under the Law on Social Integration of Persons with 
Disability, against the Municipal Library. This new building had inad-
equate access to the public computer rooms. As a result, the municipal-
ity recognized that its facilities had inadequate access, and committed 
to make the changes necessary. This has now been done.65

c) Access to Public Transport:
Persons with physical disabilities brought a Constitutional Protection 
Claim against the Ministry of Transport and Telecommunications 
before the Appeals Court in Santiago.66 The action was brought as a 
result of the lack of accessibility to public transport and the failure of 
the ministry to publish regulations about accessibility. The claim was 
rejected by the Court, on the grounds that there was some relevant 
regulation. The said regulation requires the placement of a sticker indi-
cating seats reserved for the disabled, however wheelchair users cannot 
get up the three steps nor pass through the narrow entrance of the 
buses. Moreover, there where no spaces reserved to place a wheelchair 
inside the buses.
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The legal action had the merit of making visible the issue, which was 
then considered by the public authority. Thus, the new Plan for Urban 
Transport (Transantiago) included norms for accessibility, support 
services, auxiliary resources and also the training of functionaries who 
work in the sphere.

d) Right to Vote:
When a person with a visual disability attempted to enter a voting 
booth accompanied by a trusted assistant, the polling station manager 
denied them entry. despite the fact that the person with a disability 
told him it is impossible for her to know what is on the ballot without 
the help of a trusted sighted person, the polling station manager denied 
the right to suffrage believing that equality of opportunity requires 
independent voting.

An action was brought under the Law on the Social Integration of 
Persons with Disability. However, the Tribunal declared itself unable to 
pass judgement, even though it was meant to do so under the Social 
Inclusion Law and under the Law on Popular Votes and Scrutiny. 
Nonetheless, this event generated a legal investigation which found 
that there was a need to modify the laws related to voting for per-
sons with disabilities. The proposals where accepted and from the year 
2008, we now have the “Law of Assisted Voting.” 67

e) Air Traffic: Another inquiry was established in response to a case 
brought before the Appeals Court in Santiago by a passenger with a 
visual impairment.68 In this case the passenger was denied the right to 
travel with a helper or with a guide dog, unless a separate ticket was 
purchased. The Appeals Court accepted the Airline’s argument that the 
restriction was established for security reasons and rejected the claim-
ant’s petition. The case was seen as a private dispute between individu-
als and not as a violation of constitutional guarantees (equality and 
freedom of movement). Wanting to achieve an amicable solution,  
an agreement was signed between the Chilean state and the claimant. 
This required the the consultation of an expert on disability to the 
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Commission, to study the Air travel regulations regarding the persons 
with disabilities and special needs passengers.69

f) Deaf Persons versus Television Stations:
In another case involving domestic television stations, persons with 
hearing disabilities presented a Constitutional Protection Claim to the 
Appeals Court in Santiago regarding the right to information being 
provided by news programs.70 The Court supported the claim for sign 
language interpretation in news broadcasts. The Court commented 
that:

It is true that until now, the only language that is proven to allow this part 
of the population to communicate, is that when another person expresses 
it in signs, a language that is used by 90% of the deaf population and that 
constitutes their real method of communication…

It added:

That the TV Channels were guilty of an illegal or arbitrary act by not 
using sign language in some of the news shows, which meant that they 
had violated guarantee number 12 of article 19 of the Political Constitution 
of the Republic of Chile, relating to freedom of information a part of 
which is the right to receive information…

This verdict was so powerful that it placed the subject of information 
access for the deaf persons in news programmes on the public agenda. 
As a result, the National Television Council, the National Television 
Association and other political actors made an agreement with the  
deaf persons community of Chile to the effect that sign language 
 interpretation is provided in at least one television news programme 
each day.

g) Isapre/Health Insurance Case:
When a person with a visual disability attempted to join the Institute of 
Social Health (ISAPRE), which had made a collective arrangement 
with the Bank where he worked, his application for membership was 
rejected. He presented a Constitutional Protection Claim to the Appeals 
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Court in Santiago.71 The claim was unanimously upheld by the Appeals 
Court and by the Supreme Court on appeal.

The Court of Appeals stated:

As is known, discretional institutions cannot become arbitrary and there-
fore the doctrine states that their liberty to choose is limited by reasona-
bleness and good faith and the correct technical foundations for the 
decision…

That a procedure such as that described lacks reasonableness, lacks 
the minimum of respect and consideration of the person, who, in 
good faith responded to the offer which he deserves especially given 
the nature of the institution referred to – it being charged with the pro-
tection of peoples health. Thus, its decision, unfounded and unfortunate- 
eroded a central value of the Constitutional Order: that of Human 
dignity.

That dignity and equality are values inherent in all human beings, and of 
such importance that the Parliament has proclaimed it to be so as the 
basis of institutionalism….precisely in order that any body, person,  
institution or group is required to guard and protects them effectively. 
Consequently, the negative response [to the application], its inopportune 
nature and its lack of reasonability, caused the arbitrary violation of  
dignity, which becomes more grave when regarding a person whose  
disabled condition makes them more sensitive to perceiving dis-
crimination.

That the ISAPRE, as a provider of goods and services is not exempt from 
the constitutional prohibition that flows from article 19, No2 of the 
Political Constitution and that specifically they impose articles 3 and 13 
of Law no.19.496…

Which makes this a discriminatory exclusion which impedes, annuls the 
enjoyment or exercise of the right to join an institution of his choice 
which assures him the final clause of point 9 of article 19 of the Political 
Constitution

…this constitutional action will be supported, being in favour of the 
claimant the measure of protection that is indicated in the resolution 
with the aim of re-establishing his dignity, his equal treatment and his 
right to choose a private health provider.

71 Protection claim “Palma contra Isapre Colmena Golden Cross”, presented to the 
Appeals Court in Santiago 2003, Rol N°4594–03/ Clínica de Acciones de Interés 
Público y derechos Humanos – Programa Jurídico sobre discapacidad – Facultad de 
derecho, Universidad diego Portales.
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The Supreme Court reinforced the sentiments of the Court of Appeals, 
stating:

that the actions of the ISAPRE mentioned and being punished, are clearly 
discriminatory, for it denied membership to the claimant, excluding him 
from a collective contract. This discriminatory conduct was totally 
 arbitrary as the exclusion was based on examinations that were tampered 
with…[cholesterol and amino acids],

the cited conduct is evidence of the fact that the accused tried to allow 
the affiliation of only those that enjoy good health…

Which in addition to the arbitrary and discriminatory actions of the 
accused ISAPRE, goes against the constitutional guarantee laid down in 
No. 2 of article 19 of the Constitution and that evidences behaviour that 
does not conform to the assistential nature of Social Health.

As a consequence of this case a similar claim for constitutional protec-
tion was supported by the Appeals Court of Santiago and another is 
being prepared for its consideration.72 Further, action was taken to 
ensure that the Superintendent of ISAPRE publish a circular to prevent 
a situation such as this from occurring in the future.

Conclusions

1. These cases demonstrate the value of using existing legal channels 
to protect constitutional and legal rights, with the invocation of 
international norms. These actions constitute a viable and effective 
tool for demanding support services, auxiliary resources and train-
ing in a democratic society.

2. Even where emblematic cases fail, the bringing of legal action can 
have a significant effect. Legal actions generate public and political 
opinion that translate into effective rulings in the legal and regula-
tion spheres of public policy and result in specific actions indepen-
dent of the verdicts.

3. Moreover, the bringing of legal action allows for the participation 
of persons with disabilities as active citizens in the exercise and rec-
lamation of their rights.

72 Constitutional Protection Claim “Camus contra Isapre ING”, presented to the 
Appeals Court of Santiago. 2004, Rol N° / Clínica de Acciones de Interés Público y 
derechos Humanos – Programa Jurídico sobre discapacidad – Facultad de derecho, 
Universidad diego Portales.
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General Conclusions

The Standard Rules of the United Nations which pertain to support 
services and auxiliary resources and training constitute valuable guid-
ance for states for the legislative improvement and definition of public 
policy. However, if these rules are translated into questions in order to 
determine the level of compliance or non-compliance with them in 
national realities, it is concluded that there may be insufficiencies or 
shortages, particularly in terms of provision, costs and participation of 
persons with disabilities themselves.

The Rules in question include significant bioethical content based 
primarily on the principle of social justice and community-based reha-
bilitation is an expression of this axiological dimension. Rules 4 and 19 
shaped human rights specific to persons with disabilities. In regards to 
this study, support systems, auxiliary systems, and training all support 
delivering supplies the elaboration of the CRPd. However, measures 
need to be taken to ensure the effective protection of these rights and 
demand their enforcement.

The National Councils on disability and the Organizations of Civil 
Society are called on to play an important role in the harmony in which 
this legal objective is reached, as well as in the homogenization of 
national legislation on this matter in line with international standards. 
These entities should have decisive participation in the design, execu-
tion and evaluation of public policy and – in so far as National Councils 
are concerned – become the main entity in the coordination of sector 
efforts in this arena.

The insufficient budget in the area of disability has meant an incom-
plete solution with regards to support services, auxiliary resources and 
training for persons with disabilities, many times leading to the dissat-
isfaction of persons with disabilities. In this sense, the prospect of the 
application of ICF implies an appropriate strategy for obtaining data 
for the elaboration of action plans to positively impact the lives of peo-
ple with disabilities.

However, given that persons with disabilities are the poorest among 
the poor, we should link the challenges mentioned to the achievement 
of the Millennium development Goals, with regard the eradication of 
poverty. Undoubtedly, insufficiencies in support services, auxiliary 
resources and training limit the freedom of choice of these persons 
with disability, which is a goal of human development. As such, 
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 recommendations regarding respect for human rights, economic 
growth, social development, technology, social participation and gov-
ernance contained in the Report on Human Development 2003, should 
be linked to the achievement of standards and good practice in the field 
of disability. In developing countries, international cooperation will be 
of fundamental importance for achievement of this objective.

Moreover, it is also important to explore the possibility of creating a 
Global Fund for disability, under the auspices of the United Nations, to 
channel international cooperation in this area. This is not far from  
reality now that there is a Global Fund for AIdS dealing with this 
pandemic.

On another level, local experience shows the significant influence 
that universities can have in terms of interdisciplinary training in the 
field of disability, directed at both law students and public servants. It is 
important to develop and run training programmes aimed at sectors 
rarely targeted, such as magistrates and judges who try discrimination 
cases or cases affecting the rights of people with disabilities.

Finally in a democratic society, constitutional and legal mechanisms 
should be used, invoking international standards, to bring claims 
involving shortages or errors in support services, auxiliary resources 
and training. The examples shown the important influence that judicial 
actions can come to have in the improvement of legislation and public 
policy. Moreover, these actions empower the participation of persons 
with disability as active citizens in the exercise of their rights.
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MONItORINg HUMAN RIgHts: A HOlIstIC APPROACH

Paula C. Pinto

Introduction

Human rights are commonly understood as being those rights which 
are inherent to all human beings. Human rights apply equally to all 
peoples around the world, regardless of whom they are and where they 
live. They set up common minimum standards protected by interna-
tional law. The modern concept of human rights, as recognized in the 
Vienna Declaration and Programme of Action1 further acknowledges 
that human rights are “indivisible and interdependent and  interrelated.” 
Indeed, all human rights are of equal importance and all are equally 
essential for the dignity and worth of the person. In other words, 
no right can be really achieved if all the others are not similarly 
guaranteed.

Under international law, governments are obliged to provide human 
rights protection to all, but particularly to those who are the most  
vulnerable: women, children and minorities, including persons with  
disabilities. The international community, consisting not only of gov-
ernments but also intergovernmental organizations, transnational  
corporations and the global civil society, is also called upon in its 
responsibility to promote and protect human rights and fundamental 
freedoms all over the world.

While it is important to formally establish “all rights to all peoples,” 
it is critical to ensure that every person is actually able to enjoy funda-
mental human rights. some individuals in contemporary societies are 
less likely to be afforded ways to enjoy rights equally. Persons with dis-
abilities, in particular, have historically been a disadvantaged group. In 
their daily lives many disabled people have faced (and continue to 
experience) marginalization, powerlessness, violence and harassment, 
and other forms of social oppression.2 Their bodily differences, 
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 perceived as abnormalities and deficiencies, have set them apart as a 
distinct group in society, justifying and legitimizing their exclusionary 
and oppressive treatment.3 Despite being included in theory in the  
dispositions of existing human rights instruments, in practice people 
with disabilities have been denied the rights and fundamental freedoms 
enjoyed by all others. However, evidence on rights abuses and viola-
tions against disabled people has not been systematically gathered. 
Indeed, most approaches to document the lives of disabled people con-
tinue to rely on traditional, medically informed views of disability, and 
therefore emphasize their needs rather than rights. We need new meth-
odologies of research, analysis, and reporting that are consistent with a 
human rights framework in the field of disability. such methodologies 
are found in disability rights monitoring models.

In this chapter, I outline what is involved in disability rights moni-
toring and argue that this approach is crucial to advance the human 
rights of people with disabilities. I describe the monitoring system that 
has been developed by Disability Rights Promotion International 
(D.R.P.I.), an international project dedicated to monitoring disability 
rights worldwide, and provide examples from country pilot projects to 
illustrate the strands and outcomes of this initiative. First, however,  
I discuss how shifting understandings of disability have provided the 
fundamental basis for the emergence and development of disability 
rights monitoring models. In the context of the recently adopted UN 
Convention on the Rights of Persons with Disabilities (CRPD or Disability 
Convention), the chapter concludes with remarks about the potential 
uses and impacts of rights monitoring approaches.

From Welfare to Rights – A “Paradigm” shift  
in Approaches to Disability

The subordination and social oppression of disabled people briefly 
characterized above is better described by the individual model of dis-
ability, which until recently has dominated society and state responses 
to those with disabilities. Focusing solely on the individual deficits  
and “abnormalities” this approach has contributed to problematize  
the disabled person and turned disability into a private, personal issue.4 
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The role of the state has thus been centered on either eliminating and 
curing disability, or supporting and compensating if the former where 
not possible to achieve. And so, disabled persons have been construed 
as “objects” of medical treatment and public assistance. Disability has 
been dealt with by governments as a welfare issue competing with other 
social issues for increasingly scarce public resources.

This strategy has been facilitated by the pervasive “invisibility” of 
disabled persons in the public sphere.5 The marginalization and exclu-
sion of disabled persons is in fact caused by lack of access to educa-
tional opportunities, meaningful jobs and public spaces, since all these 
have been built with only non-disabled people in mind. Nevertheless, 
this invisibility is often understood and accepted as “natural” and viewed 
as intrinsic to the status of being disabled. Thus a double standard in 
law and policy has been created and even though the human rights 
framework has always been available to all, existing protections have 
not been applied, or have been differently applied in the case of disa-
bled persons.6 excluded and marginalized, the lives of disabled people 
have traditionally invoked pity and perhaps charitable action on the 
part of governments, but seldom the respect owed to equal citizens.

During the nineteen seventies disability scholars and advocates in 
both sides of the Atlantic begun to advance a very different conception 
of disability. In what became known as the social model, disability was 
recast as a consequence of “social” rather than “individual pathology,”7 
rooted in society’s barriers that impose restrictions on what disabled 
people can do and be. In other words, disablement became viewed as 
the result of social, economic and physical environments that are una-
ble to accommodate “difference.” In this new perspective, the problem 
of disability is no longer located in the individual but outside the  person 
and in society. since it is society, not individuals that need to be “fixed” 
this approach emphasizes states’ responsibility in bringing about sys-
temic and structural change aimed at eliminating barriers and obsta-
cles and creating genuinely inclusive societies. The social model has 
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been determinant in shifting the focus of disability from welfare to a 
rights issue. If society is responsible for creating disablement then it 
seems logical that those construed as disabled demand being treated  
as equals and having their needs addressed as a matter of rights, not 
charity.8 The social model and the rights approach are, in this sense, 
mutually reinforcing.

A fundamental tenet of the rights perspective is that individuals pos-
sess rights simply because of their humanity, not because of govern-
ment beneficence. As it has been noted9 this is a particularly important 
claim for people with disabilities, who historically have had to confront 
negative stereotypes and have been denied access to opportunities and 
resources on the grounds of their “natural” differences. Rights are legal 
entitlements, grounded in international human rights instruments and 
domestic legislations, which set up legitimate expectations to all citi-
zens – not simply privileges granted as a matter of charity or goodwill. 
In this sense, the shift to a rights approach fundamentally implied a 
re-conceptualization of persons with disability. No longer viewed as 
problems or “objects” of public policy and charitable efforts, disabled 
persons become legal “subjects” and “holders” of rights. This is a sub-
stantial difference with real impact on the lives of people. As subjects 
and holders of rights persons with disabilities can now claim from gov-
ernments that action is taken and obstacles removed to grant them the 
resources and opportunities needed to live meaningful and independ-
ent lives on an equal basis with all other citizens. And governments 
may be legally bound to fulfill these obligations which no longer are 
contingent on states’ politics and discretionary power.10

enshrining disabled people’s rights in both international human 
rights covenants and national legislation is certainly a significant  
step in affirming their human worth and dignity. The adoption on 13 
December 2006 by the United Nations general Assembly of the 
Convention on the Rights of Persons with Disabilities was therefore an 
important hallmark culminating a long struggle of the disability com-
munity and human rights advocates. But the challenge remains in 
assessing the extent to which signatory governments  comply with their 
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obligations and translate these rights into practice to affect in a positive 
way the lives of disabled citizens. Human rights monitoring is the activ-
ity that enables us to evaluate whether progress in securing rights for 
people with disabilities has taken place, and the work that remains to 
be done. This approach differs from traditional methodologies which 
consisted of surveying services and access to services in line with a 
perspective of disability as a welfare issue. In fact, where a view of dis-
ability as a matter of medical treatment and social protection prevails, 
the approach favoured relies on detailed classifications and counts of 
persons with disabilities according to perceived medical conditions to 
then determine their needs for services. Human rights monitoring, in 
contrast, focuses on the inherent dignity of the person with disability 
and thus places access to rights (including rights to services) within a 
broad range of indivisible, interrelated and interconnected spheres of 
human life that span civil, political, social, economic and cultural 
dimensions. Furthermore, human rights monitoring scrutinizes states’ 
responsibilities and practices in protecting and promoting those rights 
for all citizens, without any exclusions or discrimination.

What is Disability Rights Monitoring?

Monitoring has been defined as the “collection, verification and use of 
information to address human rights problems.”11 It involves research-
ing, gathering, analysing, and reporting information with the purpose 
of identifying human rights abuses and violations and support efforts 
to remedy them.12 Monitoring activities are planned and systematic, 
and generally take place over an extended period of time, either in a 
constant or intermittent way.13

The critical goal of disability rights monitoring is contributing to 
improve the human rights protection of disabled people in a particular 
country or region. In this sense, monitoring is not just about describing 
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and diagnosing a situation of abuse or violation, but rather is intended 
to bring about social change.14 By documenting and illustrating inci-
dences of abuse against persons with disabilities, monitoring projects 
will enable us to gather arguments and issue recommendations about 
what should be changed in the law, its application, and the workings of 
state institutions to eliminate discrimination and prevent rights viola-
tions from occurring. Monitoring is therefore a fundamental tool to 
encourage and pressure governments into adopting and implementing 
human rights standards when dealing with their disabled citizens.

The principles and norms established in UN international conven-
tions, covenants and declarations are generally the standards used as 
references in assessing situations of human rights violations and abuse. 
These standards are relevant to persons with disabilities in the same 
way they are to all other human beings although in addition, as former 
UN High Commissioner for Human Rights Mary Robinson has pointed 
out, disabled people may require “support and protection unique to the 
issues they face”.15 The recent CRPD and its Optional Protocol16 are pre-
cisely intended to grant that protection by identifying areas where 
adaptations are necessary to ensure the effective enjoyment of all 
human rights by persons with disabilities. With the 20th ratification 
presented by ecuador on 3 April 2008, the CRPD and Protocol entered 
into force on 3 May 2008, providing an additional impetus to the 
important role of monitoring in persuading governments to take steps 
in order to implement the Convention and realize the rights of persons 
with disabilities.

As a methodology, monitoring relies on a set of instruments  
(e.g. surveys, questionnaires, and other recording tools) to systemati-
cally collect and analyse data on a specific geo-political context, and 
evaluate this data against existing human rights standards to identify 
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existing gaps and contradictions.17 This activity can be very empower-
ing for disabled people and their organizations, and remains a vital 
instrument to enhance public awareness about the situation of persons 
with disabilities. listening to people’s stories can “restore dignity” by 
providing a voice to otherwise silenced and marginalized groups.18 
Moreover, monitoring processes place analysis of individual stories in 
the context of prevailing structural and systemic barriers. This has the 
potential of reinforcing a collective identity among disabled persons 
while supporting their efforts to achieve social justice. Finally, system-
atic monitoring provides clear, accessible and detailed information 
about the human rights abuses experienced by people with disabilities 
which can serve to raise public awareness around disability issues. The 
stories of particular individuals (case studies) as well as statistical data 
collected through monitoring projects can be used in public ads and 
campaigns to educate people and mobilize public support for neces-
sary political change.19

Disability Rights Promotion International – A system for 
Disability Rights Monitoring in Action

In the increasingly populated field of human rights operations, moni-
toring the rights of persons with disabilities has been, until quite recently, 
a relatively neglected area of work. Disability Rights Promotion Interna-
tional (D.R.P.I.) is a singular example of a pioneering project dedicated 
to establishing a comprehensive global monitoring system for disabil-
ity rights. The project was initiated in response to the recommenda-
tions of an international seminar held at Almåsa sweden in 2000 and 
hosted by Bengt lindqvist, the UN special Rapporteur on Disability at 
the time. In their final report, “let the World Know,” experts partici-
pating in the Almåsa seminar, many of them representatives of all the 
major international disability organizations, called for the  establishment 
of an international disability rights monitoring system and elaborated 
guidelines for identifying and reporting human rights abuses against 
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people with disabilities. With its coordination centre  established at 
York University in toronto, Canada,20 D.R.P.I. was launched in 2002.

As recommended by participants at the Almåsa seminar, D.R.P.I. 
adopted from its inception a holistic approach to disability rights  
monitoring, which encompasses three broad areas: monitoring indi-
vidual experiences, monitoring systems (including law, policy and pro-
grams), and monitoring media. traditional rights monitoring tends to 
privilege one or the other of these three dimensions; by contrast, this 
inclusive framework enables us to conduct a comprehensive assess-
ment. Combining information collected at the micro, meso, and macro 
levels, the approach allows a more complete profile of the human rights 
situation of disabled persons in a particular society. Using human rights 
standards as benchmarks, attention is focused on the ways that sys-
temic discrimination and social exclusion increase vulnerability to 
abuse, chronic poverty, unemployment, and inequitable social condi-
tions for people with disabilities.

to accomplish this work D.R.P.I. is guided by five general princi-
ples.21 The first principle demands the “involvement of people with  
disabilities and their organizations.” Recognizing the expertise that 
emerges from the experience of living with a disability D.R.P.I is com-
mitted to having disabled people involved in all aspects of the monitor-
ing process (as members of the Advisory Committee, researchers, 
trainers, local coordinators, monitors, etc), as well as to have disability 
organizations (of local regional, national and/or international scope) 
implicated in the pilot projects in the countries where these have taken 
place. D.R.P.I. also seeks to ensure that disabled people take ownership 
of monitoring activities – in this sense a great effort has been placed in 
the development and dissemination of accessible training tools. The 
ultimate goal is that organizations of people with disabilities all over 
the world can learn to conduct disability rights monitoring, and that 
they can systematically rely on this methodology to document rights 
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22 see D.R.P.I. (2007). Moving forward, 9–10.
23 see D.R.P.I. (2007). Moving forward, 9–10.

abuses and press for legal and social change. These goals are encapsu-
lated in D.R.P.I. second fundamental principle, which calls for “sustain-
ability and capacity building in the field of monitoring.” D.R.P.I. is further 
oriented by the notion of “cross-disability involvement.” This tenet 
acknowledges the fact that all persons with disability are equally enti-
tled to the protection and promotion of their human rights and in 
this sense all should be involved in the monitoring process. The fourth 
principle concerns the “integration of the three broad areas for monitor-
ing.” The D.R.P.I. approach is comprehensive and holistic, not only for its 
multi-dimensionality, but also because it aims at integrating these vari-
ous dimensions to both tease out their mutual intersections and under-
line the tensions and contradictions that they may conceal. Individually, 
each of the areas assessed (individual experiences, legal and policy sys-
tems and media) provide valuable information that exposes factual 
data on the extent of discrimination and abuse perpetrated on persons 
with disabilities. together they offer a more complete perspective that 
also often highlights prevailing inconsistencies. For example it is not 
uncommon that the actual practice or daily life experiences of indi-
viduals with disabilities contradict popular media images of disability. 
to reveal these tensions is an important part of advocacy efforts that 
aspire at improving the human rights situation of persons with disabili-
ties.22 Naturally, all these complex tasks could not be achieved by a sole 
person or individual project. The last principle recognizes just this 
when it acknowledges D.R.P.I.’s “engagement with multi-sectoral organi-
zations.” 23 typically D.R.P.I monitoring projects are undertaken in 
partnership with a diversity of local, regional and international part-
ners, including universities and research centres, organizations work-
ing in the field of human rights monitoring, the community and 
government. The synergies created by these kinds of partnerships also 
remain significant in bringing about positive changes in the lives of 
disabled people throughout the world.

D.R.P.I. is currently initiating Phase Three of its broad program of 
action. During Phase One (2002 – 2004) the project focused on survey-
ing existing international human rights instruments to assess their 
potential use for monitoring disability rights. It also reviewed monitor-
ing tools and training resources to determine their applicability in the 
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24 D.R.P.I. (2003). Phase I Report: Opportunities, methodologies and training resources 
for disability right monitoring. toronto: Disability Rights Promotion International. 
(also available electronically in PDF and HtMl formats at http://www.yorku.ca/
drpi/).

25 D.R.P.I. ( 2007). Moving forward, 18.

disability field. As stated in the Phase One Report this research sig-
nalled some opportunities for disability rights advocacy within the 
framework of the international human rights system, but most funda-
mentally it confirmed “…the need to raise awareness and build capac-
ity related to disability rights.” In particular, it was observed that few 
monitoring tools referred to disability rights and very few training 
resources “adequately cover disability issues.”24 This then became the 
task for D.R.P.I. during Phase two – to develop and test “a comprehen-
sive set of tools and mechanisms that can be used by people with disa-
bilities and their organizations around the world to monitor disability 
rights in all three focus areas (systems, individual experiences and 
media).”25 The adoption of the CRPD brought renewed international 
attention to the rights of persons with disabilities and provided sound 
human rights standards against which to assess the status of disabled 
people in countries worldwide. In its monitoring work D.R.P.I. follows 
a “twin-track approach” that recognizes the protection and promotion 
of disability rights, not only in the disability-specific Convention, but 
within all existing international human rights instruments. Following a 
twin-track approach is indeed important for more than one reason. 
First, it serves to stress the fact that as human beings equal in dignity 
and rights people with disabilities are protected under the international 
human rights system as all other citizens. There is yet another motiva-
tion for insisting on mainstreaming disability rights in all human rights 
treaties and respective monitoring efforts. Undeniably the adoption of 
a disability-specific convention represents a major achievement for the 
disability community. But the CRPD is the outcome of a complex proc-
ess of political negotiation, involving multiple players. Therefore, the 
text which was adopted is less demanding to state parties than were 
progress-drafts, certainly reflecting the need to build consensus among 
the largest number of states and the urge to speed up the process of 
adoption of this instrument in the UN Assembly. In light of this, insist-
ing on all human rights for all becomes also a guarantee that concerns 
with the human rights of disabled people are not only taken into  
consideration in the work of disability-specific monitoring bodies but 
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26 Devlin, R. & D. Pothier. (2006). Introduction: toward a critical theory of  
dis-citizenship. In D. Pothier & R. Devlin (eds.), Critical disability theory: Essays in 
philosophy, politics, policy and law (pp. 1–22). Vancouver: UBC Press.

all human rights monitoring systems at both national and inter-
national levels.

With the active involvement of disabled people and their organiza-
tions D.R.P.I. launched pilot projects in Kenya, Cameroon, India, 
Bolivia, the Philippines and Canada, and collaborated with projects  
in sweden and Australia. As the project now enters Phase Three of 
worldwide dissemination and implementation, the data collected and 
analyzed in some of these pilot sites will provide real examples to illus-
trate the discussion that follows.

strategies and tools for Disability Rights Monitoring

As stated earlier in this chapter, monitoring requires a set of instru-
ments to systematically gather and analyse data on a specific context, 
and evaluate this data against existing human rights standards in order 
to identify persisting gaps, violations, abuses and discrimination. For 
the longest time, the issues confronting disabled persons have remained 
outside the concerns of those engaged in promoting and monitoring 
human rights. This absence is related to what Richard Devlin and 
Dianne Pothier have termed the “de-citizen” status assigned to persons 
with disability in our societies – their unequal, inferior position, their 
lack of opportunities to participate, to contribute and be recognized as 
valuable members of the human family.26 D.R.P.I. is working to counter 
this neglect by focusing specifically on monitoring disability rights. 
since disability has implications in all areas of people’s lives, this is an 
enormous task which requires a multidimensional framework. 
Therefore D.R.P.I. has developed a holistic approach to monitoring the 
human rights of disabled people which involves looking at the media, 
the law and policy systems, and the everyday lives of persons with 
disabilities.

In each of these areas specific instruments were created to guide the 
process of data collection. Adjusted to the specific goal each seeks to 
attain, these tools are all structured around an underlying set of human 
rights values which include the five following principles: Dignity; 
Autonomy; non-discrimination and Equality; Participation, Inclusion 
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27 see in particular above chapters of this text: on “Dignity and Difference,” Basser; 
on “equality,” Rioux and Riddle; on “Inclusion and Participation,” Jones.

28 see D.R.P.I. (2003). Phase I Report and D.R.P.I. (2007). Moving forward.
29 A purposeful sample is a sample that fits the purposes of the study, the questions 

asked, the resources available and the constraints being faced. It does not aim at  
mirroring the population from which is drawn, although it seeks to represent at the 
best possible level, its diversity and richness.

30 snowball sampling is the technique that allows us to identify respondents who  
are then used to refer researchers on to other respondents. It is the most common  
sampling strategy used to reach difficult to access, marginalized groups such as persons 
with disability.

and Accessibility; and Respect for Difference. These are the key standards 
on which a rights approach to disability stands. Most of these princi-
ples have been defined and their relevance discussed in earlier chapters 
of this book,27 so I abstain from debating them here again. suffice it to 
say for now that they frame our analysis and provide a common ground 
for an integrated reading of data collected at the multiple levels. let us 
now look in greater detail to the dimensions of monitoring pursued by 
D.R.P.I., the specific tools developed for this purpose, and the informa-
tion which they have enable to gather so far.

Monitoring at the Individual Level

Monitoring at the individual level is intended to document individual 
experiences of exercise and denial of human rights. Through personal 
interviews valuable information is collected about the facts and the 
contexts in which the human rights of disabled individuals have been 
realized, violated, or ignored. The interviews allow monitors to exam-
ine situations of inclusion and discrimination faced by persons with 
disability in the private and the public sphere and across multiple 
domains (social, economic, legal, etc). While these analyses grant 
important knowledge about individual cases, the aggregate outcome of 
individual monitoring often reveal more general patterns of discrimi-
nation. In this sense, monitoring at the individual level also provides 
important indicators of systemic breaches in the state’s compliance 
with its human rights obligations regarding disabled citizens.28

to guide the personal interview, an individual questionnaire was 
developed and revised during D.R.P.I. pilot phase. The questionnaire is 
applied to a purposeful sample29 of persons with disabilities recruited 
through the snowball technique.30 In line with the principle of  involving 
disabled people in all phases of the monitoring process interviews are 
conducted by monitors who are themselves persons with disability. 
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Before initiating the fieldwork, monitors receive an intensive training 
provided by D.R.P.I. The training offers an opportunity to discuss the 
human rights approach to disability and practice interview techniques. 
Interviews are tape-recorded, after a free written consent has been 
obtained from participants.

The questionnaire covers several aspects related to the socio- 
demographics of participants including age, sex, and type of disability, 
but also comprises issues less frequently addressed in other surveys as 
for instance the type of household and the proximity of infrastructures 
in the community such as a healthcare center and a police station. 
Answers to these questions provide an important measure of the back-
ground and socioeconomic status of the sample. In addition to these 
issues, the questionnaire is oriented to gather information about expe-
riences of access to, or denial of, human rights basic principles, and 
how participants have dealt with those situations. Interviewees are 
asked to provide concrete examples and indicate names of other per-
sons that may have witnessed the events they described. Box 1 presents 
an example of questions that probe the impact of discriminatory events 
on participants’ sense of dignity and self-worth.

since the large majority of questions used are open-ended, data col-
lected through the interviews is mostly of a qualitative nature. A  coding 
scheme has thus been developed to assist with and provide a common 
standard to data analysis across all sites. The scheme encompasses 112 
codes, distributed along 5 main areas or themes: “human rights impli-
cations” (covering life experiences reported by interviewees as they 
relate to key human rights principles); “responses to discrimination” 
(referring to the ways that interviewees have dealt with or responded to 
situations of abuse and discrimination); “reasons for not reporting” 
(encompassing the reasons interviewees provide for not reporting the 

Box 1

excerpt from the D.R.P.I. Individual Questionnaire

[ Dignity ]
2.5  HOW did this situation make you feel and WHY?  

(For example, did you feel respected/not respected, 
ignored/cared for, worthy/unworthy?)

2.6 WHAt made you feel that way?
2.7 WHY do you think people treated you that way?
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situations of abuse and discrimination they have endured); “systemic 
roots of discrimination” (comprising interviewees’ ideas about the social, 
economic and political factors that create or reinforce in their society 
the discrimination they have experienced on the grounds of disability); 
and “recommendations” (involving the ideas put forward by partici-
pants for future social and political action to prevent discrimina tion 
and abuse of people with disabilities). Data analysis relies on NVIVO 
as the support software and is conducted by local research teams involv-
ing representatives of disabled people’s organizations. to ensure the 
goal of capacity building and sustainability of the project, D.R.P.I. has 
created detailed manuals to assist local teams with all of these tasks.

The outcome of the individual data analysis process is a report which 
integrates the final country report resulting from the holistic rights 
monitoring process advanced by D.R.P.I. The report combines qualita-
tive and quantitative information to highlight and illustrate the human 
rights situation of disabled people in the particular jurisdiction under 
review. Box 2 offers an excerpt of the D.R.P.I. Kenya report where this 
mixed approach to data analysis is exemplified.

Dignity
As a human right, dignity relates to the impact of particular life 
experiences on the individuals’ perceptions of self-worth. Results 
are presented in table 6.

table 6

Dignity

Variable sources  
Coded

%

Interviewee reports feeling disrespected  
and devalued

90 94.7%

Interviewee reports of other persons  
feeling disrespected and devalued

 2 2.1%

Interviewee reports being respected  
and valued

24 25.3%

Box 2

excerpt from the D.R.P.I. Kenya Report
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examples of discrimination, abuse and violence that led to the viola-
tion of rights of people with disability are found in virtually every 
single interview. Results indicate that approximately 95% of the 
interviewees reported feeling disrespected and devalued in their 
experiences and opinions or were not able to form opinions without 
fear of physical, psychological and/or emotional harm. locked in 
the house permanently or forced to spent sleepless nights in the 
open seem to be common experiences for many disabled people. 
some disabled women reported having been sexually abused and 
even raped. When they saw their rights violated the majority of the 
respondents reported feeling disrespected, not cared for, neglected 
and oppressed, less valued than others, unwanted, unworthy, and 
most of all felt that their needs were not taken into account. For 
instance, a woman who is blind and used to sell on the street with 
the help of her children reported:

…On this day I was selling kerosene but my children were not around. 
I called on a woman to help me pour kerosene into a customer’s con-
tainer. She however brought an extra container and took some for her-
self and left without paying. Someone (I do not remember who) told me 
what had transpired and I felt so bad that I decided to discontinue with 
the business. I also tried to sell charcoal and open a shop but people 
would steal from me and I had to leave. Some people would pretend to 
give me a high denomination currency so that I gave them greater 
change. Someone even used Tanzanian [neighbouring country] cur-
rency to buy merchandise from me. These people despised me a lot. If 
they did not despise me, then they would never have done to me what 
they had. They looked on me as an incomplete person. I think the reason 
was my lack of sight.

source: state of Disabled Peoples’ Rights in Kenya. 2007. Final Report. 
http://www.yorku.ca/drpi/index.html.

In the countries where reports are already concluded the data gath-
ered from personal interviews has been crucial to obtain a more detailed 
picture of the rights violations and abuses facing disabled people. In 
most of these sites, the D.R.P.I. study represented the first attempt to 
holistically monitor disabled people’s access and exercise of human 
rights, give them voice in articulating their experiences of discrimina-
tion and in expressing their concerns, aspirations and needs. In addi-
tion to documenting individual stories of abuse and violation, data 
collected through personal interviews has been critical to identifying 
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31 D.R.P.I. (2007). State of disabled peoples’ rights in Kenya. toronto: Disability Rights 
Promotion International, online, http://www.yorku.ca/drpi/index.html.

32 D.R.P.I. (2007). Human rights of persons with disability in Cameroon. toronto: 
Disability Rights Promotion International, online, http://www.yorku.ca/drpi/index 
.html.

systemic patterns of exclusion and discrimination that characterize the 
treatment of disabled people in these societies. Hence, for instance, 
Kenyan researchers were able to conclude:

[the research] clearly indicates that experiences of oppression, discrim-
ination and violation of basic human rights pervade the lives of many 
disabled people in Kenya. As it emerged from the stories gathered,  
most people with disabilities, regardless of their age, gender, where they 
live or their disability type, are prevented from making decisions on 
issues that affect their lives. They are treated unequally and with disre-
spect by their families, communities, and even public authorities. They 
face prejudice and negative stereotypes, and are excluded in a multi-
tude of ways from their communities and mainstream society. Viewed  
as a burden and a curse to their families, they are regarded as second class 
citizens. Their dignity, as members of the human family, is seriously 
affected.31

similarly, the team that worked in Cameroon noted:

The results indicate that a distinct pattern of barriers exists for males and 
females: …incidences of abuse are almost twice as much reported by 
women than by men, suggesting that gender intersects with disability to 
produce an increased vulnerability of women to this particular form of 
discrimination.32

In sum, personal interviews provide a critical source of information 
in monitoring the human rights of disabled people. Data collected 
through individual questionnaires is useful to documenting specific 
events of abuse and violations, and also may indicate more general pat-
terns of discrimination prevailing in a given society. This data then 
serves to cross-examine existing law and policy and distinguish between 
the de jure and the de facto disability rights situation in a particular 
context. We turn now to the strategies and tools used by D.R.P.I. to 
gather and examine information at the systemic level.

Monitoring at the System’s Level

Analyses of individual stories of discrimination and denial of human 
rights provide detailed accounts of the actual lives of persons with 
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33 D.R.P.I. (2003). Phase I Report and D.R.P.I. (2007). Moving forward.

 disabilities. to get a more complete picture, however, these stories need 
to be placed in context. Monitoring at the systems’ level enables us to do 
that by moving the analysis to a more general level of assessment.

specifically, monitoring at the systems’ level involves the  investigation 
of the laws, policies and programs carried out for people with disabili-
ties in a particular jurisdiction. This exploration serves to determine 
whether legislative frameworks in place fail to respect and protect the 
human rights of disabled people, or even violate them by containing 
discriminatory dispositions. A thorough review of law and policy is 
thus a necessary stage of the holistic monitoring process, and a critical 
one to potentiate social and legal change. In addition to law and policy 
assessments, the D.R.P.I. framework proposes, at the system’s level, to 
 compile and analyze disability cases, brought before the court and 
other statutory human rights bodies, in order to gain knowledge 
about the ways that legal institutions interpret and enforce disability 
rights. This is a significant dimension with direct impact on the lives 
of disabled people and one whose effects often propagate across soci-
ety. Finally, monitoring at the systems’ level involves scrutinizing 
 governmental services and programs to inquire about their impact on 
the human rights status and freedoms of people with disabilities. 
Documenting the gaps and violations embedded in legislative frame-
works is a powerful way to point out what governments still need to do 
in order to improve the protection, promotion and fulfilment of human 
rights of disabled citizens.33

Monitoring processes conducted under the auspices of D.R.P.I. 
included a systemic focus. Through this strand of the study, the human 
rights protections available to persons with disabilities in these two 
countries both at international and domestic level were identified and 
critically assessed. The two final reports highlight prevailing problems 
with the application of existing legislation and point to the areas where 
insufficient or inadequate protection is granted. For instance, the Kenya 
report states:

The study findings show that Kenya is a party to most of the major inter-
national human rights instruments and has signed but not yet ratified the 
international Convention on the Rights of Persons with Disabilities. At the 
national level, the government of Kenya has enacted the Persons with 
Disabilities Act (PDA) 2003 which creates the National Council of Persons 
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34 state of Disabled Peoples’ Rights in Kenya (2007), 9–10.
35 study on the Human Rights of Persons with Disability in Cameroon (2007), 33.
36 study on the Human Rights of Persons with Disability in Cameroon (2007), 35.
37 The template was initially created by Paula C. Pinto and a sample of questions 

from the template was pre-tested in Portugal by the author: see Pinto, P. “At crossroads: 
Disability policy and human rights in Portugal and the eU”, presented at the 2006 
Canadian Congress of the Humanities and social sciences.

38 The team includes Roxanne Mykitiuk, Yvonne Peters, Michael Prince and Mihaela 
Dinca-Panaitescu, the project coordinator for D.R.P.I. Canada.

39 D.R.P.I. (2003). Phase I Report, 3.

with Disabilities as a statutory organ to oversee the welfare of disabled 
persons.….[Yet] the study also found that the [Kenyan] law itself is dis-
criminatory to persons with disabilities in certain cases. For example, 
when prescribing principles of criminal liability, the Penal Code provides 
for the protection of “idiots” and “imbeciles”. This language is highly 
derogatory and does not even clearly identify the persons it seeks to pro-
tect, that is, persons with mental disabilities.34

similarly, researchers in Cameroon concluded:

…. article 3 (1 and 2) of the 1983 [Cameroonian disability] law, forbids 
all forms of discrimination towards persons with disabilities. This meas-
ure has been criticised for its ambiguity because its practice is uncertain; 
for example families and sometimes the society in general, show little 
concern towards persons with disabilities.35 (…) In the Cameroonian 
society, persons with disabilities are the most vulnerable and poorest 
because most of them are uneducated and unemployed. Many live in the 
streets and begging has become their major occupation.36

to support monitoring activities at the systemic level the D.R.P.I. 
law and Policy Assessment template was created.37 The template has 
been applied by a team of Canadian researchers and disability activ-
ists38 and by researchers in Kenya and India.

As shown in table 1, this assessment tool has several components. 
The first column (column 1) identifies the articles of the most impor-
tant international human rights instruments which relate to each of the 
questions included in the template. This serves to stress D.R.P.I.’s view 
that disability rights are not a separate category of rights but rather 
“refer to the full range of human rights available to all, applied effec-
tively to respond to the specific situation of people with disabilities.”39 
In this sense, information contained in this section is intended to pro-
vide background references that may be useful for a full understanding 
of the content of each question, as well for the advocacy work that may 
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result from the completion of a country’s assessment. sequentially, the 
next column (column 2) provides specific questions about laws and 
policies that relate to the articles specified in column 1, while column 3 
offers further specifications to clarify the meaning of those questions.

The template is further divided into two sections – the de jure  
and the de facto assessment sections. The de jure assessment involves 
completing columns 4 and 5. It requires a thorough review of the 
laws and policies of the state to verify their compliance with human 
rights principles and law. Quotations and references to the laws relied 
upon in analyzing a country’s compliance with each individual right 
will be inserted in column 4.

The de facto analysis (columns 6 and 7) seeks to determine the  
extent to which people with disabilities, in practice, are able to realize 
their rights, and what obstacles may impede equality for them.  
This requires selecting, compiling and analysing data from diverse 
sources including national and local statistics, national budgets, and 
policy or research reports (column 6). It is also in this section that  
the integration with the data collected through personal interviews 
must occur.

Finally, the template comprises an evaluation section, involving col-
umn 7. Based on the information collected through both the de jure 
and the de facto analysis, the assessment team will provide an integrated 
summary analysis of the situation and status of people with disabilities 
in the country in regards to each right. The summary should highlight 
both the gaps and contradictions between laws in paper and in practice 
and how these impact the five human rights principles that anchor the 
entire D.R.P.I. project: dignity, non-discrimination and equality, acces-
sibility, participation and inclusion and respect for difference. table 2 
provides an example of how the Canadian team is currently tackling 
this task, which is at this point still a work-in-progress. A similar pro-
cedure is being developed to create a disability case law database.

In parallel to field testing this template, D.R.P.I. is collaborating with 
several international human rights organizations including the Asia 
Pacific Forum of National Human Rights Institutions (APF) to raise 
awareness and interest on disability rights and develop new tools that 
will assist in bringing forward and/or tracking disability case law.40 
In collaboration with the International Coordinating Committee of 



 monitoring human rights: a holistic approach  471

41 titchkosky, t. (2007). Reading and writing disability differently. toronto: University 
Press.
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National Human Rights Institutions (ICC) and APF, work is  progressing 
on developing Disability Rights Database and software program that 
will facilitate the collection, analysis and reporting of internationally 
comparable information by National Human Rights Institutions. This 
data set will help provide greater visibility to disability rights issues at 
both the international and domestic level in the four regions of the world 
where ICC is represented: Africa, Americas, Asia-Pacific and europe. 
The database is envisioned to provide an evidence-base to support inter-
national comparative research about important issues such as the human 
rights violations experienced by people with disabilities, complaints and 
best practices in handling them, and other initiatives in relation to dis-
ability rights. It is expected that the project will assist in capacity build-
ing within National Human Rights Institutions to enhance their ability 
to address the human rights of persons with disabilities, while also facil-
itating innovation and greater awareness and commitment to promote 
and protect disability rights among human rights organizations,  
governments, intergovernmental bodies, and the civil society.

Monitoring at the Societal level – The Depiction and  
Coverage of Disability in the Media

Media monitoring constitutes a further important dimension of assess-
ment in the D.R.P.I. holistic approach. How people with disabilities are 
perceived in society (and often how they perceive themselves) is highly 
influenced by the ways in which they are portrayed in the media. social 
attitudes, myths and stereotypes around disability and its meanings 
emerge, are reinforced and circulate through images and texts that 
constantly surround us in multiple media forms. to include this level 
of monitoring thus represents an attempt to get at the ways that in a 
particular society disability is, using tanya titchosky’s expression, 
“read and written”41 at the most general societal level. Media coverage 
and depiction of disability is an important component of the daily life 
experiences of disabled persons for in decisive ways these representa-
tions create (and constrain) the very possibilities available to those with 
disabilities to assert and realize their rights.42

The D.R.P.I. approach to monitoring disability rights through media  
stories involves both qualitative and quantitative methodologies.  
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Quan titative analyses require collecting information relative to the 
number of publications and format of publications per day, their place-
ment (which section, where in that section), the types of disability cov-
ered, and sources of disability information relied upon, paying 
particularly to the role people with disabilities themselves take in the 
story (that is, whether they figure as sources or just subjects). Qualitative 
assessments, in turn, focus on content and therefore involve the exami-
nation of features such as language and presence of stereotypes, the 
ways sources are used (whose voice is authoritative, and why), the vis-
ual images which are made available, the angle/perspective deployed 
(including attention to missing voices, implicit judgments, model being 
used to portray disability) and the context (what stories or items are 
before/after/around a particular piece). since analyses are developed 
from a human rights perspective, this framework is grounded on the 
above stated key human rights principles of dignity, autonomy, non-
discrimination, inclusion, respect for difference, and equality.

to develop this work D.R.P.I. is partnering with a team of research-
ers from state University at Buffalo (UsA) who have developed neuro-
network software to collect and analyse media stories in multiple 
formats and languages, and a researcher from the University of Umea 
in sweden for the critical discourse analysis component of the study. A 
Panel of experts including media representatives and persons with dis-
abilities, both from the community and the academy, is also assisting 
with this task. The media monitoring research is guided by a set of 
questions (see Box 3) which seek to capture the representations of dis-
ability in the media and attempts to determine whether there is a move-
ment towards a positive expression of rights for people with disabilities 
internationally.

The tools developed are now being tested by this group. As a critical 
component of D.R.P.I. monitoring system, information collected 
through media monitoring will add to data that comes from the 
 monitoring of individual situations and systemic monitoring to pro-
vide a broad and robust picture of the human rights situation of disa-
bled people.

Disability Rights Monitoring: the Way Forward

Rather than an end in and of itself, monitoring is a social tool that 
serves the purpose of helping us understand a particular situation and 
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what it means for the persons involved. The outcome of D.R.P.I. national 
monitoring projects is a report that holistically integrates data gathered 
at the individual, systemic and media levels. A good report links all 
these levels of information offering a broad picture in ways that are 
accurate, objective and reliable.

An important step after the report is completed is to ensure its wide 
dissemination so that the abuses and violations of rights highlighted 
and the recommendations put forward reach the political powers and 
strengthen the disability community advocacy efforts. D.R.P.I. country 
reports issued to date draw attention to prevailing violations of human 
rights and suggest actions to be taken in the future to tackle these issues 
and improve the rights protection of disabled people in these countries. 
Country reports are presented to the media, the disability community 
and local authorities in public sessions but they are also posted in the 
D.R.P.I. website to warrant continuing circulation in the future.

Box 3

D.R.P.I. Media Monitoring substantive Research Questions

1.  The last twenty years have marked a paradigm shift in the way 
that society understands disability.
to what extent does media coverage of disability issues reflect 
this paradigm shift?
 (a)  to what extent are disability issues and people with  disabilities 

portrayed in major print and broadcast media coverage?
 (b)  Are disability rights recognized/affirmed/denied by this 

coverage?
 (c) Do media stories acknowledge newly recognized rights?
 (d)  Is there a significant divergence in the depiction of disability 

and the nature and extent of disability coverage between 
mainstream and disability media?

2. What is the media transmitting to us about disability?
 (a) How is disability defined by media?
 (b)  What are the perspectives from which the media addresses 

disability? (e.g. charity, medical, service delivery, others?)
 (c) How is public opinion influenced by media?
 (d) Does the press lead or follow public opinion?
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What does then the future hold for D.R.P.I.? Certainly the passage of 
the CRPD has signalled an important moment that fundamentally 
reframed disability as a human rights issue. Now that an international 
legally binding document provides a comprehensive protection of the 
human rights of persons with disabilities, governments all over the 
world are under greater pressure to put an end to discrimination and 
provide a political and legal environment that ensures the rights of 
disabled people on equal grounds to all other citizens. Article 33 of the 
new Convention explicitly asks for the development of monitoring 
mechanisms to assess the status and function of national institutions in 
protecting and promoting the human rights of persons with disability. 
Monitoring has become crucial to assess persisting gaps in the field and 
encourage change, while measuring the progress made towards the 
goal of full participation and substantive equality.

D.R.P.I.’s holistic system of rights monitoring offers disabled people 
and their organizations a comprehensive approach to this complex 
task, supported by a range of assessment tools, instruments and strate-
gies specifically designed and refined to address human rights issues 
relevant for persons with disability all over the world. With monitoring 
projects already concluded in a number of countries including Kenya, 
Cameroon, India, Bolivia and the Philippines, and under way in Canada 
and various other countries, D.R.P.I. is about to enter the third stage of 
its program. Building on previous experience and expertise, the third 
phase will expand the initiative to involve as many countries in all 
regions of the world as possible in monitoring the human rights of peo-
ple with disabilities. two building blocks of the project will continue to 
strengthen the participation of disabled persons and their organ izations 
in all steps of the monitoring process, and fostering the sustainability of 
the initiative through the establishment of multi-actor partnerships 
and the production and dissemination of training tools. The D.R.P.I. 
office in toronto will continue to provide technical support and coor-
dination to these actions, but the creation of the figure of Regional 
Managers (one per region of the globe) along with the ongoing involve-
ment of the International Advisory Committee43 (where disabled  

43 Currently the International Advisory Committee integrates 16 experts in disabil-
ity and human rights, from all regions of the world, most of whom are also themselves 
persons with disabilities.



 monitoring human rights: a holistic approach  477

people will continue to have a majority of seats), and the collaborative 
efforts of various international, regional and national  partner organiza-
tions will amplify this work by ensuring local support to several coun-
try monitoring teams that will integrate the large D.R.P.I. Disability 
Rights Network.

even though a legally binding treaty is now available to promote  
and protect the rights of people with disabilities, the struggle for the 
human rights of disabled people all over the world is far from being 
complete. everywhere persons with disability are still victims of social 
and economic injustice, discrimination and violation of basic human 
rights. Monitoring initiatives are required to document and expose 
these abuses and thus contribute to raising public awareness of disabil-
ity as a human rights issue. More than ever, we need strong mecha-
nisms to highlight persisting discrimination, draw attention to gaps 
between legal and policy frameworks and the lived experiences of  
disabled people, and ensure compliance with the standards of the new 
Convention. Whether monitoring results in shadow reports for 
national or international human rights bodies, public campaigns, polit-
ical lobby or legal advocacy, it is crucial that these efforts engage the 
active participation of people with disabilities, who are those directly 
affected by these actions. Their active involvement will ensure that as 
rights monitoring advances and more evidence becomes available to 
challenge governments and the international community, the lives of 
people with disabilities, their interests and concerns are accepted, 
respected and reflected in the changes that will end disability discrimi-
nation one day.
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CONCLUSION

WORKING WItHIN a NEW HUMaN RIGHtS  
PaRadIGM – tHE Way FORWaRd

The objective of this collection has been to consider ideas about human 
rights as they affect legal decision-making and state action relating to 
disability. The book begins with recognition of some key principles of 
human rights – the values at the essence of a just society. These princi-
ples are: first, that all people are treated with dignity and respect; sec-
ond, that all groups of people and all individuals within those groups 
are recognised as equal; and finally, that all people are actively included 
into the communities in which they live. For law to be consistent with 
human rights the state has to ensure that legal decision-making and 
social action is consistent with these principles and that agents of the 
state are required to promote dignity, demand equality and enhance 
inclusion. The articles that follow take on particular legal circumstances 
in a number of countries and show the way in which law has addressed 
those principles.

a human rights approach to law and disability leads to fundamen-
tally different assumptions about disability and the legal and social 
construction of the status of people with disabilities.1 translating 
human rights principles into legal decision-making provides a different 
perspective on disability in the field of law. This has the potential to 
lead to different outcomes for people with disabilities and to conclu-
sions which allow us to reconsider the place and power of human rights 
for people with disabilities.

When we started this book, the Convention on the Rights of Persons 
with Disabilities was still an unrealised proposal. Never before has the 
international human rights community moved so quickly through the 
drafting process to the adoption and ratification of a treaty. With an 
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unprecedented level of involvement of the international disability com-
munity, the terms of the Convention on the Rights of Persons with 
Disabilities (CRPd) reflect what human rights mean for people with 
disabilities. The CRPd opened for signature on 30th March 2007 and 
came into effect on 3rd May 2008. The significant number of signatures 
and ratifications in such a short time reflects the high level of interna-
tional consensus of the need for this Convention.

The significance of this Convention is that it represents an articula-
tion of a paradigm shift, which has been emerging over the last 30 
years. While earlier international instruments also applied to persons 
with disabilities, there was no concrete recognition of how they were 
included and few legal applications of those human rights. Throughout 
this volume contributors ask about the way in which a human rights 
perspective on disability can bring about different outcomes for people 
with disabilities in law and what this means in the day-by-day lives of 
people with disabilities. While the Convention is important and an 
outstanding achievement, the distance between a declaration or an 
international agreement about human rights and its application for 
people with disabilities needs to be explicitly recognized. The scope of 
the CRPd is itself an indication of the many areas of life in which peo-
ple with disabilities may experience human rights abuses and the very 
detail of the Convention suggests the complexity of ensuring human 
rights for people with disabilities.

This book represents a step towards more detailed focus on the inter-
section of human rights, disability and law. This analysis is important 
for an understanding of CRPd and will aid in the interpretation of the 
CRPd. The contributors examine discrete areas of law and bring human 
rights to bear in the specific circumstances explored. a breakdown of 
the reasons why people with disabilities continue to be the subject of 
rights infringements and the ways in which these rights are disregarded 
is highlighted. The authors demonstrate the difficulty of dealing with 
this subject as they consider the ways in which the legal construction of 
disability has traditionally reflected a disabilist perspective. What is 
needed is a move from a charitable status to a rights status; a move 
from a second rate status to a favoured status; from disabled people as 
second-rate citizens to disabled people as rights holders. Given the 
complexity of this subject, we recognize that an enormous amount of 
work is yet to be done to make the human rights of people with disabil-
ities meaningful. The law is an important instrument in this shift and 
the authors in this volume unpack issues that block the legal construc-
tion of people with disabilities as rights holders.
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the Paradigm Shift to a Rights Based approach

The paradigm shift referred to in the title to this chapter is the shift 
from thinking of disability as a matter of individual pathology, of wel-
fare, charity and services, to conceptualising disability as a human 
rights issue.2 In the words of the former High Commissioner for Human 
Rights Madame Louise arbour:

[t]he Convention represents a paradigm shift in attitudes that moves 
from a perception of persons with disabilities as objects of charity, medi-
cal treatment and social protection to subjects of rights, able to claim 
those rights as active members of society. The Convention achieves this 
paradigm shift by affirming that persons with disabilities hold civil, cul-
tural, economic, political and social rights, are entitled to full protection 
against discrimination and by establishing monitoring mechanisms at 
the national and international levels to ensure that persons with disabili-
ties are able to enforce those rights.3

taking this human rights approach to disability is important because, 
as Quinn and degener argued in their 2002 report:

…the human rights perspective on disability means viewing people with 
disabilities as subjects and not objects. It entails moving away from view-
ing people with disabilities as problems towards viewing them as holders 
of rights. Importantly, it means locating problems outside the disabled 
person and addressing the manner in which various economic and social 
processes accommodate the difference of disability…4

The push for a disability convention came from the international disa-
bility community. It started with the Swedish proposal in the 1980’s 
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when the international community was not yet ready for a Convention 
and, in the place of a Convention, instead adopted the Standard Rules on 
the Equalisation of Persons with Disabilities.5 That was followed by a 
series of international meetings sponsored by the United Nations in 
Berkeley,6 Hong Kong,7 almosa, Sweden8 and Mexico9 where people 
with disabilities called for a distinct convention on disability rights.

The Convention does not intentionally create new rights.10 Rather it 
restates and clarifies existing rights and what those rights encom-
pass from a disability perspective. With respect to these rights, the 
Convention seeks to identify those areas where adaptations are required 
to ensure that people with disabilities can effectively exercise their 
rights, those areas where the rights of people with disabilities have been 
violated and where protection of rights must be enforced.

There was already significant evidence that disability rights had been 
sidelined in international instruments and reporting, even while it was 
recognized that people with disabilities were included within their 
scope. In Mr. despouy’s 1993 report, Human Rights and disabled 
Persons, the UN Special Rapporteur made it clear that disability was a 
human rights concern, in which the United Nations treaty monitoring 
bodies should be involved. Included among his recommendations was 
the following:
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after the decade has ended, the question of human rights and disability 
should be kept on the agendas of the General assembly, the Economic 
and Social Council, the Commission on Human Rights and the Sub-
Commission as an item of constant concern and on-going attention.11

The Committee on Economic, Social and Cultural Rights in 1994 
assumed the responsibility for disability rights by issuing General 
Com ment No. 5 in which the Committee analyses disability as a human 
rights issue. The General Comment states:

The Covenant does not refer explicitly to persons with disabilities. 
Nevertheless, the Universal declaration of Human Rights recognizes that 
all human beings are born free and equal in dignity and rights and, since 
the Covenant´s provisions apply fully to all members of society, persons 
with disabilities are clearly entitled to the full range of rights recognized 
in the Covenant.12

at the 54th session of the United Nations Commission on Human 
Rights, the United Nations assumed responsibility for the human rights 
of persons with disabilities. This was followed at its 56th session in 
april 2000 in which the Commission13 recognized the United Nations 
Standard Rules on the Equalization of Opportunities for Persons with 
Disabilities (General assembly resolution 48/96, annex) as an evalua-
tive instrument to be used to assess the degree of compliance with 
human rights standards concerning persons with disabilities:

[The Commission] recognizes that any violation of the fundamental prin-
ciple of equality or any discrimination or other negative differential treat-
ment of persons with disabilities inconsistent with the United Nations 
Standard Rules on the Equalization of Opportunities for Persons with 
disabilities is an infringement of the human rights of persons with 
disabilities.14

Further, the Commission encouraged all the treaty bodies to monitor 
the compliance of States’ commitments in order to ensure full enjoy-
ment of rights by persons with disabilities. Governments were urged to 
cover fully the question of human rights of persons with disabilities, 
when reporting under the relevant United Nations human rights 
instruments.



484 conclusion  

15 Ibid., para 11.
16 Supra, note 7.
17 Mary Robinson, United Nations High Commissioner for Human Rights, Video 

Message to the International Seminar on Human Rights and disability, almåsa 
Conference Centre, Stockholm Sweden, 5 November 2000.

18 The process of development of the CRPd began in december 2001 with the 
Mexican proposal in the General assembly to establish an ad Hoc Committee to con-
sider proposals for a comprehensive and integral international convention to promote 
and protect the rights and dignity of persons with disabilities, online: http://www.un 
.org/disabilities/default.asp?navid=22&pid=153.

19 The General assembly established an ad Hoc Committee in 2001 “to consider 
proposals for a comprehensive and integral international convention to promote and 
protect the rights and dignity of persons with disabilities, based on the holistic 
approach  in the work done in the fields of social development, human rights and  
non-discrimination and taking into account the recommendations of the Commission 
on Human Rights and the Commission for Social development.”

[The Commission] invites all the human rights treaty monitoring bodies 
to respond positively to its invitation to monitor the compliance of States 
with their commitments under the relevant human rights instruments in 
order to ensure full enjoyment of those rights by persons with disabili-
ties, and urges Governments to cover fully the question of the human 
rights of persons with disabilities in complying with reporting obliga-
tions under the relevant United Nations human rights.15

This framework provided the impetus for the Special Rapporteur on 
disability, Mr. Bengt Lindqvist to hold the Stockholm Seminar on 
Human Rights and Disability titled “Let the World Know.”16 In a state-
ment to the Seminar, Mary Robinson, UN High Commissioner on 
Human Rights at the time said:

This seminar is a vital step towards the full recognition and realization of 
the human rights of all persons with disabilities…We know that persons 
with disabilities frequently live in deplorable conditions, and face physi-
cal and social barriers, which prevent their integration and full participa-
tion in the community. as a result, millions of adults and children 
throughout the world are segregated, deprived of virtually all their rights, 
and, sometimes, lead wretched and marginalized lives. This is completely 
unacceptable.

The Universal declaration of Human Rights refers specifically to the 
rights of persons with disabilities. article 1 declares that all human beings 
are born free and equal in dignity and rights. There is a joint responsibil-
ity at the national and international level to ensure these rights are trans-
lated into concrete action.17

When the Convention process itself began,18 people with disabilities 
were involved through their representative organizations and as part of 
the government contingents on the ad Hoc Committee19 and the 
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Working Group.20 Through this process not only has the discourse of 
disability changed and disability been made more visible, it has contin-
ued and accelerated the process begun earlier in many countries, to put 
disability on the international and domestic law and policy agenda. Just 
as importantly, the process of developing the Convention provides a 
model for the development of law, policy and programs at the national 
and local level, involving people with disabilities in that development. 
This is formally mandated in article 4.3 of the Convention:

In the development and implementation of legislation and policies to 
implement the present Convention and in other decision making proc-
esses concerning issues relating to persons with disabilities, States Parties 
shall closely consult with and actively involve persons with disabilities, 
including children with disabilities, through their representative 
organizations.

The significance of this paradigm shift cannot be understated. More 
often than not people with disabilities have been seen as individuals 
with tragic lives, in need of fixing. The assumption of what has become 
known as the bio-medical or individual pathology model of disability 
is that the individual is conflated with their “condition” or “impair-
ment” and their personhood subsumed into their disability. The alter-
nate model of disability, put forward by critical disability scholars and 
advocates, is known as the social pathology model of disability. This 
model locates the pathology or the problem of disability outside the 
person, attributing responsibility to the disabling effect of social, legal 
and political structures.21 The human rights framework of disability 
takes us one step further in its recognition that responsibility for disa-
bility lies both in the individual experience and in social structures.22 
While putting the person first, the principle of dignity requires that an 
individual’s disability is acknowledged and the impact of the  “condition” 
on a person’s life is recognized. adherence to the principle of equality 
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requires an examination of the differential impact of social structures 
on the disabled and non-disabled populations. Often  inequality is 
invisible, operating at both at a systemic level and encapsulated in 
“common sense.”

Throughout this volume we have seen authors come to terms  
with ways in which the law can be viewed from this rights perspective, 
challenging both understandings of the disabled person in law  
and ideological assumptions surrounding disability. These essays pro-
vide a starting point for the initiation of movement towards the re-
conceptualization of the meaning of law for disability as a rights issue. 
Using human rights principles as a foundation, these analyses of legal 
action, in light of the recent ratification of the CRPd, show genuine 
commitment to the re-evaluation of people with disabilities as valued 
members of society and as rights bearers.

Including the full range of people with disabilities is sometimes con-
strued as overly complex. People with disabilities are heterogeneous 
and they are at the same time members of other rights-seeking groups 
as well. That intersection of disability and other statuses cannot be 
downplayed or masked. different impairments also intersect differ-
ently with different environmental and attitudinal barriers. What con-
stitutes a barrier to one group may not be disabling in the same way or 
have the same impact to another. In addition, as the preamble to the 
CRPd recognizes, disability is an evolving concept and an unstable cat-
egory, which is determined by the interrelationship between bodies, 
impairments, concepts of normalcy, attitudes to disability, social and 
structural institutions and political ideology. Even recognizing all these 
issues, providing human rights for people with disabilities is not neces-
sarily as complicated as it is sometimes presumed.

Proceeding from commitments to treating people with dignity and 
respect; ensuring equal outcomes among people; and making changes 
where required to facilitate the inclusion of people with disabilities, 
ways of moving forward will be clearer. The outcomes result in casting 
aside intuitive or emotional reactions of people with disabilities and 
eliminating the equation of services with rights. The task will be locat-
ing entitlements arising from law by taking a human rights approach. 
Outcomes must ensure, first, that the dignity of the person is main-
tained and promoted. Second, accommodations need to be made to 
ensure equal outcomes between disabled and non-disabled persons. 
Third, inclusion must be facilitated such that participation is on 
equal terms to those of the non-disabled population. In other words, 
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what is needed is a principled approach to the interpretation and 
 practice of law.

the CRPd as a Catalyst for Change

The success of the CRPd, and of law generally, will be measured by the 
extent to which the underlying principles are reflected in the develop-
ment and administration of laws, policies and programs, in the rulings 
of domestic courts and tribunals and in the changes experienced at the 
grass roots. Overall, the achievements of the Convention support the 
understanding of the entitlements of people with disabilities as rights 
bearers. The Convention affects a paradigm shift in the approach to 
disability. disability is more than a thematic issue for the United 
Nations and other world bodies, for example, in development. The 
Convention requires that disability be seen as more than simply a mat-
ter of  charity – disability is centre stage as a rights issue. The Convention 
makes it clear that disability rights are human rights and people with 
disabilities, in common with all members of the human family, are 
entitled to be treated with dignity and respect and to exercise the full 
range of human rights.

However, the Convention, like much current domestic law, does not 
tell us what to do in the specific application of the rights guaranteed by 
its terms. The dilemma, as demonstrated throughout the chapters of 
this book, is in the application of principles to particular cases,  involving 
particular individuals, in particular circumstances. traditional failure 
to translate rights as requiring facilitation has resulted in hollow 
 promises. People with disabilities, unlike people from historically dis-
advantaged groups, cannot be granted rights-bearing status by simply 
addressing previous discriminatory practices.23 For rights to be mean-
ingful for people with disabilities the rights must be inclusive and facil-
itative. We can identify the application of disability rights by looking to 
legal decisions in which the Courts have clearly recognized that people 
with disabilities must be provided the same rights as others.24 Unless 
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the lives of individuals with disabilities are improved, unless it can truly 
be said that people with disabilities are active participants in the socie-
ties in which they live and unless there are processes available to people 
with disabilities that translate their rights into lived experience, rights 
are not being translated from their rhetorical base.

Beyond the Convention: Living the Paradigm

In many jurisdictions the interests of people with disabilities have been 
translated into anti-discrimination law, which have often been the first 
state declaration of the human rights of people with disability. The 
introduction of these laws has been enormously progressive and, while 
not a panacea, this is an essential step. The potential achievement of 
anti-discrimination law could be the transformation of society as a 
whole. For example, when the australian Disability Discrimination Act 
1992 (Cth) was introduced into the australian Parliament, it was 
inspired by the idea of:

…a fairer australia where people with disabilities are regarded as equals, 
with the same rights as all other citizens, with recourse to systems that 
redress any infringement of their rights…where difference is accepted, 
and where public instrumentalities, communities and individuals act to 
ensure that society accommodate difference.25

The operation of the australian act, however, has rarely encapsulated 
this vision. This is in part because of the very complexity of the subject 
with which we are dealing.

In some cases the failure to accord applicants with human rights out-
comes is more a reflection of the failure to understand the nature of 
disability than it is a resistance to human rights.

Even where the commitment to equality of people with disabilities is 
found in a country’s constitution or a legislative bill of rights, the human 
rights framework of the law has again offered no guarantee to people 
with disabilities that their human rights will be protected. For example, 
the equality guarantee in section 15 of the Canadian Charter of Rights 
and Freedoms, embedded in the Canadian Constitution, while clearly 
intended to extend equality to people with disabilities, has not yet seen 
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its full potential realized,26 although there are cases which have been 
exemplar.27

While there have been glimpses of hope in national law, in many 
cases people with disabilities have gained access to services rather than 
having their rights entrenched. The accounts of the authors of this vol-
ume tell that story. Though officially found in law, the meaningful 
application of rights protections for people with disabilities are fre-
quently inadequate and the realization of disability rights long 
overdue.

Given the number of people with disabilities in every society, it is 
important to recognize that any law, or any regulation, by-law or policy 
will have an impact on people with disabilities and, therefore, ought to 
be read in a way consistent with the principles of dignity, equality and 
inclusion. to achieve this a nuanced understanding of the operation of 
law is required:

If we take law to have as its essential feature the exercise of state power 
which has the effect of regulating and controlling behaviour, we can also 
come to see that the success of law depends on its ability to discipline 
behaviour…In other words, law works by categorising, isolating, ostra-
cising, dehumanising, rather than by just punishing identifiable acts of 
wrong doing…[t]he formal proclamations of law are far less significant 
in the lives of people with disabilities than in its capillary effect.28

to bring real change through law, and to bring human rights into daily 
operation, what is needed is political will coupled with a sophisticated 
understanding of disability. What is being asked is no easy task, for this 
involves a radical disruption of the status quo. For this shift to human 
rights to filter through to every aspect of society, change must happen 
at every level of society. What is required is that people with disabilities 
know and understand that they can demand their rights along side oth-
ers and that there is recognition by others that people with disabilities 
have rights. Many people will need to understand the depth and sig-
nificance of this – from disability workers, through to judges and law-
yers; from teachers and parents through butchers and corner store 
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operators; to policy drafters and administrators, police forces and poli-
ticians. More fundamentally, both public and private institutions, 
which structure social relations such as schools, businesses and service 
providers, will need to alter existing practices to become inclusive of 
those with disabilities.

The denial or achievement of disability rights is a public responsibil-
ity. It is time to think critically about the extent of the barriers for peo-
ple with a disability living in societies that are inaccessible – barriers 
that are physical, environmental, organizational and attitudinal. 
Concurrently, laws and policies have to be scrutinized so that their 
effect, even at the margins, become consistent with ensuring that  people 
with disabilities are accorded dignity and accommodated in such a way 
that there is true equality between people. Furthermore, laws, policies, 
and programs will need to be examined through a disability rights lens. 
This is demonstrated by the contributors to this book who have scruti-
nised specific areas of law for its consistency with the human rights of 
people with disabilities, in such a way as to encourage social change 
and to promote the rights of people with disabilities internationally.

While there have been widespread efforts by international and 
national organizations to promote the rights of people with disabilities 
at both grassroots and governmental levels, the promotion of these 
rights has neither been respected nor enforced to its full capabil-
ity. Information that becomes available about disability through moni-
toring processes sheds light on what needs to be done. Recent 
research from disability Rights Promotion International,29 for exam-
ple, has shown a consistent denial and violation of human rights for 
people with disabilities across all domains of life examined – educa-
tion, work, income security and supports, privacy and family life, 
social participation, information and communication, health, habilita-
tion and rehabilitation, access to justice.30 Similarly, the Interna-
tional disability Rights Monitor31 has demonstrated through the 
production of regional reports of the americas (2004),32 asia (2005),33 

29 More information on the d.R.P.I. project, including copies of research reports can 
be found on the d.R.P.I. web site: http://www.yorku.ca/drpi See also, Pinto chapter 16.

30 Pinto, P. (2010). Monitoring of human rights of people with disabilities: toronto 
Site Individual Experiences Fact Sheet, online http://www.yorku.ca/drpi.

31 International disability Rights Monitor, online http://www.idrmnet.org/.
32 International disability Rights Monitor. Regional Report of the americas 2004, 

online http://www.ideanet.org/cir/uploads/File/IdRM_americas_2004.pdf.
33 International disability Rights Monitor. Regional Report of asia 2005, online 

http://www.ideanet.org/cir/uploads/File/CIR_IdRM_asia_05.pdf.
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and Europe (2007)34 that though countries provide “adequate basic 
legal protections” for the most part, many challenges remain for the 
implementation of these rights including ensuring access to inclusive 
education and employment practices, health, housing, accessibility and 
inclusive communication practices.35

Our hope is that this book is the beginning of a process whereby 
there is a clearer understanding of the legal interpretation of disability 
rights and the way in which disability rights can be argued in law. In 
this way, there can be a clear recognition that disability is an overlay on 
every interaction between the state and society.

This book focuses on everyday situations for people with disabilities 
in which law is implicated. Without a commitment to valuing people 
with disabilities, we cannot begin to see what is required of law to dem-
onstrate that valuing. By modifying the gaze to include a disability filter 
we can begin the process of making real change. after all, the grand 
design of international law has the objective of reaching ordinary peo-
ple in “small places.”36
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Appendix B: cited significant Human Rights instruments

UN Instruments

Universal Declaration of Human Rights (Universal Declaration) (1948)

The Universal declaration of Human Rights (UdHR) was adopted by 
the General Assembly of the United nations in 1948. it was the first 
listing of universal human rights ever agreed to by states. The UdHR 
declares that everyone has equal and undeniable entitlement to all 
types of rights – economic, social, cultural, civil and political. While  
not legally binding, the UdHR holds significant moral weight. some 
experts consider that it is now part of customary international law. 
Many laws and legal documents in countries around the world are 
based on the principles set forth in the UdHR.

International Covenant on Civil and Political Rights (ICCPR) (1976)

The international covenant on civil and political Rights (iccpR) was 
adopted by the Un General assembly in 1966 and entered into force in 
1976. The iccpR is legally binding on all states that have ratified it. The 
iccpR further develops the civil and political rights set out in the 
UdHR.

International Covenant on Economic, Social and Cultural Rights 
(ICESCR) (1976)

The international covenant on economic, social and cultural Rights 
(icescR) was adopted by the Un General Assembly in 1966 and 
entered into force in 1976. The icescR is legally binding on all states 
that have ratified it. The covenant further develops the economic, 
social and cultural rights set out in the UdHR.

General Comment No. 5 (1994)
The body that is responsible for monitoring compliance with the icescR 
is the committee on economic, social and cultural Rights. in 1994, the 
committee issued its General comment no. 5 which reviews and empha
sizes some of the ways in which issues concerning persons with disabili
ties arise in connection with the obligations contained in the icescR.

Convention on the Elimination of All Forms of Discrimination Against 
Women (CEDAW) (1981)

The convention on the elimination of All Forms of discrimination 
Against Women (cedAW) was adopted by the Un General Assembly 
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in 1979 and came into force in1981. it applies to all women and girls, 
including women and girls with disabilities and covers all categories of 
rights – economic, social, cultural, civil and political. The cedAW is 
legally binding on all states that have ratified it.  

Convention against Torture and Other Cruel, Inhuman or Degrading 
Treatment or Punishment (CAT) I (1984)

The cAT was adopted by the Un General Assembly and entered into 
force in 1984. it is legally binding on all states that have ratified it.  
people with disabilities and especially those who live in institutional
ized settings, are particularly vulnerable to torture and other forms of 
cruel, inhuman or degrading treatment.  

Convention on the Rights of the Child (CRC) (1990)

The convention on the Rights of the child (cRc) was adopted by the 
Un General Assembly in 1989 and entered into force in 1990. The cRc 
is legally binding on all states that have ratified it.  

children with disabilities are entitled to equal enjoyment of all rights 
found in the cRc. The convention covers all categories of rights –  
economic, social, cultural, civil and political. The equal application of 
cRc rights without discrimination is guaranteed in Article 2 and 
includes an explicit prohibition of discrimination on the basis of disa
bility. in Article 23, the cRc explicitly refers to children with disabili
ties stating that states must ensure each child with a disability has 
“effective access to and receives education, training, health care serv
ices, rehabilitation services, preparation for employment and recrea
tion opportunities.” children with disabilities are frequently denied 
these rights because of physical barriers and lack of supports.  

Convention on the Rights of People with Disabilities (CRPD) (2008)

The convention on the Rights of persons with disabilities (cRpd) was 
adopted by the Un General Assembly in 2006 and came into force in 
May 2008. The cRpd is legally binding on all states that have ratified it. 
people with disabilities, disability organizations and their allies played 
an active role in drafting the cRpd. 

The cRpd does not create new rights for persons with disabilities.  
instead, it explains what existing civil, cultural, economic, political and 
social rights mean in the context of disability. The cRpd calls for more 
attention to be paid to people with disabilities within the international 
human rights system, by governments and by society.  
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Declaration on the Rights of Disabled Persons (1975) 

The declaration on the Rights of disabled persons was made by the 
United nations General Assembly in 1975. A precursor to the cRpd, 
this resolution though not binding, has been used in the past as a 
framework for national and international law.  

Principles for the Protection of Persons with Mental Illness and for the 
Improvement of Mental Health Care, Promotion of Mental Health and 
Prevention of Mental Disorders (1991) 

The principles for the protection of persons with Mental illness and the 
improvement of Mental Health care was adopted by the Un General 
Assembly in 1991. The instrument refers to choices related to living 
independently and participating in the community.  Rights to live and 
work in the community, rights to treatment in the least restrictive envi
ronment, and other principles related to consent to treatment are 
addressed.  principles set out clear criteria for involuntary admission to 
a mental health facility to ensure that the rights of persons with mental 
disabilities are respected. 

Standard Rules on the Equalization of Opportunities for People with 
Disabilities (1993)

in 1993, the Un General Assembly adopted the standard Rules. There 
are 22 main rules and additional subrules and guidelines outlining a 
policy of integration and participation. coming before the cRpd, the 
standard Rules played an important role in shifting the understand
ing of disability from a problem of the individual to something created 
by society and an issue of human rights.

The standard Rules provide direction to governments and address 
government responsibility. While not legally binding, they hold moral 
weight.  

Vienna Declaration and Programme of Action (1993)

The Vienna declaration and program of Action reaffirms the promo
tion and protection of human rights as an international priority. 
providing a comprehensive analysis of international human rights 
instruments and implementations. This recognition of a minimum 
standard of human rights, which is of particular importance to peo
ple with disabilities recognizes that all human rights are of equal  
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importance and all are equally essential for the dignity and worth of  
the person. 

Beijing Declaration and Platform for Action (1995) 

This declaration and platform for action was a result of the Beijing 
fourth World conference on Women in 1995 which focused on issues 
of equality, development and peace. This instrument aims at the 
empowerment of women through the removal of barriers, and obsta
cles to women’s public participation in public and private spheres and 
full participation in economic, social, cultural and political decision 
making.

Regional Instruments

African Charter on Human and Peoples’ Rights (1986)

The African charter on Human and people’s Rights came into force in 
1986. The charter recognizes civil and political rights including rights 
such as the right to freedom from discrimination, equality, life and per
sonal integrity, dignity, freedom from cruel, inhuman or degrading 
treatment, freedom of association and movement, political participa
tion and the right to property.

The African charter stipulates rights such as equality and non 
discrimination, critical to the protection of persons with disabilities. 
The African charter has a specific provision addressing disability at 
article 18(4).

Charter of Fundamental Rights of the European Union (2000)

The charter of Fundamental Rights of the european Union was pro
claimed in 2000, and entered into force in 2009. it upholds political, 
social and economic rights in european Union law and provides that 
countries of the european Union must act and legislate consistently 
with the charter. courts of member states in accordance with this must 
strike down legislation which breaches the charter.

European Social Charter (1961)

The european social charter was adopted in 1961 and amended in 
1996. This charter outlines rights and freedoms as they apply to the 
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daily living of individuals as protected by state parties. Rights that are 
of particular importance to people with disabilities include the right to 
housing, health, education, employment, social and legal protection, 
free movement of persons and non discrimination.

Inter-American Convention for the Elimination of All Types of 
Discrimination Against Persons with Disabilities (1999)

The iAcedpd was adopted in 1999. This convention aims to prevent 
and eliminate discrimination against people with disabilities and to 
promote their full inclusion in society. This includes legislation, educa
tional, social and employment policy.

National Instruments

Americans with Disabilities Act (1990)

The AdA was signed into law in 1990, and was amended in 2009. This 
civil rights law prohibits discrimination on the ground of disability in 
the areas of employment, public services, including public transporta
tion, operated either by government or by private entities (e.g. restau
rant, hotel, theatre, store, etc.).

Canadian Charter of Rights and Freedoms (1982) 

The charter forms part of canada’s constitution and guarantees cer
tain civil and political rights to all people in canada, including people 
with disabilities, restricting the policies and actions of all levels of gov
ernment. The charter extends to people with disabilities through its 
Article 15 equality rights provision which states:

15. (1) every individual is equal before and under the law and has the 
right to the equal protection and equal benefit of the law without dis
crimination and, in particular, without discrimination based on race, 
national or ethnic origin, colour, religion, sex, age or mental or physical 
disability.

Charter of Human Rights and Responsibilities Act (2006)

The Victorian charter of Human Rights and Responsibilities Act serves 
to protect and promote human rights based on the iccpR.  The charter 
centers on civil and political rights, as well as protection from forced 
work, the right to privacy, a fair trial and cultural rights.
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Constitution of the Republic of South Africa (1996)

The existing constitution of south Africa, know also as (“An Act to 
introduce a new constitution for the Republic of south Africa and to 
provide for matters incidental thereto”)  was adopted in 1996 and came 
into effect in 1997. This constitution replaced the interim constitution 
of 1993. This supreme law outlines the rights and duties of citizens and 
the structure of government of south Africa.

Disability Discrimination Act – Australia (1992)

Australia’s disability discrimination Act was passed in 1992 in order  
to standardize disability rights across the country, and to regulate  
discriminatory practices against people with disabilities. This Act  
promotes the rights of people with disabilities and prevents discrimi
nation in areas of housing, education and the provision of goods and 
services.

Disability Discrimination Act – UK (1995)

The disability discrimination Act in the UK was enacted in 1995, and 
has been amended by the disability Rights commission Act in 1999, 
The special educational needs and disability Act in 2001, the disability 
discrimination Act 1995 (Amendment) Regulations 2003 and the 
disability discrimination Act 2005.

This act protects people with disabilities from discrimination in the 
areas of education, employment, access to goods, facilities and services, 
buying and renting property and public transportation.

Declaration of the Rights of Man and of the Citizen (1793) 
(Déclaration des droits de l’Homme et du citoyen)

This declaration is a fundamental document of the French Revolution, 
which defines individual and collective rights. confirming rights as 
universal and perpetually valid, this declaration established the funda
mental rights of all French citizens.

Human Rights Act (2004)

The first Act of its kind in Australia, the Human Rights Act, amended 
in 2005, identifies the human rights of individuals. This act preceded 
the Victorian charter of Human Rights and Responsibilities.
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The Mental Capacity Act (2005)

The Mental capacity Act of the United Kingdom came into force in 
2007 providing a legal framework for decision making for those who 
are deemed to lack the capacity to make decisions themselves. This  
Act, aimed at protection and maximizing an individual’s ability to par
ticipate in and make their own decisions highlights the importance  
of support in decision making, the need for provisions allowing indi
viduals to plan ahead for a time when they may need support. it also 
deals with decision specific difficulties, upholds the principle of “best 
interest”, provides advocacy and makes it a criminal offence to willfully 
neglect a person who lacks capacity.

SFS nr: 2003:307 Act prohibiting discrimination – Sweden (2003)

This Act adopted in 2003 serves to counteract discrimination con
nected with ethnicity, religion, sexual orientation or disability.
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