
Cambridge University Press & Assessment
978-1-107-14142-1 — Restoring Voice to People with Cognitive Disabilities
Anna Arstein-Kerslake
Frontmatter
More Information

www.cambridge.org© in this web service Cambridge University Press & Assessment

restoring voice to people with cognitive
disabilities

The right to make decisions is important for every individual. It allows us to express
ourselves, discover our likes and dislikes, and lead our lives in the way we desire.
People with cognitive disability have historically been denied this right in many
different ways – sometimes informally by family members or carers and other times
formally by a courtroom or other legal authority. This book provides a discussion of
the importance of decision-making and the ways in which it is currently denied to
people with cognitive disability. It identifies the human right to equal recognition
before the law as the key to ensuring the equal right to decision-making of people
with cognitive disability. Looking to the future, it also provides a roadmap to
achieve such equality.

Anna Arstein-Kerslake is an academic at Melbourne Law School and the
Academic Convenor of the Disability Research Initiative (DRI) at the University
ofMelbourne. She is the founding Director of the Disability Human Rights Clinic
(DHRC) at Melbourne Law School. Prior to coming to Melbourne, she held
a Marie Curie Research Fellowship at the National University of Ireland, Galway.
She has participated widely in consultation with governments and other bodies,
including the United Nations, the World Health Organisation, the United
Kingdom Ministry of Justice, the Irish Ministry of Justice, Amnesty Ireland,
Interights, and the Mental Disability Advocacy Center, among others.
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CAMBRIDGE DISABILITY LAW AND POLICY SERIES

Edited by Peter Blanck and Robin Paul Malloy

TheDisability Law and Policy series examines these topics in interdisciplinary and
comparative terms. The books in the series reflect the diversity of definitions,
causes, and consequences of discrimination against persons with disabilities
while illuminating fundamental themes that unite countries in their pursuit of
human rights laws and policies to improve the social and economic status of
persons with disabilities. The series contains historical, contemporary, and
comparative scholarship crucial to identifying individual, organizational,
cultural, attitudinal, and legal themes necessary for the advancement of
disability law and policy.

The book topics covered in the series also are reflective of the new moral and
political commitment by countries throughout the world towards equal
opportunity for persons with disabilities in such areas as employment, housing,
transportation, rehabilitation, and individual human rights. The series will thus
play a significant role in informing policy makers, researchers, and citizens of
issues central to disability rights and disability antidiscrimination policies.
The series grounds the future of disability law and policy as a vehicle for
ensuring that those living with disabilities participate as equal citizens of the world.
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Foreword

This book comes at an opportune moment. In the first decade of the

twenty-first century, the drafters of the UN Convention on the Rights of

Persons with Disabilities stumbled upon something long known by many

across various disciplines. It turns out that the standard account of what it

means to be human – pivoting on the essential defining characteristic of

reason – is no longer standard. Indeed, it is questionable if it ever was.

The Enlightenment – not known as the ‘age of reason’ for nothing – was of

course one of the defining moments in world history. But it probably had

the largely accidental effect of narrowing down our understanding of the

‘essence’ of personhood – an essence that telescoped narrowly into cogni-

tive ability.

We now know that understanding the essence of personhood as cognitive

ability is not true – indeed we all intuit it not to be true in our own lives.

The diversity of world cultures and even religions pays scant attention to

reason. Hard science is demonstrating daily the importance of emotion and

intersubjectivity. Even economics is warming to the idea of irrationality as the

prime basis for human action. So, depending on your view, the standard

account of what it means to be human is either under constant scrutiny

from a diversity of disciplinary insights, or, the extent to which it was never

standard is being steadily revealed.

Why is this book opportune? Dean Roscoe Pound long preached that all law

inevitably decays – that its original animating ideas fade. The pillars to

doctrine shift. Yet it typically takes the law a long time to catch up. Ideas

tend to ossify in law and become relatively immune to scrutiny. The law, it

seems, as the encrustation of our communal values, is the last to change.What

we are witnessing now is a transitionary moment – we know the base has

shifted but the law cannot let go of reason and cognition as the essence of what

xi
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it means to be human. It’s hard to change the underlying base completely and

quickly. So it is in a sense highly predictable that the law has the greatest of

difficulties in letting go of an outdated paradigm.

This book points to the underlying shift of understanding that is slowly

taking place in law (taking the emphasis off cognition), tracks processes of law

reform so far (which contain many compromises) and adduces a future

research agenda that can help sustain and drive the reform process forward

and into territory that is not as beholden to reason as it was in the past. Along

the way it explains notions of equality and human agency. But in essence it is

about human personhood. It will be of inestimable value to those interested

not just in the arcane debates over human agency and legal capacity (not to

mention the future of a narrower and non-paternalistic protection agenda) but

also in different renderings of what it means to be human.

Gerard Quinn

xii Foreword
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Preface

In 2008, I entered a hotel lobby in midtown Manhattan. I was a second-year

law student. I knew what I wanted – to be a part of the struggle for social justice

and the human rights of people with disability. I wasmeeting a disability activist,

Tina Minkowitz. I saw a short figure coming towards me. I recognized Tina

from the pictures and YouTube videos I had researched before themeeting. She

is a leader in the international psycho-social disability rights movement. We sat

down in the busy lobby on a purple sofa in the corner of the room.

Tina is a survivor of forced psychiatric treatment, and during our meeting

she shared with me her experiences. It was a window into a desperately flawed

legal structure that discriminatorily denies people the legal right to make

decisions in their own lives. I shared with her the mantra of my family

home: “I make good decisions.” My sister has Prader-Willi Syndrome, which

makes it difficult for her tomake decisions around food. Her unique hormonal

mix makes her feel hungry all the time, and she also has low muscle tone and

low metabolism that make her only able to have a very limited number of

calories every day. People with her disability have eaten themselves to death

from stomach rupture. Her biology is working against her from multiple

angles. Every meal, every day, is an exercise in supporting her without impos-

ing decisions on her. My whole family now is attuned to this – supporting each

other through life and decisions without paternalistically intervening. Tina

was telling me that our daily struggle was an international struggle, a rights

struggle, and a movement that needed more people who understood its core:

people with cognitive disability must have the same right to make decisions

and have those decisions legally recognized as others.

At the time, that international struggle had, very recently, achieved the

victory of the adoption of the United Nations Convention on the Rights of

Persons with Disabilities (CRPD), a binding international human rights

xiii
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treaty. The CRPD includes, for the first time, an enumeration of the right to

equal recognition before the law that requires respect for the right to legal

capacity on an equal basis for people with disability. Human rights law finally

enshrined a legal right for people with disability to have their decisions

respected in law on an equal basis to people without disability. I left the

hotel lobby feeling nervous and excited. My family’s struggle and my sister’s

struggle were suddenly connected to something bigger than us.

Six years later, on 8 April 2014, I sat in my office in Galway, Ireland, as the

United Nations Committee on the Rights of Persons with Disabilities adopted

the General Comment on the Right to Equal Recognition Before the Law and

thanked myself and my colleague, Eilionóir Flynn, for assistance and support

in drafting the comment. It enumerates the right of people with disabilities to

have legal recognition of their decision-making on an equal basis with others

and describes the obligations of States Parties to secure that right.

This book is based on my personal experiences of disability as well as

extensive research and interaction in the field. My aim was to provide

a description of the right to equal recognition before the law, an explanation

of how that right is denied to people with cognitive disability, and possible

solutions. The hope is that it is useful to other academics as it provides an

original examination of the right as well as the effect of the right on the lives of

people with cognitive disability. It also aims to provide practical definitions

and explanations that could serve as a resource for government, policy makers,

and other potential agents of change in the area of legal capacity law and

policy.

xiv Preface
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