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Towards a UN Convention on Disability Rights

Tokyo, June 8, 2005
Tomas Lagerwall
RI — Secretary General

Background

In the late 60s and 70s, people with disabilities started demanding rights inspired by the civil
rights and women'’s rights movements. The declaration of a UN international year of disabled
people in 1981 was the beginning of a new international era in the disability movement, as it sent
a strong and important message to the world. In 1982, the UN World Program of Action, a
resolution aiming to improve the living condition of people with disabilities, was a milestone in
raising international awareness. Paragraph 164 states:

“Organizations and bodies involved in the United Nations system responsible for preparation and
administration of international agreements, covenants and other instruments that might have a
direct or indirect impact on disabled people should ensure that such instruments fully take into
account the situation of persons who are disabled.”

The following UN International Decade of People with Disabilities 1983 — 1992 challenged the
world’s nations to implement plans to improve the living conditions for people with disabilities. A
mid-term review of the Decade in Stockholm in 1987 showed, however, that not much had
happened. Participants in the review felt that in order for positive change to occur, a UN Disability
Convention was needed. A few years later, Italy and Sweden suggested such a convention. The
request was however declined by the world’s nations and as a compromise the Standard Rules
on the Equalization of Opportunities for Persons with Disabilities was accepted in 1993 by the
UN General Assembly. While an important step forward, the Standard Rules are not legally
binding.

In 1999, RI proclaimed the Charter for the New Millennium where it “calls on member states to
support the promulgation of a United Nations Convention on the Rights of People with
Disabilities.” The Charter also says that “Community Based Rehabilitation should be widely
promoted nationally and internationally as an affordable and sustainable approach to services.”

Governments and many people in the disability community said at that time that calls for an
international convention were premature and that the world was not prepared for a UN
Convention. )

In August 2001 during the international Conference on Xenophobia and Racism in Durban,
South Africa, Mexico convinced the countries assembled of the need for a convention. Later that
year, the UN General Assembly decided to investigate how such a convention could be
elaborated.



Five UN Ad Hoc Committee meetings have been held since then and a majority of the world’s
nations and several international NGOs are now working together for a UN disability convention.
| predict that within 2 — 3 years, countries will have negotiated a convention. It will then be up to
all of us to make sure that governments ratify and implement the convention and ensure that the
convention is well-known and used all over the world.

First Ad Hoc meeting: July 29-August 9, 2002
Second Ad Hoc meeting: June 16-27, 2003

Working Group meeting: January 5-16, 2004

Third Ad Hoc meeting: May 24-June 4, 2004

Fourth Ad Hoc meeting: August 23-September 3, 2004
Fifth Ad Hoc meeting January 24 — February 4, 2005

Ambassador Luis Gallegos of Ecuador, the former chair of the Ad Hoc Committee working
towards a UN Convention of the Rights and Dignity of People with Disabilities, said: “Disability is
a noble cause that we should all agree on.”

When Ambassador Gallegos agreed to be the chair of the Ad Hoc Committee he felt it would be
an easy job. “Who could be against people with disabilities?” he thought. At a presentation at a
recent Rl seminar in Sydney, Australia, he said he had been surprised to find out how complex
and sometimes difficult disability issues could be. He added, “The Convention should be a living
document allowing interpretation across a variety of contexts, as well as flexible implementation
in relation to resources as well as cultural and other environmental specifics.”

Why do we need a convention?

People with disabilities are being discriminated against in all societies all over the world. We
have designed and constructed our societies, as if persons with disabilities did not exist, as if all
human beings can walk, hear, see, and understand complex messages from people around
them. The inability to take into consideration the needs of different citizens is a misconception of
the human nature.

Discrimination is often unintentional and indirect. For example, when someone with a disability
wants to study a certain career, that person might be advised to choose another career because
the university is inaccessible.

Changing attitudes is important, but that is not enough. Legal instruments are needed to ensure
that people with disabilities can enjoy their human rights. The examples from USA with ADA
(Americans with Disabilities Act) and similar legislations in UK, Australia, Denmark and other
countries clearly show the importance of legal instruments. In all of these countries, access and
legal protection has improved considerably as a result of legislation changes.

A global survey conducted by the former UN Standard Rules Rapporteur Bengt Lindqvist in 1997
reported on serious limitations for people with disabilities in areas such as parenthood, property
rights, political rights and the right to access to courts of law. For example, several studies have
shown that access to compulsory education for children with disabilities is substantially lower
than for non-disabled children in many countries.

Disability issues have traditionally been considered social development issues and subsequently
even severe violations of disabled people’s rights have not been reported as such. When people
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with psychiatric disabilities are held against their will in institutions year after year without the
possibility to appeal, or when they receive forced interventions or medications which damage
their brains and destroy their lives, it is a violation of their human rights and their dignity as
human beings.

Poverty and the UN Millenium Development Goals

In 2000, the UN outlined Millennium Development Goals (MDG), which all 191 UN Member
States pledged to meet by the year 2015. In September 2005 there will be a summit by the
world’s leaders in New York to assess the process.

The eight goals are to:

o Eradicate extreme poverty and hunger

e Achieve universal primary education

e Promote gender equality and empower women
Reduce child mortality

Improve maternal health

Combat HIV/AIDS, malaria and other diseases
Ensure environmental sustainability

Develop a global partnership for development

None of the eight goals mentions disability. If the goals had been launched today | am convinced
that the situation of people with disabilities would have been included. This is one important but
indirect impact of the work towards a UN convention.

Also of great importance is the connection between poverty and disability. 1.25 billion people
live on less than 1 USD per day and another 2 billion on less than 2 USD per day. It means that
half the world’'s population lives on less than 2 USD per day. In addition, 75 — 80 % of the
world’s disability population lives in the South, meaning in developing countries. Most of them
have no access to rehabilitation, to schools or to education and they are often discriminated
against. This connection between poverty and disability is well documented and is something
we must take into consideration as we negotiate the convention. :

The North-South dimension is also notable at the Ad Hoc meetings, between governments and
sometimes also between NGOs. We all need a convention, but | would say that people in the
South need it more than those of us who live in the North. In addition, a convention would put
pressure on countries in the North to ensure that they also live up to the concepts put forth in the
convention and accept being part of the world’s global responsibility to promote the rights and
dignity of people with disabilities.

As an example, polio could have been eradicated long ago. Poverty, armed conflicts, prejudice
and lack of political commitments makes it possible for polio to continue to spread. Yemen on
the southern tip of the Arabic peninsula had not seen new polio cases in many years until this
year when several new cases were detected. It is assumed that they come from northern Nigeria
where religious leaders told people not to accept vaccinations and it was spread when pilgrims
traveled to Mecca.

Polio also occurs in India, Pakistan and Indonesia among other countries, which means that
extensive rehabilitation programs are required and international support is needed.
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While prevention of disabilities, e.g. of polio, is not part of the UN convention under negotiation, a
stronger commitment to disability issues will lead to both better living conditions for people with
polio and also better campaigns to eradicate this preventable disease.

There has been a strong participation by NGOs in New York during the Ad Hoc meetings
including several people from Japan. The disability community’s strong participation puts
pressure on governments not only to come to an agreement but also to ensure that we get a
good convention.

Where are we now?

Five Ad Hoc meetings and one working group meeting have been held at the UN Secretariat in
New York in addition to several regional and national meetings. Ten regional meetings are listed
on the UN enable website. Four of those meetings were held in Bangkok and one in China. This
is a sign of the Asia Pacific region’s important role in this process. A draft text from one of the
Bangkok meetings is often referred to in the discussions.

A more in depth discussion has been held of the following articles:

Introduction
Article 4 General Obligations
Article 5 Promotion of Positive Attitudes to Persons with Disabilities

Article 6 Statistics and Data Collection

Article 7 Equality and Non-Discrimination

Article 8 Right to Life

Article 8 bis (Safety of People with Disabilities)

Article 9 Equal Recognition as a Person Before the Law

Article 9 bis (Access to Justice)

Article 10 Liberty and Security of the Person

Article 11 Freedom from Torture or Cruel, Inhuman or Degrading Treatment or
Punishment

Article 12 Freedom from Violence and Abuse

Article 12 bis (Right to Free and Informed Consent)

Article 13 Freedom of Expression and Opinion, and Access to Information

Article 14 Respect for Privacy, the Home and the Family

Article 14 bis (Family)

Article 15 Living Independently and Being Included in the Community

The plan for upcoming 6™ Ad Hoc meeting which will be held from August 1 — 12 is to discuss the
following articles with titles suggested by the International Disability Caucus:

Article 15 bis Women with Disabilities

Article 16 Children with Disabilities

Article 17 Education

Article 18 Participation in Political and Public Life
Article 19 Accessibility

Article 21 Health (care)

Article 21 bis Habilitation and Rehabilitation

Article 22 Work

Article 23  Standard of Living
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Article 23 bis Social Security

Article 24 Culture

Article 24 bis International cooperation
Article 25 Monitoring

Some article numbers are missing and there are extra articles such as 15 bis on Women with
Disabilities. Adjustments of the article numbers will be made later and as Ambassador MacKay of
New Zealand has pointed out discussions goes on until everything is agreed upon.

There have been intensive discussions within the international disability caucus, an informal
group of NGOs participating in the convention process, about the different articles and | am sure
that some of you have been following and maybe also participating in the discussions.

Let me highlight a few things that | think have been interesting in those discussions:
Right to self determination
Right to refuse interventions
Reasonable accommodation
Legal capacity/Decision-making
Sheltered workshops/Supported employment
Cultural Diversity

You may also know that a new bureau has been recently elected. The bureau plays an important
role in coordinating the meetings.

The composition of the new bureau is as follows:

Chair: Ambassador Don MacKay, New Zealand, from Western Europe and
Others

Vice Chair:  Jorge Ballestero, Costa Rica, from Latin America

Vice Chair:  Ivana Grollova, Czech republic, from the Eastern European Groups of
States

Vice Chair:  Mu'taz Hyassat, Jordan, from Asian States Group

Vice Chair:  Consultations are still ongoing within the African Group for the African Vice
Chair

RI’s role

Primarily Rl works together with other global disability organizations within IDA - the
International Disability Alliance which is composed of eight international disability NGOs — and
the international disability caucus. RI, however, is in a unique position as we have several
people within the RI network on government delegations. At the 5" Ad Hoc meeting RI people
were on several government delegations including, China, Finland, Yemen and Bahrain.

In addition Rl has gathered a group of legal experts under the leadership of Professor Gerard
Quinn of Ireland, one of the authors of a leading international reports on disability and human
rights, to guide RI's work.

The fact that Rl is the only global disability organization with an office in New York has helped
facilitate the process with many contacts with the UN and country delegations.
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RI has also facilitated the patrticipation of people from financially poor countries, in particular,
what are called Least Developed Countries (LDC). A handful of people from within RI's network
in countries such as Tanzania and East Timor (Timor Leste) attended the recent Ad Hoc meeting
with UN Voluntary Fund scholarships.

RI has taken a dual approach to the work towards a convention by focusing both on the content
of the convention and also on the process of negotiating the convention.

We have been facilitating the convention process by acting as a liaison between the UN
Secretariat and NGOs and, more recently, by providing daily summaries of the Ad Hoc meetings,
just to mention a few examples. Providing daily summaries is a very labor intensive process
due to the fundraising, planning and implementation required, but the summaries are a vital tool
as they allow people in the disability community that are no able to attend the meetings to stay
involved in the negotiations.

RI has also started thinking of what will happen once the convention is accepted by UN General
Assembly. It will then have to be ratified by governments before it will have an impact. The
International Convention on the Rights of the Child is the most recognized international treaty as
it is ratified by 190 of the 191 UN member states. We hope that a disability convention will have
the same acceptance.

Once the convention is accepted by the UN, RI will work to educate the public on the importance
of the convention, and will promote capacity building for leaders with disabilities, service
providers and governments, with an emphasis on the needs in developing countries, so that they
can be effective advocates for the full implementation of the convention.

Language will be an enormous challenge in making sure the convention is widely known. 80%
of people with disabilities live in developing countries and less than 10 of the 191 UN countries
have English as a first language. We have to ensure the convention is known and understood by
people from all over the world and in particular in countries with limited resources.

| am very exited about this process but also somewhat concerned. We have put so many
resources into getting acceptance for a need for a convention and secondly on formulating the
texts that | hope we will not be too tired to make sure this fantastic instrument is used to improve
living conditions for hundreds of millions of people with disabilities all around the globe.
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