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Foreword

Disability need not be an obstacle to success. I have had motor neurone disease for practically all
my adult life. Yet it has not prevented me from having a prominent career in astrophysics and a
happy family life.

Reading the World report on disability, I find much of relevance to my own experience. I have
benefitted from access to first class medical care. I rely on a team of personal assistants who make
it possible for me to live and work in comfort and dignity. My house and my workplace have been
made accessible for me. Computer experts have supported me with an assisted communication
system and a speech synthesizer which allow me to compose lectures and papers, and to commu-
nicate with different audiences.

But I realize that I am very lucky, in many ways. My success in theoretical physics has ensured
that I am supported to live a worthwhile life. It is very clear that the majority of people with dis-
abilities in the world have an extremely difficult time with everyday survival, let alone productive
employment and personal fulfilment.

I welcome this first World report on disability. This report makes a major contribution to our
understanding of disability and its impact on individuals and society. It highlights the different
barriers that people with disabilities face - attitudinal, physical, and financial. Addressing these
barriers is within our reach.

In fact we have a moral duty to remove the barriers to participation, and to invest sufficient fund-
ing and expertise to unlock the vast potential of people with disabilities. Governments throughout
the world can no longer overlook the hundreds of millions of people with disabilities who are denied
access to health, rehabilitation, support, education and employment, and never get the chance to shine.

The report makes recommendations for action at the local, national and international levels.
It will thus be an invaluable tool for policy-makers, researchers, practitioners, advocates and vol-
unteers involved in disability. It is my hope that, beginning with the Convention on the Rights of
Persons with Disabilities, and now with the publication of the World report on disability, this century
will mark a turning point for inclusion of people with disabilities in the lives of their societies.

Professor Stephen W Hawking
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Preface

More than one billion people in the world live with some form of disability, of whom nearly 200
million experience considerable difficulties in functioning. In the years ahead, disability will be an
even greater concern because its prevalence is on the rise. This is due to ageing populations and the
higher risk of disability in older people as well as the global increase in chronic health conditions
such as diabetes, cardiovascular disease, cancer and mental health disorders.

Across the world, people with disabilities have poorer health outcomes, lower education
achievements, less economic participation and higher rates of poverty than people without
disabilities. This is partly because people with disabilities experience barriers in accessing
services that many of us have long taken for granted, including health, education, employment,
and transport as well as information. These difficulties are exacerbated in less advantaged
communities.

To achieve the long-lasting, vastly better development prospects that lie at the heart of the 2015
Millennium Development Goals and beyond, we must empower people living with disabilities and
remove the barriers which prevent them participating in their communities; getting a quality edu-
cation, finding decent work, and having their voices heard.

As a result, the World Health Organization and the World Bank Group have jointly produced
this World Report on Disability to provide the evidence for innovative policies and programmes
that can improve the lives of people with disabilities, and facilitate implementation of the United
Nations Convention on the Rights of Persons with Disabilities, which came into force in May 2008.
This landmark international treaty reinforced our understanding of disability as a human rights
and development priority.

The World Report on Disability suggests steps for all stakeholders - including governments,
civil society organizations and disabled people’s organizations - to create enabling environments,
develop rehabilitation and support services, ensure adequate social protection, create inclusive
policies and programmes, and enforce new and existing standards and legislation, to the benefit
of people with disabilities and the wider community. People with disabilities should be central to
these endeavors.

Our driving vision is of an inclusive world in which we are all able to live a life of health, com-
fort, and dignity. We invite you to use the evidence in this report to help this vision become a reality.

Dr Margaret Chan Mr Robert B Zoellick
Director-General President
World Health Organization World Bank Group
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Introduction

Many people with disabilities do not have equal access to health care, edu-
cation, and employment opportunities, do not receive the disability-related
services that they require, and experience exclusion from everyday life
activities. Following the entry into force of the United Nations Convention
on the Rights of Persons with Disabilities (CRPD), disability is increasingly
understood as a human rights issue. Disability is also an important develop-
ment issue with an increasing body of evidence showing that persons with
disabilities experience worse socioeconomic outcomes and poverty than
persons without disabilities.

Despite the magnitude of the issue, both awareness of and scientific
information on disability issues are lacking. There is no agreement on defi-
nitions and little internationally comparable information on the incidence,
distribution and trends of disability. There are few documents providing a
compilation and analysis of the ways countries have developed policies and
responses to address the needs of people with disabilities.

In response to this situation, the World Health Assembly (resolution
58.23 on “Disability, including prevention, management and rehabilitation”)
requested the World Health Organization (WHO) Director-General to
produce a World report on disability based on the best available scientific
evidence. The World report on disability has been produced in partnership
with the World Bank, as previous experience has shown the benefit of col-
laboration between agencies for increasing awareness, political will and
action across sectors.

The World report on disability is directed at policy-makers, practition-
ers, researchers, academics, development agencies, and civil society.

Aims

The overall aims of the Report are:

= To provide governments and civil society with a comprehensive descrip-
tion of the importance of disability and an analysis of the responses pro-
vided, based on the best available scientific information.

* Based on this analysis, to make recommendations for action at national
and international levels.
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Scope of the Report

The Report focuses on measures to improve accessibility and equality of
opportunity; promoting participation and inclusion; and increasing respect
for the autonomy and dignity of persons with disabilities. Chapter 1 defines
terms such as disability, discusses prevention and its ethical considerations,
introduces the International Classification of Functioning, Disability and
Health (ICF) and the CRPD, and discusses disability and human rights, and
disability and development. Chapter 2 reviews the data on disability prev-
alence and the situation of people with disabilities worldwide. Chapter 3
explores access to mainstream health services for people with disabilities.
Chapter 4 discusses rehabilitation, including therapies and assistive devices.
Chapter 5 investigates support and assistance services. Chapter 6 explores
inclusive environments, both in terms of physical access to buildings, trans-
port, and so on, but also access to the virtual environments of informa-
tion and communication technology. Chapter 7 discusses education, and
Chapter 8 reviews employment for people with disabilities. Each chapter
includes recommendations, which are also drawn together to provide broad
policy and practice considerations in Chapter 9.

Process

The development of this Report has been led by an Advisory Committee and
an Editorial Board, and has taken over three years. WHO and the World
Bank acted as secretariat throughout this process. Based on outlines pre-
pared by the Editorial Board, each chapter was written by a small number
of authors, working with a wider group of experts from around the world.
Wherever possible, people with disabilities were involved as authors and
experts. Nearly 380 contributors from various sectors and all the regions of
the world wrote text for the report.

The drafts of each chapter were reviewed following input from regional
consultations organized by WHO Regional Offices, which involved local
academics, policy-makers, practitioners, and people with disabilities. During
these consultations, experts had the opportunity to propose overall recom-
mendations (see Chapter 9). The complete chapters were revised by editors
on the basis of human rights standards and best available evidence, subjected
to external peer review, which included representatives of disabled people’s
organizations. The text was finally reviewed by the World Bank and WHO.

It is anticipated that the recommendations in this Report will remain
valid until 2021. At that time, the Department of Violence and Injury
Prevention and Disability at WHO headquarters in Geneva will initiate a
review of the document.



Moving forward

This World report on disability charts the steps that are required to improve
participation and inclusion of people with disabilities. The aspiration of
WHO, the World Bank, and all the authors and editors of this World report
on disability is that it contributes to concrete actions at all levels and across
all sectors, and thus helps to promote social and economic development
and the achievement of the human rights of persons with disabilities
across the world.

Introduction
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Understanding disability



“I am a black woman with a disability. Some people make a bad face and don’t
include me. People don’t treat me well when they see my face but when I talk to them
sometimes it is better. Before anyone makes a decision about someone with a disability
they should talk to them.”

Haydeé

“Can you imagine that you're getting up in the morning with such severe pain which
disables you from even moving out from your bed? Can you imagine yourself having a
pain which even requires you to get an assistance to do the very simple day to day activi-
ties? Can you imagine yourself being fired from your job because you are unable to per-
form simple job requirements? And finally can you imagine your little child is crying for
hug and you are unable to hug him due to the pain in your bones and joints?”

Nael

“My life revolves around my two beautiful children. They see me as ‘Mummy’, not a
person in a wheelchair and do not judge me or our life. This is now changing as my efforts
to be part of their life is limited by the physical access of schools, parks and shops; the
attitudes of other parents; and the reality of needing 8 hours support a day with my per-
sonal care...I cannot get into the houses of my children’s friends and must wait outside for
them to finish playing. I cannot get to all the classrooms at school so I have not met many
other parents. I can’t get close to the playground in the middle of the park or help out at
the sporting events my children want to be part of. Other parents see me as different, and
I have had one parent not want my son to play with her son because I could not help with
supervision in her inaccessible house.”

Samantha

“Near the start of the bus route I climb on. I am one of the first passengers. People
continue to embark on the bus. They look for a seat, gaze at my hearing aids, turn their
glance quickly and continue walking by. Only when people with disabilities will really be
part of the society; will be educated in every kindergarten and any school with personal
assistance; live in the community and not in different institutions; work in all places and
in any position with accessible means; and will have full accessibility to the public sphere,
people may feel comfortable to sit next to us on the bus.”

Ahiya



Understanding disability

Disability is part of the human condition. Almost everyone will be temporarily
or permanently impaired at some point in life, and those who survive to old age
will experience increasing difficulties in functioning. Most extended families
have a disabled member, and many non-disabled people take responsibility
for supporting and caring for their relatives and friends with disabilities (1-3).
Every epoch has faced the moral and political issue of how best to include
and support people with disabilities. This issue will become more acute as the
demographics of societies change and more people live to an old age (4).

Responses to disability have changed since the 1970s, prompted largely
by the self-organization of people with disabilities (5, 6), and by the growing
tendency to see disability as a human rights issue (7). Historically, people
with disabilities have largely been provided for through solutions that segre-
gate them, such as residential institutions and special schools (8). Policy has
now shifted towards community and educational inclusion, and medically-
focused solutions have given way to more interactive approaches recognizing
that people are disabled by environmental factors as well as by their bodies.
National and international initiatives — such as the United Nations Standard
Rules on the Equalization of Opportunities of Persons with Disabilities (9) -
have incorporated the human rights of people with disabilities, culminating
in 2006 with the adoption of the United Nations Convention on the Rights of
Persons with Disabilities (CRPD).

This World report on disability provides evidence to facilitate imple-
mentation of the CRPD. It documents the circumstances of persons with
disabilities across the world and explores measures to promote their social
participation, ranging from health and rehabilitation to education and
employment. This first chapter provides a general orientation about dis-
ability, introducing key concepts — such as the human rights approach to
disability, the intersection between disability and development, and the
International Classification of Functioning, Disability and Health (ICF) -
and explores the barriers that disadvantage persons with disabilities.

What is disability?

Disability is complex, dynamic, multidimensional, and contested. Over
recent decades, the disabled people’s movement (6, 10) - together with
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numerous researchers from the social and
health sciences (11, 12) - have identified the
role of social and physical barriers in disabil-
ity. The transition from an individual, medical
perspective to a structural, social perspective
has been described as the shift from a “medical
model” to a “social model” in which people are
viewed as being disabled by society rather than
by their bodies (13).

The medical model and the social model are
often presented as dichotomous, but disability
should be viewed neither as purely medical nor
as purely social: persons with disabilities can
often experience problems arising from their
health condition (14). A balanced approach is
needed, giving appropriate weight to the differ-
ent aspects of disability (15, 16).

The ICF, adopted as the conceptual frame-
work for this World report on disability, under-
stands functioning and disability as a dynamic
interaction between health conditions and
contextual factors, both personal and envi-
ronmental (see Box 1.1) (I7). Promoted as
a “bio-psycho-social model”, it represents a
workable compromise between medical and
social models. Disability is the umbrella term
for impairments, activity limitations and par-
ticipation restrictions, referring to the negative
aspects of the interaction between an indi-
vidual (with a health condition) and that indi-
vidual’s contextual factors (environmental and
personal factors) (19).

The Preamble to the CRPD acknowledges
that disability is “an evolving concept”, but also
stresses that “disability results from the inter-
action between persons with impairments and
attitudinal and environmental barriers that
hinder their full and effective participation in
society on an equal basis with others”. Defining
disability as an interaction means that “disabil-
ity” is not an attribute of the person. Progress
on improving social participation can be made
by addressing the barriers which hinder per-
sons with disabilities in their day to day lives.

Environment

A person’s environment has a huge impact

on the experience and extent of disability.

Inaccessible environments create disability by

creating barriers to participation and inclusion.

Examples of the possible negative impact of the

environment include:

» a Deaf individual without a sign language
interpreter

= a wheelchair user in a building without an
accessible bathroom or elevator

* a blind person using a computer without
screen-reading software.

Health is also affected by environmental
factors, such as safe water and sanitation, nutri-
tion, poverty, working conditions, climate, or
access to health care. As the World Health
Organization (WHO) Commission on Social
Determinants of Health has argued, inequality
is a major cause of poor health, and hence of
disability (20).
The environment maybe changed toimprove
health conditions, prevent impairments, and
improve outcomes for persons with disabilities.
Such changes can be brought about by legisla-
tion, policy changes, capacity building, or tech-
nological developments leading to, for instance:
= accessible design of the built environment
and transport;
= signage to benefit people with sensory
impairments;

* more accessible health, rehabilitation, edu-
cation, and support services;

* more opportunities for work and employ-
ment for persons with disabilities.

Environmental factors include a wider set
of issues than simply physical and information
access. Policies and service delivery systems,
including the rules underlying service provi-
sion, can also be obstacles (2I). Analysis of
public health service financing in Australia, for
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Box 1.1. New emphasis on environmental factors

The International Classification of Functioning, Disability and Health (ICF) (17) advanced the understanding and
measurement of disability. It was developed through a long process involving academics, clinicians, and — impor-
tantly — persons with disabilities (78). The ICF emphasizes environmental factors in creating disability, which is
the main difference between this new classification and the previous International Classification of Impairments,
Disabilities, and Handicaps (ICIDH). In the ICF, problems with human functioning are categorized in three inter-
connected areas:

= impairments are problemsin body function or alterations in body structure — for example, paralysis or blindness;

= activity limitations are difficulties in executing activities — for example, walking or eating;

= participationrestrictions are problems with involvement in any area of life — for example, facing discrimina-
tion in employment or transportation.

Disability refers to difficulties encountered in any or all three areas of functioning. The ICF can also be used to
understand and measure the positive aspects of functioning such as body functions, activities, participation and
environmental facilitation. The ICF adopts neutral language and does not distinguish between the type and cause
of disability — for instance, between “physical” and “mental” health. “Health conditions” are diseases, injuries,
and disorders, while “impairments” are specific decrements in body functions and structures, often identified as
symptoms or signs of health conditions.

Disability arises from the interaction of health conditions with contextual factors — environmental and personal
factors as shown in the figure below.

Representation of the International Classification of Functioning, Disability and Health

Health condition
(disorder or disease)
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\! |

Environmental Personal
factors factors

The ICF contains a classification of environmental factors describing the world in which people with different
levels of functioning must live and act. These factors can be either facilitators or barriers. Environmental factors
include: products and technology; the natural and built environment; support and relationships; attitudes; and
services, systems, and policies.

The ICF also recognizes personal factors, such as motivation and self-esteem, which can influence how much
a person participates in society. However, these factors are not yet conceptualized or classified. It further distin-
guishes between a person’s capacities to perform actions and the actual performance of those actions in real
life, a subtle difference that helps illuminate the effect of environment and how performance might be improved
by modifying the environment.

The ICF is universal because it covers all human functioning and treats disability as a continuum rather than
categorizing people with disabilities as a separate group: disability is a matter of more or less, not yes or no.
However, policy-making and service delivery might require thresholds to be set for impairment severity, activity
limitations, or participation restriction.

It is useful for a range of purposes — research, surveillance, and reporting — related to describing and measuring health
and disability, including: assessing individual functioning, goal setting, treatment, and monitoring; measuring outcomes
and evaluating services; determining eligibility for welfare benefits; and developing health and disability surveys.
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instance, found that reimbursement of health
providers did not account for the additional
time often required to provide services to per-
sons with disabilities; hospitals that treated
patients with a disability were thus disadvan-
taged by a funding system that reimbursed
them a fixed amount per patient (22).

Analysis of access to health care services
in Europe found organizational barriers - such
as waiting lists, lack of a booking system for
appointments, and complex referral systems -
that are more complicated for persons with dis-
abilities who may find it difficult to arrive early,
or wait all day, or who cannot navigate complex
systems (23, 24). While discrimination is not
intended, the system indirectly excludes per-
sons with disabilities by not taking their needs
into account.

Institutions and organizations also need to
change - in addition to individuals and envi-
ronments - to avoid excluding people with dis-
abilities. The 2005 Disability Discrimination
Act in the United Kingdom of Great Britain
and Northern Ireland directed public sector
organizations to promote equality for persons
with disability: by instituting a corporate dis-
ability equality strategy, for example, and by
assessing the potential impact of proposed poli-
cies and activities on disabled people (25).

Knowledge and attitudes are important
environmental factors, affecting all areas of
service provision and social life. Raising aware-
ness and challenging negative attitudes are
often first steps towards creating more accessi-
ble environments for persons with disabilities.
Negative imagery and language, stereotypes,
and stigma — with deep historic roots — persist
for people with disabilities around the world
(26-28). Disability is generally equated with
incapacity. A review of health-related stigma
found that the impact was remarkably similar
in different countries and across health con-
ditions (29). A study in 10 countries found
that the general public lacks an understand-
ing of the abilities of people with intellectual
impairments (30). Mental health conditions are
particularly stigmatized, with commonalities
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in different settings (31). People with mental
health conditions face discrimination even in
health care settings (24, 32).
Negative attitudes towards disability can
result in negative treatment of people with dis-
abilities, for example:
= children bullying other children with dis-
abilities in schools
* bus drivers failing to support access needs
of passengers with disabilities

» employers discriminating against people
with disabilities

= strangers mocking people with disabilities.

Negative attitudes and behaviours have an
adverse effect on children and adults with dis-
abilities, leading to negative consequences such
as low self-esteem and reduced participation
(32). People who feel harassed because of their
disability sometimes avoid going to places,
changing their routines, or even moving from
their homes (33).

Stigma and discrimination can be com-
bated, for example, through direct personal
contact and through social marketing (see
Box 1.2) (37-40). World Psychiatric Association
campaigns against stigmatizing schizophrenia
over 10 years in 18 countries have demon-
strated the importance of long-term interven-
tions, broad multisectoral involvement, and of
including those who have the condition (4I).
Evidence from Norway showed that knowledge
about psychosis among the general population
improved after a year of information cam-
paigns, and that the duration of untreated psy-
chosis fell from 114 weeks in 1997 to 20 weeks
in 1999 due to greater recognition and early
intervention with patients (42).

Community-based rehabilitation (CBR) pro-
grammes can challenge negative attitudes in
rural communities, leading to greater visibility
and participation by people with disabilities. A
three-year project in a disadvantaged commu-
nity near Allahabad, India, resulted in children
with disabilities attending school for the first
time, more people with disabilities participat-
ing in community forums, and more people
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Box 1.2. Eliminating leprosy, improving lives

The diagnosis and treatment of leprosy is easy and effective. The best way of preventing disabilities associated
with it, as well as preventing further transmission, lies in early diagnosis and treatment. Since 1983 the disease
has been curable with multidrug therapy, and since 1985 this therapy has been made available by the World
Health Organization (WHO) free of charge around the world. WHO estimates that early detection and treatment
with multidrug therapy have prevented about 4 million people from being disabled (34).

To eliminate the disease, access to information, diagnosis, and treatment with multidrug therapy are crucial (34).
The greatest barriers to eliminating the disease are ignorance and stigma. Information campaigns about leprosy
in endemic areas are of supreme importance so that people affected by leprosy and their families - historically
ostracized from their communities — come forward and receive treatment. Reducing stigma also improves the
quality of life of people affected by leprosy and their families by improving people’s mobility, interpersonal
relationships, employment, leisure, and social activities (35).

In India, home to two thirds of the world’s people affected by leprosy, the BBC World Service Trust — in partnership
with two Indian broadcasters Doordarshan TV and All-India Radio — launched a 16-month campaign on leprosy in
1999 (36). The campaign stressed that leprosy is curable, that drugs to cure it are available free throughout India, and
that people affected by leprosy should not be excluded from society. The central messages of the campaign were:

= |eprosy is not hereditary
= |eprosy is not caused by bad deeds in a previous life
= |eprosy is not spread by touch.

The campaign used 50 television and 213 radio programmes in 20 languages, and 85 000 information posters.
More than 1700 live drama shows, 2746 mobile video screenings, and 3670 public events or competitions were
performed in remote areas. Independent market surveys conducted before, during, and after the campaign found:

= Reach of media campaign. The radio and TV spots were seen by 59% of respondents, or 275 million people.

= Transmissibility and curability. The proportion of people who believed leprosy was transmitted by touch
fell from 52% to 27%. The proportion believing that people with leprosy who take multidrug therapy are still
infectious fell from 25% to 12%. Those who knew that leprosy was curable rose from 84% to 91%.

= Symptoms. Awareness that loss of sensation could be a possible symptom of leprosy rose from 65% to 80%.
Awareness of pale reddish patches as a possible symptom remained unchanged at 86%. Awareness of non-
itchy patches as a possible symptom rose from 37% to 55%.

= Therapies. The awareness rate in control villages (not covered in the campaign) that multidrug therapy was
a cure for leprosy was only 56%, but in villages that had been shown live drama it was 82%. In rural areas
awareness that the treatment was free was 89% among those exposed to the poster campaign, against 20%
in those not exposed.

= Stigma. The proportion of people saying they would be willing to sit next to a person affected by leprosy was
10% higher in villages where drama shows had been used than in those without. Similarly, the proportion of
those claiming they would be willing to eat food served by somebody affected by leprosy was 50% in villages
covered by the campaign, against 32% in those not covered.

Sources (34-36).

bringing their children with disabilities for
vaccination and rehabilitation (43).

The diversity of disability

The disability experience resulting from the
interaction of health conditions, personal fac-
tors, and environmental factors varies greatly.

Persons with disabilities are diverse and heter-
ogeneous, while stereotypical views of disabil-
ity emphasize wheelchair users and a few other
“classic” groups such as blind people and deaf
people (44). Disability encompasses the child
born with a congenital condition such as cer-
ebral palsy or the young soldier who loses his
leg to a land-mine, or the middle-aged woman
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with severe arthritis, or the older person with
dementia, among many others. Health condi-
tions can be visible or invisible; temporary or
long term; static, episodic, or degenerating;
painful or inconsequential. Note that many
people with disabilities do not consider them-
selves to be unhealthy (45). For example, 40%
of people with severe or profound disability
who responded to the 2007-2008 Australian
National Health Survey rated their health as
good, very good, or excellent (46).

Generalizations about “disability” or
“people with disabilities” can mislead. Persons
with disabilities have diverse personal factors
with differences in gender, age, socioeconomic
status, sexuality, ethnicity, or cultural herit-
age. Each has his or her personal preferences
and responses to disability (47). Also while
disability correlates with disadvantage, not
all people with disabilities are equally disad-
vantaged. Women with disabilities experi-
ence the combined disadvantages associated
with gender as well as disability, and may be
less likely to marry than non-disabled women
(48, 49). People who experience mental health
conditions or intellectual impairments appear
to be more disadvantaged in many settings
than those who experience physical or sensory
impairments (50). People with more severe
impairments often experience greater disad-
vantage, as shown by evidence ranging from
rural Guatemala (51) to employment data from
Europe (52). Conversely, wealth and status can
help overcome activity limitations and partici-
pation restrictions (52).

Prevention

Prevention of health conditions associated with
disability is a development issue. Attention to
environmental factors - including nutrition,
preventable diseases, safe water and sanitation,
safety on roads and in workplaces - can greatly
reduce the incidence of health conditions lead-
ing to disability (53).

A public health approach distinguishes:

= Primary prevention - actions to avoid
or remove the cause of a health problem
in an individual or a population before it
arises. It includes health promotion and
specifi