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FOREWORD

Is there a child who does not dream of being counted and having her or his gifts
and talents recognized? No. All children have hopes and dreams — including children
with disabilities. And all children deserve a fair chance to make their dreams real.

This edition of The State of the World’s Children includes contributions by
young people and parents who show that, when given that chance, children with

disabilities are more than capable of overcoming barriers to their inclusion, of taking their rightful place
as equal participants in society and of enriching the life of their communities.

But for far too many children with disabilities, the opportunity to participate simply does not exist. Far
too often, children with disabilities are among the last in line for resources and services, especially
where these are scarce to begin with. Far too regularly, they are the objects simply of pity or, worse,
discrimination and abuse.

The deprivations faced by children and adolescents with disabilities are violations of their rights and the
principle of equity, at the heart of which lies a concern for the dignity and rights of all children - including
the most vulnerable and marginalized members of society.

As this report documents, the inclusion of children with disabilities in society is possible — but it requires
first a change of perception, a recognition that children with disabilities hold the same rights as others;
that they can be agents of change and self-determination, not merely the beneficiaries of charity; that
their voices must be heard and heeded in our policymaking and programmes.

We contribute to their exclusion by failing to gather enough data to inform our decisions. When we fail
to count these children, we are failing to help them count for all they should in their societies.

Fortunately, progress is being made — albeit unevenly. This report not only examines the challenges
involved in ensuring that children with disabilities have the fair access to services that is their right. It
also explores initiatives that show promise in such areas as health, nutrition, education and emergency
programming — and in the data collection and analysis needed to improve policies and operations in all
these fields. Other chapters also discuss principles and approaches that can be adapted to advance these
children’s inclusion.

Somewhere, a child is being told he cannot play because he cannot walk, or another that she cannot
learn because she cannot see. That boy deserves a chance to play. And we all benefit when that girl,

and all children, can read, learn and contribute.

The path forward will be challenging. But children do not accept unnecessary limits. Neither should we.

RS Coll

Anthony Lake
Executive Director, UNICEF
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Reports such as this typically begin with a statistic
designed to highlight a problem. The girls and boys to
whom this edition of The State of the World’s Children

is dedicated are not problems.

Rather, each is a sister, brother or friend who has
a favourite dish, song or game; a daughter or son
with dreams and the desire to fulfil them; a child
with a disability who has the same rights as any
other girl or boy.

Given opportunities to flourish as others might,
children with disabilities have the potential to
lead fulfilling lives and to contribute to the
social, cultural and economic vitality of their
communities — as the personal essays in this
volume attest.

Yet surviving and thriving can be especially
difficult for children with disabilities. They are

at greater risk of being poor than peers without
disabilities. Even where children share the same
disadvantages — of poverty or membership in a
minority group, say — children with disabilities
confront additional challenges as a result of their
impairments and the many barriers that society
throws in their way. Children living in poverty are
among the least likely to enjoy the benefits of edu-
cation and health care, for example, but children
who live in poverty and have a disability are even
less likely to attend their local school or clinic.

In many countries, responses to the situation
of children with disabilities are largely limited
to institutionalization, abandonment or neglect.
These responses are the problem, and they are
rooted in negative or paternalistic assumptions

of incapacity, dependency and difference that are
perpetuated by ignorance. Unless this changes,
children with disabilities will continue to have their
rights neglected; to experience discrimination,
violence and abuse; to have their opportunities
restricted; to be excluded from society.

What is needed is a commitment to these
children’s rights and their futures, giving priority
to the most disadvantaged — as a matter of equity
and for the benefit of all.

From exclusion to inclusion

Children with disabilities encounter different
forms of exclusion and are affected by them to
varying degrees, depending on factors such as
the type of disability they have, where they live
and the culture or class to which they belong.

Gender is also a crucial factor: Girls are less

likely than boys to receive care and food and are
more likely to be left out of family interactions
and activities. Girls and young women with
disabilities are ‘doubly disabled’. They confront
not only the prejudice and inequities encountered
by many persons with disabilities, but are also
constrained by traditional gender roles and
barriers.' Girls with disabilities are also less likely
to get an education, receive vocational training or
find employment than are boys with disabilities
or girls without disabilities. 2
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At the heart of these differing forms and degrees
of exclusion, however, lies the shared experience
of being defined and judged by what one lacks
rather than by what one has. Children with disabili-
ties are often regarded as inferior, and this exposes
them to increased vulnerability: Discrimination
based on disability has manifested itself in margin-
alization from resources and decision-making, and
even in infanticide.®

Exclusion is often the consequence of invisibility.
Few countries have reliable information on how
many of their citizens are children with disabili-
ties, what disabilities they have or how these
disabilities affect their lives. In some countries,
families raising children with disabilities face
ostracism. Because of this, even loving parents
and family members can be reluctant to report
that a child of theirs has a disability — whether
because they are trying to avoid being shunned,
because they are being overprotective of the

child, or both. If the child is born with an impair-
ment, its birth might not even be registered.
Children excluded in this way are unknown to,
and therefore cut off from, the health, education
and social services to which they are entitled.

Childhood deprivations can have lasting effects
- by limiting access to gainful employment or
participation in civic affairs later in life, for
example. Conversely, access to and use of
supportive services and technology can position
a child with a disability to take her or his

place in the community and contribute to it.

Indeed, the future is far from grim. Effective
means are available to build inclusive societies

in which children with and without disabilities
can enjoy their rights equally. Physical, attitudi-
nal and political barriers are being dismantled,
although the process is uneven and has far

to go.

Rahmatuallah, 14, who lost his leg in a landmine explosion, takes part in a training workshop for electricians at a centre for
war-affected children in Kandahar, Afghanistan. © UNICEF/AFGA2007-00420/Noorani
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Under the Convention on the Rights of the

Child (CRC) and the Convention on the Rights of
Persons with Disabilities (CRPD), governments
around the world have taken upon themselves
the responsibility of ensuring that all children,
irrespective of ability or disability, enjoy their
rights without discrimination of any kind. As of
February 2013, 193 countries had ratified the CRC
and 127 countries and the European Union had
ratified the CRPD.

These two Conventions bear witness to a grow-
ing global movement dedicated to the inclusion
of children with disabilities in community life.
Concern for inclusion is rooted in the recognition
that all children are full members of society: that
each child is a unique individual who is entitled
to be respected and consulted, who has skills
and aspirations worth nurturing and needs that
demand fulfilment and whose contributions are
to be valued and encouraged. Inclusion requires
society to make physical infrastructure, informa-
tion and the means of communication accessible
so all can use them, to eliminate discrimination
so none is forced to suffer it and to provide pro-
tection, support and services so every child with
a disability is able to enjoy her or his rights as
do others.

Inclusion goes beyond ‘integration’. The latter
implies that children with disabilities are to be
brought into a pre-existing framework of pre-
vailing norms and standards. In the context of
education, for example, integration might be
attempted simply by admitting children with
disabilities to ‘regular’ schools. This would fall
short of inclusion, which is possible only when
schools are designed and administered so that
all children can experience quality learning and
recreation together. This would entail provid-
ing students with disabilities with such needed
accommodations as access to Braille, sign
language and adapted curricula that allow
them equal opportunity to learn and interact.

Inclusion benefits everyone. To continue with the
example of education, ramps and wide doorways

By one widely used estimate, some 93 million children
—-or 1in 20 of those aged 14 or younger - live with a
moderate or severe disability of some kind.

Such global estimates are essentially speculative. They
are dated - this one has been in circulation since 2004
- and derived from data of quality too varied and meth-
ods too inconsistent to be reliable. In order to provide
a context for and illustrate the issues under discussion,
this report presents the results of national surveys and
independent studies, but even these must be interpret-
ed with caution and should not be compared to one
another. This is because definitions of disability

differ by place and time, as do study design, methodol-
ogy and analysis. These issues, and promising initia-
tives aimed at improving the quality and availability

of data, are discussed in Chapter 6 of this report.

can enhance access and safety for all children,
teachers, parents and visitors in a school, not
just those who use wheelchairs. And an inclusive
curriculum - one that is child-centred and that
includes representations of persons with disabili-
ties in order to reflect and cater to a true cross
section of society — can broaden the horizons not
only of children whose disabilities would other-
wise limit their ambitions or options, but also of
those without disabilities who stand to gain an
appreciation of diversity and of the skills and pre-
paredness necessary to build a society inclusive
of all. Where educational attainment leads to a job
or other means of earning a living, the child with
a disability is able to advance and to take her or
his place as a full and equal member of the adult
world, one who produces as well as consumes.

A framework for action

Children with disabilities should not be treated or
regarded simply as the recipients of charity. They
have the same rights as others — among these,
the right to life and to the opportunities that flow
from good health care, nutrition and education,

(continued on p. 9)
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PERSPECTIVE

By Nancy Maguire

Nancy Maguire is a disability

activist from the United Kingdom.
She is a qualified social worker but,
after travelling abroad, decided to
campaign for the rights of people
with disabilities, especially young
women. She has worked with
disabled people’s organizations

in Asia and Southern Africa, and
hopes to obtain a Master’s degree
in policy and development.

| was born in London in 1986
and have a condition called
osteogenesis imperfecta, com-
monly known as brittle bones.
Many children with brittle bones
grow up protected — overpro-
tected, some might say — from
any possibility of hurting them-
selves. My parents wanted me
to be safe, but they also wanted
me to have the opportunity to
play, make friends and lead as
normal a childhood as possible.

From pioneer to advocate
for inclusion

In the 1980s, inclusive education
was still a fairly new concept.
Like most parents of a disabled
child, mine were advised to
send me to a special school.
My mother is a teacher, and
after visiting the recommended
school she was convinced that
it would provide a substandard
education. My parents have
always used my older sister
Katy, who did not have a dis-
ability, to gauge what is accept-
able for me: If they thought
something wasn’t good enough
for Katy, then it wasn’t good
enough for me.

| was the first child with a dis-
ability to attend my primary
school, and in many ways | felt
like a guinea pig for inclusion.
For example, despite having a
positive attitude towards includ-
ing me in all aspects of school
life, my teachers lacked experi-
ence in how to adapt physical
education so that | could get
involved in a meaningful way.

Like most childhoods, mine
wasn't always easy. | spent a

lot of time in hospital, and even
within an ‘inclusive’ mainstream
education system, there were
times when | was excluded.

For example, | wasn't allowed
to go to my nursery Christmas
party because the teachers were
worried | would break a bone.

THE STATE OF THE WORLD’S CHILDREN 2013: Children with Disabilities

Also, at high school they had a
separate table in the canteen for
children with disabilities and the
teachers could not understand
why | refused to sit at it. Despite
setbacks and obstacles, how-
ever, | managed to flourish both
educationally and socially.

| was always encouraged to try
new things. My extracurricular
activities included swimming,
ballet, wheelchair tennis, drama
and singing. In many of these,

| was also the only child with a
disability. Interestingly, | often
found these groups more inclu-
sive than school in terms of
how much | could participate
and contribute. | felt wanted
and people found creative
ways for me to get involved.
Nonetheless, there were many
things | found difficult to do
because of my limited mobility.
| would sometimes feel upset
because | couldn’t do things as
well as the other children, and
as | grew older and more self-
conscious, | became reluctant to
put myself in situations where
my difficulties were on show.

In my teenage years a lot of my
friends went through phases

of being a ‘goth’ or a ‘rude
girl’, which involved dressing
or behaving in ways designed
to attract attention. Whilst they
were doing everything they



could to stand out and be dif-
ferent, | was desperate to be
‘normal’ and fit in. Growing up
with a disability, | received a lot
of attention. People in the street
would often stare at me, make
comments and ask my parents,
“What's wrong with her?” | had
days when | was able to brush it
off, but no amount of resilience
or family support can stop that
from affecting you.

| developed extremely low self-
esteem and poor body image,
made worse because | was
significantly overweight. | found
exercise difficult, and like many
girls my age, | ate to comfort
myself. | had also internalized
the medical terminology that
was used to describe me —in
particular the word ‘deformed’
(I had a curvature of the spine,
since corrected). When | was 14,
| developed an eating disorder,
partly because | wanted to lose
weight — but also because my
weight felt like one aspect of my
physical appearance that | could
actually control.

Although | had incredibly
supportive family and friends,
being disabled was never some-
thing | viewed as a positive
thing. | thought | had to over-
come it, like adversity. | became
obsessed with being as ‘undis-
abled’ as possible, and | was

convinced that if | could walk,
my life would be a lot better.
Ironically, although | no longer
use a wheelchair, in many ways

| feel more aware of my disability
than ever. People still make com-
ments about me because | have
small stature, and make assump-
tions about my life and ability;

| always have to prove myself,
particularly in the workplace.
Though | am not defined by my
disability, it has been pivotal in
shaping who | am and what

| have achieved. Having a disabil-
ity is now something | embrace:
I no longer see it as a negative
thing or something | should be
embarrassed about. In many
ways being disabled has worked
to my advantage and created
opportunities that might never
have been available to me —

like writing this article.

Every child’s experience is
different. | come from a lower-
middle-class family in the United
Kingdom, where | had access

to free health care and a good
education. But | strongly believe
that the issues of belonging,
self-esteem and aspiration
transcend such distinctions as
gender, class and nationality.

To develop a greater sense of
self-worth, children with
disabilities need the opportunity
to participate and contribute in
all aspects of their lives.

People with disabilities are
becoming more visible in many
walks of life — in politics and
the media, for example. This

is instrumental in improving
children’s perceptions of what
they can achieve. When | was
growing up, the only role model
| had was Stevie Wonder.

I admired him because he was
a successful and respected
musician despite being blind.
However, it would have helped
me to see people with disabili-
ties doing everyday jobs — as
teachers, doctors or shopkeep-
ers. | think that would also have
helped my parents. My mum
said that when | was a child,
she tried not to think about

my future because it made her
scared. She knew that | was
capable but feared that my
options would be limited.

As it turns out, my disability has
not prevented me from achiev-
ing any of the important things.
| am a qualified social worker,
passed my driving test when

| was 16, left home when | was
19 and have lived and worked
in Asia and Africa. In the future
I hope to be an advocate for
children with disabilities on an
international level, as | passion-
ately believe in the inalienable
human rights and untapped
potential of these children.



PERSPECTIVE

By Michael Hosea

Michael Hosea was born in 1995.
He is the eldest of six children and
one of three persons with albinism
in his immediate family. He lives
in Dodoma, United Republic of
Tanzania, and is about to graduate
from school. He advocates for

the rights of young people with
disabilities, particularly those with
albinism, through the Leonard
Cheshire Disability Young Voices
network.

Living with albinism,
discrimination and superstition

| was born in Mwanza, the
second largest city in the

United Republic of Tanzania.

| am the eldest son and live
with my siblings and parents in
Dodoma, the capital. There are
six children in our family; one
of my sisters and one of my
brothers are also albinos.

The impairments caused by
my condition make life very
difficult. | always have trouble
with the sun and have to cover
up with heavy, long-sleeved
clothing and wear sunglasses
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to protect my eyes. | also have
troubles at school. Sometimes
| can’t see the blackboard, and
| always have to sit in the
shade. This country does

not have sufficient vision-
enhancing technology, such
as glasses, magnifiers and
special computer equipment,
and without it children with
albinism have a hard time
graduating from school and
finding employment. My family
is poor, so getting money for
school fees is also difficult.

Life is complicated even more
by the way people treat us.
There is a lot of discrimination
against people with albinism,
and | sometimes lack the com-
pany of friends. Some people
also believe horrible myths
about us: that we are not
human and never die, that
albinism is a curse from the
gods and that anyone who
touches us will be cursed.

Worst of all, practitioners of
witchcraft hunt and kill us to
use our hair, body parts and
organs in charms and potions.
For centuries some people
have believed that if they go
to a witch doctor with albino



body parts, they will become
rich and prosperous. Even
though it is illegal to kill people
with albinism, it still happens —
it's greed that makes people

do it. But it’s all based on lies:
There are people who have
done these terrible things, yet
their lives have remained

the same.

A few months ago, thanks to a
friend of my father, my siblings
and | escaped being the victims
of murder for witchcraft. My
father’s friend came to warn him
that his three albino children
were in danger of being hunted,
and he begged my father to
leave Mwanza. This wasn't easy
because my parents’ financial
situation was not good, but we
packed up everything and left
at 3 a.m. that night.

We travelled over 500 kilome-
tres to Dodoma and after two
days received news from home
that people had broken into our
house in Mwanza looking to

kill us.

When these people found that
we had escaped, they went

to our next-door neighbour’s
house. He was our local albino

representative and had done so
much to help us and advocate
for albino rights in our commu-
nity. They cut off his genitals
and arms, and left him there to
die. We later received a phone
call from another neighbour
telling us what they did to him.
This news hurt me so much
that | cried a lot, but what
could | do? This is the way
things are.

| don’t understand why people
do such things to fellow human
beings. But | think education is
the key to stopping the murder,
abuse and discrimination. It is
important that others — even
members of my extended
family — learn that we are
people just like them. We

are all the same.

To escape life’s difficulties, | love
to write songs and sing. | have
just written a song about albinos
and our struggle. My dream is
to one day be able to record my
music in a studio and spread

my message. | pray that people
around the world can one day
understand that albinos are no
different from them. We are all
human beings and deserve to be
treated with love and respect.

Note:

Albinism is a rare, genetically
inherited condition found in all
ethnicities. People with albinism
have little or no pigmentation in
their eyes, hair and skin owing to a
lack of melanin. They are sensitive to
bright light and have a higher than
average risk of skin cancer from sun
exposure. Most people with albinism
are also visually impaired. Under
the Same Sun, a Canadian non-
governmental organization, estimates
that albinism affects 1 in 2,000
Tanzanians. Although the medical
condition itself does not affect life
expectancy, in the United Republic
of Tanzania the average lifespan

of a person with albinism is around
30 years.



PERSPECTIVE

By Nicolae Poraico

Nicolae Poraico and his brother

Grisha spent several years in a
residential home for children with
mental disabilities in the Republic
of Moldova. Nicolae was diagnosed
with a moderate intellectual
disability and his brother with a
severe intellectual disability. In
2010 Nicolae and Grisha reunited
with their mother in the village

of Lapusna. This was made
possible with the assistance of

the Community for All - Moldova
programme, which is implemented
by the Keystone Human Services
International Moldova Association
with financial support from the
Open Society Mental Health
Initiative and the Soros Foundation
Moldova.

| want good memories

I was 11 when | went to the insti-
tution with my brother Grisha. |
am now 16. Our mother sent us
there because we did not have
enough money to buy or rent

a house, and she had to work
nights. She came to see us often.

| do not remember the day |
went to the institution. | even
forgot some of my memories of
being there, and | hope in time |
will forget the other ones. | want
new memories, good memories.

At holidays the food was good. It
was also good on other days; we
were fed four times a day. After
eating | cleaned the kitchen.

The teachers taught us to recite
poems and sing songs and
showed us different games.

| know a poem about Gigel

and two about Mother.

We had naptime from 1 to

4 p.m. | would not sleep:

| laughed, talked to other boys.

I put my head on the pillow, kept
my eyes open and looked at the
boys. We were all living in one
room, all 16 boys from my class.

There was one boy, Victor. He
worked in the kitchen. We went
to the stadium nearby. He took
just me to the stadium; he had
bread and sour milk, and we ate
together. When my mother took
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me and my brother home, Victor
did not know as he was sleep-
ing. He gave me his picture so |
would not forget him, but | for-
got it there.

Sometimes the staff beat us. |
do not know why. They beat me
so much with different sticks
that my back was injured. | was
not the only one. Other boys
were injured, too. And some
boys had knives. Some boys hit
others, and sometimes | fought
with them, with fists. What
could | do? If | did not defend
myself, they could kill me. They
beat Grisha, but | defended him.

| didn't want to stay there. If my
mother had left us there, the
administration could have sent
us to different families and my
mother would never find us. But
| want to visit the institution, just
to see Victor and take his phone
number.

At home, it is very good.

I now play with Colea, Igor
and Dima. Here, nobody beats
me. Sometimes we discuss
problems with our mother
and ask for advice. We get
along very well and | go to
school every day. | like physical
education and Romanian
language classes. | am glad

| came here. | am happy that

| am in Lapusna.
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the right to express their views and participate

in making decisions, and the right to enjoy equal
protection under the law. They belong at the
centre of efforts to build inclusive and equitable
societies — not only as beneficiaries, but as
agents of change. After all, who is in a better
position to comprehend their needs and evaluate
the response?

In any effort to promote inclusion and fairness,
children with disabilities should be able to enlist
the support of their families, disabled people’s
organizations, parents’ associations and com-
munity groups. They should also be able to
count on allies further afield. Governments have
the power to help by aligning their policies and
programmes with the spirit and stipulations of
the CRPD, CRC and other international instru-
ments that address or affect child disability.
International partners can provide assistance
compatible with the Conventions. Corporations
and other entities in the private sector can
advance inclusion — and attract the best talent

— by embracing diversity in hiring.

The research community is working to improve
data collection and analysis. Their work will help
to overcome ignorance and the discrimination
that often stems from it. Furthermore, because
data help to target interventions and gauge their
effects, better collection and analysis helps in
ensuring an optimal allocation of resources and
services. But decision-makers need not wait for
better data to begin building more inclusive infra-
structure and services: As some have already
found, inclusion involves and benefits entire
communities, and its elements can be applied to
new projects across the board. All that is needed
is for these efforts to remain flexible so they can
be adapted as new data come to light.

The next chapter of this report discusses exclu-
sion and the factors that propagate it, along with
some philosophical and practical fundamentals
of inclusion. Subsequent chapters — each of
which applies the same approach of explor-

ing barriers as well as solutions that show

promise — are dedicated to specific aspects of
the lives of children with disabilities. Chapter 3
examines the health, nutritional and educational
services that can provide a strong foundation
on which children with disabilities can build

full and fulfilling lives. Chapter 4 explores the
opportunities and challenges of ensuring legal
recognition and protection against exploitation
or abuse. Chapter 5 discusses inclusion in the
context of humanitarian crises.

Many of the deprivations endured by children
with disabilities stem from and are perpetuated
by their invisibility. Research on child disability
is woefully inadequate, especially in low- and
middle-income countries. The resulting lack of
evidence hinders good policymaking and service
delivery for children who are among the most
vulnerable. Therefore, Chapter 6 of this report
examines the challenges and opportunities
confronting researchers — and ways in which
children with disabilities can be rendered vis-
ible through sound data collection and analysis.
Chapter 7, which concludes this edition of The
State of the World’s Children, outlines necessary
and feasible actions that will enable govern-
ments, their international partners, civil society
and the private sector to advance equity through
the inclusion of children with disabilities.
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Wenjun, 9, walks with her foster mother in China.
© UNICEF/China/2010/Liu
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Children with and without disabilities participate in school festivities in Bangladesh. © UNICEF/BANA2007-00655/Siddique



Adopting an approach grounded in respect for the rights,
aspirations and potential of all children can reduce the
vulnerability of children with disabilities to discrimination,

exclusion and abuse.

The Convention on the Rights of the Child (CRC)
and the Convention on the Rights of Persons with
Disabilities (CRPD) challenge charitable approach-
es that regard children with disabilities as passive
recipients of care and protection. Instead, the
Conventions demand recognition of each child

as a full member of her or his family, community
and society. This entails a focus not on traditional
notions of ‘rescuing’ the child, but on investment
in removing the physical, cultural, economic, com-
munication, mobility and attitudinal barriers that
impede the realization of the child’s rights — includ-
ing the right to active involvement in the making
of decisions that affect children’s daily lives.

It is often said that when you change, the world
changes. Underestimation of the abilities of
people with disabilities is a major obstacle to
their inclusion. It exists not only in society at
large but also in the minds of professionals,
politicians and other decision-makers. It can also
occur in families, among peers and in individuals
with a disability, especially in the absence of evi-
dence that they are valued and supported in their
development. Negative or ill-informed attitudes,
from which stem such deprivations as the lack of
reasonable accommodation for children with
disabilities, remain among the greatest obstacles
to achieving equality of opportunity.

Negative social perceptions may result in chil-
dren with disabilities having fewer friends and

being isolated or bullied, their families experi-
encing additional stress, and their communi-
ties treating them as outsiders. Early studies

of the way children with disabilities are treated
by their peers have found that even at the pre-
school level, they may be overlooked as friends
or playmates, sometimes because other chil-
dren believe that they are not interested or able
to play and interact.* A survey of families of
children with disabilities in the United Kingdom
found that 70 per cent thought that understand-
ing and acceptance of disability among their
community was poor or unsatisfactory, and
almost half encountered problems in accessing
such support services as childcare.® According
to a 2007 UK study involving children with spe-
cial educational needs, 55 per cent said that
they had been treated unfairly because of their
disability.® In Madagascar, one study found that
ignorance about disability was common among
parents — and that even among the presidents
of parents’ associations, 48 per cent believed,
mistakenly, that disability is contagious.” A
2009 study in the Vietnamese city of Da Nang
reported that although the community adopted
generally tolerant attitudes towards children
with disabilities and their families, instances

of stigmatization and discrimination persisted.
The appearance of children with disabilities in
public on such holidays as Tet, which marks the
new lunar year, was considered detrimental to
good fortune.®
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It is no wonder, then, that children with disabili-
ties are among the most vulnerable to low self-
esteem and feelings of isolation. No child should
be defined by a disability. Each child is unique
and has the right to be respected as such. When
societies embrace inclusive principles and dem-
onstrate this support for equity in practice, chil-
dren with disabilities are able to enjoy the same
rights and choices as other children. Enabling
participation in the community and providing
educational, cultural and recreational options is
of paramount importance for the healthy physi-
cal and intellectual development of every child.
Where specialized support — for communications
or mobility, for example — is needed to facilitate
interaction and promote self-reliant participation
in everyday activities, access should be free and
available to all.

Changing attitudes

Little will change in the lives of children with
disabilities until attitudes among communities,
professionals, media and governments begin to

Estimated rates of primary
school completion

ith
‘(;\;Istability 51 %

without
disability

61%

ith
‘(;\;Isability 42%

without
disability

53%

Source: World Health Organization, based on surveys in 51 countries.

change. Ignorance about the nature and causes
of impairments, invisibility of the children them-
selves, serious underestimation of their potential
and capacities, and other impediments to equal
opportunity and treatment all conspire to keep
children with disabilities silenced and marginal-
ized. Major public awareness campaigns that
are sponsored by governments, include children
as key presenters and are supported by all civil
society stakeholders can inform, challenge and
expose these barriers to the realization of rights.
Furthermore, parents and disabled persons’ orga-
nizations can — and often do — play pivotal roles
in campaigning for acceptance and inclusion.

Bringing disability into political and social dis-
course can help to sensitize decision-makers and
service providers, and demonstrate to society at
large that disability is ‘part of the human condi-
tion’.® The importance of involving children with
disabilities cannot be overstated. Prejudice can
be effectively reduced through interaction, and
activities that bring together children with and
without disabilities have been shown to foster
more positive attitudes.’ Social integration ben-
efits everyone. It follows that if societies seek

to reduce inequalities, they should start with
children who are best fitted to build an inclusive
society for the next generation. Children who
have experienced inclusive education, for
example, can be society’s best teachers.

Inclusive media also have a key part to play.
When children’s literature includes children and
adults with disabilities, it sends out positive mes-
sages that they are members of families and
neighbourhoods. It is important for members

of all groups, and especially those that may be
discriminated against on the grounds of race,
gender, ethnicity or disability, to be included in
stories and textbooks for children — not neces-
sarily as the main protagonists but simply to
note their presence and participation. Books, film
and media portrayal play an important role in
teaching children about social norms. Just as the
portrayal of girl characters in mainstream chil-
dren’s media carries implicit notions of gender
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hierarchy and traditional expectations of gender,
so the routine absence, misrepresentation or
stereotyping of people with disabilities creates
and reinforces social prejudices and leads to the
underestimation of the roles and place of people
with disabilities in society.

Similarly, participation in social activities helps
to promote a positive view of disability. Sport, in
particular, has helped overcome many societal
prejudices. Physical activity can be a powerful
means of promoting respect — it is inspirational
to see a child surmount the physical and psycho-
logical barriers to participation, including lack

of encouragement and support or limited adap-
tive equipment. In one study, physically active
children with disabilities were rated as more
competent than their non-disabled counterparts.’
However, care must be taken not to create an
artificial atmosphere in which children with dis-
abilities who demonstrate physical heroism are
deemed worthy and those who do not are made
to feel inferior.

Sport has also been helpful in campaigns to
reduce stigma. Athletes with disabilities are
often among the most recognized representa-
tives of people with disabilities, and many use
such platforms as the Paralympics and Special
Olympics to campaign and to become role
models for children with physical or intellectual
impairments. Moreover, experiences in Bosnia
and Herzegovina, the Lao People’s Democratic
Republic, Malaysia and the Russian Federation
show that access to sport and recreation is not
only of direct benefit to children with disabilities
but also helps to raise their standing in the com-
munity as they are seen to participate alongside
other children in activities valued by society.

Encouraging children with disabilities to take

part in sport and recreation in company with all
their peers is more than a matter of changing
attitudes. It is a right and a specific requirement
of the CRPD, which instructs States parties to
“ensure that children with disabilities have equal
access with other children to participation in play,

Montenegro’s ‘It's About Ability’ campaign was

launched in September 2010 and has had an impact on

the public’s knowledge of and attitudes and practices

towards children with disabilities. The campaign brings

together a broad coalition of 100 national and inter-
national organizations ranging from the Government
of Montenegro to the European Union, the Council of

Europe, the Organization for Security and Co-operation

in Europe, United Nations agencies, embassies, asso-
ciations of parents of children with disabilities, print
and electronic media, the private sector, local officials
and children with and without disabilities. One of the
campaign’s strategies involved the use of billboards all
over the country to show children with disabilities as

active members of society, portraying them as athletes,

friends, musicians, dancers, students, daughters, sons,

brothers and sisters.

A November 2011 survey measuring the impact of the
campaign reported that it contributed to an 18 per
cent increase in the number of people who consider
children with disabilities as equal members of society.

Behaviour toward children with disabilities and

communication between them and people without

disabilities were also seen to improve.

recreation and leisure and sporting activities,
including those activities in the school system.”

Supporting children and
their families

The CRPD underlines the role of the family as the
natural unit of society and the role of the State

in supporting the family. It says that “persons
with disabilities and their family members should
receive the necessary protection and assistance
to enable families to contribute towards the full
and equal enjoyment of the rights of persons
with disabilities.” 3

The process of fulfilling the rights of a child with
a disability — of including that child in community
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Marmane, 8, looks over her shoulder in a rehabilitation
centre run by the international non-governmental
organization Médecins sans Frontieres in Port-au-Prince,
Haiti. © UNICEF/HQ2005-1970/LeMoyne

life — begins with establishing a home setting
conducive to early intervention. It involves stimu-
lation and interaction with parents and caregivers
from the first days and weeks of life through the
different stages of the child’s educational and
recreational development. Inclusion is important
at all ages but the earlier children with disabilities
are given the chance to interact with peers and
the larger society, the greater the likely benefits
for all children.

Under the CRPD, children with disabilities and
their families have the right to an adequate stan-
dard of living, including adequate food, clothing
and housing. Children with disabilities and those
responsible for their care are also entitled to such
subsidized or free support services as day care,
respite care and access to self-help groups.

Social protection for children with disabilities
and their families is especially important because
these families often face a higher cost of living
and lost opportunities to earn income.

Estimates of the additional costs of disability
borne by families range from 11-69 per cent

of income in the United Kingdom to 29-37 per
cent in Australia, 20-37 per cent in Ireland, 9 per
cent in Viet Nam and 14 per cent in Bosnia and
Herzegovina.' Costs associated with disability
include such direct expenses as medical treat-
ment, travel, rehabilitation or assistance with
care, and such opportunity costs as the income
forgone when parents or family members give
up or limit their employment to care for a child or
children with disabilities.™

The International Labour Organization has esti-
mated that in 10 low- and middle-income coun-
tries, the economic costs of disability amount to
3-5 per cent of gross domestic product.’ A review
of 14 developing countries found that people

with disabilities were more likely to experience
poverty than those without disabilities.” People
with disabilities tended to be less well off in terms
of education, employment, living conditions,
consumption and health. In Malawi and Uganda,
households with members who have disabilities
have been found more likely to be poorer than
similar households without disabled members.™
Households with members with disabilities gener-
ally have lower incomes than other households
and are at greater risk of living below the poverty
line.” In developing countries, households with a
member or members who have disabilities spend
considerably more on health care.?’ This means
that even a household that technically stands
above the poverty line but includes a member

or members with disabilities can actually have

a standard of living equivalent to that of a house-
hold below the poverty line but without members
with disabilities.

The evidence is clear that childhood disability
diminishes a person’s life chances. Children with
disabilities grow up poorer, have less access

THE STATE OF THE WORLD’S CHILDREN 2013: Children with Disabilities



to education and health-care services, and are
worse off on a host of measures including the
likelihood of family break-up and abuse.

States can tackle the consequent, increased risk of
child poverty with such social protection initiatives
as cash transfer programmes. These programmes
are relatively easy to administer and provide for
flexibility in meeting the particular needs of par-
ents and children. They also respect the decision-
making rights of parents and children.

Cash transfer programmes have been shown

to benefit children,? although it can be diffi-
cult to gauge the extent to which they are used
by and useful to children with disabilities and
those who care for them.?? A growing number of
low- and middle-income countries are building
on promising results from these broader efforts
and have launched targeted social protection
initiatives that include cash transfers specifically
for children with disabilities. These countries
include Bangladesh, Brazil, Chile, India, Lesotho,
Mozambique, Namibia, Nepal, South Africa,

Turkey and Viet Nam, among others. The type
of allowances and criteria for receiving them
vary greatly. Some are tied to the severity of
the child’s impairment. Routine monitoring and
evaluation of the transfers’ effects on the health,
educational and recreational attainment of chil-
dren with disabilities will be essential to make
sure these transfers achieve their objectives.

Another tool governments can use is disability-
specific budgeting. For instance, a government
that has committed to ensuring that all children
receive free, high-quality education would include
specific goals regarding children with disabilities
from the outset and take care to allocate a suf-
ficient portion of the available resources to cover-
ing such things as training teachers, making infra-
structure and curricula accessible, and procuring
and fitting assistive devices.

Effective access to services including education,
health care, habilitation (training and treatment
to carry out the activities of daily living), reha-

bilitation (products and services to help restore

A young boy with albinism reads Braille at school in the town of Moshi, United Republic of Tanzania.
© UNICEF/HQ2008-1786/Pirozzi
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function after an impairment is acquired) and
recreation should be provided free of charge and
be consistent with promoting the fullest possible
social integration and individual development of
the child, including cultural and spiritual develop-
ment. Such measures can promote inclusion in
society, in the spirit of Article 23 of the CRC, which
states that a child with a disability “should enjoy
a full and decent life, in conditions which ensure
dignity, promote self-reliance and facilitate the
child’s active participation in the community.” 2

States parties to the CRPD have obligated
themselves to take action to eliminate discrimi-
nation against children with disabilities and

to make their inclusion in society a priority.

Comprehensive national strategies with mea-

surable outcomes will make it more likely for

all children to realize their rights. International

cooperation and exchange of information and

technical assistance — including advances in
teaching or community-based approaches to

early intervention — could further these aims.
Development assistance programmes focusing
on children can help by taking into account the
needs of children with disabilities and their fami-
lies, particularly in low-income settings where
systems to protect and promote the rights of
children with disabilities may be weak.

Services for children with disabilities are
delivered by a range of government and
non-governmental institutions. Appropriate
multi-sectoral coordination involving family
members would help to avoid gaps in provision
and should be attuned to changes in the child’s
capacities and needs as she or he grows and

experiences life.

Community-based rehabilitation

Community-based rehabilitation (CBR) pro-
grammes are designed and run by local com-
munities. CBR seeks to ensure that people with

Community-based rehabilitation

CBR
MATRIX

HEALTH

aame EDUCATION pumme
EARLY
PROMOTION CHILDHOOD
PREVENTION PRIMARY
SECONDARY &
MEDICAL CARE HIGHER
REHABILITATION NON-FORMAL —
ASSISTIVE LIFELONG
DEVICES LEARNING

Source: World Health Organization.
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An inclusive kindergarten in Nizhny Novgorod, Russian Federation. © UNICEF/RUSS/2011/Kochineva

disabilities have equal access to rehabilitation
and other services and opportunities — health,
education, livelihoods. Developed by the World
Health Organization (WHO) in the late 1970s and
early 1980s, it is practised in more than 90 coun-
tries and represents a move away from the con-
centration of care in institutions and at the hands
of specialists towards community self-reliance,
collaboration and ownership in addressing the
particular needs of people with disabilities —
critically, with their own active participation.*

CBR can prove effective in addressing multiple
deprivations. Children with disabilities who live
in rural and indigenous communities contend
with multiple disadvantages: They have dis-
abilities, they belong to a marginalized group
and they live in remote locations. They have
little or no access to services that could ensure
their development, protection and participation
in community life.?® An outreach initiative led

by the Centre for Research and Post-Secondary
Studies in Social Anthropology (CIESAS) in
Oaxaca, Mexico, provides an example of CBR

for indigenous children with disabilities, their
families and community. In collaboration with
UNICEF and with financing from the state welfare
agency DIF-Oaxaca, CIESAS used CBR to advance
the inclusion of children with disabilities in four
remote rural communities?® with large indigenous
populations and low Human Development Index
scores. Teams — made up of a doctor, a physical
or occupational therapist, an educator and two
community activists fluent in local indigenous
languages - were trained and sent into the com-
munities to conduct workshops on discrimina-
tion, inclusion and children’s rights. They pro-
moted the formation of local support networks
among the families of children with disabilities
and, where appropriate, provided referrals to med-
ical treatment or therapy. During the three-year
period 2007-2010, the initiative led to increased
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acceptance of indigenous children with disabilities
by their own families and communities. Benefits
also included improved provision of social ser-
vices, community-led construction of wheelchair
ramps to make public spaces accessible, agree-
ment by state and federal hospitals to provide
services free of charge to children with disabilities
referred by the project — and 32 new enrolments of
children with disabilities in mainstream schools.?’

Assistive technology

Depending on the type of disability, a child may
need any of a number of assistive devices and
services (see next page). According to the World
Health Organization, however, in many low-
income countries only 5-15 per cent of the people
who need assistive technology are able to obtain
it.22 Reasons for this include costs, which can be
especially prohibitive in the case of children, who
need their assistive devices replaced or adjusted
from time to time as they grow.?® Children are
often less likely than adults to access assistive

)
&

technology.® The provision and uses of assistive
technology are discussed in a Focus article pub-
lished online at <www.unicef.org/sowc2013>.

Universal design

Inclusive approaches are built around the con-
cept of accessibility, with the aim of making the
mainstream work for everyone rather than creat-
ing parallel systems. An accessible environment
is essential if children with disabilities are to
enjoy their right to participate in the community.
For instance, access to all schools is necessary
if children with disabilities are to take part in
education. Children who are educated along-
side their peers have a much better chance of
becoming productive members of their societ-
ies and of being integrated in the lives of their
communities.®

Accessibility can refer to the design of an
environment, product or structure. Universal
design is defined as the design of products

Liban, 8, uses crutches after losing a leg to a bomb explosion in Mogadiscio, Somalia. © UNICEF/HQ2011-2423/Grarup
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Assistive technology products

Category Examples of products

Mobility * Walking stick, crutch, walking frame, manual and powered wheelchair, tricycle
* Artificial leg or hand, caliper, hand splint, club foot brace
e Corner chair, special seat, standing frame
» Adapted cutlery and cooking utensils, dressing stick, shower seat, toilet seat, toilet frame, feeding robot
Vision » Eyeglasses, magnifier, magnifying software for computer
* White cane, GPS-based navigation device
 Braille systems for reading and writing, screen reader for computer, talking book player, audio recorder and player
* Braille chess, balls that emit sound
Hearing * Headphone, hearing aid

* Amplified telephone, hearing loop

Communication * Communication cards with texts, communication board with letters, symbols or pictures
* Electronic communication device with recorded or synthetic speech

Cognition  Task lists, picture schedule and calendar, picture-based instructions
* Timer, manual or automatic reminder, smartphone with adapted task lists, schedules, calendars and audio recorder

* Adapted toys and games

Source: Johan Borg; International Organization for Standardization (2008), <http://www.iso.org/iso/home/store/catalogue_tc/catalogue_tc_browse.htm?commid=53782>.

and environments to be usable by all people,
to the greatest extent possible, without the
need for adaptation or specialized design.
The approach focuses on design that works
for all people regardless of age, ability or
situation.

The principles of universal design were devel-
oped by architects, product designers, engi-
neers and environmental design researchers.
They cut across design disciplines and may be
applied to guide the design process or evaluate
existing designs. There are seven principles:
equitable use; flexibility in use; simple and
intuitive use; perceptible information; toler-
ance for error; low physical effort; and size

and space for approach and use.

In practice, universal design can be found in
the form of curb cuts or sidewalk ramps, audio
books, Velcro fastenings, cabinets with pull-out
shelves, automatic doors and low-floor buses.

The cost of integrating accessibility into new
buildings and infrastructure can be negligible,
amounting to less than 1 per cent of the capital
development cost.*? However, the cost of making
adaptations to completed buildings can be much
higher, especially for smaller buildings, where

it can reach 20 per cent of the original cost.® It
makes sense to integrate accessibility consid-
erations into projects at the early stages of the
design process. Accessibility should also be a
consideration when funding development
projects.

FUNDAMENTALS OF INCLUSION
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PERSPECTIVE

Krishneer Sen, a deaf youth activist

from Suva, Fiji, and recipient of the
World Deaf Leadership scholarship,
is studying information technology
at Gallaudet University, United
States. In 2012, he served as an
intern with UNICEF Fiji.

Access to information and
means of communication are
essential for anyone to realize
their rights as a citizen. Without
ways to gather knowledge,
express opinions and voice
demands, it is impossible to
obtain an education, find a job
or participate in civic affairs.

In my country, Fiji, lack of
access to information and
means of communication are
the biggest issue facing deaf
children. Information and
communication technology
(ICT), which | am studying

at university, is helping deaf
people around the world, creat-
ing opportunities that simply
would not have been possible
a generation ago. Where avail-
able, ICT provides deaf people
with the chance to communi-
cate and connect with friends,
reduces their isolation and
opens up avenues for their par-
ticipation in political, economic,
social and cultural life. Those
who lack access — because they
live in rural areas, are poor or
lack education, or for whom
appropriately adapted devices
are not yet available — experi-
ence frustration and exclusion.

Deaf Fijians like me have
limited access to the media,

emergency services — and even
simple telephone conversa-
tions. In the absence of such
assistive technology as cap-
tioned telephones, we must
rely on people who can hear to
serve as interpreters, or resort
to text messaging. This will not
change until ICT and media
policy for people with disabili-
ties become a top government
priority.

Deaf people can succeed and
contribute to society just like
hearing people. Developing
their abilities begins with edu-
cation and language. Because
deaf children grow up in a
hearing world, quality educa-
tion necessarily means bilin-
gual education. In Fiji, deaf
children should be taught Fiji
Sign Language in addition

to the languages commonly
taught to hearing Fijian chil-
dren (English, Fijian and Hindi),
and this should start at birth.
Bilingual education helps deaf
children develop their ability

to communicate using the lan-
guages of hearing people: Deaf
children who can communicate
effectively in sign language will
find it easier to learn other lan-
guages, like English. | believe
that bilingualism will give deaf
children better access to the



education they need to function
as equal citizens.

As a kid, | used to watch car-
toon programmes on Fijian TV
with no subtitles or sign lan-
guage interpreters. My family
didn’t know sign language well.
Later on, | realized that the rea-
son | was still struggling with
my English was that | had not
been exclusively taught using
signs at home. Parents have

an important role in facilitating
deaf children’s ability to com-
municate and access informa-
tion; along with other people
who interact with deaf children,
they need to take the initiative
and use sign language to com-
municate in their daily lives, at
home and school.

We need to make media more
accessible to deaf children by
captioning or interpreting tele-
vision programmes and devel-
oping children’s programmes
that use sign language. We
need an environment free

of communication barriers. |
would like to see Fijian Sign
Language used in a range of
programmes, from news to
cartoons. In addition to televi-
sion, social media can provide
powerful tools to enhance
knowledge about Fiji and

international affairs and ensure
that everyone, including people
with disabilities, has access to
information about the politi-
cal situation and can cast an
informed vote during elections.

Making ICT available to deaf
children can facilitate their
social and emotional devel-
opment, help them learn in
mainstream schools and pre-
pare them for future employ-
ment. | took a basic computer
class at a special school, and
it changed my life for the bet-
ter: It was through the Internet
that | learned about Gallaudet
University, where | now study.

In addition to enhancing edu-
cation, ICT provides deaf and
other young people with dis-
abilities to learn about their
rights and band together to
campaign for their realization.
By facilitating activism, ICT
may thus help increase the
profile of persons with dis-
abilities within society at large
and allow them to participate
actively.

My dream is to see deaf people
communicate freely with hear-
ing people through the use of
assistive technologies. Once

| graduate, | plan to start a

project to set up communica-
tion technologies in Fiji in order
to facilitate communication
between hearing and deaf peo-
ple, using sign language inter-
preters as well as video calling.
| will be working with the Fiji
Association for the Deaf, of
which | have been a member
for many years, to advocate
for human rights, opportunities
and equality.

If the government is to con-
sider the needs of deaf people
a priority, deaf people must
advocate on our own behalf.
To facilitate activism among
deaf people, we must educate
deaf children to use both sign
language and the languages of
the hearing communities they
live in, and we must work to
expand access to technologies
through which they can find
information and communicate
with others, deaf and hearing.



|
et gnirmal Srd iocol Dircs

¢ *-r-ll"-,:
F 4

A teacher with a hearing impairment teaches a class of hearing-impaired children in Gulu, Uganda. © UNICEF/UGDA2012-00108/Sibiloni



Good health, nutrition and a solid education: These are
the building blocks of life that children and their parents
want, and to which all children are entitled.

Inclusive health

Under the Convention on the Rights of the

Child (CRC) and the Convention on the Rights

of Persons with Disabilities (CRPD), all children
have the right to the highest attainable standard
of health. It follows that children with disabilities
are equally entitled to the full spectrum of care
— from immunization in infancy to proper nutri-
tion and treatment for the ailments and injuries
of childhood, to confidential sexual and reproduc-
tive health information and services during
adolescence and into early adulthood. Equally
critical are such basic services as water,
sanitation and hygiene.

Ensuring that children with disabilities actually
enjoy these rights on a par with others is the
objective of an inclusive approach to health. This
is a matter of social justice and of respecting the
inherent dignity of all human beings. It is also
an investment in the future: Like other children,
those with disabilities are tomorrow’s adults.
They need good health for its own sake, for

the crucial role it plays in facilitating a happy
childhood and for the boost it can give their
prospects as future producers and parents.

Immunization

Immunizations are a critical component of
global efforts to reduce childhood illness and
death. They are among the most successful and

cost-effective of all public health interventions,
with the strong potential to reduce the burden of
morbidity and mortality, particularly for children
under 5 years of age. For this reason, immuniza-
tion has been a cornerstone of national and inter-
national health initiatives. More children than ever
before are being reached. One consequence has
been that the incidence of polio — which can lead
to permanent muscle paralysis — fell from more
than 350,000 cases in 1988 to 221 cases in 2012.3*

There is still a considerable way to go. In 2008,
for example, over a million children under

5 died from pneumococcal disease, rotavirus
diarrhoea and Haemophilus influenzae type B.
Vaccination can actually prevent a large number
of these deaths.*®

The inclusion of children with disabilities in
immunization efforts is not only ethical but
imperative for public health and equity: Goals
of universal coverage can only be achieved if
children who have disabilities are included in
immunization efforts.%

While immunization is an important means of
pre-empting diseases that lead to disabilities, it
is no less important for a child who already has a
disability to be immunized. Unfortunately, many
children with disabilities are still not benefiting
from increased immunization coverage, though
they are at the same risk of childhood diseases
as all children. If they are left unimmunized or
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only partially immunized, the results can include
delays in reaching developmental milestones,
avoidable secondary conditions and, at worst,
preventable death.%”

It will help to bring children with disabilities
into the immunization fold if efforts to promote
immunization include them. Showing children
with disabilities alongside others on campaign
posters and promotional materials, for example,
can help to promote awareness. Enhancing
popular understanding of the importance of
immunizing each child also involves reaching
out to parents through public health campaigns,
civil society and disabled peoples’ organizations,
schools and mass media.

Nutrition

About 870 million people worldwide are thought
to be undernourished. Among them, some 165
million under-fives are believed to be stunted,

or chronically malnourished, and more than 100
million are considered underweight. Insufficient
food or a poorly balanced diet short of certain
vitamins and minerals (iodine, vitamin A, iron
and zinc, for example) can leave infants and
children vulnerable to specific conditions or

a host of infections that can lead to physical,
sensory or intellectual disabilities.3®

Between 250,000 and 500,000 children are con-
sidered to be at risk of becoming blind each year
from vitamin A deficiency, a syndrome easily
prevented by oral supplementation costing just
a few cents per child.®® For a similarly minute
amount — five cents per person per year — salt
iodization remains the most cost-effective way
of delivering iodine and preventing cognition
damage in children in iodine-deficient areas.*
These low-cost measures help not only children
with disabilities but also their mothers as they
labour to raise infants and children in strained
circumstances.

Doing homework in Bangladesh. © Broja Gopal Saha/Centre for Disability in Development

THE STATE OF THE WORLD’S CHILDREN 2013: Children with Disabilities



Early childhood stunting, which is measured as
low height for age, is caused by poor nutrition
and diarrhoea. A multi-country study showed
that each episode of diarrhoea in the first two
years of life contributes to stunting,*’ which is
estimated to affect some 28 per cent of children
younger than 5 in low- and middle-income
countries.*? The consequences of stunting, such
as poor cognitive and educational performance,
begin when children are very young but affect
them through the rest of their lives. However,
community-based efforts to improve basic health
practices have been shown to reduce stunting
among young children.*®

Malnutrition in mothers can lead to a number of
preventable childhood disabilities. Approximately
42 per cent of pregnant women in low- and
middle-income countries are anaemic, and more
than one in two pregnant women in these coun-
tries suffer iron deficiency anaemia.* Anaemia
also affects more than half of pre-school aged
children in developing countries. It is one of the
most prevalent causes of disability in the world
— and therefore a serious global public health
problem.*s Malnutrition in lactating mothers can
also contribute to poorer infant health,* increas-
ing the risk of diseases that can cause disability.
Healthy mothers can help reduce the incidence
of some disabilities and are better prepared to
minister to their children’s needs.

While malnutrition can be a cause of disability,
it can also be a consequence. Indeed, children
with disabilities are at heightened risk of mal-
nutrition. For example, an infant with cleft pal-
ate may not be able to breastfeed or consume
food effectively. Children with cerebral palsy
may have difficulty chewing or swallowing.*
Certain conditions, such as cystic fibrosis, may
impede nutrient absorption. Some infants and
children with disabilities may need specific diets
or increased calorie intake in order to maintain a
healthy weight.*® Yet they may be hidden away
from community screening and feeding initia-
tives. Children with disabilities who do not attend
school miss out on school feeding programmes.

A combination of physical factors and attitudes
may adversely affect child nutrition. In some
societies, mothers may not be encouraged to
breastfeed a disabled child. Stigma and discrimi-
nation may also result in a child with a disability
being fed less, denied food or provided with less
nutritious food than siblings without disabili-
ties.*® Children with some types of physical or
intellectual disabilities may also have difficulty
in feeding themselves, or need additional time
or assistance to eat. It is probable that in some
cases what is assumed to be disability-associated
ill health and wasting may in fact be connected
with feeding problems.*

Water, sanitation and hygiene

It is a widely acknowledged but little documented
fact that throughout the developing world, per-
sons with disabilities routinely face particular
difficulties in accessing safe drinking water and
basic sanitation. Children with physical impair-
ments may be unable to collect water or carry

it for long distances; others may find well walls
and water taps too high. Hardware and wash-
room doors can be difficult to manipulate and
there may be nowhere to rest the water container
while filling it, or there may be nothing to hold
on to for balance to avoid falling into a well,
pond or toilet. Long or slippery paths and poor
lighting also limit the use of latrines by children
with disabilities.

Barriers to persons with disabilities extend beyond
physical and design issues. Social barriers vary in
different cultures. Children with disabilities often
face stigma and discrimination when using house-
hold and public facilities. Wholly inaccurate fears
that children with disabilities will contaminate
water sources or soil latrines are frequently report-
ed. When children or adolescents, and particularly
girls, with disabilities are forced to use different
facilities than other members of their households,
or are compelled to use them at different times,
they are at increased risk of accidents and physical
attack, including rape. Issues preventing disabled
children from accessing water and sanitation in
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such settings may vary depending on cultural and
geographical context, as well as by the type of
disability a child may have: A child with a physi-
cal impairment may face significant difficulties in
using a hand pump or an outdoor latrine; a child
who is deaf or who has an intellectual disability
may have little physical difficulty but be vulner-
able to teasing or abuse, which can render these
facilities inaccessible.

Children with disabilities might not attend school
for want of an accessible toilet. Children with dis-
abilities often report that they try to drink and eat
less to cut down the number of times they need

to go to the toilet, especially if they have to ask

someone to help them. This adds to the risk that
these children will be poorly nourished. It is also

cause for concern that in some places, new water,

sanitation and hygiene (WASH) facilities are still
being designed and built without adequate con-
cern for children with disabilities. Low-tech, low-
cost interventions for persons with disabilities

Beatriz, a 10-year-old girl with cerebral palsy, blows soap
bubbles in Brazil. © Andre Castro/2012

are increasingly available — new step latrines
and easy-to-use water pumps, for example. This
information has yet to be widely disseminated
among WASH professionals or incorporated into
WASH policies and practice.®

Sexual and reproductive health and
HIV/AIDS

Children and young people who live with a
physical, sensory, intellectual or psychosocial
disability have been almost entirely overlooked
in sexual and reproductive health and HIV/AIDS
programmes. They are often — and incorrectly —
believed to be sexually inactive, unlikely to use
drugs or alcohol, and at less risk of abuse, vio-
lence or rape than their non-disabled peers, and
therefore to be at low risk of HIV infection.5?

In consequence, children and young people
who have disabilities are at increased risk of
becoming HIV-positive.

People with disabilities of all ages who are
HIV-positive are less likely to receive appropri-
ate services than peers without disabilities.
Treatment, testing and counselling centres are
very rarely adapted to their needs, and health-
care personnel are seldom trained to deal with
children and adolescents with disabilities.5?

Many young people with disabilities do not
receive even basic information about how their
bodies develop and change. Structured education
about sexual and reproductive health and rela-
tionships is seldom a part of the curriculum and
even where it is, children with disabilities may
be excluded. Many have been taught to be silent
and obedient and have no experience of setting
limits with others regarding physical contact.>
The risk of abuse is thus increased, as illustrated
by a study in South Africa that suggests deaf
youth are at heightened risk of HIV infection.5®

Early detection and intervention

Children develop rapidly during the first three
years of life, so early detection and intervention
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are particularly important. Developmental
screening is an effective means of detecting dis-
ability in children.%® It can take place in primary-
health-care settings, for example, during immu-
nization visits or growth monitoring check-ups
at community health centres. The purpose of
screening is to identify children at risk, to refer
them for further assessment and intervention

as needed, and to provide family members with
vital information on disability. Screening involves
vision and hearing examinations as well as
assessments of children’s progress against such
developmental milestones as sitting, standing,
crawling, walking, talking or handling objects.

Health-care systems in high-income countries
provide numerous opportunities to identify and
manage developmental difficulties early in a
child’s life. But interventions to improve young
children’s development are becoming increasing-
ly available in low- and middle-income countries.
These include such interventions as treating iron
deficiency, training caregivers and providing
community-based rehabilitation.%’

Recent studies in high- and low-income coun-
tries have shown that up to 70 per cent of chil-
dren and adults newly diagnosed with epilepsy
can be successfully treated (i.e., their seizures
completely controlled) with anti-epileptic drugs.
After two to five years of successful treatment,
drugs can be withdrawn without danger of
relapse in about 70 per cent of children and

60 per cent of adults. However, approximately
three quarters of people with epilepsy in low-
income countries do not get the treatment
they need.®® The treatments exist — efficient
dissemination is often lacking.

The detection and treatment of impairments is
not a separate area of medicine but an integral
aspect of public health. Nevertheless, policymak-
ers and researchers typically characterize these
measures as being in competition for resources
with measures to promote the health of people
without disabilities.?® This merely serves to
perpetuate discrimination and inequity.

Children with disabilities who overcome the
discrimination and other obstacles that stand
between them and health care may yet find that
the services they access are of poor quality.
Children’s feedback should be invited so facili-
ties and services can be improved to meet their
needs. In addition, health workers and other pro-
fessionals dealing with children stand to benefit
from being educated about the multiple issues
of child development and child disability and
from being trained to deliver integrated services
— where possible, with the participation of the
extended family. International cooperation can
play an important role in efforts to make higher-
quality services available to children identified as
having or at risk of developing disabilities, and in
changing the competitive approach to allocating
resources described in the preceding paragraph.

Inclusive education

Education is the gateway to full participation
in society. It is particularly important for chil-
dren with disabilities, who are often excluded.
Many of the benefits of going to school accrue
over the long run — securing a livelihood in
adult life, for example — but some are almost
immediately evident. Taking part at school is an
important way for children with disabilities to
correct misconceptions that prevent inclusion.
And when these children are able to attend
school, parents and caregivers are able to find
time for other activities including earning a
living and resting.

In principle, all children have the same right to
education. In practice, children with disabilities
are disproportionately denied this right. In con-
sequence, their ability to enjoy the full rights
of citizenship and take up valued roles in soci-
ety — chiefly, through gainful employment - is
undermined.

Household survey data from 13 low- and middle-
income countries show that children with dis-
abilities aged 6-17 years are significantly less
likely to be enrolled in school than peers without
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disabilities.®® A 2004 study in Malawi found that

a child with a disability was twice as likely to
have never attended school as a child without a
disability. Similarly, a 2008 survey in the United
Republic of Tanzania found that children with dis-
abilities who attended primary school progressed
to higher levels of education at only half the rate
of children without disabilities.®

As long as children with disabilities are denied
equal access to their local schools, governments
cannot reach the Millennium Development Goal
of achieving universal primary education (MDG
2), and States parties to the Convention on the
Rights of Persons with Disabilities cannot fulfil
their responsibilities under Article 24.%2 A recent
monitoring report of the Convention on the Rights
of the Child acknowledged that “the challenges
faced by children with disabilities in realizing their
right to education remain profound” and that they
are “one of the most marginalized and excluded
groups in respect of education.”®

Although the Conventions make a powerful case
for inclusive education, they can also sometimes
be misused to justify the perpetuation of segre-
gated education. For example, children in resi-
dential special schools may be said to be access-
ing their right to be ‘included’ in education — even
though their right to live with their families and
to be a part of their own community is being
violated.

Inclusive education entails providing meaningful
learning opportunities to all students within the
regular school system. Ideally, it allows children
with and without disabilities to attend the same
age-appropriate classes at the local school, with
additional, individually tailored support as need-
ed. It requires physical accommodation — ramps
instead of stairs and doorways wide enough for
wheelchair users, for example — as well as a new,
child-centred curriculum that includes representa-
tions of the full spectrum of people found in soci-
ety (not just persons with disabilities) and reflects

Students learning mathematics use Braille in West Bengal, India. © UNICEF/INDA2009-00026/Khemka
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the needs of all children. In an inclusive school,
students are taught in small classes in which
they collaborate and support one another rather
than compete. Children with disabilities are not
segregated in the classroom, at lunchtime or on
the playground.

Studies across countries show a strong link
between poverty and disability ¢ - one that is in
turn linked to gender, health and employment
issues. Children with disabilities are often caught
in a cycle of poverty and exclusion: Girls become
caregivers to their siblings rather than attend
school, for example, or the whole family may be
stigmatized, leading to their reluctance to report
that a child has a disability or to take the child
out in public.®®* The education of those who are
excluded or marginalized, however, brings about
poverty reduction.5®

Inclusive approaches to education have received
numerous global endorsements, including at

the 1994 World Conference on Special Needs
Education®” and, since 2002, through the global
Education for All initiative on the right to edu-
cation for persons with disabilities.®® These
approaches are by no means luxuries available
only to the privileged or in high-income coun-
tries. Examples of inclusion in education are to
be found in all regions of the world. To optimize
the potential to include the excluded, all such
efforts should apply the principles of universal
design to learning systems and environments.
An example of this is provided by the infographic
published online at <www.unicef.org/sowc2013>.

Starting early

The first steps towards inclusion are taken at
home during the early years. If children with dis-
abilities do not receive the love, sensory stimula-
tion, health care and social inclusion to which
they are entitled, they can miss important devel-
opmental milestones and their potential may be
unfairly limited, with significant social and eco-
nomic implications for themselves, their families
and the communities in which they live.

Ashiraff plays with friends at school in Togo after a
local disabled people’s organization and international
partners helped to realize his right to education.

© UNICEF/Togo/2012/Brisno

A child whose disability or developmental delay
is identified at an early stage will have a much
better chance of reaching her or his full capacity.
Early childhood education, whether it is public,
private or provided by the community, should
be designed to respond to the child’s individual
needs. Early childhood is important precisely
because approximately 80 per cent of the brain’s
capacity develops before the age of 3 and
because the period between birth and primary
school provides opportunities to tailor develop-
mental education to the child’s needs. Studies
suggest that the children who are at greatest
disadvantage stand to benefit the most.®®

Early childhood education is not limited to pre-
schools and other childcare facilities — the home
environment plays a fundamental role in stimu-
lating and facilitating the development of the
child. Studies from Bangladesh,’® China,”" India’?
and South Africa”™ have shown that enhanced
interaction between mother and child and
increased developmental activities benefit cog-
nitive development in young children across a
variety of settings, from home to health centre.’*

(continued on p. 32)
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Mohammad Absar lives in the
village of Maddhyam Sonapahar in
Mirershorai Province, Bangladesh.
He has three sons and three
daughters and supports his family
by running a small tea stall.

My son Hanif is 9 years old
and attends the second grade.
When he was 4, he got injured
while playing. He started com-
plaining about pain in his leg,
which became red and swol-
len. We took him to Chittagong
Medical Hospital. The doctors
there tried to save Hanif’s leg,
but it was severely infected,
and eventually they decided to
amputate it.

After Hanif lost his leg, other
children used to torment him:
They called him ‘lame’ or ‘leg-
less creep’ and pushed him to
the ground when he tried to
play with them. They also used

to tease his brother, who suffers
from mental illness. This always
made me sad, and it used to
drive my wife crazy. She would
quarrel with people who said bad
things about her children. As for
Hanif — he became very reluctant
to go out. He was miserable.

Things began to improve after
the local, non-governmental
Organization for the Poor
Community Advancement
(OPCA) started conducting meet-
ings in our area to raise aware-
ness about disability and encour-
age people to have a positive
approach towards those with
special needs.

A rehabilitation worker from
OPCA visited our home along
with a teacher from the primary
school. They encouraged us to
enrol Hanif in school. Because
the local primary school is half a
kilometre away from our home,

| had to carry my son to school
every morning. | started a small
shop near the school so | could
be there to carry him home at
the end of the day. At first, Hanif
had a lot of trouble at school. His
classmates, just like his peers in
the neighbourhood, mocked him
and called him names.

One day, the rehabilitation work-
er informed us that the Centre
for Disability in Development

(CDD), a nationwide non-
governmental organization
based in Dhaka, would provide
my son with an artificial leg.
We travelled to the capital,
where Hanif was fitted for

the prosthesis and given sev-
eral days of training. He also
received a pair of crutches. His
stump is quite small and this
makes it a bit difficult for him to
climb stairs. Other than that, he
can now do almost everything
on his own.

When he first got the new leg,
people stared — it was very
surprising to see him walking
again. | myself had never imag-
ined it would be possible. Some
of our neighbours came to

visit our home just to see the
prosthesis.

Now that my son can walk
again and participate in all sorts
of activities, other children have
stopped calling him names.
They don't push him to the
ground anymore. | no longer
have to carry Hanif to school -
he walks himself, and his class-
mates are eager to walk with
him. The most important thing
is that Hanif is happier and
more confident. His artificial leg
allows him to be independent,
and he no longer feels inferior
to the other children. He is
doing better in his classes and



Look at Hanif and you will see that with proper support
and encouragement, people with disabilities can be

effective in society.

can now enjoy sports like cricket
and soccer along with his peers.

A rehabilitation worker has
visited Hanif's school several
times to conduct awareness
meetings on disability and the
importance of inclusive edu-
cation. Hanif’s surrounding
environment is more disability-
friendly than ever before. His
school works to accommodate
his needs. For example, Hanif
has trouble climbing stairs, so
when one of his classes was
scheduled on the first floor,
the principal agreed to move it
downstairs to make it easier for
Hanif to attend.

While he’s in school, Hanif
enjoys drawing pictures.
Outside of school and during
breaks, he loves to play. He
wants to be a teacher when

he grows up, just like his role
models — his schoolteachers Mr.
Arup and Mr. Shapan. They love
Hanif very much and support
him in every way they can.
Because our family is very
poor, my son'’s artificial limb
and associated expenses were
provided by CDD through the
Promoting Rights for Persons
with Disabilities project fund-
ed by the Manusher Jonno
Foundation. If Hanif has any
problem with the prosthesis,
rehabilitation workers visit our

home and take care of it. As
Hanif has grown, they have
adjusted his artificial limb.

Hanif also receives a disability
allowance of 300 Bangladesh
taka each month from our
district’s Department of Social

Services. | take him to the local

bank to receive his allowance.
Hanif will need additional sup-
port to ensure that he can
continue his education without
interruption.

Above all, | want my son to be
well educated. An education
will empower him and help

guide him so that he can build a

meaningful life. | think it would
be best for Hanif to get a desk
job so he doesn’t have to walk
or stand too much. Perhaps he
might work in an organization
like CDD, where the environ-
ment is very disability-friendly.
| saw people with various dis-
abilities working there. Such
an environment would help
my son work to the best of his
capacity, while at the same time
securing an honourable posi-
tion for him. He can become
an example: Look at Hanif and
you will see that with proper
support and encouragement,
people with disabilities can be
effective in society.

Hanif taking part in class. © Centre for Disability in Development
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Age-old biases and low expectations with regard
to children with disabilities should not stand in
the way of early childhood development. It is
clear that with family and community support
from the earliest days of their lives, children with
disabilities are better placed to make the most of
their school years and to prepare themselves for
adulthood.

Working with teachers

Teachers are a — and perhaps the — key element
in a child’s learning environment, so it is impor-
tant that they have a clear understanding of
inclusive education and a strong commitment
to teaching all children.

All too often, however, teachers lack appropri-
ate preparation and support in teaching children
with disabilities in regular schools. This is a
factor in the stated unwillingness of educators
in many countries to support the inclusion of
children with disabilities in their classes.’® For
example, one study of prospective teachers

of special education in Israel found they held
unhelpful preconceptions about people with dis-
abilities, and that some discriminated between
different types of disability.”® Resources for
children with disabilities tend to be allocated to
segregated schools rather than to an inclusive
mainstream education system. This can prove
costly as well as inappropriate: In Bulgaria, the
budget per child educated in a special school
can be up to three times higher than that for a
similar child in a regular school.”

A review of the situation of children with intel-
lectual disabilities in 22 European countries
highlighted the lack of training of regular teach-
ers to work with children with disabilities as a
major concern. Most of the time, these students
were taught by support staff rather than certified
teachers. Teacher training has proved effective in
fostering commitment to inclusion. A 2003 study
found that school principals who had taken more
courses on disability expressed more inclusive
views. And shifting attitudes benefit students:

Positive views on inclusion translated into less
restrictive placements for specific students with
disabilities.”® Another study from 2001 found that
a course on inclusion for those studying to be
teachers was effective in changing their attitudes,
so that they favoured including children with
mild disabilities in the classroom.”®

The greatest opportunity appears to exist among
teachers who are still fresh in the profession. A
recent systematic literature review of countries as
diverse as China, Cyprus, India, Iran, the Republic
of Korea, the State of Palestine, the United Arab
Emirates and Zimbabwe found that teachers with
the least general teaching experience had more
positive attitudes than those with longer service.
Teachers who had received training in inclusive
education had more positive attitudes than those
who had received no training, and those who had
the most positive attitudes were those with actual
experience of inclusion.®

Yet pre-service training rarely prepares teach-

ers to teach inclusively. Where training exists,

it is of variable quality. Although numerous
toolkits exist, these are not always geared to a
specific context, and so will frequently contain
foreign concepts. Group learning is one example.
Teachers have responded negatively to pictures
of children with and without disabilities seated in
groups, as this is at odds with the way students
interact in more traditional classrooms.®'

Another challenge is the lack of diversity among
teaching personnel. Teachers with disabilities

are quite rare and in some settings considerable
obstacles exist for adults with disabilities to quali-
fy as teachers. In Cambodia, for example, the law
states that teachers must be “free of disabilities.”®?

Partnerships with civil society are providing
encouraging examples of ways to enhance
teacher training and diversity. In Bangladesh, the
Centre for Disability in Development (CDD), a
national non-governmental organization (NGO),
employs a group of inclusive education trainers
who run 10-day training sessions during school
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terms for 20 schools at a time, with training pro-
vided to one teacher from each school.® Several
of the CDD trainers are visually impaired or have
other disabilities, so they are important role
models for teachers and students with and with-
out disabilities. And in Mozambique, Ajuda de
Desenvolvimento de Povo para Povo, a national
NGO, has worked closely with the national dis-
abled people’s organization known as ADEMO to
train student teachers to work with children with
disabilities and to train student teachers who
have disabilities.?

Teachers tend to work in isolation, which means
they are often unsupported in the classroom,
and are often under pressure to complete a nar-
row syllabus imposed from above. Inclusive
education requires a flexible approach to school
organization, curriculum development and pupil
assessment. Such flexibility would allow for

the development of a more inclusive pedagogy,
shifting the focus from teacher-centred to child-
centred to embrace diverse learning styles.

Teachers need to be able to call on specialist help
from colleagues who have greater expertise and
experience of working with children with dis-
abilities, especially children with sensory or intel-
lectual impairments. For example, specialists can
advise on the use of Braille or computer-based
instruction.® Where such specialists are relatively
few, they can travel between schools as needed.
Even these itinerant specialist teachers can be in
short supply in such low-income areas as sub-
Saharan Africa.t® This presents an opportunity for
appropriate support from providers of financial
and technical assistance from the international

to the local level.

Involving parents, communities
and children

Inclusive education programmes that focus only
on classroom practices fail to harness parents’
potential to contribute to inclusive education —
and to prevent such violations as the confinement
of children with disabilities to separate rooms.

Parents can play many roles, from providing
accessible transport to raising awareness, get-
ting involved in civil society organizations and
liaising with the health sector so that children
have access to appropriate equipment and sup-
port and with the social sectors to access grants
and credit schemes to reduce poverty. In many
countries, schools have community committees
that are engaged in a wide range of activities

to support inclusion. For example, in Viet Nam,
Community Steering Committees have been
involved in advocacy, local training, securing
assistive devices, providing financial support
and developing accessible environments.?’ It is
important that parents and community members
realize that they have contributions to make and
that their contributions are used.

Although the importance of child participation
and child agency is well documented, they sit
uncomfortably within the existing structures and

(continued on p. 36)

Boys play football at the Nimba Centre in Conakry, Guinea.
The centre provides training for people with physical
disabilities. © UNICEF/HQ2010-1196/Asselin
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PERSPECTIVE

Claire Halford lives in Melbourne,

Australia, with her partner and
their two children. She worked in
fashion and the visual arts before
becoming a full-time caregiver for
her son Owen.

Everybody hopes for a healthy
baby when expecting a child.
When asked, “What are you hav-
ing?” expectant mums and dads
respond, “Oh, we don’t mind, as
long as it’s healthy.”

| remember the first-trimester
milestone with my first-born son,
Owen: | told the midwife that |
had stopped smoking and drink-
ing, ate a healthy diet, exercised
moderately and felt pretty good
about carrying a child. “That’s
great,” she said in a reassur-
ing tone. “After all, what can go
wrong with a healthy female in
a first-world country in profes-
sional medical care?” Little did

| know that in about six months
I would find out exactly what
could go wrong.

My son’s birth, at full term, was
incredibly traumatic. When he
finally entered the world, he
could not breathe. His brain was
deprived of oxygen. He was
resuscitated and ventilated, and
for two weeks he was swapped
between intensive care and
special care. He had his first
seizure at 1 day old. Until he was
2 years old, epilepsy invaded our
lives all day, every day.

My son was diagnosed with
cerebral palsy (CP) at 5 months.
Cerebral palsy is a broad term
describing a brain injury that can
occur in utero, during birth or in
early childhood. In Australia, CP
is the most common cause of
physical disability in childhood,
and it is a disability that affects
children in all countries whether
they are affluent or poor. The
condition mostly affects move-
ment and muscle tone. Owen
has severe CP: He cannot sit,
roll, walk or speak.

Following his diagnosis, corre-
spondence from doctors arrived
in the post on an almost weekly
basis. Initial letters delivered
brutal realities, using medical-
speak like ‘spastic quadriplegic’,
‘cortical visual impairment’

and ‘globally developmentally
delayed’ — terms that were com-
pletely foreign. Every online

search ended in ‘prognosis poor’'.

In those early days, the only
shining light in all this shocking
darkness was Owen’s beautiful
personality, infectious laugh,
obvious engagement with the
world around him and emerging
handsome looks.

The first year was very hard.
Anger — no, rage — and disap-
pointment, devastation, loneli-
ness and disbelief lurked at
every corner. As the midwife had
suggested, this wasn't supposed
to happen to me, to him, to

us — this was a mistake! Friends
and family could say or do noth-
ing right, so | sought out others
who were in a similar position,
through support groups in my
area and on the Internet.

Around the time of Owen'’s diag-
nosis, | received a phone call
from the university at which

I had once worked, asking if I'd
like to return to teach life draw-
ing and design part-time. This
job was to have been my ticket
out of employment in retail; it
was to have been something
meaningful | could sink my teeth
into. | declined. | had new work:
Now | was a full-time caregiver.

It turned out that Owen had
intractable seizures that did not
respond to epilepsy medica-
tion. So we started 2-year-old
Owen on a medical diet for



epilepsy. The ketogenic diet is
an incredibly strict high-fat, low-
carbohydrate diet. In a bizarre,
unexpected stroke of grace, it
worked. My poor suffering son
went from having up to 200
seizures a day to almost none
in the first three months. He has
been virtually seizure-free since.

My partner and | have since had
another son, a healthy toddler
whom we love as dearly as we
do Owen. He has brought us
another perspective on life. Our
family life has come to define
us. The connection we have
makes us stronger - to us, our
lifestyle is normal; we carry on.
It's normal to drive all over town
to do physical therapy many
times a week; it's normal to haul
heavy equipment like standing
frames and bath chairs from
room to room every day. We
know the children’s hospital like
the backs of our hands and are
familiar with many of the top
specialists in various fields of
paediatric medicine.

| call myself my son’s

‘personal assistant’ because

he has a never-ending

stream of paperwork,

funding applications, doctor’s
appointments, therapy sessions,
check-ups and blood tests. |

do most of his personal care,
such as feeding and bathing.
My partner helps when he can,
but he works very long hours to
keep us all afloat financially — so
that | can care for Owen and

we can have a comfortable

life. We try to keep busy on the
weekends, doing family things

like visiting the farmer’s market,
going out for Viethamese food
or checking out a kids" show.
Owen has a pretty fun and
busy life for a 5-year-old. Yet

no matter how good things can
be, he has a long and difficult
journey ahead of him.

We are hoping to place Owen
in a mainstream primary school
with the support of the Cerebral
Palsy Education Centre, an early
intervention programme. Owen
has shown vast improvement
in communication and move-
ment since he started going
there. He also attends activities
at the Riding for the Disabled
Association, which we both
love. Over the years we have
spent so much money and time
on therapies and services —
some of them good, others not
that helpful. We're learning as
we go, and we're getting better
at making practical rather than
emotional decisions. It's still
hard for us, though; I'm always
fighting or waiting for some-
thing he desperately needs,
sometimes for years.

The hardest battles have to do
with people’s perceptions of
Owen. | just want him to be
treated and spoken to like a
regular kid — but | also want him
to receive special attention, and
for people to be more patient.

I want my friends and family to
help him and engage with him
more. Many of them tend to
focus on how | am doing or on
something else that's less chal-
lenging than Owen’s very real
problems. It's hard for them,

too — with everything he has
going on, | sometimes think
he should come with an
instruction manual.

I've often feared that the

things that defined me before

| became a caregiver — work,
creative interests and a social
life — have been lost down a
well of grief and exhaustion.
More often than not, however,

| feel like my life before Owen
was born was comparatively
superficial. Becoming a care-
giver for my own child has been
an overwhelmingly profound
and joyful experience. We cel-
ebrate small accomplishments
feverishly, and my expectations
of what success entails have
been smashed and rebuilt into
something beautifully simple:
Owen sitting unaided for five
seconds, or, as he watches the
Paralympics on television, hear-
ing the words ‘cerebral palsy’
and ‘champion’ in the same
sentence. | have grown through
caring for Owen — above all,
perhaps, in my ability to
empathize.

| have learned that no matter
what a child can’t do, she or he
will still always have an identity
and a character that will leave
a distinctive brushstroke on
this world. If we want to be an
enlightened society, our job is
to believe and encourage. Only
then can children who have
such difficult limitations grow.
And then we can all come to
see that things that ‘go wrong’
are sometimes just different —
and often amazing.



36

(continued from p. 33)

system of education. This is true for all children,
with or without disabilities: Few are involved

in making decisions about their education and
lives. Involving children with disabilities in such
decisions can be particularly challenging, not
least because of ingrained thinking and behav-
iour that perceives them as passive victims. As
the 2011 Report of the Secretary-General on the
Status of the Convention on the Rights of the
Child noted, “It remains difficult for children with
disabilities to have their voices heard. Initiatives
such as school councils and children’s parlia-
ments, consultative processes to elicit children’s
views, as well as judicial proceedings, commonly
fail to ensure the inclusion of children with dis-
abilities, or acknowledge their capacities for
participation.”®

The most underused resource in schools and
communities all over the world is the children
themselves. The Child-to-Child Trust in the United
Kingdom has worked for many years to promote
children’s involvement in health education, and
in some countries this approach has been used
to good effect as part of inclusive education and
community-based rehabilitation programmes.®®
In participatory research, for example, children
frequently highlight the importance of a clean
environment and hygienic toilets, and for chil-
dren with disabilities, the issues of privacy and
accessibility are paramount.? It stands to reason
that children with disabilities can and must guide
and evaluate efforts to advance accessibility and
inclusion. After all, who better to understand the
means and impact of exclusion?

Lines of responsibility

As in other fields of endeavour, it will help to
realize aspirations for inclusive education if gov-
ernments and their partners are clear about who
is to do what and how, and to whom they are
expected to report. Otherwise, the promise of
inclusion risks becoming a matter of lip service.

One study of countries engaged in what was
once known as the Education For All Fast Track

Initiative (FTI) and is now called the Global
Partnership for Education found that “a number
of FTl-endorsed countries, particularly those
which are approaching universal primary edu-
cation, do now have national education sector
plans which address the inclusion of disabled
children. [...] However, in a number of coun-
tries, policies and provision for disabled children
remain cursory or have not been implement-
ed.”®" The report notes that in five FTl-endorsed
countries there was no mention at all of children
with disabilities.

Sometimes, the problem is one of divided or
unclear mandates: In Bangladesh there is some
confusion about which ministries are responsible
for children with disabilities of school age. The
mandate for implementing Education For All lies
with the Ministry of Education and the Ministry of
Primary and Mass Education, but the education
of children with disabilities is managed by the
Ministry of Social Welfare and is seen as a
matter of charity, not a human rights issue.%
Since 2002, children with disabilities and those
with special educational needs have been includ-
ed in primary education through the Primary
Education Development Programme® under

the Ministry of Education. But managing inte-
grated educational provision for children with
visual impairments and running primary schools
for children with hearing, visual or intellectual
impairments remains the responsibility the
Ministry of Social Welfare.**

Ministries of Education should be encouraged to
take responsibility for all children of school age.
Coordination with partners and stakeholders can
play a strong supporting role in this process. In
Bangladesh, the National Forum of Organizations
Working with the Disabled promotes network-
ing between the government and NGOs, and
has been instrumental in encouraging greater
educational inclusion as well as a gradual shift
of ministerial responsibility from social welfare
to education. As a consequence, the Campaign
for Popular Education, a national network, has
committed to ensuring that all children with
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Reading Braille at a school in Uganda. © UNICEF/UGDA2012-00112/Sibiloni

disabilities have access to basic and quality edu-
cation, and the non-governmental Bangladesh
Rural Advancement Committee, which is commit-
ted to achieving Education For All and poverty
reduction, now includes learners with disabilities
in its schools.

Exclusion denies children with disabilities the
lifelong benefits of education: a better job, social
and economic security, and opportunities for

full participation in society. In contrast, invest-
ment in the education of children with disabilities
can contribute to their future effectiveness as
members of the labour force. Indeed, a person’s
potential income can increase by as much as 10
per cent with each additional year of schooling.*®
But inclusive education can also reduce current
and future dependence, freeing other household
members from some of their caring responsibili-
ties, and allowing them to resume productive
activity — or simply to rest.%®

Basic reading and writing skills also improve
health: A child born to a mother who can read is
50 per cent more likely to survive past the age of
5.9 Lower maternal education has been linked

to higher rates of stunting among children in

the urban slums of Kenya,®® Roma settlements

in Serbia,® and in Cambodia.'® Better-educated
Bangladeshi parents decreased their child’s risk
of stunting by up to 5.4 per cent (4.6 per cent in
the case of mothers, and between 2.9 and 5.4 per
cent for fathers), and better-educated Indonesian
parents accounted for up to a 5 per cent decrease
(between 4.4 and 5 per cent for mothers, and 3 per
cent for fathers) in their child’s odds of stunting.™’

Education is both a useful instrument and a right,
the purpose of which, as stated in the Convention
on the Rights of the Child, is to promote “the
development of the child’s personality, talents
and mental and physical abilities to their

fullest potential.” %2
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Yahia J. Elziq is a Technical Advisor
for Handicap International in
Ramallah, State of Palestine.

Saja was 7 years old when
| met her.

At that time | was working

in one of the three national
rehabilitation centres in the
West Bank as an occupational
therapist. Although this centre
is not set up to handle Saja’s
needs and demands as a child
with cerebral palsy, we were
able to provide therapy ses-
sions to prevent deterioration
in her condition. The two main
obstacles that still prevent

her from reaching appropri-
ate rehabilitation services

are the absence of referral
mechanisms and coordination
between services in the West
Bank, and the restrictions on
movement that are imposed
on Palestinians under occupa-
tion. The specialized rehabilita-
tion centre for such conditions
is based in East Jerusalem, but
Saja’s family was refused per-
mission to enter the city.

In addition, children with dis-
abilities in the West Bank, as
elsewhere, confront a general
lack of knowledge and skills
about disability throughout
the public and private sec-

tors. They are also faced with
a dominant perspective that
regards people with disabili-
ties as pitiable and as worthy
to receive charity — but not as
individuals with rights who
have the same entitlements as
others, and who can and do
contribute to society.

In this context Saja has been
lucky. After an extensive evalu-
ation, our team developed a
plan to support and improve
her participation in the com-
munity. The priority for her
and her family was to have
her enrolled in regular school.
However, in order to attend

a mainstream school, she
needed various environmen-
tal changes — among them,
the school premises had to
be physically accessible, and
she needed to have a suitable
wheelchair. Full collabora-
tion from her family, school
and community were abso-
lute necessities. Saja needed
integrated activities involving
many stakeholders, start-

ing from her own parents,
who tended to use available
resources in favour of her
brother, who has the same



condition, leaving her without
the opportunity to develop to
her full potential.

Tackling all these issues was
made difficult because of the
absence of adequate national
policy. There is no inclusive
education programme for
children with disabilities, for
example, and disability-
inclusive policies are not pri-
orities for decision-makers.
For these reasons, the fate of
children with disabilities relies
heavily on the willingness of
community members to recog-
nize that these children have
the same rights as all chil-
dren. When these rights are
recognized, many issues can
be solved - often simply by
mobilizing existing community
resources.

Fortunately, in Saja’s case,
negotiations with the school
principal succeeded and her
classroom was moved from
the second to the ground floor.
The teachers accepted the idea
of having her in their class.

By using our own networks

of professional and personal
contacts, we were able to get

her a suitable wheelchair and,
thanks to some local doctors
and a health centre, her family
was able to obtain free treat-
ment to improve her eyesight.
Social workers helped raise
awareness of her particular
situation within her family, and
a psychologist supported her
in overcoming her experience
of discrimination.

Over just a couple of years,
Saja’s situation improved
dramatically as some of her
health issues were addressed,
her mobility improved and her
self-esteem and confidence
improved along with her social
interactions, knowledge and
life skills. As a person, | was
overjoyed at seeing Saja’s
progress. As a rehabilitation
professional, it was highly
rewarding.

Saja opened my eyes to my
own ability to adjust and adapt
as a professional — and to the
positive impact that we thera-
peutic professionals can have
if we adopt empowering atti-
tudes. More importantly, she
helped me to understand the
value and importance of taking

a holistic view of the individual
child and of taking a compre-
hensive approach in working
with persons with disabilities
and their community. This is
the only way to ensure that
children with disabilities can
have the same opportunities
as other children to participate
in community life.

| want to share this realization
with policymakers so they

can take a more empowering,
holistic approach to their work.
Good policies — made with the
involvement of children with
disabilities and disabled per-
sons’ organizations, and prop-
erly implemented — will help
to ensure that when the next
Saja comes to us, she and her
family will know what she is
entitled to, and what she might
expect to achieve — which is
what every other girl of her
age in her community can
expect to achieve. This is the
message that the Convention
on the Rights of Persons with
Disabilities and the Convention
on the Rights of the Child

give us, and that we want

to promote every day.



A teacher trained in inclusive education checks on 5-year-old Sok Chea, who is deaf and mute, at a preschool in Cambodia.
© UNICEF/Cambodia/2011/Mufel



Children with disabilities are among the most vulnerable
members of society. They stand to benefit the most from
measures to count them, protect them against abuse
and guarantee them access to justice.

Obtaining protection can be a particular chal-
lenge for children with disabilities. In societies
where they are stigmatized and their families

are exposed to social or economic exclusion,
many children with disabilities are not even able
to obtain an identity document. Their births go
unregistered: They might not be expected to
survive,'® their parents might not want to admit
to them, or they might be considered a potential
drain on public resources. This is a flagrant viola-
tion of these children’s human rights and a fun-
damental barrier to their participation in society.
It can seal their invisibility and increase their vul-
nerability to the many forms of exploitation that
result from not having an official identity.

States parties to the Convention on the Rights of
Persons with Disabilities (CRPD) have given them-
selves the clear obligation to guarantee effective
legal protection for children with disabilities. They
have also embraced the principle of ‘reasonable
accommodation’, which requires that necessary
and appropriate adaptations be made so that
children with disabilities can enjoy their rights on
an equal basis with others. For resulting legisla-
tion and efforts to change discriminatory social
norms to be meaningful, it is also necessary to
make certain that laws are enforced and children
with disabilities are informed about their right to
protection from discrimination and about how to
exercise this right. Separate systems for children
with disabilities would be inappropriate. As with

the other aspects of life and society discussed in
this report, equity through inclusion is the goal.

Abuse and violence

Discrimination against and exclusion of children
with disabilities renders them disproportionately
vulnerable to violence, neglect and abuse. Studies
from the United States have shown that children
with disabilities who are in preschool or younger
are more likely to be abused than peers without
disabilities.”® A national survey of deaf adults in
Norway found that girls were twice as likely to
experience sexual abuse, and boys three times as
likely, as peers who had no disability.’® Children
who may already be suffering stigma and isola-
tion have also been shown to be more likely to
suffer physical abuse.

Some forms of violence are specific to children
with disabilities. For example, they may be subject
to violence administered under the guise of treat-
ment for behaviour modification, including electro-
convulsive treatment, drug therapy or electric
shocks.'® Girls with disabilities endure particular
abuses, and in many countries are subject to forced
sterilization or abortion.'”” Such procedures are
defended on grounds of avoidance of menstrua-
tion or unwanted pregnancy, or even ascribed to a
mistaken notion of ‘child protection’, given the dis-
proportionate vulnerability of girls with disabilities
to sexual abuse and rape.'® As of the beginning of
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2013, the World Health Organization was devel-
oping guidance designed to combat the human
rights abuse of forced sterilization.

Institutions and inappropriate care

In many countries, children with disabilities con-
tinue to be placed in institutions. It is rare for
these facilities to provide the individual attention
that children need to develop to their full capacity.
The quality of educational, medical and rehabili-
tative care provided in institutions is often insuf-
ficient because standards of appropriate care for
children with disabilities are lacking or, where
such standards exist, because they are not moni-
tored and enforced.

Under the Convention on the Rights of the Child
(CRC), children with and without disabilities have
the right to be cared for by their parents (Article
7) and to not be separated from their parents
unless this is deemed by a competent authority
to be in the child’s best interest (Article 9). The

CRPD reinforces this in Article 23, which states
that where the immediate family is unable to care
for a child with disabilities, States parties must
take every measure to provide alternative care
within the extended family or community.

In many countries, foster families are a frequent
form of alternative care. Foster families may feel
reluctant to take on the care of a child with a dis-
ability because of the perceived extra burden of
care and additional physical and psychological
demands. Organizations tasked with placing chil-
dren in families can encourage them to consider
fostering children with disabilities, and provide
them with appropriate training and support.

Where authorities have come to see the perils
of institutional care and have moved to return
children to their families or communities, chil-
dren with disabilities have been among the last
to be removed from institutions and transferred
to alternative care. In many countries of Central
and Eastern Europe and the Commonwealth of

Children with disabilities and secondary education

Children with disabilities who live with their families
generally obtain their secondary education in
mainstream schools. Children with disabilities who
live in orphanages tend to not attend secondary
school at all.
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Children with disabilities in the
care of orphanages

Children with disabilities in the
care of families

The main reason children with disabilities who are
in the care of their families do not attend school is
because their parents think their children cannot
study at school.
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admission  transportation no need conditions condition child cannot
for school at school study at school

Source: Ministry of Labour and Social Issues of the Republic of Armenia and UNICEF, It's About Inclusion: Access to education, health and social protection services
for children with disabilities in Armenia. UNICEF/Yerevan, 2012, <http://www.unicef.org/ceecis/UNICEF_Disability_Report_ ENG_small.pdf>.

Sample sizes: 5,707 children in total sample; 5,322 children with disabilities in the care of families; 385 children with disabilities in the care of orphanages.

Age range: Total sample: 0-18 years old. Secondary education questions: 6-18 years old.
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Independent States, institutionalized care is being
reformed and children are being moved from
large facilities to smaller group homes or family-
based care. Serbia, for example, began wholesale
reforms in 2001. Deinstitutionalization was given
priority and fostering, which had an established
history in the country, was given a boost. A new
family law was adopted and a fund was estab-
lished to help develop community-based social
services. Progress ensued, but close examination
revealed that children without disabilities had
been released from institutions at a much faster
rate than children with disabilities — about 70

per cent of whom had been committed to care
directly from a maternity ward. This revelation
served to demonstrate the importance of ensur-
ing that reforms are designed and implemented
so no children are excluded from progress, and

it has since led to a renewed commitment to
deinstitutionalization.'®®

Inclusive justice

A State’s responsibility to protect the rights of all
children under its jurisdiction extends equally to
children with disabilities who are in contact with
the law — whether as victims, witnesses, suspects
or convicts. Specific measures can help: Children
with disabilities can be interviewed in appropri-
ate languages, whether spoken or signed. Law
enforcement officers, social workers, lawyers,
judges and other relevant professionals can be
trained to work with children who have disabili-
ties. Systematic and continuous training of all
professionals involved in the administration of
justice for children is vital, as is the establish-
ment of regulations and protocols that enhance
equal treatment of children with disabilities.

It is also important to develop alternative solu-
tions to formal judicial proceedings, taking into
account the range of individual capacities of
children who have disabilities. Formal legal
procedures should only be used as a measure
of last resort, where this is in the interest of
public order, and care should be taken to
explain the process and the child’s rights.

Last to benefit

Under Serbia’s welfare reforms, children with
disabilities were released from institutions at a
slower rate than children without disabilities.

37%
DECREASE 63%
100% 100% DECREASE
91%

.
79% 53%

49%

2000 2005 2008 2011 2000 2005 2008 2011

Children and youth (0-26 years old) Children and youth (0-26 years old)
with disabilities in institutions without disabilities in institutions

Source: Republican Institute for Social Protection, Serbia.

Sample sizes: Children and youth (0-26 years old) with disabilities: 2,020 in
2000, 1,280 in 2011. Children and youth (0-26 years old) without disabilities:
1,534 in 2000, 574 in 2011.

Children with disabilities should not be placed in
regular juvenile detention facilities, neither when
awaiting nor following a trial. Any decisions result-
ing in deprivation of liberty should be aimed at
appropriate treatment to address the issues that led
the child to commit a crime. Such treatment should
be carried out in the context of appropriate facilities
with adequately trained staff, with human rights
and legal safeguards fully respected.

A child learns the Dutch alphabet at a school for children
with learning disabilities in Curacao, Netherlands.
© UNICEF/HQ2011-1955/LeMoyne
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FOCUS

By Lisa Jones, Mark A. Bellis, Sara
Wood, Karen Hughes, Ellie McCoy,
Lindsay Eckley, Geoff Bates

Centre for Public Health, Liverpool
John Moores University

Christopher Mikton, Alana Officer,
Tom Shakespeare

Department of Violence and Injury
Prevention and Disability, World
Health Organization

Violence against children
with disabilities

Children with disabilities are
three to four times more likely
to be victims of violence.

Children and adults with dis-
abilities often face a wide

range of physical, social and
environmental barriers to full
participation in society, includ-
ing reduced access to health
care, education and other sup-
port services. They are also
thought to be at significantly
greater risk of violence than
their peers without disabilities.
Understanding the extent of
violence against children with
disabilities is an essential first
step in developing effective pro-
grammes to prevent them from
becoming victims of violence
and to improve their health

and the quality of their lives.

To this end, research teams

at Liverpool John Moores
University and the World Health
Organization conducted the first
systematic review, including
meta-analysis, of existing stud-
ies on violence against children
with disabilities (aged 18 years
and under).

Seventeen studies, all from
high-income countries, met
the criteria for inclusion in the
review. Prevalence estimates
of violence against children
with disabilities ranged from
26.7 per cent for combined
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measures of violence to 20.4
per cent for physical violence
and 13.7 per cent for sexual
violence. Estimates of risk
indicated that children with dis-
abilities were at a significantly
greater risk of experiencing
violence than peers without
disabilities: 3.7 times more
likely for combined measures
of violence, 3.6 times more
likely for physical violence

and 2.9 times more likely for
sexual violence. The type of
disability appeared to affect the
prevalence and risk of violence,
although the evidence on this
point was not conclusive. For
instance, children with mental
or intellectual disabilities were
4.6 times more likely to be
victims of sexual violence than
their non-disabled peers.

This review demonstrated that
violence is a major problem

for children with disabilities. It
also highlighted the absence of
high-quality studies on the topic
from low- and middle-income
countries, which generally have
higher population rates of dis-
ability, higher levels of violence
and fewer support services for
those living with a disability.
This gap in the research urgent-
ly needs to be filled.

A number of explanations have
been put forward to account



Children with disabilities are at greater risk of experiencing physical
or sexual violence than peers without disabilities.

for why children with disabili-
ties are at much greater risk of
violence than children without
disabilities. Having to care for
a child with a disability can
put extra strain on parents

or households and increase
the risk of abuse. Significant
numbers of children with dis-
abilities continue to be placed
into residential care, which is
a major risk factor for sexual
and physical abuse. Children
with disabilities that affect
communication may be particu-
larly vulnerable to abuse, since
communication barriers can
hamper their ability to disclose
abusive experiences.

The Convention on the Rights
of Persons with Disabilities
aims to protect the rights of
individuals with disabilities
and guarantee their full and
equal participation in society.
In the case of children with dis-
abilities, this includes ensuring
a safe and stable progression
through childhood and into
adulthood. As with all children,
a safe and secure childhood
provides the best chance of
achieving a healthy, well-
adjusted adulthood. Adverse
childhood experiences, includ-
ing violence, are known to

be related to a wide range of
negative health and social out-
comes in later life. The extra

demands placed on children
with disabilities — who must
cope with their disabilities and
overcome societal barriers that
increase their risk of poorer
outcomes in later life — mean
that a safe and secure child-
hood is particularly important.

Children placed away from
home need increased care and
protection, and institutional
cultures, regimes and struc-
tures that exacerbate the risk
of violence and abuse should
be addressed as a matter of
urgency. Whether they live

in institutions or with their
families or other caregivers,
all children with disabilities
should be viewed as a high-
risk group in which it is criti-
cal to identify violence. They
may benefit from interven-
tions such as home visiting
and parenting programmes,
which have been demonstrated
to be effective for preventing
violence and mitigating its con-
sequences in children without
disabilities. The effectiveness of
such interventions for children
with disabilities should be eval-
uated as a matter of priority.
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PERSPECTIVE

Eric Rosenthal, JD, is founder and
Executive Director of Disability Rights
International (DRI). Laurie Ahern is its
President. Through investigations of
orphanages and other institutions in
more than two dozen countries, DRI
has brought international attention

to the human rights of people with
disabilities.

Throughout the world, millions
of children with disabilities are
separated from their families
and placed in orphanages,
boarding schools, psychiat-

ric facilities and social care
homes. Children who survive
institutions face the prospect
of lifetime segregation from
society in facilities for adults.
According to the Convention
on the Rights of Persons with
Disabilities (CRPD), segregating
children on the basis of their
disability violates the rights of
every such child. Article 19 of
the Convention requires gov-
ernments to establish the laws,

social policies and community
support services needed to pre-
vent isolation or segregation
from the community.

Over the course of 20 years,
Disability Rights International
(DRI) has documented the
conditions of children with
disabilities in institutions in 26
countries around the world. Our
findings are surprisingly con-
sistent. We have interviewed
heartbroken mothers and fathers
who wish to keep their children
at home but receive inadequate
support from governments and
cannot afford to stay home from
work to take care of a child.
Doctors often tell parents to
place their daughter or son in an
orphanage before they become
too attached to the child.

Raising children in congregate
settings is inherently dangerous.
Even in clean, well-managed and
well-staffed institutions, children
encounter greater risks to their
life and health compared to
those who grow up in families.
Children who grow up in institu-
tions are likely to acquire devel-
opmental disabilities, and the
youngest among them also face
potentially irreversible psycho-
logical damage.

Even in institutions with ade-
quate food, we often observe

children who are emaciated
because they simply stop eat-
ing — a condition called ‘failure to
thrive’. Infants and children with
disabilities may starve or lack
adequate nutrients because staff
do not or cannot take the extra
time to feed them. Sometimes
staff will prop a bottle on the
chest of a bedridden child, in
theory allowing her to grasp it
and drink — but in practice, the
child may be unable to pick it up.

Many children are left to lan-
guish. A DRI investigator came
to the horrific realization, in
2007, that a child who looked to
be 7 or 8 years old was, accord-
ing to a nurse, 21 years old and
had never been out of his crib in
11 years.

Without any movement, physical
disabilities worsen, and children
can develop life-threatening
medical complications. Some
children’s arms and legs atrophy
and have to be amputated.

Without emotional attention

and support, many children
become self-abusive, rocking
back and forth, banging their
heads against walls, biting them-
selves or poking their own eyes.
Most facilities lack trained staff
who can help children stop such
behaviour. Instead, children are
sometimes tied permanently to



beds or held in cages — whether
to prevent self-abuse or to help
overwhelmed staff cope with
the demands of the many chil-
dren in their care. The United
Nations Committee against
Torture and the United Nations
Special Rapporteur on Torture
have said that the prolonged
use of restraints may constitute
torture.

For a child who has already
been institutionalized, falling ill
can be a death sentence. Staff
members at facilities in more
than one country have said
that children with disabilities
are routinely denied medical
treatment. Institution staff have
also told us - incorrectly — that
children with developmental
disabilities lack the ability to
feel pain. So, in some cases,
medical procedures are con-
ducted without anaesthesia.

In one facility, children’s teeth
were extracted with pliers;
elsewhere, children received
electro-convulsive therapy
with no anaesthesia or

muscle relaxants.

Children have been given elec-
tric shocks, physically restrained
for long periods and isolated
with the express purpose of
causing pain, on the theory that
this ‘aversive therapy’ would
extinguish behaviour deemed

inappropriate. A teacher in the
United States described one girl
- blind, deaf and non-verbal -
who was shocked for moaning.
It turned out she had a broken
tooth.

Without oversight and human
rights protections, children have,
in effect, disappeared in institu-
tions. Human rights monitoring
and enforcement programmes to
protect against violence, exploi-
tation and abuse - as required by
Article 16 of CRPD - are absent in
most of the facilities we have vis-
ited. In some cases, authorities
do not keep track of the names
or numbers of children detained
in these places.

Official statistics are unreliable
and often understate reliance
upon segregated service sys-
tems. The numbers are often
limited to orphanages and do
not include children detained in
other types of institutions, such
as boarding schools, health-care
or psychiatric facilities, criminal
justice systems or homeless
shelters. Private or religious
institutions, which may be much
larger than government orphan-
ages, are often not counted.

The entrances to some orphan-
ages and other institutions are
emblazoned with the logos of
governments, corporate donors,

churches or private charities.
Even when financial assistance
from international donors or
technical assistance agencies
makes up a small portion of an
institution’s operating budget,
this support can provide an
apparent ‘seal of approval’. DRI
has found bilateral and multi-
lateral support — both official
and from voluntary donations
by staff — for such amenities
as playgrounds at orphanages
where children die for want of
medical care and where they
are tied to beds. These donors
may be well intentioned but
this support runs counter to the
intent of the CRPD and other
rights instruments that protect
people from segregation.

No child should ever be taken
away from her or his family on
the basis of disability. DRI is
calling on every government
and international donor agency
to commit to preventing any
new placements in orphanages.
It is much harder to protect chil-
dren and provide them with an
opportunity for a life in society
when their ties to family have
already been broken. The deten-
tion of children in institutions

is a fundamental human rights
violation. We can bring it to

an end, on a worldwide scale,
through a moratorium on new
placements.
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Fadi, 12, walks past houses destroyed by airstrikes in Rafah, State of Palestine, where ongoing violence has
had substantial psychological impact, especially on children. © UNICEF/HQ2012-1583/El Baba



Humanitarian crises, such as those stemming from
warfare or natural disasters, pose particular risks for
children with disabilities. Inclusive humanitarian response
is urgently needed - and feasible.

Armed conflict and war affect children in direct
and indirect ways: directly in the form of physi-
cal injuries from attack, artillery fire and land-
mine explosions or in the form of psychological
conditions derived from these injuries or from
witnessing traumatic events; indirectly through,
for example, the breakdown of health services,
which leaves many illnesses untreated, and
food insecurity, which leads to malnutrition.™"
Children are also separated from their families,
their homes or their schools, sometimes

for years.

The nature of armed conflict, a major cause

of disabilities among children, is changing.
Fighting is increasingly taking the form of recur-
ring civil wars and fragmented violence char-
acterized by the indiscriminate use of force and
weapons. At the same time, natural disasters
are expected to affect increasing numbers of
children and adults in coming years, especially
in hazardous regions such as low-lying coastal
zones, particularly as climate change-related
disasters grow in frequency and severity.'"?

Children with disabilities face particular chal-
lenges in emergencies. They may be unable to
escape during a crisis because of inaccessible
evacuation routes; for example, a child in a
wheelchair may be unable to flee a tsunami or
gunfire and may be abandoned by her or his
family. They may be dependent on assistive

devices or caregivers, and in the face of the loss
of a caregiver, may be extremely vulnerable to
physical violence or to sexual, emotional and
verbal abuse. Children with disabilities may
also be made invisible by family and commu-
nity beliefs — for example, a child with a mental
impairment might be kept in the house because
of stigma surrounding her or his condition.

In addition, children with disabilities may be
excluded from or unable to access mainstream
support services and assistance programmes
such as health services or food distribution
because of the physical barriers posed by inac-
cessible buildings or because of negative atti-
tudes. Or they may be forgotten in the establish-
ment of targeted services. For example, landmine
survivors may not be able to access physical
rehabilitation services because of distance, the
high cost of transport or criteria for admission to
treatment programmes. Furthermore, children
with disabilities may be disregarded in early
warning systems, which often do not take into
account the communication and mobility require-
ments of those with disabilities.

Disability-inclusive humanitarian action is

informed by and grounded in:

« A rights-based approach, based on the
Convention on the Rights of the Child (CRC)
and the Convention on the Rights of Persons
with Disabilities (CRPD). Article 11 of the CRPD
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specifically calls on duty bearers to take all nec-
essary measures to ensure the protection and
safety of persons with disabilities in situations
of conflict, emergency and disaster, signifying
the importance of the issue.

An inclusive approach that recognizes that
children with disabilities, in addition to their
disability-specific needs, have the same needs
as other children, disability being only one
aspect of their situation: They are children who
happen to have disabilities. Such an inclusive
approach also addresses the social, attitudinal,
informational and physical barriers that impede
participation and decision-making by children
with disabilities in regular programmes.
Ensuring accessibility and universal design of
infrastructure and information. This includes
making the physical environment, all facili-
ties, health centres, shelters and schools, and

the organization of health and other services,
including communication and information sys-
tems, accessible for children with disabilities.

« Promoting independent living so that children
with disabilities can live as independently as
possible and participate as fully as possible
in all aspects of life.

* Integrating age, gender and diversity aware-
ness, including paying special attention to
the double or triple discrimination faced by
women and girls with disabilities.

Disability-inclusive humanitarian response
ensures that children and adults with disabili-
ties, as well as their families, survive and live
with dignity, even as it benefits the population
as a whole. This approach calls for holistic and
inclusive programmes, rather than just isolated
projects and policies targeting disabilities. Key

Vijay, 12, survived a landmine explosion and has gone on to become a mine risk educator in Sri Lanka.
© UNICEF/Sri Lanka/2012/Tuladar
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Explosive remnants of war (ERW) on display at a school in Ajdabiya, Libya. Students collected the objects from around
the city. © UNICEF/HQ2011-1435/Diffidenti

intervention areas for disability-inclusive humani-

tarian action include:

* Improving data and assessments in order to
have an evidence base for the distinct needs
and priorities of children with disabilities.

* Making mainstream humanitarian services
accessible for children with disabilities and
involving them in planning and design.

« Designing specialized services for children with
disabilities and ensuring that recovery and rein-
tegration proceed in environments that foster
well-being, health, self-respect and dignity.

« Putting measures in place to prevent injuries
and abuse and promote accessibility.

* Partnering with community, regional and
national actors, including disabled persons’
organizations, to challenge discriminatory
attitudes and perceptions and promote equity.

« Promoting participation of children with
disabilities by consulting them and creating
opportunities for their voices to be heard.

Parties to conflict have an obligation to protect
children from the effects of armed violence

and to provide them with access to appropriate
health and psychosocial care to aid their recovery
and reintegration. The Committee on the Rights
of the Child has recommended that States par-
ties to the CRC add explicit reference to children
with disabilities as part of their broader commit-
ment not to recruit children into armed forces.”
Governments should also take care to address
the recovery and social reintegration of children
who acquire disabilities as a result of armed
conflict. This is explored in greater detail in the
following Focus article.

HUMANITARIAN RESPONSE
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By Maria Kett

Assistant Director, Department of
Epidemiology and Public Health,
Leonard Cheshire Disability and
Inclusive Development Centre,
University College London

Article 11 of the Convention
on the Rights of Persons with
Disabilities compels States
parties to “ensure the protec-
tion and safety of persons with
disabilities in situations of risk,
including situations of armed
conflict, humanitarian emer-
gencies and the occurrence

of natural disasters.”

In an emergency — whether
armed conflict or a natural or
human-made disaster — chil-
dren are among those most
vulnerable to the loss of food,
shelter, health care, education
and age-appropriate psycho-
social support services. This
vulnerability can be even more
acute for children with disabili-
ties: Even where basic supplies
and relief services are avail-
able, they may not be inclusive
or accessible.

Knowing how many children
with disabilities live in an area
affected by an emergency is
extremely challenging, because
accurate numbers may not
have existed even before the
emergency. Parents or commu-
nities may hide such children

because of stigma, for example.
The resulting exclusion is of par-
ticular concern because even the
most rudimentary reporting sys-
tems can unravel in humanitar-
ian situations, since registration
and reporting points or centres
may not be accessible.

At the same time, increasing
numbers of children may sustain
disabling injuries as a result of
chronic or sudden emergencies.
In an earthquake, children may
be disabled by falling objects or
when buildings collapse. They
may receive crushing injuries
and undergo psychological
trauma during floods and land-
slides. Conflict increases the like-
lihood that children will become
disabled as a result of fight-

ing, because of landmines, or
through exposure to other explo-
sive remnants of war (ERW).
Because children are smaller and
at earlier stages in their develop-
ment, they often sustain more
seriously disabling injuries than
adults and require continuing
physiotherapy, prostheses and
psychological support.

The challenges facing children
with disabilities and their fami-
lies are rarely acknowledged
when the impact of an emergen-
cy is assessed. These challenges
include new environmental bar-
riers such as collapsed ramps;
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Risk, resilience and inclusive
humanitarian action

damaged or lost assistive
devices; and the loss of previ-
ously established services (sign
language interpreters or visit-
ing nurses) or support systems
(social security payments or
social protection schemes).

There are other risks. If fam-

ily members die, there may be
no one left who knows how to
care for a child with a physi-

cal disability or who can com-
municate with a child with a
sensory impairment. If families
are forced to flee, especially if
they face a long journey by foot,
they may leave behind children
who are unable to walk or are

in frail health. Families may
also leave behind children with
disabilities because they fear
they will be refused asylum in
another country if one of their
family members has a disability.
Several countries practise such
discrimination. Institutions and
residential schools may close or
be abandoned by staff, leaving
few people — or no one - to help
the children in their charge.

Children with disabilities, espe-
cially those with learning dis-
abilities, can also be directly
involved in conflict. They may
be pressed into service as fight-
ers, cooks or porters precisely
because they are considered to
be less valuable, or less likely to



resist, than children without dis-
abilities. In theory disarmament,
demobilization and reintegration
programmes include all child
ex-combatants, but resources
or programmes for children
with disabilities are often non-
existent. These children there-
fore remain marginalized and
excluded, leaving them poor,
vulnerable and often having to
beg, as has been the case in
Liberia and Sierra Leone.

The risk of violence, including
sexual violence, increases when
family protection and social
structures break down as they
do during conflict and disasters.
While girls with disabilities are
at particular risk in such situa-
tions, boys with disabilities

are also at risk and are even
less likely to be helped in the
aftermath of violence.

Recovery and reconstruction
come with their own challenges
for children with disabilities. As
is the case with all crisis-affected
children, those with disabilities
require a range of services,
including but not limited to tar-
geted ones. Disability-specific
needs are extremely important,
but they are only part of the pic-
ture. During recovery operations
after the 2004 Indian Ocean tsu-
nami, for example, one girl with
a disability was given five wheel-
chairs — but no one asked her if
she needed food or clothes.

Resilience and inclusion
Children have repeatedly
demonstrated their resilience.
Measures can be taken to

support their participation and
inclusion. These measures
should be specific to particular
groups and contexts: Boys and
girls have different experiences
of conflict, as do young chil-
dren and adolescents. Similarly,
emergencies can affect urban
and rural areas differently.

As a starting point, children with
disabilities should be given the
opportunity to take part in the
planning and implementation of
disaster risk reduction and peace-
building strategies as well as in
recovery processes. Ilgnorance
and incorrect assumptions that
they are unable to contribute
have often barred them from
doing so, but this has begun to
change. In Bangladesh, for exam-
ple, Plan International learned

to challenge such misconcep-
tions through partnerships with
disability organizations and by
working directly with communi-
ties in undertaking child-centred
disaster risk reduction.

Similarly, provision for children
with disabilities is increasing in
disaster response. In Pakistan,
Handicap International (HI) and
Save the Children built child-
friendly inclusive spaces and
developed sector-wide guidance
on inclusion of persons with dis-
abilities, especially in protection
projects. In Haiti, HI and the faith-
based development organization
CBM lobbied the government to
increase the inclusion of persons
with disabilities in food distribu-
tion and other efforts. The United
Nations often uses emergencies
as an opportunity to ‘build back

better’, an approach that can
yield opportunities for children
with disabilities because it
offers all stakeholders a
chance to work together.

Disability is also being main-
streamed in such guide-

lines as the Sphere Project’s
Humanitarian Charter and
Minimum Standards in
Humanitarian Response,
framed by a group of interna-
tional organizations to improve
the quality and accountability
of humanitarian response.

The availability of emergency
guidelines on how to include
people with disabilities — and
children in particular - is
increasing. These gains need to
be consolidated and extended
to such areas as child nutrition
and protection.

Also needed is a unified
approach to data collection.
Collaboration with local and
national disabled people’s
organizations should be
emphasized, and these groups’
capacity to address issues
specific to children should be
built up where necessary. And
the extent to which children
with disabilities are included in
humanitarian response must
be audited to monitor and
improve results.

Clear standards and inclusion
checklists that can be applied
across the range of emergen-
cies will be essential — but to
be put into practice, they must
be accompanied by resource
allocations.
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By the Victim Assistance Editorial
Team at the Landmine and Cluster
Munition Monitor.

The Landmine and Cluster Munition
Monitor provides research for the
International Campaign to Ban
Landmines and the Cluster Munition
Coalition. It is the de facto monitor-
ing regime for the Mine Ban Treaty
and the Convention on Cluster
Munitions.

Explosive remnants of war
(ERW) and anti-personnel
landmines have a devastating
impact on children and repre-
sent a significant contributing
factor to child disability. Since
the signing of the 1997 Mine
Ban Treaty, however, vast tracts
of land have been cleared of
these munitions and returned
to productive use.

The 1997 treaty; the 1996
Amended Protocol Il and

2003 Protocol V to the 1980
Convention on Certain
Conventional Weapons; and
the 2008 Convention on Cluster
Munitions have all had a posi-
tive impact in terms of protect-
ing the lives of people living

in areas contaminated by ERW
and landmines. The global
movement to ban landmines
and cluster munitions is a tes-
tament to the importance of
strong political will among

key stakeholders in fostering
global change.

Explosive remnants of war

Mine action programming,
which seeks to address the
impact of landmines and ERW,
is understood to be made up
of five pillars — clearance, ERW/
mine risk education, victim
assistance, stockpile destruc-
tion and advocacy. Despite the
great successes in many of
these pillars, as indicated by

a significant global decline in
ERW and landmine casualties,
victim assistance continues

to stand out as a key area of
weakness. This is especially so
in the case of children affected
by ERW or landmines.

In contrast with the other four
pillars of mine action, victim
assistance requires a cross-
cutting response that includes
medical and paramedical inter-
ventions to ensure physical
rehabilitation, as well as social
and economic interventions to
promote reintegration and the
livelihood of victims.

To date the bulk of mine
action assistance and funding
has been dedicated to clear-
ance activities. In 2010, 85 per
cent of global funds related
to mine action were allocated
to clearance, while only 9 per
cent were allocated to victim
assistance interventions. While
the International Mine Action
Standards — the standards in
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force for all UN mine action
operations — address the mine
action programming pillars of
clearance, ERW/mine risk educa-
tion and stockpile destruction,
they do not tackle the issue of
victim assistance. Moreover, the
right to age- and gender-appro-
priate physical rehabilitation
and social and economic rein-
tegration for survivors of land-
mines and ERW is enshrined in
international human rights and
humanitarian law. However,
few survivor assistance pro-
grammes have taken into con-
sideration the specific needs

of children, whether they are
direct survivors or victims in the
broader sense.

The impact on children
There has been a significant
decrease in the numbers of
people killed or injured by
landmine blasts. Between 2001
and 2010, the number of new
landmine and ERW casualties
reported through the Landmine
and Cluster Munitions Monitor,
the monitoring arm of the Mine
Ban Treaty and the Convention
on Cluster Munitions, fell from
7,987 to 4,191. The chart on

the next page demonstrates

a significant reduction in the
total number of civilian deaths
and injuries from landmines
and ERW in the five-year period
between 2005 and 2010.



Since monitoring began in 1999, there have been at least 1,000
child casualties every year. Many casualties go unrecorded, so the
real number is likely much higher.

Nevertheless, the percent-
age of total casualties rep-
resented by child casualties
has increased. Annually, since
2005, children have accounted
for approximately 20-30 per
cent of all casualties from
landmines, remnants of clus-
ter munitions and other ERW.
Since monitoring began in
1999, there have been at least
1,000 child casualties every
year. The number of child
casualties of landmines and
ERW in 2010 surpassed 1,200,
and children accounted for 55
per cent of all civilian deaths
— children are now the civilian
group for whom landmines
and ERW are most deadly.
Given that numerous casual-
ties go unrecorded in many
countries, the total number
of child casualties annually

is likely much higher, and

in some of the world’s most
mine-affected countries, the
percentage of casualties rep-
resented by children is higher
still: In 2011, children consti-
tuted 61 per cent of all civilian
casualties in Afghanistan. In
the same year, they were 58
per cent of civilian casualties

in the Lao People’s Democratic

Republic, 50 per cent in Iraq
and 48 per cent in the Sudan.

If children now constitute the
majority of casualties caused

by landmines, remnants of
cluster munitions and other
ERW, since 2008, boys have
made up the single largest
casualty group, approximately
50 per cent of all civilian casu-
alties. In 2006, the first year in
which the Landmine Monitor
began disaggregating casualty
data by both age and gender,
boys represented 83 per cent
of child casualties and made
up the largest single casualty
group among civilians in 17
countries. In 2008, boys rep-
resented 73 per cent of child
casualties, and were the largest

casualty group in 10 countries.
In many contaminated coun-
tries, boys are more likely than
girls to come across mines or
ERW, because they are more
involved in outdoor activities
such as herding livestock, gath-
ering wood and food, or col-
lecting scrap metal. Children in
general are more likely to delib-
erately handle explosive devic-
es than adults, often unknow-
ingly, out of curiosity or by mis-
taking them for toys. Boys are
more likely than girls to tamper
with the explosive devices they
come across. These factors,

Monica and Luis, both 14 in this 2004 photograph from Colombia, sit at poolside.
Monica lost a foot when a younger cousin brought home a grenade. It exploded,
killing the cousin. © UNICEF/HQ2004-0793/DeCesare
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as well as a tendency towards
engaging in risk-taking behav-
iour, make well-planned risk
education especially important
for children.

Assistance for child
survivors

ERW and landmine incidents
affect children differently than
they do adults, whether they
are directly killed or injured,
or become victims as a result
of the death or injury of fam-
ily and community members.
Child survivors who are injured
have specific needs that must
be taken into consideration, in
terms of both physical rescue
and rehabilitation and social
and economic reintegration.
Smaller than adults, children
are more likely to die or suffer
serious injuries from a blast,
including severe burns, shrap-
nel wounds, damaged limbs
and other injuries that can
lead to blindness or deafness.

Their height means that their
vital organs are closer to the
detonation, and children have
a lower threshold for substan-
tial blood loss than adults. If
an anti-personnel landmine is
stepped on, its blast will invari-
ably cause foot and leg injuries,
with secondary infections that
usually result in amputation,
causing lifelong disabilities and
requiring long-term rehabilita-
tion support.

More than one third of all
survivors require amputation,
and while data concerning the
exact percentage of affected
children requiring amputation
are lacking, the percentage can
be expected to be higher for
children, given their smaller
size. When children survive
their injuries, their physical
rehabilitation is more complex
than that of adult survivors.
Children whose injuries result
in amputated limbs require

Child casualties in countries heavily
affected by mines and explosive
remnants of war, 2011*

Total civilian Child Child casualties
casualties casualties as percentage
of total
casualties
Afghanistan 609 373 61%
Democratic Republic of the Congo 22 15 68%
Iraq 100 50 50%
Lao People’s Democratic Republic 97 56 58%
Sudan 62 30 48%

* Includes only casualties for which the civilian/security status and the age was known.

Source: Landmine and Cluster Munition Monitor.
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more complicated rehabilitation
and, because their bones grow
more quickly than their soft
tissue, several re-amputations
may be required. They also
need to have prostheses made
as they grow. Few countries
affected by landmines and
ERW have the capacity neces-
sary to address the specific,
complex medical and physical
rehabilitation needs of child
survivors.

In addition to the physical
trauma, the psychological
consequences of surviving

an ERW or landmine blast

are often devastating for the
development of the child. They
include a sense of guilt, loss

of self-esteem, phobias and
fear, sleep disorders, inability
to speak and trauma that if left
untreated can result in long-
term mental disorder. Such
psychological effects of war on
children are difficult to docu-
ment, and they are not limited
to children who have sustained
physical injuries.

The social and economic
reintegration needs of child
survivors also vary consider-
ably from the needs of adults.
Addressing the psychosocial
impacts outlined above relies
heavily on age-appropriate
psychosocial support and
access to education. In many
countries, child survivors are
forced to cut short their educa-
tion because of the time need-
ed for recovery, and because
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Child casualties in the most affected countries*
Percentage of children among civilian casualties (1999-2011)
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* The three States parties to the Mine Ban Treaty with the highest annual casualty rates.

Source: Landmine and Cluster Munition Monitor.

rehabilitation represents a
financial burden for families.
Access to free education for
children with disabilities as a
result of a landmine or ERW
injury is necessary both to
promote a sense of normalcy
in their lives, enabling them to
recover from the psychosocial
distress of their injury, and to
reintegrate them with their
peer group and allow them to
fully participate in society. Yet
children left with a disability
following a landmine or ERW
blast are more vulnerable than
others to the denial of this
right: They may no longer be

able to walk to school, and
other transportation alterna-
tives are seldom in place. Even
when they are able to get to
school, classrooms may not be
accessible for children with dis-
abilities, and their teachers may
not be trained

in adapting to the needs of
children with disabilities.

Opportunities for income
generation and livelihood
support are especially neces-
sary to support children and
adolescents left with a dis-
ability as a result of landmines
or ERW. Unfortunately, such

2007 2008 2009 2010 2011

opportunities seldom if ever
take age considerations into
account. Where age has been
considered, as it was during a

2008-2010 project in Cambodia,
the challenges to ensuring age-

appropriate interventions for
children and adolescents were

such as to exclude those under
18 from victim assistance liveli-

hood interventions altogether.

This failure to address the
specific needs of and risks to
children and adolescents is
reflected in the livelihood and

economic strengthening sector

more generally: A 2011 review

HUMANITARIAN RESPONSE

57



58

FOCUS

(continued)

of 43 studies on the impact of
economic strengthening pro-
grammes in crisis contexts in
low-income countries found
that some of these efforts had,
paradoxically, increased the risk
that children would be pulled
out of school and put to work
or that girls would be subject
to violence. The programmes
studied featured such initiatives
as microcredit, skills training,
and agricultural interventions.
The review called on economic
strengthening practitioners to
“build children’s protection
and well-being into the assess-
ment, design, implementation,
monitoring and evaluation of
economic strengthening pro-
grams.” In addition, livelihood
and income generation oppor-
tunities for children and ado-
lescents must take into account
not only their age but also their
sex and the cultural context

in which they live. Because
children with disabilities are
among those most vulnerable
to deprivation, violence, abuse
and exploitation, there is an
urgent need to ensure that
victim assistance programmes
take the specific needs of child
survivors into consideration.

Meanwhile, children who are
victims of landmines and other
ERW as a result of the death or
injury of caregivers and fam-
ily members, including family
breadwinners, also have needs
that differ from those of adults.
Like child survivors, they too
may be more vulnerable to the

loss of education opportunities,
separation from their families,
child labour and other forms of
exploitation or neglect.

Despite the particular victim
assistance needs of chil-

dren, few victim assistance
programmes take age- and
gender-specific considerations
into account. While research
has been conducted on victim
assistance in general, and guid-
ance has been developed on
what such programmes should
look like, to date there has been
little if any focus on children
and adolescents. Meanwhile,
while States parties to the Mine
Ban Treaty, Protocols Il and V
of the Convention on Certain
Conventional Weapons, and
the Convention on Cluster
Munitions must regularly report
on national-level implemen-
tation of these international
instruments, they do not report
on their efforts to address the
specific needs of survivors
according to their age. It is not
surprising then that in a 2009
survey of more than 1,600 sur-
vivors from 25 affected coun-
tries conducted by Handicap
International, almost two thirds
of respondents reported that
services for children were
“never” or “almost never”
adapted to address their specif-
ic needs or ensure that services
were age appropriate.

Child victims, including those
directly and indirectly affected,
have specific and additional

THE STATE OF THE WORLD’S CHILDREN 2013: Children with Disabilities

needs in all aspects of assis-
tance. However, the informa-
tion available about efforts to
address these needs is limited.
Most children involved in mine
or ERW incidents are injured.
Yet most data collection sys-
tems do not record their needs.

As children account for an
increasing percentage of the
total civilian casualties from
ERW and landmines, it is
essential to implement specific
policy and programmatic rec-
ommendations on victim assis-
tance that meets the needs of
child survivors. These recom-
mendations include:

* Supporting and promot-
ing the establishment of
national injury surveillance
systems able to provide
systematic and continuous
information on the magni-
tude and nature of ERW and
landmine injuries (and other
types of injuries if appro-
priate), including age- and
gender-disaggregated data
about child casualties.

* Integrating a victim assis-
tance component into the
International Mine Action
Standards, including through
technical notes and best-
practices guidelines, with
specific guidance and consid-
erations on child-specific sur-
vivor and victim assistance.

* Developing and promoting
the establishment of victim
assistance databases able
to provide systematic data



Child casualties by type of explosive*

Undefined mine

5%

Anti-personnel mine

4%

Victim-activated improvised
explosive device

21% '
Anti-vehicle mine /

3%

*Not including unknown explosive item types.

Source: Landmine and Cluster Munition Monitor.

to monitor the rehabilitation,
psychosocial and socio-
economic needs of each child
and adult survivor appropri-
ately and across time.

« Sensitizing governments,
mine action actors, donors
and other relevant stakehold-
ers, through both internation-
al and national forums, on
the importance of prioritizing
victim assistance (including
for child survivors and the
children of people killed by
victim-activated explosives)
as a key pillar of mine action
and international laws.

« Making government, humani-
tarian and developmental
actors and service providers

ERW/Cluster
submunitions

FERW, 65%

aware of the importance

of ensuring the availability
of age- and gender-specific
health and physical rehabili-
tation, psychosocial support,
protection, education and
livelihood support services
for child survivors and vic-
tims of ERW and landmines.
Training health profession-
als, including emergency
response personnel, sur-
geons and ortho-prosthetic
service providers, in the
specific considerations

and special needs of

child survivors.

Training education service
providers, including school
management, teachers and

67% Cluster
submunition, 2%

educators, in providing
accessible and appropriate
education for child survivors
and victims.

Formulating national laws,
plans and policies respond-
ing to the needs of survivors
and victims of ERW and land-
mines, or of persons with
disabilities in general, so that
they integrate and respond to
the age- and gender-specific
needs of child survivors

and victims.

Integrating a strong victim
assistance component into
the draft UN Inter-Agency
Mine Action Strategy, includ-
ing specific child-survivor
assistance considerations.
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PERSPECTIVE

at a time

By Chaeli Mycroft

Chaeli Mycroft, recipient of the
2011 International Children’s
Peace Prize, is an ability activist
and avid wheelchair dancer. She

is preparing to study politics and
philosophy at the University of
Cape Town, South Africa.

One bite of the elephant

CHIL DRI "|'1

Some people see disability as
a burden, others as a gift. My
disability has given me very
unique opportunities and expe-
riences that would not have
happened if | were not dis-
abled. | am happy and grateful
for my disability because it has
moulded me into the person
that | am today.

I am in no way saying that
having a disability is an easy
thing to deal with. It is a very
complex situation, and it affects
almost every aspect of your
life. But | hope, throughout
my life, to inspire other young
people to see their disabilities
as an opportunity to focus

on ability, not just on their
limitations.
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My family has always chal-
lenged me to focus on my
abilities and has never viewed
or treated me with pity. For
this, | will be eternally grateful
because it made me see myself
as equal to any able-bodied
person. | was also raised know-
ing that my contribution is of
equal importance to anyone
else’s, and to stand up (meta-
phorically) for my rights. My
friends view me as an equal
and accept that my disability
sometimes makes it difficult for
me to do things in the same
manner as they do, so we just
have to be slightly more cre-
ative to include me in whatever
we're doing — playing cricket
when we were younger, for
example. | would be the scorer.

The incredible support |
received enabled me to work
with children with disabilities
in South Africa. For this | won
the International Children’s
Peace Prize in 2011 — an event
that has changed my life in an
amazing way. The KidsRights
Foundation, which awards this
prize annually, has given me
the opportunity to spread my
message through a worldwide
platform and to meet people

| would otherwise never meet.
They also pay for my educa-
tion and are making it possible



for me to go to university next
year with all the adjustments
| need.

So many children with disabili-
ties are not celebrated for their
capabilities and are hidden
away from the world because
of fear and ignorance. We need
to realize that people with dis-
abilities are crucial in our popu-
lation. People with disabilities
are often the ones who think
outside the box — because we
have to. We have to make our
disabilities work for us and not
against us, and teach others

to be caring and empathetic.
Empathy, something the world
desperately needs.

| believe that there are two
main issues to be tackled on a
worldwide level — accessibil-
ity and attitudes. These issues
are interconnected and cannot
be dealt with one by one. If
people can change the world-
wide attitude towards disability
from one of pity, shame and
inferiority to one of abundance,
acceptance and equality, then
we will see amazing progress.
Positive attitudes can lead to
improved accessibility — just as
inaccessibility is an expression
of the view that the needs of
people with disabilities are less
important than those of able-

bodied people, an attitude that
has negative consequences
for people with and without
disabilities.

Improved attitudes should

also help address other major
issues, such as our experiences
of education. | have been in
every form of education that

a person with a disability can
do: special needs school, main-
stream state primary and high
school, mainstream private
high school. | wouldn’t say I'm
an expert, but there’s a lot to
be said for experience. It was
certainly not always easy and
simple. Often it was a struggle,
and at times | was incredibly
unhappy. | worked really hard
to be included and to make it
easier for the people who are
going to come after me. | am
finishing my school career in a
place where | am fully included
and accepted. When | think
about it, all | feel is relief -
relief that | don't have to fight
so hard for my own happi-
ness anymore. Now | can fight
harder for other people with
disabilities and their right to
happiness.

It may seem that | am always
a super-positive person. This
is not the case. | have had my
struggles, and | am sure that

they are not over. The thing
that tips the scale towards posi-
tivity is the fact that | am sur-
rounded by people who believe
in my ability and are positive
about my contribution to soci-
ety — people who counter my
negative days. | really love
them for that.

My lifetime goal is to have dis-
ability become something that
is completely accepted and
embraced by the global com-
munity. It may be a big task,
and it may have many facets,
but | believe it's entirely
possible.

It starts with believing. | believe
in my abilities; | believe whole-
heartedly that | can make
change happen - that | can
change lives. If people with dis-
abilities can't believe in them-
selves or if others don't believe
in them, | will believe in them -
and hopefully my positivity will
spread and encourage more
positivity. This might seem
insignificant to some but it’s
still change.

One bite of the elephant at
a time.



A health worker assesses a boy at the Atfaluna Society for Deaf Children, State of Palestine. The organization offers education
and vocational training, free health care, psychosocial services and job placement. © UNICEF/HQ2008-0159/Davey



A society cannot be equitable unless all children are
included, and children with disabilities cannot be
included unless sound data collection and analysis

render them visible.

Measuring child disability presents a unique set
of challenges. Because children develop and
learn to perform basic tasks at different speeds,
it can be difficult to assess function and distin-
guish significant limitations from variations in
normal development.”* The varying nature and
severity of disabilities, together with the need to
apply age-specific definitions and measures, fur-
ther complicate data collection efforts. In addi-
tion, the poor quality of data on child disability
stems, in some cases, from a limited under-
standing of what disability is in children and, in
other cases, from stigma or insufficient invest-
ment in improving measurement. The lack of
evidence that results from such difficulties hin-
ders the development of good policies and the
delivery of vital services. As discussed below,
however, efforts to improve data collection are
under way — and the very act of gathering infor-
mation is sparking positive change.

Evolving definitions

While there is general agreement that defini-
tions of disability should incorporate both
medical and social determinants, the measure-
ment of disability is still predominantly medi-
cal, with a focus on specific physical or

mental impairments.

Estimates of disability prevalence vary depend-
ing on what definition of disability is used.

Narrow, medical definitions are likely to yield
lower estimates than broader ones that take
into account social barriers to functioning and
participation.’®

One framework for seeing health and disability
within a broader context of social barriers is

the International Classification of Functioning,
Disability and Health (ICF), developed by the
World Health Organization."® This classification
regards disability in two main ways: as a mat-
ter of the body’s structure and functions, and in
terms of the person’s activity and participation.
Disability, as defined by the ICF, is an ordinary
part of human existence. ICF’s definition effec-
tively mainstreams disability, shifting the focus
from cause to effect and acknowledging that
every person can experience some degree of
disability. The ICF definition also recognizes that
functioning and disability occur in context, and
therefore it is meaningful to assess not only bodi-
ly but also societal and environmental factors.

While the ICF was principally designed for

adult disability, a classification derived from it,
the International Classification of Functioning,
Disability and Health for Children and Youth
(ICF-CY) takes a step towards incorporating

the social dimension by capturing not only the
impairment but also its effect on children’s func-
tioning and participation in their environment.
The classification covers four main areas: body
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structures (e.g., organs, limbs and structures of
the nervous, visual, auditory and musculoskeletal
systems), body functions (physiological functions
of body systems, such as listening or remember-
ing), limitations on activity (e.g., walking, climb-
ing, dressing) and restrictions on participation
(e.g., playing with caregivers or other children,
performing simple chores).’”

Putting disability in context

Data should be interpreted in context. Estimates
of disability prevalence are a function of both
incidence and survival, and the results should
be interpreted with caution, particularly in coun-
tries where infant and child mortality rates are
high."® A low reported prevalence of disability
may be the consequence of low survival rates
for young children with disabilities, or it may
reflect the failure to count children with
disabilities who are confined to institutions,
who are hidden away by families fearful of

Four case studies:

Percentage of population
reporting some form of disability

discrimination, or who live and work on
the streets.

Culture also plays an important role. The inter-
pretation of what may be considered ‘normal’
functioning varies across contexts and influ-
ences measurement outcomes. The attainment
of certain milestones may not only vary among
children, but differ also by culture. Children may
be encouraged to experiment with new activities
at different stages of development. For instance,
in one study, 50 per cent of children were ‘able
to use a cup’ at about 35 months of age in urban
India, while the corresponding milestone was
reached around 10 months of age in Thailand."®
It is therefore important to assess children
against reference values appropriate to local
circumstances and understanding.

For these reasons, assessment tools developed
in high-income countries, such as the Wechsler
Intelligence Scale for Children and Griffith's

6 questions asked,
including:
Does (name) have
difficulty seeing,
even if he/she is
wearing glasses?

»Uganda
One question One question 200/0
asked: asked:
Does (name) Do you have
have any (serious)
R difficulty in difficulty in
One ql'lestlon moving, seeing, moving, seeing,
asked: hearing, hearing,
Is anyone who speaking or speaking or

was in the
household on
census night
disabled?

4%
1%

[0 |
Census Census
1991 2002

learning, which
has lasted or is
expected to last
6 months or
more?

learning which
has lasted or
is expected to
last 6 months
or more?

1%

Uganda National
Household Survey
2005/2006

Demographic and
Health Survey
(DHS) 2006

Source: UNICEF, from surveys and censuses identified above.
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Mental Development Scale,'® cannot be indiscrim-
inately applied in other countries or communities,
as their capacity to detect and accurately mea-
sure disability in different sociocultural contexts
is often untested. Frames of reference may vary,
and survey tools may fail to sufficiently capture
local customs, cultural understanding, languages
or expressions. For example, questionnaires that
evaluate child development on the basis of such
‘standard’ activities as preparing breakfast cereal
or playing board games may be appropriate in
some places but not in those where children do
not routinely engage in these activities.”’

Data collection

The specific objectives of the data collection are
likely to influence the definition of what consti-
tutes ‘disability’, the questions asked and the
resulting figures. The measurement of disability
type and prevalence is frequently tied to specific
political initiatives, such as social protection

» Australia 12 questions
asked, including:
> Is there
anyone in
the household
who has any
loss of sight?

» Does everyone
have full use of
their arms and
fingers?

> Is anyone

13 questions asked, including:
» Does anyone have any loss of hearing?

» Does anyone have any condition that restricts them
in physical activities, or in doing physical work?

» Does anyone have any disfigurement or deformity?

» Does anyone ever need to be helped or supervised
in doing things because of any mental illness?

schemes. Results may be used to determine
benefit entitlement or to plan and determine sup-
port provision. For example, the criteria used to
define eligibility for a disability benefit are likely
to be more restrictive than criteria for a survey
conducted to identify all persons with a func-
tional limitation, yielding dramatically different
numbers.'?

Many children are identified as having a disabil-
ity when they come into contact with education
or health-care systems. However, in low-income
countries or communities, school and clinic staff
may not be able to routinely recognize or regis-
ter the presence of children with disabilities. The
resulting paucity of information about children
with disabilities in low-income countries has con-
tributed to a misconception that disability does
not merit global priority.'?

Where schooling or other formal services for chil-
dren with disabilities are lacking, other methods

CONTINUED »

» Does anyone have any condition that makes them
slow at learning or understanding things?

17 questions

asked, including:

» Do you/does
anyone in the
household have
anything wrong

handicapped by a
serious long-term
illness or physical
or mental
condition?

5%

receiving
treatment for
nerves or any
emotional
condition?

» Is anyone having

One question asked: long-term
> Is this person treatment or
p taking any

medicine or
tablets for a
condition or
ailment?

4%

4 questions asked,

including:

» Does the person ever
need someone to help
with, or be with them

v

1 90/0 Zv;;l;é/ﬁ;r/their

v

Do you/does
anyone in the
household have
shortness of

for, self-care activities? breath or
Does the person ever difficulty
P breathing?

need someone to help
with, or be with them
for, communication
activities?

4%

v

Do you/does
anyone in the
household have
chronic or
recurrent pain or
discomfort?

» Do you/does
anyone in the
household have
a nervous or
emotional
condition?

Census Survey of Survey of
1976 Handicapped Disability, Ageing
Persons 1981 and Carers 1993

Census Survey of
2006 Disability, Ageing
and Carers 2009
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of enumeration, such as censuses, general and
targeted household surveys, and interviews with
key informants, have been used to estimate
disability prevalence.

General data collection instruments are likely to
underestimate the number of children with dis-
abilities.' They typically employ a generic or
filter question, such as whether anyone in the
household ‘is disabled’, or use the same ques-
tions for all household members regardless of
their age. Children in particular are likely to be
overlooked in surveys that do not specifically ask
about them.?®

they usually include more numerous and
detailed questions.

Questionnaire design

Even well-designed surveys can misreport dis-
ability if a single set of questions is applied to
children across the age spectrum. The choice

of questions must be tailored to a child’s age in
order to reflect the developmental stages and
evolving capacities of children.” Some domains,
such as self-care (e.g., washing and dressing),
will not be appropriate for very young children.
Given the complexity of developmental process-
es that take place over the first two years of life,

Targeted household surveys that specifically
address the issue of child disability or include
measures specifically designed to evaluate dis-

ability in children have produced more accurate

results than household surveys or censuses that
ask about disability in general.?® Such surveys
tend to report higher prevalence rates because

FOUR CASE STUDIES (Continued)

» Cambodia

3 questions asked:

Does (name) have
any disability?

If yes, what type?

What was the
cause?

2%

2 questions asked:

Is there a person
who usually lives in
your household
who has any type
of physical
impairment?

Impaired since
birth or due to an
accident?

2%

2 questions asked:
Does (name) have
any disability?

What was the
cause?

4%

One question asked:

If the person is
physically/mentally
disabled, give
appropriate code
from the list

-

:in seeing;
in speech;
in hearing;

in movement;

SUNE S

mental

1%

it can be difficult to distinguish disability from
variations in normal development without spe-
cialized tools or assessment.'?®

Questions designed to assess disability in the
adult population are not always applicable to
children, yet many survey instruments use a

One question asked:

Does (name) have
any of the following:

Difficulty seeing,
difficulty hearing,
difficulty speaking,
difficulty moving,
difficulties in feeling
or sensing,
psychological or
behavioural
difficulties, learning
difficulties, fits, other
(specify)?

5%

Socio-Economic Census
Survey 2003-2004 2008

Socio-Economic
Survey 1999

Demographic and
Health Survey 2000

Socio-Economic
Survey 2010

66 THE STATE OF THE WORLD’S CHILDREN 2013: Children with Disabilities



single set of questions for both groups. Examples
of questions with limited relevance to children
include those about falling down or memory
loss, as well as questions about tasks children
may be too young to accomplish indepen-
dently. Questions that link disability with an
elderly population are not only irrelevant to child
assessment but may also introduce a bias in the
respondent’s mind as to which should be con-
sidered disability and thus affect the nature and
quality of the response.’ In order to accurately
assess disability in children, care must be taken
to use questionnaires specifically designed for
the purpose.

Many data collection instruments, including
household surveys and censuses, are based

on parental responses only, with caregivers
normally expected to assess and report the dis-
ability status of children under their care. While
parents and other caregivers are often very well
placed to identify difficulties that their children

5 questions
asked,
including:
Do you
have any
disfigurement;
restriction of

movement;
bone disease;
3 questions 2 questions muscular
asked: asked: weakness; lack,
Do you have a Do you have Shormes? or
excess of your
visible physical any physical 120/0 hands a,,{,s
dr_sab//lty, Wenta/ or me_n_tal feet, legs,
disorder or disability? fingers or
psychological What kind? backbone?
defect?
L Are you able to
What Ii its speak, do you
nature: have a speech
What was the impediment,
cause? do you
speak with a
0 stammer?
. 2%
1%
Census Census Turkey Disability Survey

1985 2000 2002

may experience in performing specific tasks,
their responses alone are not sufficient to diag-
nose disabilities or establish a prevalence of
disability. Accurate assessment of disability in

a child requires a thorough understanding of
age-appropriate behaviours. Survey respondents
may have limited knowledge of specific bench-
marks used for evaluating children at each stage
of development and may not be in a position to
adequately detect manifestations of particular
types of disability. Certain temporary conditions,
such as an ear infection, may cause acute difficul-
ties in performing certain tasks and be reported
as a form of disability. At the same time, parents
may overlook certain signs, or hesitate to report
them, because of a lack of acceptance or stigma
surrounding disability in their culture. The choice
of terminology used in questionnaires can either
reinforce or correct such statistically distorting
and socially discriminatory phenomena.

Purpose and consequences

Efforts to measure child disability represent an
opportunity to link assessment with interven-
tion strategies. Often an assessment provides
the first chance for a child with a disability to be
identified and referred to or receive some form
of immediate care. Unfortunately, capacity and
resources for follow-up assessment and support
for those children who screen positive for dis-
ability are often scarce.™ Recognizing the critical
role of early intervention, the possibility of linking
screening and assessment with simple interven-
tions should be explored, especially in low- and
middle-income settings.

Data that capture the type and severity of chil-
dren’s disabilities as well as the barriers to the
functioning and community participation of chil-
dren with disabilities, when combined with rel-
evant socio-economic indicators, help to inform
decisions about how to allocate resources,
eliminate barriers, design and provide services
and meaningfully evaluate such interventions.
For instance, data can be used to map whether
income, gender or minority status affects access
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to education, immunization or nutritional
supplementation for children with disabilities.
Regular monitoring makes it possible to assess
whether initiatives designed to benefit children
are meeting their goals.

There is a clear need to harmonize child disabil-
ity measurement in order to produce estimates
that are reliable, valid and internationally com-

and programmatic responses by governments
and their international partners, and thus fulfil

a requirement of the Convention on the Rights

of Persons with Disabilities. However, the cur-
rently fragmented state of child disability data
collection is no excuse to defer meaningful action
towards inclusion. As new data and analyses
emerge, they will present opportunities to adapt
existing and planned programmes for children

parable. This would facilitate appropriate policy with disabilities and their families.

A way forward

UNICEF is holding consultations to improve the methodology used to measure child disability in Multiple
Indicator Cluster Surveys and other data collection efforts. This work is taking place in partnership with the
Washington Group on Disability Statistics, national statistical offices and data collection agencies, academics,
practitioners, disabled people’s organizations and other stakeholders. Partnership is seen as essential to achiev-
ing a reliable and globally relevant monitoring and reporting system on child disability.

The Washington Group was established in 2001 under United Nations sponsorship to improve the quality and
international comparability of disability measures. It has developed or endorsed questions on disability in adults
that have been used by several countries in censuses and surveys and, in 2010, began work on developing a set
of questions to measure functioning and disability among children and youth.

Work by UNICEF and the Washington Group to develop a screening tool that reflects current thinking on

child functioning and disability is based on the conceptual framework of the World Health Organization’s
International Classification of Functioning, Disability and Health for Children and Youth. The screening tool
under development focuses on limitations to activity and is intended to serve the purposes of any individual
country in identifying those children at risk of social exclusion and reduced social participation in family life

or education, for example. The collaborative effort aims to develop a survey module on child functioning and
disability that would produce nationally comparable figures and promote the harmonization of data on child
functioning and disability internationally. The module covers children aged 2-17 years and assesses speech and
language, hearing, vision, learning (cognition and intellectual development), mobility and motor skills, emotions
and behaviours. In addition to these relatively basic types of activity, the screening tool also includes aspects of
children’s ability to participate in a range of activities and social interactions. Rather than rely on a simple yes/
no approach, these aspects are to be assessed against a rating scale, to better reflect the degree of disability.

Also in development is a standardized overall methodology for a more in-depth assessment of disability in chil-
dren. This will consist of data collection protocols and assessment tools, as well as a framework for the analy-

sis of findings. Recognizing that specialists may be in short supply in some areas, a toolkit is being designed to
enable teachers, community workers and other trained professionals to administer the new methodology. This

will serve to strengthen local capacity to identify and assess children with disabilities.

68 THE STATE OF THE WORLD’S CHILDREN 2013: Children with Disabilities



FOCUS

Since 1995, UNICEF has sup-
ported countries in tracking
progress in key areas of chil-
dren’s and women’s well-
being through the Multiple
Indicator Cluster Surveys
(MICS). These nationally
representative household
surveys have been conducted
in more than 100 low- and
middle-income countries, and
some have included a module
designed to screen child dis-
ability. This information is now
being built upon to design an
improved measurement tool
to assess child disability.

Disability became part of the
MICS questionnaires in 2000-
2001 (MICS2). Since then, data
on disability have been col-
lected through more than 50
surveys, making the MICS the
largest source of comparable
data on child disability in low-
and middle-income countries.

The standard disability mod-
ule included in MICS surveys
conducted between 2000 and
2010 is the Ten Questions
Screen (TQ), which was
developed as part of the
International Pilot Study of
Severe Childhood Disability in
1984. Its design reflects how
disability was understood and
measured at the time.

Lessons learned

The TQ process starts with

an interview with the primary
caregivers of children aged
2-9 years, who are asked to
provide a personal assessment
of the physical and mental
development and functioning
of the children under their care.
Questions include whether the
child appears to have difficulty
hearing; whether she or he
seems to understand instruc-
tions, has fits or loses con-
sciousness; and whether she
or he was delayed in sitting,
standing or walking compared
to other children. Response cat-
egories do not accommodate
nuances, and children are clas-
sified as screening positive or
negative to each question.

The validity of the Ten
Questions approach has been
widely tested, but results must
be interpreted with caution.
The TQ is a screening tool, and
requires follow-up medical and
developmental assessment in
order to yield a reliable esti-
mate of the number of children
in a given population who have
disabilities. Children who have
a serious disability are very
likely to screen positive, but
some who screen positive may
be found to have no disability
on further evaluation. Some
children who screen positive

may do so because of tempo-
rary health conditions that can
be easily treated. Although the
TQ comes with a recommenda-
tion that it be followed by an
in-depth assessment, few coun-
tries have had the budgets or
capacity to conduct the second-
stage clinical assessment to
validate results, and they have
been further hampered by the
lack of a standardized meth-
odology for conducting the
assessment.

Applying the Ten Questions
Screen during the 2005-2006
MICS yielded a wide range

of results across participating
countries: The percentage of
children who screened posi-
tive for disability ranged from
3 per cent in Uzbekistan to 48
per cent in the Central African
Republic. It was not clear
whether this variance reflected
true differences among the
populations sampled or addi-
tional factors. For instance, the
low reported rate in Uzbekistan
might have reflected, among
other things, a large popula-
tion of children with disabilities
living in institutions, which

are not subject to household
surveys.
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FOCUS

Child disability measurement
experts agree that screening
efforts, such as interviews
using the Ten Questions Screen
(TQ), need to be followed by
in-depth assessments. These
allow the initial screening
results to be validated, and
make possible a better under-
standing of the extent and
nature of child disability in a
country. Cambodia, Bhutan and
the former Yugoslav Republic
of Macedonia are three coun-
tries to have undertaken such
assessments. Their experiences
provide important lessons for
the measurement of child dis-
ability and adaptation of meth-
odology to local context. They
also testify to the transforma-
tive power of data collection.

In Cambodia, all children
who screened positive under
the Ten Questions and a ran-
domly selected 10 per cent
who screened negative were
referred for further assess-
ment by a multi-professional
team consisting of doctors,
hearing and vision specialists,
and psychologists. The team
was trained and dispatched

From screening
to assessment

around the country to conduct
child disability assessments in
local health centres and similar
facilities. The decision to use

a mobile team of specialists
was made to ensure consistent
quality of screening across the
country and to minimize the
lag between screening and
assessment.

The same sampling approach
was employed in Bhutan,
where the screening stage
identified 3,500 children at risk,
out of a sample of 11,370 chil-
dren. A core team of seven pro-
fessionals received two weeks
of training in how to conduct
the assessment. In turn, they
were responsible for training
another 120 health and educa-
tion professionals. These pro-
fessionals were then split into
two groups. The first consisted
of 30 supervisors recruited
from among general-practice
physicians, paediatricians, eye
specialists, physiotherapists
and special educators. The sec-
ond group of 90 field survey-
ors and assessors was made
up largely of primary school
teachers and health workers.
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The methodology used in the
former Yugoslav Republic of
Macedonia was derived from
that used in Cambodia, with
some adaptations shaped by
the technical expertise and
tools available in the local
context. Two studies were
conducted: a national study
and one focusing on the Roma
population. The assessment
consisted of one hour with a
physician and psychologist and
a 10-15 minute assessment
with an ophthalmologist and
audiologist.

Experiences in all three
countries demonstrate the
importance of partnerships in
mobilizing limited resources
and ensuring high response
rates, which in turn provide for
robust findings. These partner-
ships involved government
agencies and their internation-
al partners, disabled people’s
organizations and other civil
society organizations. In the
former Yugoslav Republic

of Macedonia, for example,
partners made it possible

to conduct assessments in
local kindergartens during



A strategy for intervention on behalf of children identified as
having a disability should be incorporated in the assessment

from the earliest stages of planning.

weekends, which was conve-
nient for children and their
families.

It is also important to adapt
the composition of the core
assessment team and the type
of tools used to local capacity.
At the time of the study, both
Cambodia and Bhutan faced a
shortage of qualified assessors.
In Cambodia this was overcome
by employing a mobile assess-
ment team, while in Bhutan
emphasis was put on training
mid-level professionals. The
availability of specialists can-
not be taken for granted — in
the case of Cambodia, the lead
hearing specialist was brought
in from abroad.

Assessment tools — question-
naires and tests — should be
locally validated and culturally
appropriate. Careful attention
must be paid to language. One
of the challenges encountered
in Cambodia pertained to
translating assessment instru-
ments from English to Khmer,
and especially finding linguistic
equivalents for the concepts
of impairment and disability.

The diagnostic assessment
form used in the Cambodian
study was revised to suit the
former Yugoslav Republic

of Macedonia and the local
Chuturich test was utilized for
the psychological component
of the assessment.

Assessment leads

to action

With assessment comes the
potential for immediate inter-
vention. In Cambodia, some
children who screened positive
for hearing impairment were
found to have an ear infec-
tion or a build-up of ear wax.
This limited their hearing and
in many cases also their par-
ticipation in school, but, once
identified, their conditions were
easily treated and more seri-
ous secondary infections and
longer-term impairments were
thus prevented.

Assessment can also aid
awareness raising and spark
change even while the process-
es of collecting and analysing
data are still under way. When
clinical assessments in Bhutan
showed a higher incidence

of mild cognitive disabilities
among children from poorer
households and those whose
mothers had less education,
the government decided to
focus on early childhood devel-
opment and childcare services
in rural areas, where income
and education levels are lower.
And in the former Yugoslav
Republic of Macedonia, find-
ings that revealed unequal
access to education have
spurred plans to improve
school participation and fight
discrimination against children
with disabilities.

A strategy for intervention on
behalf of children identified as
having a disability should be
incorporated in the assessment
from the earliest stages of plan-
ning. Such a strategy should
include a mapping of the avail-
able services, the development
of referral protocols and the
preparation of informative
materials for families on how
to adjust children’s surround-
ings to enhance functioning
and participation in home and
community life.
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PERSPECTIVE

By Olga Montufar Contreras

Olga Montufar Contreras is the
president of the Step by Step
Foundation, a multicultural
organization that promotes

the social mainstreaming of

indigenous people with disabilities
in Mexico. The daughter of a

deaf woman, she was trained as
an engineer and has a Master’s
degree in development and

social policy.

Indigenous people have long
had to live with extreme
poverty, discrimination and
exclusion from society and
social services. Within our
communities, girls and boys
with disabilities are the most
vulnerable and fare the worst.
Their marginalization persists
even though three international
human rights instruments — the
Convention on the Rights of
Persons with Disabilities, the
United Nations Declaration

on the Rights of Indigenous
Peoples and the Convention on
the Rights of the Child — afford
us a historic opportunity to
address the challenges faced
by indigenous children with
disabilities.

| grew up with physical disabil-
ity, brought on by poliomyelitis,
in an indigenous community
and | have seen that despite the
passing of the years, the situa-
tion has changed little - if at all.
Today, just as when | was little,
children with disabilities are
ostracized and their rejection
by the community extends to
parents and siblings, because
the disability is considered as
divine punishment and a child
with a disability is seen as a
liability for the community.
Now as then, it is extremely
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From invisibility to inclusion for
Indigenous children with disabilities

difficult to access services and
meet the additional expenses
generated by a family member
with a disability. Grinding pov-
erty, geographic isolation and
political marginalization sustain
and are reinforced by discrimi-
nation and prejudice. The con-
seguences can be severe: Many
mothers, weak and lacking the
power to change things, remain
silent about our condition or
resort to infanticide.

My family is one of few that
show solidarity towards their
sons and daughters who have
disabilities. In our case, this
was partly because we had
migrated to the city and could
obtain housing closer to ser-
vices. But in the desperate cir-
cumstances under which most
of our families live, violations
of our human rights are com-
mon and fail to spark concern
among others. This is why it
is necessary to mobilize the
will and resources to take
meaningful action.

One of the most pressing
problems to be addressed is
the lack of data on indigenous
communities in general and
our children with disabilities in
particular. Data can be

hard to gather: Indigenous



households can be scattered,
often in remote areas. There
might not be enough interview-
ers who speak indigenous lan-
guages. In many cases, families
deny our existence to the peo-
ple who conduct surveys. Even
where parents acknowledge
and want to support us, they
can end up providing insuffi-
cient information because they
have little of it to begin with, as
there are few if any screening
or diagnostic services. Because
the lack of such services con-
tributes to our invisibility, it is

a threat to our physical and
intellectual condition. Adding
to the problems, girls and boys
with disabilities often go unreg-
istered at birth, and this is one
of the main obstacles to the
recognition of our citizenship
and our right to public services.
This should motivate research
into disability among indig-
enous populations — and the
results can serve as a starting
point for developing public pol-
icies and services that address
our needs and guarantee our
rights.

The lack of access to the main-
stream education system must
also be corrected. The inclusion
of indigenous children with dis-
abilities is required under the

Convention on the Rights of
Persons with Disabilities, but

in practice, inclusion is often
beyond the reach of children
from our communities: The
distances they must travel daily
to get to school can be pro-
hibitive. Few schools have the
minimum services and facilities
to make learning accessible.
And again, traditional commu-
nity practices contribute to the
lack of educational inclusion.
Clan chiefs determine the roles
of boys and girls from birth and
if a child has a disability, it is
generally thought that sending
her or him to school is a waste
of time as well as an undue
economic burden on the family.
Many people think that those
of us who have a disability are
broken objects that will not be
useful even if we are patched
up. The situation is even worse
for girls, as it is harder for us to
obtain permission to study than
it is for boys with disabilities.

Even when the community’s
stigmas are overcome and we
manage to attend school, our
teachers face two obstacles:
insufficient knowledge of
indigenous languages and
inadequate teacher training in

inclusive education. This lack of

training makes it more difficult

to include children with disabil-
ities. As a consequence, we are
forced to rely on the goodwill
of individual teachers to accept
the challenge of including
indigenous children with dis-
abilities in their classrooms.

In Mexico as elsewhere, gov-
ernments, international agen-
cies and community groups are
striving to eliminate the gap
between what is ideal and what
is currently possible. We must
continue to work together to
ensure more just and equitable
childhoods, to transform the
lives of indigenous girls and
boys with disabilities with hope
and opportunity — so they, too,
can be free to let their dreams
take flight.



=

[ b |

a
i
—

—

Nguyen, who has autism, attends a class specifically tailored to his needs at the Da Nang Inclusive Education Resource Centre in Viet Nam.
Such centres were set up to help children prepare for admission to inclusive mainstream schools. © UNICEF/Viet Nam/2012/Bisin



The nations of the world have repeatedly affirmed their
commitment to building more inclusive societies. As a result,
the situation of many children with disabilities and their

families has improved.

Progress has varied between and within coun-
tries, however. Too many children with disabili-
ties continue to face barriers to their participation
in the civic, social and cultural affairs of their
communities. This is true in situations that may
be considered normal as well as during humani-
tarian crises. The following recommendations
apply equally urgently in humanitarian situations,
and their application in that context is detailed

in Chapter 5. Realizing the promise of equity
through inclusion will require action in the

areas and by the actors identified below and
throughout this report.

Ratify and implement the
Conventions

The Convention on the Rights of Persons with
Disabilities (CRPD) and the Convention on the
Rights of the Child (CRC) provide detailed guid-
ance for the development of inclusive societies. As
this year began, 127 countries and the European
Union had ratified the CRPD and 193 had ratified
the CRC. They have thus shown a commitment to
all their citizens. Others have yet to join the glob-
al movement that these countries represent.

Ratification alone will not be enough. The pro-
cess of honouring commitments in practice will
require effort on the part of national governments,
local authorities, employers, disabled people’s
organizations and parents’ associations. In

addition, international organizations and donors
can align their assistance with these international
instruments. Making good on the promises of
the Conventions will require not only diligent
enforcement but also rigorous monitoring and an
unflagging commitment by all to accountability
and adaptation.

Fight discrimination

Discrimination lies at the root of many of the
challenges confronted by children with disabili-
ties and their families. The principles of equal
rights and non-discrimination should be reflected
in law and policy and need to be complemented
by efforts to enhance awareness of disability
among the general public, starting with those
who provide essential services for children in
such fields as health, education and protection.
To this end, international agencies and their gov-
ernment and community partners can increase
efforts to provide officials and public servants at
all levels of seniority with a deeper understand-
ing of the rights, capacities and challenges of
children with disabilities so that policymakers
and service providers are able to prevail against
prejudice — be it society’s or their own.

When communities are accepting of disability as
part of human diversity, when generic systems
like education and recreation are available and
inclusive, and when parents are not forced to
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carry the entire additional costs associated with
disability, the families of children with disabilities
can cope and thrive much like other families.
Parents’ organizations can play a pivotal role and
should be reinforced so that children with dis-
abilities are valued, cherished and supported by

their families and communities.

States parties to the CRPD and the United
Nations and its agencies have committed them-
selves to conducting awareness-raising cam-
paigns to change attitudes towards children

Convention on the Rights of Persons with Disabilities and

with disabilities and their families. Among other
things, this will involve highlighting their abili-
ties and capacities, and promoting community
engagement with and by children with disabili-
ties. States parties are also required to provide
information to families on how to avoid, recog-

nize and report instances of exploitation, violence

and

abuse.
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Discrimination on the grounds of disability is
a form of oppression. The establishment of
a clear, legal entitlement to protection from
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discrimination is vital in reducing the vulnerability
of children with disabilities. Legislation is made
more meaningful when children with disabilities
are informed of their right to protection from dis-
crimination and are shown how to exercise this
right. Where legislation banning discrimination
on the basis of disability does not exist, disabled
people’s organizations and civil society as a
whole will continue to have a crucial role to play
in pressing for such laws - as they do in provid-
ing services and promoting transparency

and accountability.

Signed Convention @ Ratified Convention

Dismantle barriers to inclusion

All children’s environments — early childhood
centres, schools, health facilities, public trans-
port, playgrounds and so on — can be built to
facilitate access and encourage the participation
of children with disabilities alongside their peers.
Universal design — the idea that all products, built
environments, programmes and services should
be usable to the greatest extent possible by all
people, regardless of their ability, age or social
status — should be applied in the construction of

(continued on p. 80)
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PERSPECTIVE

By Ivory Duncan

Born in 1991, Ivory Duncan

is pursuing a degree in
Communications Studies from

the University of Guyana. She
advocates for the rights of youth
with disabilities through the
Leonard Cheshire Disability Young
Voices network and volunteers

at the National Commission on
Disability in Guyana.

Open the doors to
education — and employment

Like me, countless other young
people with disabilities are
striving towards a future that
cannot be taken for granted.
Will we overcome the physi-
cal and financial barriers to
higher education? If we make
it through to graduation from
university or vocational school,
what jobs await us? Will we
have equal opportunity, or face
discrimination? Will we get

the chance to prove ourselves
in the competitive world of
employment? And if not, how
are we to be full citizens and
producers, members of society
in equal standing with those
who do not have disabilities?

| lost my right leg following a
traffic accident when | was 15
years old. My parents, people
of humble means, persevere in
helping to meet my expenses
so | can pursue a university
education, even as they try to
raise two other children with
disabilities. Life can be hard,
but | am grateful for my good
fortune: | have a loving family
and am working to accomplish
my dream of getting a degree
and having a career.

Fulfilling our dreams takes
effort not required of young
people without disabilities. To
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get from home to the univer-
sity, | have no option but to go
by taxi because the only other
way would be to take a boat or
cross the Demerara Harbour
Bridge, neither of which | can
do in my wheelchair. Paying
for a taxi is expensive, and my
parents struggle to make ends
meet. Attending university

is also a physical challenge.

It is difficult making my way
to classes because the class-
rooms are often not accessible
to wheelchair users. There are
long flights of stairs, and when
| finally manage to getto a
class, | am tired and frustrated
and find it hard to focus on
the lectures. But | am trying
because | know it is better to
try and fail than to fail to try.

The challenges begin long
before reaching higher educa-
tion. Children with disabilities
can easily become shut-ins,
hidden away from society and
unable to attend school or
make a meaningful contribu-
tion to society. They should be
encouraged to attend main-
stream schools if possible,
while special schools that
include vocational training
and support services should
also be available. Special-
needs schools should offer a



complete curriculum for stu-
dents with disabilities, to help
to develop their minds and give
them opportunities to achieve
academic excellence. Many
children and young people with
disabilities want to go on to
higher education, so it is very
important that they be included
in schools and other learning
institutions and given the same
options as other students in
terms of choosing courses and
activities. It is up to educational
institutions and governments
to accommodate and support
students like me, so that we are
able to pursue the education
we need to achieve whatever
goals we may have.

Accommodating children and
young people with disabilities
includes things like adjusting
the entry requirements and
criteria for passing, and mak-
ing sure that learning materi-
als, examinations and class
schedules take our needs into
account. Teachers need to be
properly trained and given a
chance to pursue additional
overseas instruction in order
to improve the quality of edu-
cation. Schools should teach
Braille and other forms of com-
munication where necessary,
and there is also a great need

for special equipment, which
many schools in Guyana do
not have. Making educational
institutions disability-friendly
also means setting up facilities
and transportation services that
persons with disabilities can
use; there should be ramps for
wheelchair users, accessible
toilets and elevators for people
who cannot take the stairs. All
aspects and all levels of educa-
tion, from elementary school
to university, need to be made
accessible.

The ministries for education
and public service should also
work together to assist aca-
demically inclined students
with disabilities who wish to
go beyond secondary school.
Because financial difficulties
are a major reason why young
people with disabilities are
unable to continue their edu-
cation, this assistance should
include grants, loans and
scholarships.

Governments also need to
make sure that education
opens the same doors for stu-
dents with disabilities as for
everybody else. My parents
have put in a lot of effort and
more money than they can
really afford to help me to get

through school and to univer-
sity — and now | am working
hard, in spite of the challenges,
to come to classes and learn,
because | know that is what |
need to do to get the best out
of life. So | would also like to
be confident that when | gradu-
ate and look for a job, | will

not be discriminated against
because of my disability, but
instead be recognized for my
abilities, qualifications and
potential. As a young per-

son with a disability who has
worked hard to educate herself,
| deserve as much as anyone
else the opportunity to fulfill
my dreams, make a good living
for myself and contribute

to our society.
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public and private infrastructure. When children
interact and understand each other across levels
of ability, they all benefit.

The principles of universal design also apply to
the development of inclusive school curricula and
vocational training programmes as well as child
protection laws, policies and services. Children
need access to systems designed to equip them
with the educational and life skills to see them
into and through their adult years, and those that
protect them from neglect, abuse and violence
on their way to adulthood. If protection fails, they
need to be able to make complaints and seek jus-
tice. Governments have the decisive role to play
in introducing and implementing the legislative,
administrative and educational measures neces-
sary to protect children with disabilities from all
forms of exploitation, violence and abuse in all
settings. It is not appropriate to create separate
systems for children with disabilities — the goal
must be inclusive, high-quality child protec-

tion mechanisms suitable for and accessible

to all children. One such mechanism is birth

registration. Although not a guarantee in itself,
it is an essential element of protection. Efforts to
register children with disabilities — and thereby
render them visible — deserve priority.

End institutionalization

All too often, invisibility and abuse are the fate
of children and adolescents with disabilities

who are confined to institutions. Facilities are
poor substitutes for a nurturing home life even if
they are well run, responsive to children’s needs
and subject to inspection. Immediate measures
to reduce overreliance on institutions could
include a moratorium on new admissions. This
should be accompanied by the promotion of
and increased support for family-based care and
community-based rehabilitation. Additionally,
there is a need for broader measures that reduce
the pressure for children to be sent away in

the first place. These include the development
of public services, schools and health systems
accessible and responsive to children with dis-
abilities and their families.

Children with hearing and visual impairments learn the craft of pottery at an orphanage in Moscow Oblast, Russian
Federation. © UNICEF/RUSS/2011/Kochineva
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Support families

The CRC states that children should grow up in

a family environment. It follows that the families
of children and adolescents with disabilities must
be adequately supported to provide the best
possible environment and quality of life for their
children. Support for families and caregivers —
subsidized day care, for example, or by grants to
offset the increased costs and reduced income
that come with caring for a child with a disabil-
ity — can prove critical in reducing the pressure to
admit children with disabilities to institutions in
the first place. Such support can also improve the
prospects for children who return to the commu-
nity after living in an institution.

Disability in the family is often associated with
higher costs of living and lost opportunities to
earn income, and thus may increase the risk of
becoming or remaining poor. Children with dis-
abilities who live in poverty can find it especially
difficult to obtain such services as rehabilitation
and assistive technology. To leave them and their
families to fend for themselves would be to dangle
the promise of inclusion just beyond their reach.

Social policies should take into account the mon-
etary and time costs associated with disability.
These costs can be offset with social grants,
subsidies for transportation or funding for per-
sonal assistants or respite care. Cash benefits are
easier to administer and more flexible at meeting
the particular needs of children with disabilities
and their families. They also respect the decision-
making rights of parents and children. Where
cash transfer programmes for families living in
difficult circumstances already exist, they can be
adapted so that the families of children with dis-
abilities are not unintentionally left out or offered
inadequate support. These recommendations
would be urgent under any circumstances but
are especially so in these straitened times: Aid
and social budgets are being cut, unemployment
remains high, goods and services grow increas-
ingly expensive. Families around the world face
an increased risk of poverty.

Move beyond minimum standards

Existing supports and services should be con-
tinuously assessed with a view to achieving the
best possible quality. The aim must be to move
beyond minimum standards. Attention needs to
be focused on serving the individual child with
a disability as well as on transforming entire
systems or societies. The ongoing involvement
of children with disabilities and their families

in evaluating services will help to guarantee
adequate and appropriate provision as children
grow and their needs change. The importance of
this participation cannot be overstated. Children
and young people with disabilities are among
the most authoritative sources of information
on what they need and whether their needs are
being met.

Coordinate services to support
the child

Because the effects of disability cut across sec-
tors, services can be coordinated to take into
account the full range of challenges confront-
ing children with disabilities and their families.
A coordinated programme of early intervention
across the health, education and welfare sec-
tors would help to promote the early identifica-
tion and management of childhood disabilities.
Across all sectors, early childhood interventions
should be strengthened. Studies have shown that
gains in functional capacity can be largest when
interventions occur early in a child’s develop-
ment. When barriers are removed earlier in life,
the compounding effect of the multiple barriers
faced by children with disabilities is lessened.
As children advance through their early years,
their ability to function can be enhanced through
rehabilitation. Improvements in ability will have
greater impact if school systems are willing and
able to accept them and meet their educational
needs. Moreover, acquiring an education would
be more meaningful if there were also inclusive
school-to-work transition programmes and
economy-wide efforts to promote the employ-
ment of people with disabilities.

(continued on p. 84)
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Kartik Sawhney is a national-

award-winning high school student
in New Delhi, India. He is active

in advocating for the rights of
persons with disabilities and is a
member of the Leonard Cheshire
Disability Young Voices network.

Visually impaired people

face what at least one writer
has called a ‘book famine’.
This is not news to us: The
visually challenged and print-
impaired have been strug-
gling for accessibility for a

long time. ‘Accessibility’ is an
all-encompassing term that
includes access to the physical
environment, transportation,
information and communica-
tion technology, education and
other facilities. In my view, it
is crucial that accessible mate-
rial be readily available. The
urgency is even greater when
we consider the situation in
developing nations.

When | conducted an informal
survey of nearly 60 visually
challenged students in pri-
mary and secondary grades in
mainstream schools in India,

| found that less than 20 per
cent of them had access to
material in their preferred
format, and less than 35 per
cent to material in any format.
Being visually challenged, I've
had several experiences where
lack of accessibility has imped-
ed me from availing myself

of the same opportunities as
others. The effort needed to
make reading material acces-

sible is monumental. Thanks
to advances in optical charac-
ter recognition (OCR) - a tech-
nology that converts printed,
handwritten or typewritten text
into machine-encoded text,
making it possible for comput-
erized voices to read the text
aloud - there has been some
improvement. However, techni-
cal content remains inacces-
sible. | spend around two hours
a day typing out the printed
material from my science and
math classes, for example,
because OCR software cannot
read diagrams and special sym-
bols with sufficient accuracy.
The plight of rural students is
even worse: They depend on
humans to read volumes of
information aloud to them. For
instance, my friends in a small
village have no option but to
rely completely on volunteers
who come by weekly.

Even much online content can-
not be read by standard screen
reading utilities, primarily as a
result of the varying standards
and platforms used by authors
and designers. Although the
World Wide Web Consortium
(W3C) has produced guide-
lines for websites to follow in
order to ensure a wonderful



experience for all, this vision

is far from achieved. | come
across websites daily that are
not W3C-standard compliant.
This calls for greater scrutiny
by not only governments, but
also civil society, academia and
international organizations. The
Government of India has taken
steps to bring about a positive
change on this front; it now
offers a National Award for the
Empowerment of Persons with
Disabilities in the category of
‘Best Accessible Website'. This
incentive drives organizations
to make their websites acces-
sible. If applied by enough
countries, such measures
could usher in a revolution.

This is not just a matter for
governments: Anyone can
make a positive difference.

| recall a historic achievement
made in 2011 by a group of
visually challenged youth in
Bangalore, India. Preparing for
the entrance exams to presti-
gious business schools in the
country, they contacted the
well-known educational pub-
lisher Pearson Education and
requested that they publish
their material in an accessible
format. Pearson agreed and
has since then made much of

their material available for the
visually challenged. However,
not all publishers are as sensi-
tive and understanding. Lack of
awareness and insensitivity are
two of the biggest challenges.
Unless — until — there is a para-
digm shift in attitudes towards
people who are visually chal-
lenged, it will be difficult to
overcome the challenges that
plague the print-impaired
community today.

But there is another barrier to
access — a political and legal,
not technical or attitudinal, one.
Currently, only 57 countries
have amended their copyright
laws to provide concessions
for people with visual impair-
ments. Thus, providing e-books
for the visually challenged is
unfortunately still considered
an infringement of copyright

in many countries — and this
prevents local publishers from
helping out within the commu-
nity. For a young student, these
facts are extremely disturbing:
Since most countries have
pledged to provide maximum
support and cooperation for the
welfare and empowerment of
persons with disabilities, there
turns out to be a vast difference
between the laws on paper and

actual, real-world implementa-
tion. The need of the hour is to
translate words into action.

| suggest an international body
to oversee implementation of
international disability legisla-
tion, to the extent that it does
not violate national sovereignty.

Copyright law must be
amended. | hope that countries
will continue to work on the
legal framework, and that the
United Nations will take action
towards a referendum on this
issue. With concerted effort,

| believe we will secure this
inalienable right for all people
with disabilities, everywhere:
the right to access all material!
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Involve children with disabilities in
making decisions

Children and adolescents with disabilities belong
at the centre of efforts to build inclusive societ-
ies — not just as beneficiaries, but as agents of
change. States parties to the CRPD have affirmed
the right of children with disabilities to express
their views freely on all matters affecting them. In
so doing, governments have reaffirmed the prin-
ciples of the CRC and have obligated themselves
to consult children with disabilities when devel-
oping and implementing legislation and policies
that concern them. This is in States’ interest, for
children and young people with disabilities can
enrich policymaking and service provision with
their daily experiences and are uniquely qualified
to provide information on whether their needs
are being met and their contributions utilized
across the full spectrum of issues and interven-
tions: from health and nutrition to sexual and
reproductive health, education and services for
the transition to adulthood.

The right to be heard applies to all children,
regardless of type or degree of disability, and
even children with profound disabilities can be
supported to express their choices and desires.
A child who is able to express herself or himself
is a child who is much less likely to be abused
or exploited. Conversely, abuse and exploitation
thrive where children lack the means to chal-
lenge their oppression. Participation is especially
important for such marginalized groups as
children who live in institutions.

To recognize that children and adolescents with
disabilities are the holders of rights, not the recipi-
ents of charity, is not to eliminate the need for
appropriate rehabilitation, medical treatment or
aids and appliances. It does mean, however, that
children’s rights, perspectives and choices must
be respected. In turn, this will entail decision-mak-
ers communicating in ways and by means that
are easily accessed and used by children with dis-
abilities, so their views can be incorporated in the

Children play netball at Ojwina Primary School in Lira, Uganda. © UNICEF/UGDA2012-00120/Sibiloni
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Six-year-old Nemanja (far left) sits with classmates in Novi Sad, Serbia. His primary school was the first to integrate
children with disabilities under a law aimed at reducing institutionalization. © UNICEF/HQ2011-1156/Holt

design, implementation and evaluation of policies
and services.

Global promise, local test

In order to fulfil the promises of the CRPD and
CRC, international agencies and donors and their
national and local partners can include children
with disabilities in the objectives, targets and
monitoring indicators of all development pro-
grammes. Reliable and objective data are impor-
tant to assist in planning and resource allocation,
and to place children with disabilities more clearly
on the development agenda. The necessary statis-
tical work will take time but would be given vital
impetus were international donors to promote a

concerted global research agenda on disability. In
the meanwhile, planning and programming will
have to continue; denying or delaying services to
children with disabilities because more data are
needed would be unacceptable. Rather, plans,
programmes and budgets can be designed to
allow for modifications as additional information
is made available.

The ultimate proof of all global and national
efforts will be local, the test being whether every
child with a disability enjoys her or his rights —
including access to services, support and oppor-
tunities — on a par with other children, even

in the most remote settings and the most
deprived circumstances.

AN AGENDA FOR ACTION
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Lenin Voltaire Moreno Garcés,

Vice-President of the Republic of
Ecuador from 2007 until May 2013,
was Latin America’s only holder
of high office with a physical
disability. The statistics in this
essay were drawn from national
programme documents.

There can be no such thing

as the universal exercise of
human rights unless these
rights are enjoyed by all people
—including the most vulnera-
ble. Spurred by this conviction,
the Office of the Vice-President
of the Republic of Ecuador has
focused on ascertaining and
improving the situation of peo-
ple with disabilities — starting
with children.

Beginning in July 2009, we
conducted surveys through-
out Ecuador under a project
known as the Manuela Espejo
Solidarity Mission. By visiting
1,286,331 households in the
country’s 24 provinces and 221
cantons, we were able to iden-
tify 293,743 persons with dis-
abilities. Of this total, some 24
per cent had intellectual disabil-
ities and the remaining 76 per
cent had physical or sensory
disabilities. We estimated the
prevalence of major disabilities
at over 2 per cent of the nation-
al population, as measured by
the 2010 census.

We found that about 55,000
boys and girls under 18 years
of age had disabilities, account-
ing for about 19 per cent of

all persons with disabilities in
Ecuador. As of June 2012, these
children had received 87,629

technical assistance dona-
tions consisting of such items
as wheelchairs, walkers, anti-
bedsore mattresses, walking
sticks, hearing aids and visual
kits, depending on the need
or needs identified. Three new
prosthetics shops were estab-
lished and expected to deliver
1,960 prosthetic and orthopae-
dic devices to the country’s
children in 2012 alone.

We also found that many fami-
lies live in extremely difficult
circumstances. The care of
children with severe disabilities
can be particularly expensive,
forcing mothers to abandon
them in order to earn money.
So the Joaquin Gallegos Lara
Subsidy was established and
provides the equivalent of
US$240 per month in financial
assistance to the primary care-
giver of a child or adult with a
disability. Training in first-aid
services, hygiene and rehabili-
tation is also provided. Ecuador
is thus recognizing, for the first
time, the labour of love per-
formed by families who care
for persons with disabilities.
As of June 2012, the subsidies
had benefited 6,585 children,
43 per cent of them girls.

In addition to support, our
approach attaches importance



to early detection and interven-
tion. By 2012, some 1.1 million
children under age 9 had been
screened to detect hearing
impairments and promote early
intervention. To this end, 1,401
diagnostic and aural screen-
ing service units were set up

in the Ministry of Public Health
network; 1,500 health profes-
sionals were trained; 30 speech
therapy service units were
established; and 1,508 hearing
aids were provided.

In 2013, 714,000 children will
have been screened at 24
impaired-sight service centres
and we expect that some 2,500
children will receive aids to
help them improve their vision
or function with blindness.

We have also set up a national
programme to screen new-
borns for congenital condi-
tions that can be treated. By
December 2011, this effort,
known as ‘Right Foot Forward:
The Footprint of the Future’,
had screened 98,034 newborns
and found 30 cases of con-
genital hypothyroidism, galac-
tosaemia, congenital adrenal
hyperplasia or phenylketonuria.
Each of these 30 girls and boys
has received treatment for
conditions that, if left untreat-
ed in the first few weeks or

months of life, place children at
increased risk of low cognition,
speech impairment and trem-

ors, among other impairments.

Beyond bio-social support and
early intervention, we are pur-
suing social and cultural inclu-
sion. Under the banner of ‘An
Ecuador of Joy and Solidarity’,
70,000 children and young peo-
ple with and without disabilities
have participated in inclusive
fairs held throughout the coun-
try. Play and games are being
promoted as means of creating
space for integration. At these
fairs, persons with disabilities
take the lead as instructors

in physical exercise, arts and
crafts, games and storytelling.

Some 7,700 marginalized or
vulnerable children and young
people are advancing their per-
sonal development, self-esteem
and social integration through
such pursuits as dance, music,
painting and literature. They
include 1,100 children and
young people who are involved
in the Social Circus, an initia-
tive run in collaboration with
the Canadian entertainment
company Cirque du Soleil.

These innovations have awak-
ened interest among Ecuador’s
neighbours, a number of whom

are seeking to learn more about
our experience. The first thing
to note is that there is no time
to lose. No child should have to
wait for the services and sup-
ports that are rightfully hers or
his, but this is especially the
case for children with disabili-
ties, because their vulnerability
can increase with age.

We in government must tackle
the tasks at hand without
delay. We must understand
that disability is not a problem
but rather a circumstance. It
is up to us, regardless of the
place or the role we have

to play, to assist our young-
est citizens in entering the
mainstream. We cannot even
dream of a country with social
justice, one that abides by

the principles of good living,
unless we guarantee that
persons with disabilities,
especially children and
adolescents, can fully

exercise their rights.

Disability does not mean
incapability: It is the wonderful
diversity that enriches
humankind.
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