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ABSTRACT

Globally, almost 180 million young people between the ages of 10-24 live
with a physical, sensory, intellectual or mental health disability significant
enough to make a difference in their daily lives. The vast majority of these
young people, some 150 million (80%) live in the developing world. Routinely
excluded from most educational, economic, social and cultural opportunities,
they are among the poorest and most marginalised of all the world's young
people. This paper reviews issues that must be considered in assessing the
needs of disabled young people and urges the inclusion of this all too
frequently overlooked group in all international development policies and
programming.

INTRODUCTION

Globally, some 180 million young peopl e between the ages of 10-24 live with a physical,
sensory, intellectual or mental health disability significant enough to make adifferencein
their daily lives. Thevast majority of these young people, some 150 million (80%) livein
the developing world (1). They are among the poorest and most marginalised of all the
world’syoung people.

This paper provides an overview of the prominent challenges currently faced by disabled
young people. Adolescents and young adults are grouped together and discussed jointly
because they share common characteristics: they are often bypassed both by the
programmes and policies designed for disabled children and |eft out of advocacy initiatives
and employment schemes targeted for adults with disability. Nor are their unique social,
psychological, education and economic needs addressed by programmes designed to reach
their non-disabled age-mates.

Of al groups with disability, the groups about which we know the least are disabled
adolescents and young adults. This category encompasses both individuals in the age
range labelled by UNICEF as “adolescents’ (those between age of 10-18) and by the
United Nations as “youth” (19-24). Subgroups within this category have distinct issues
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and concerns. The needs of adisabled 12 year old are very different than for adisabled 21
year old, however, for the purposes of this paper, they have been brought together because
of the large number of issues and concerns they share. In transition between childhood
and adulthood, these are the years when young people are expected to acquire skills, go
through physical and psychol ogical maturation and assume asocial identify that will enable
themto fully participate in their communities.

It is easier to list what is not known about disabled young people, than what is. With
several notable exceptions, there has been virtually no research on disabled young people
asadistinct group in devel oping countries and what exists on young peoplewith disability
in the developed world focuses on them largely in the context of formal educational
systems and transition to work programmes. The call made by UNICEF in 1999 in its
global survey on adolescents, for more research on the wide array of issues that influence
thelives of disabled young people, remains largely unanswered (2).

While research may be lacking, extrapolation from available data on youth in general and
disability in general can provide a starting point. Thisis because the needs of disabled
young people are strikingly similar to those of their non-disabled peers - the need for
education, job training, employment, and inclusion through participation in social, cultural,
religious and economic affairs. What distinguishes thislarge group of youth are not their
common needs, but the fact that these needs continue to go so largely unmet.

DEMOGRAPHICS

World-wide, estimates of the number of adolescents and young adults who live with a
disahility vary widely. Estimating the number of disabled young peopleiscomplex, for two
reasons. The first is that frequently, disabled young people are grouped together with
children or adults, blocking attempts to estimate their numbers as a distinct group. The
second isthat definitions of disability vary widely. In some nations, only individualswith
significant disabilitiesareidentified; in others, even those with mild disabilitiesareincluded.
Issues of accuracy and reliability of statistics have been raised for individual swith intellectual
disabilitiesand individuals with mental health concerns, aswell asthose with physical and
sensory disabilities (3). Indeed Suris and Blum (4) note that the lack of homogeneity in
definition, survey procedures and data collections “ makesinternational comparisons almost
impossible.” They report that disability rates are higher in wealthier countries. This seems
to be because screening programmes are more available, allowing identification of more
adol escents with moderate and mild disabilities (5). While high infant and child mortality
rates in poorer countries may contribute to this discrepancy, under-reporting of disability
also cannot be ignored. Suris and Blum (4) analysing the United Nations International
Statistics Database for 42 countries, report wide disparity of rates. In the 10-14 year old
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group, rates range from 108 per 100,000 in Myanmar to 6726 per 100,000 in Canada.
Among 15 to 19 year olds, rates range from 142.6 per 100,000 in Myanmar to 5099.5 per
100,000in Austria. Thereis sometimesalack of consensus on what constitutes adisability
even within countries. In 2002, the United Nations established a new international
consortium the Washington City Group to more accurately determine national and
international statistics on disability, including those for disabled adolescents and youth.
However, its recommendations are still several years away (6).

Hereiswhat is currently known. By 2005, the UN estimates that there will be roughly 1
billion adolescents in the developing world (1). If one uses the UNICEF (1) and WHO
estimatesthat onein every ten of these adolescentsisdisabled, then by 2005, the developing
world will have 100 million 10-19 year olds. If amore conservative estimated rate of 5%
isused, thisstill means 50 million disabled adol escents by 2005.

To this number must be added the number of disabled youth between the ages of 19 and
24. Again, specific global figures must be extrapolated on the basis of general population
estimates. It isestimated that there are 500 million youth between the ages of 19 and 24
living in the devel oping world. Assuming 10% of this popul ation isdisabled, therewould be
50 million individuals between the ages of 19-24.

Combining the statistics on adol escents and young adultsfrom the devel oping world yields
asmany as 150 million young peoplewho live with asignificant disability. Using thelower
calculation of only 5%, still yieldsaglobal population of 75 million young people.

To this number can be added an additional 30 million adolescents and young adults with
disability representing the 20% of young people who livein devel oped nations, assuming a
10% prevalencerate. Using thelower estimate of 5% yields 15 millionindividuasin devel oped
nations.

The overall total globally for this age range, assuming a 10% prevalence, is 180 million,
(assuming a 5% prevalence rate, the number still remains a very significant 90 million
young people). Moreover, with half of the world’'s population below 15, the number of
young people with disability can be expected to rise markedly over the next decade,
particularly in the developing world. Thiswill not simply reflect arising birth rate. Better
medical interventions, both in developing and developed countries, will allow growing
numbersof disabled infantsand children, who previously would not have survived childhood,
to grow into adolescence. Young people are also at increased risk due to work-related
injuries, risk-taking behaviour (including motor vehicle accidents, experimentation with
drugs, and risk of violence). Many chronic disabling illnesses and mental health conditions
appear only during adolescence.

15 Vol.15 m No. 2 m 2004



Asia Pacific Disability Rehabilitation Journal

Thesensory, physical and mental health impairments associated with the HIV/AIDSviruswill
add millions of young people to the growing ranks of those who are disabled (7). Of equal
concern, istheincreased risk for young people with disability of becominginfected by theHIV/
AIDS virus. Too often, it isincorrectly assumed that these young people are not or will not
become sexually active, use intravenous drugs or be victims of abuse or rape, and so they are
not provided basic sex education and the resources protect themselves (8).

Nor are disabled young people evenly distributed within the general population. Experts
generally agree that disability disproportionately affectsthe poor (9,10). Moreover, those
few national data setsthat do exist suggest that throughout the devel oping world, disability
affects more malesthan femal es, and isfound more commonly in rural than in urban areas
(1). However, such data may also reflect survival rates, access to diagnostic services,
census col lection techniques and definitional differences of what constitutes a disability.
These issues make conclusions about the distribution of disability within populations,
especially for the very poor and for young women with disability, open to question.

DISABILITY, STIGMA, GENDER AND MINORITY STATUS

Globally, it is widely acknowledged that the greatest impediment to the lives of young
people with disabilities is prejudice, social isolation and discrimination (11). While all
individualswith disability may be affected by thislifelong cycle of stigmaand prejudice,
females are at increased risk (12). In societies where girls are valued less than boys, the
investment in education, health care or job training that families are willing to make in
disabled girls are often substantially lessthan for disabled boys (13). Some discrimination
may be subtle, for example, a poor family may wait a few days more to invest in an
antibiotic for anill daughter with a disability than they would for a son with a disability,
hoping that the condition will clear on its own. A study by the International Labour
Organisationin six Asian Pacific nations found that the incidence of disability wasin fact
higher for women than for men (14), making the higher survival ratesfor menwith disabilities
in the countries surveyed, more strikingly unequal (12).

Young peoplewith disability who are members of ethnic and minority populationsare also
at increased risk. Coming from different cultural, linguistic and religioustraditions, these
young people are less likely to be included in whatever services and programmes that
exist. Anethnic or minority status can also compound the discrimination a ready encountered
by disabled young women, who find themsel ves contending with forces that would exclude
them on the basis of their gender, their disability and their heritage.

THE INVISIBLE POPULATION

Despite growing numbers and striking needs, adolescents with disability have historically
fallen through the cracks. General programmes for adolescents and young adults rarely
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includethosewith disahilities. Programmesfor disabled popul ationswherethey do exist, are
usually not moreinclusive. Programmesfor those with disability generally are either intended
to provide servicesand genera advocacy for al disabled membersof asociety or fall decisively
into one of two categories - programmes for disabled children or for adults with disability.
Programmes and advocacy for disabled children usually focus onissues of family, education
and socialisation. Programmes and advocacy for adultswith disability arelargely focused on
issues of employment and to some degree, housing and community integration (15).

Adolescentsand young adults arerarely excluded from these child-focused or adult-focused
disability programmes. The needsof adisabled five-year-old however, areusually strikingly
different from those of a13 or 17 year old. Those who run child-focused servicesreport a
marked decrease in participation by children once they enter adolescence (2). On the other
hand, adult oriented disability organisations tend to concentrate on job training, often
emphasising re-entry to the work place after an accident or injury. Such programmes are of
little relevanceto older adolescents or young adultswho have never participated in thework
place. Theresultisthat in many countries, adolescentsand youth with disabilitiesare alienated
from those few disability support organisations that do exist.

Evenwithin the United Nations, acknowledgement of or protection for adol escentswith disability,
is frequently overlooked. For example, in the United Nations General Assembly’s Standard
Ruleson the Equalisation of Opportunitiesfor Personswith Disabilities (16), an opportunity for
underscoring the needs of adolescentsis missed when groups of individuals with disability at
particular risk areenumerated. Children are mentioned, asare membersof ethnic and minority
communities and adult women. Adolescentswith disability however, are not.

THE CYCLE OF DISABILITY, POVERTY AND ISOLATION
AMONG YOUNG PEOPLE

Young peoplewith disabilities have needsvery similar to the needs of all other young people,
asclearly stated in Article 23 of the United Nations' Convention on the Rights of the Child
(UNICEF, 2000). They need a safe and supportive environment, education, health services
and accessto sport and recreation. They also need to devel op skillsthat will servethem well
inthe community and thework place. In many cultures however, thetraditional approachis
to acknowledge that they are no longer children, but to assume that they will never be
accepted or ableto function as adults. The problem of where they should exist is often dealt
with poorly, if at all.

Disabled children, particularly those with morevisibledisabilities, arefrequently assumedto be
infrail health and unlikely to surviveinto adulthood. Indeed, in many countries, asignificantly
disabled child isreferred to as“an innocent” or a“littleangel” (17). Sending such childrento

17 Vol.15 m No. 2 m 2004



Asia Pacific Disability Rehabilitation Journal

school, including them in socia interactions or preparing them for participation in the adult
world seemsunnecessary. Familieswith significantly disabled children have often anticipated
their early deaths, but not their possible survival. Bjarnason (18) discussing the transition to
adulthood of young peoplewith disability inlceland describesthisas” eternal youth” - alimbo
in which these young people are not expected to reach adulthood, but remain enmeshed in
segregated services. Where no services exist, such young people usually continue to live as
“children” in their parents’ households, or find themselves on the street. In many countries,
particularly where extended family unitsare still the norm, it is considered appropriate for all
young peopleto remain at home, including thosewith adisability. Personal assistance, if needed,
is provided by immediate family members, (most commonly the mother), which means that
these young people often have little or no say over even the most basic aspects of their lives.
Thislimitsadisabled young person’sahility to establish asense of autonomy or gain experience
in making independent decisions. Elsewhere, rapid moves towards modernisation have led to
the expectation that young non-disabled adultswill eventually liveindependently of their parents.
Young disabled adults however, are often expected to continue living at home - making their
lived experiences as young adultsincreasingly different from that of their non-disabled peers.
In many cases, poverty and lack of viable options will force many young adults, particularly
young males, to leave homefor alife without family supports or alife on the streets.

EDUCATION

Lack of educationisakey concern for most disabled young people in the devel oping world.
In many countries, children with disabilities are considered to be incapable of learning, no
matter what their disability is. Often a disabled child is considered a distraction to other
students and simply sent home. Lack of schooling may reflect the belief that such children
cannot learn, that such children should not be put through the stress of learning or that such
children are an embarrassment (evidence of bad blood, incest or divine disfavour) and should
not regularly be seen in public. School buildings are routinely built with stairs, or far from
community centres, making them inaccessible to those with mobility impairments. Lack of
trained teachers, appropriate teaching materials and an unwillingness to include disabled
childrenintheregular classroom limitsaccessto education for millionsof blind andintellectualy
disabled children aswell asthosewith mental health difficulties. Perhapsthe primary reason
these children are so rarely in school however, is that their families and societies may not
perceivethat they need an education (2) Thisgeneral lack of accessto educationiscumulative
and by the time children with a disability reach early adolescence, the vast majority find
themselvesfar behind the educational and skill levels of their non-disabled peers.

Gender further compoundsinequitiesin education. AsRusso (19) notes, cultural biasagainst
women in general and reduced expectations for disabled femalesin particular, further limit
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what funds families and schools are willing to spend on academic and vocational training.
Compounding this, where school fees and barriers make universal education unavailable,
anecdotal reports indicate that some parents choose to put al the family resources into
educating non-disabled siblings, with the expectation that these children will be better ableto
support their disabled sibling in adulthood. The option of educating the child with adisability
to ensure he or she will be self-supporting is often not considered as an aternative.

A few studies have found some inclusion of disabled adolescents and youth in general
classrooms without special consideration being given to their disabled status. Miles, in a
study inrural Pakistan (20), found 22% of al disabled children had received some schooling
within the general classroom setting and reports similar observationsfrom Sri Lanka. This
“casual integration” is hard to track, but represents an important area for further study, not
only for itsimplicationsfor education, but also becauseit might provide functioning model s of
inclusion that may be of relevance to subsequent job training and economic development
schemes.

Additionally, there hasbeen growing interest in * inclusive schooling practices” with UNESCO
and UNICEF promoting greater integration into the general classroom. However, most of
these efforts have been directed towards younger children, not disabled adolescents. In
fact, by the timethey reach adolescence,, the vast majority of young people with disabilities
world-wide are no longer in schoal.

The social isolation, poverty and discrimination faced by childrenwith disabilitiesalso setsup
an interconnected pattern of problems (21). Many children with disabilities do not attend
school or leave school early. Millionsof these young people end up on the street, unemployed
and often involved in crime, sex work and drugs, frequently at the behest of otherswho see
them aseasy prey. It isestimated that at |east one-third of all street children have adisability

).

There are some exceptions. In devel oped nations there exist extensive educational systems
for most children with disabilities through late adolescence. Some nations integrate these
adolescentsinto general classrooms. Others provide specialised classesand training in social
and job skillsto help in thetransition to adulthood. These programmes have varying degrees
of success. An extensive body of research has documented this process of transition in
somedetail, although thereisstill relatively little information on the effects of thisprocesson
the social integration of the individual, and itsimplicationsfor the family unit. Comparable
datafrom the developing world are hard to come by.

However, presence in a classroom aone does hot guarantee education. For example, the
average reading level for deaf American high school graduatesisat athird grade level (22).
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Studentswith disability are often formally restricted in what course of study they are allowed
to pursue. Inarecent study from Ireland, Shevlin et al (23) report that disabled high school
students are not alowed to enrol in the full range of academic courses. In China, disabled
university students are not allowed to major in most sciences, asiit is felt that the degree
would be ‘wasted’ on an individual who would never be able to find a position in thefield.
This systematic lack of education hasimmediate relevance to disabled young people. At an
agewhen non-disabled individual sare beginning to define themsel ves through their anticipated
careers, most disabled young people enter the workforce strikingly unprepared.

JOB-TRAINING AND EMPLOYMENT

Globally, employment isaproblem for al adolescents and youth. Formal education for most
of the world's young people ends by mid-adolescence after which most males and many
femal esare expected to work outside the home. The L O hastermed the problem of growing
global youth unemployment as“stark” (24). Young people world-wide are at higher risk for
unemployment, partial employment or full employment at |lower wages than adult workers.
Adolescentswith disabilitiesare at even greater risk. Coming on to the job market with little
education and few or no skills, they have difficulty competing (25). For some, specific physical
or intellectual impairments may further limit their job options. For most, socia prejudice
makes employers hesitant to hire them.

Employment rates of disabled youth arerarely tracked in devel oping countries. However, if
the general pattern of unemployment and underemployment for the rest of the disabled
population holdstrue, it can be anticipated that unempl oyment ratesamong youth with disability
will bethe higher thanfor all other young people. Rates of unemployment among adultswith
disability vary from country to country, but on average, tend to be about 40-60% higher than
for the non-disabled population (9). Thisistrueevenindeveloped countrieswith sophisticated
school-to-work programmes and reserved employment schemes (9, 26). Overall, the ILO
estimatesthat the unemployment rate among people with disabilitiesin the devel oping world
isan overwhelming problem - up to 80% in some countries (27). Furthermore, even when
they enter the work place, adol escents with disabilities often find they have little margin for
error. Unlike non-disabled adolescents who frequently fail at afirst job or apprenticeship,
adolescents with disabilities are rarely allowed to explore their options. Should they not
succeed in an initial apprenticeship or be fired from their first job, those around them are
quick to label them unemployable and refuseto let them try again.

Unemployment among disabled young women in all societies, averages 50% higher than
unemployment among comparably educated disabled young men, (whichitself isdoublethat
of their non-disabled male peers). Disabled young peoplefrom ethnic and minority communities

20 Vol.15 m No. 2 m 2004



Asia Pacific Disability Rehabilitation Journal

also routinely have unemployment ratesthat are significantly higher than those of their non-
minority disabled peers. For al these reasons, young peoplewith disabilitiesare morelikely
to be unemployed, underemployed (working fewer hours, working at seasonal jobs) or
employed at alower wage, than their non-disabled peers. Moreover they are often the last
to be hired and the first to be laid off or fired.

Not only istheir employment statusin acontinual state of flux, but young peoplewith disability
areaso morelikely to behired for jobsthat requirelittle training and have few opportunities
for advancement. Evenwhen well educated, they takelonger to find aposition, havelessjob
security and less prospect of advancement than do their non-disabled peerswith comparable
levels of education. Thisis true even for individuals with disability who have received a
college education, and particularly truefor college educated women with disability (28, 29).

Citing employment figures however, may be misleading. Presumably, only those whose
disabilities are too severe or whose families are wealthy, do not contribute in some way.
Most young people with disabilitiesworld-wide do work, although they usually are officially
listed as unemployed. Millions work outside the home, doing menial tasks or working as
street beggars. Millions morework long hourswithin thefamily home or on the family farm.
They cook, clean, baby-sit, care for ailing and aged relatives, or tend gardens, fields and
flocks (2).

For the non-disabled young adult, assuming an increasing number of choreswithinthefamily
unit isoften away of building skillsthat will eventually lead to moreindependent adult status.
Identical work isfrequently viewed asan end in itself for those with disabilities, or asaway
of helping to justify the costs of their food and housing. Such work, even when it is of great
financial significanceto the household, may go unnoticed by economists, local communities
and even by their own families. Moreover, many young people with disabilitiesworking on
thefamily farm or assembling piece-work in the kitchen, may havetheir work brought to the
marketplace by others who receive the credit and collect the wages for that work.

Again, much more research is heeded on young people living in these types of household
arrangements. It isknown that millions of adolescents and young adultswith disabilitiesare
unableto support themselvesfor the present or to plan for the future. Moreover, not only do
they routinely earn far less than their peers, but in many cases, society and their families
allow them little or no control of what income they do manageto bringin.

SOCIAL IMPLICATIONS

The period between childhood to adulthood isaperiod that preparestheindividual for successful
adulthood. Yet for young peoplewith disability, thereisan almost universal lack of inclusion
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inactivitiesthat build fundamental social, educationa and economic skills. Thisexclusionis
often formally sanctioned, with adolescents and youth with disabilities being barred from
participating informal cultural and religious ceremoniesthat help defineanindividua’schanging
statusin the eyes of the community. Disabled young people are also often left out of theless
formal ‘rites of passage’ such asjoining asportsteam, courting, learning to drive the family
vehicle. This exclusion distinguishes young people with disability from all other groups of
young peoplein every society and thisexclusion has profound implicationsfor their personal
lives(2).

A mgjorissueinthelivesof all non-disabled young peopleisthe growing physical maturation
and changing social role that prepares them for marriage and children. Yet young people
with disability often havelittle or no say over wherethey will live, whom they will live with
and what rolethey will play within their families or communities. Disabled young peopleare
often denied the right to build families of their own. Socia and family constraints make it
unlikely that many young people with disabilities will marry. Indeed, in some countries,
individualswith certain typesof disability areunabletolegally obtainamarriagelicense. This
is particularly true for disabled young women (12). Without the prospect of marriage, in
many societies, these young people cannot hope to be accepted as full adult members of
their communities.

Thisdoesnot mean that young men and women with disability are not involved inrelationships,
or do not engage in sexual activities, only that thereis often no social acknowledgement (and
often no sex education) provided to them (15, 30). This places adolescent girls and young
women with disabilities in particular, at increased risk for pregnancy, as well as sexually
transmitted diseases. In one of the few studies of its kind, the United States National
Longitudinal Study (31) found that threeto five years after completion of high school, females
with disability were significantly morelikely to be mothersthan either non-disabled females
or disabled males. Although 23.7% of all youth in this demographic pool had had children,
only 16.5% of disabled maleshad becomefathers. In contrast, 40.6% of all disabled females
in this age range had given birth to one or more children. For young women with emotional
disturbances, learning disabilities or those with hearing impairments, almost 50% had become
pregnant in the years immediately following high school. For disabled females who had
dropped out of school, 54% had become mothers. The mgjority of these pregnanciesoccurred
outside of marriage. Already strugglingto earn aliving, the necessity of providing for achild,
particularly in those cases where they are not married, places yet an additional burden on
these young disabled mothers (14, 32).

In those societies where men take more than one wife or routinely keep mistresses, a
teenaged girl or young woman with a disability is more likely to become a second or
third wives or a mistress within alarger household, than to be afirst or primary wife.
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In these types of arrangements, the young women with disability, and their children,
often will havelessright to play akey rolein family decision making and significantly
less claim to both household resources and inheritance. Finally, not only do expectations
for what is an appropriate role for young men and women with disability vary from
one country to the next, expectations often vary from one ethnic or minority community
to the next. (33).

HEALTH AND MEDICAL ISSUES

Globally, social, economic and educational issues are far more pressing issues for many
young peoplewith disabilitiesthan medical issues. However, theavailability of rehabilitative
care, prosthetic devices and age appropriate health care need to be singled out both because
of asignificant lack of such servicesand because all too often, social and economic discussions
about disabled young people are side tracked by their presumed medical or rehabilitative
needs (34). There are two areas of concern: unmet rehabilitative needs for some young
people that may lessen their ability to fully participate in society; and lack of access to
genera health care and health promotion servicesthat may |essen ayoung person’sahbility to
maintain good health and productivity.

Rehabilitative servicestend to be concentrated in urban areas and are prohibitively expensive.
Programmes that require long-term care are unavailable to many. Thisis particularly true
for young women in societies where females not allowed to travel or live away from home
unescorted once they enter puberty (14). Globally women and children receive less than
20% of al rehabilitation services (12). Prosthetic devices, (artificia limbs, wheelchairs,
hearing aids, eyeglasses, etc.) are often difficult and expensive to acquire, and a rapidly
growing adolescent will need a replacement every year or two. The issue is not simply
cosmetic. A poorly fitting artificial limb has profound psychological and socia implications
for an aready marginalised young person. A wheelchair that has becometoo small limitsthe
ability of ayoung person to leave the house to attend school, work or establish any measure
of autonomy. Community Based Rehabilitation (CBR) efforts, while offering significant
benefits, too often concentrate either on younger children or on adults, again missing the
opportunity to address the specific heeds of young peoplewith disability.

Lack of accessto general medical care is aso reported widely. In many cases, health care
facilities are simply inaccessible - stairs block access for wheelchair users or thereisalack
of sign language interpreters, making medical consultation virtually meaningless for deaf
individuals. Additionally, health care workers often refuse to provide basic vaccinations or
reproductive health information to disabled young people because it isfelt that they do not
need such information or should not utilise scarce resources (8).
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Anadditional concern related to the health and well-being of young peoplewith disability is
their increased risk of being victims of violence. Many young people are initially disabled
through violence, either through violence within the household or community, or asaresult of
warfare, child soldiering, landmines or other forms of civic strife. Once disabled, these
individualsaswell asall other disabled young people, are at increased risk of being victims of
physical and psychological abuse, domestic violence and rape. Again, few statistics are
available, but what exists, indicate that individualswith disability arethreetimesaslikely to
bethevictims of domestic violence, violencein the community and rape astheir non-disabled
peers (35, 36, 37). These young people also face a profound lack of legal protection. In
many countries, policeand prosecutorswill not even take complaintsfrom disabled individuas
or alow them to give testimony in courts - which means that such violence can continue
unchecked. Indeed, in both devel oping and industrialised countries, there hasbeen agrowing
number of accounts of disabled young people being targeted by sexual predators specifically
because they either cannot report the abuse or will not be believed when such abuse is
reported (8).

Violence and sexual abuse are also of great concern for the significant number of young
people who continueto beinstitutionalised in schools, hospitals and asylums. Someyoung
people have been consigned to such institutions as young children; however, many are
institutionalised during adolescence by familieswho feel their disabled child hasgrown too
big or too old to be abletolive at home. Reportsof violencein such institutions, aswell as
other significant human rightsviolations, are of particular concern (38, 39).

PROGRAMMES FOR YOUNG PEOPLE WITH DISABILITY

There are an increasing number of programmes that address the specific needs of young
peoplewith disabilities, organised by government agencies, private voluntary organisations,
religious organisations and community groups. However, globally the number of such
programmesremainssmall. Inaninternational survey on the status of disabled adolescents
(2), only 12% of all experts and organisations surveyed were able to identify programmes
that targeted disabled young peopleasadistinct group. Almost all the programmesidentified
werevery small, serving fewer than 100 young peoplein nationswhere millions are disabl ed.
Such programmes furthermore, are more likely to be urban based and only availableto more
affluent young people. These small programmes can provide models, but have not yet been
scaled up or systematically evaluated.

In recent years, some disability organisations have begun to address the needs of young
people with disabilities as a distinct subgroup. For example, the World Blind Union has
established aCommittee on Youth to improve outreach. In several cases, organisations have
been formed to focuswholly on adol escents or young adultswith disabilities. For example, in
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Russia, the new National Federation of Hard of Hearing Young People, is bringing together
adolescents for mutual support and socia interactions. In the United States, thereis now a
National Centre on Youth with Disabilitiesin Minnesota.

With such a diversity of programmes for young people with disabilities, it is difficult to
establish universal criteriafor why certain programmesarejudged to be successful. However,
programmes identified as successful in the UNICEF study (2), seem to share a common
attribute. Whether serving young people with disabilities separately from or alongside of
their non-disabled peers, such programmes encourage them to engagein activitiesthat build
the skillsand confidencethey will need to function effectively in society. These programmes
have well thought out outcomes, sufficient organisation structure and funding for on-going
support. They include an evaluative component to ensure that programmes and services
provided meet the actual needs of young people as well as their long-term goals. Finally,
such programmes were felt to be particularly effective when young people with disabilities
themselves help design, oversee and evaluate them. Such programmes also appear to be
more successful when they help to foster leadership, advocacy and self-sufficiency skillsin
young peoplewith disability through the mentorship of older disability advocates(32).

The need for more gender sensitive programmesthat ensurethat the specific needsof girlsand
young women are addressed, has also been reported. Russo (19) notes that adolescent girls
and young women are less likely to participate in programmes than their disabled male peers
and aremorelikely toleave such programmesif their specific needs are not meet. Of additional
concernisthefact thatin anumber of countriesand regions, theleadership of disability advocacy
groups remains predominantly male. Where females are included, they are often assigned to
oversee and advocate in arenas traditionally defined as‘female’ - for example, the welfare of
disabled children or education. A similar pattern has been noted for individual swith disability
who comefrom ethnic or minority communities. they are often asked to concentrate on disability
advocacy efforts or outreach programmes targeted to their particular ethnic or minority
populations. While such advocacy initiatives are often very important, broader leadership and
policy rolesin organisations are often denied to women and members of minority populations-
no matter what their own interests and aspirations might be.

TRANSITIONAL PROGRAMMES: SCHOOL TO WORK

Wheretransitional programmes exist, research isneeded to better assesstheir effectiveness.
In many industrialised nations, adol escents with disabilities remain in school until their late
teens after which, they enter formal government sponsored transition programmes. Such
programmes are not without problems. A study by the UN Office of Economic Co-operation
and Development shows aconsistent lack of co-ordination within many national programmes
(40). Itisnot unusua tofind that one government department puts resourcesinto programmes
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that enable “disabled school leavers’ to keep ajob and live independently, while another
agency uses even more resources to award pensions provided the adolescent remains
dependent and unemployed (41).

While research on various types of income maintenance schemes and reserved employment
programmes can befound primarily from North Americaand western Europe, such programmes
are often very closdly tied to specific national socia security programmes and hedlth care
systems. These programmesreflect specific national ideol ogies about therightsof citizensand
theresponsibility of thecommunity. They areaso aproduct of idiosyncratic historical factors.
Thesupport system availableto disabled youth in Sweden or Canadalooks quitedifferent from
those in the United States or Germany. While developing countries can draw a number of
valuable lessons by reviewing such transitional mechanisms, it is important to note that such
systems have not eliminated the substantial differences that continue to exist in employment
ratesand incomelevel sbetween comparable groups of disabled and non-disabled young people.
Of even greater significance, asElwan notes, “income maintenance schemesand evenreserved
employment schemes have limited applicability wherethereisno effective labour market” (9).
Moreover, thereremain many issuesfor these young peoplein transition (family, home, socia
lives), about whichrelatively littleisknown.

Models for transition to the workplace have aso begun to appear in developing countries
(32). For example, the Barbados has had a successful small programme for adolescent girls
with disahilities, to teach them job skills. Recognising that many adolescentswith disabilities
lack inputs from family and friends to help them learn how to present themselves well in
public, thisprogramme providessuch training (2). In Cambodia, theILO with funding from
the Japanese Ministry of Labour, and human resources from Cambodia’s Ministry of Social
Affair, Labour and Youth Rehabilitation have field-tested the Disability Resource Team
concept. The programme assists young peopl e with disabilities with training and support to
enter mainstream vocational training programmes, and helps them find a job or use their
skillsto start abusiness. So far, it has helped 180 people, 67% of whom are now employed
(27). Thepossibility of linking adolescentswith disability through theinternet to allow them
to share experiences and resourcesincluding those of transition to adulthood hasal so received
growing attention since 1995 (42). Organisations such as the World Deaf Congress, the
American National Spinal Cord Injury Association and others have established web pages,
chat groups and bulletin boards for children and adolescents. Many sites target specific
subgroups, such asblind adol escents or deaf young adults. Studies of these networksindicate
that they provide asocia support and resource network that allow adolescents with similar
types of handicaps to compare experiences and help each other make the transition into the
adult world. The potential benefits of linking an adolescent in a remote village or isolated
farmstead with others facing similar health and social concerns are great. Unfortunately,

26 Vol.15 m No. 2 m 2004



Asia Pacific Disability Rehabilitation Journal

only asmall number of adolescents with disability world-wide currently have accessto the
computer or have enough education to be able to useit effectively.

Programmes that provide a solid grounding for disabled young people, particularly asthey
enter the workplace, fall roughly into one of two categories - those that are separate from
and primarily or exclusively for individua swith disability, and thosethat areinclusive, allowing
disabled young peopleto participate alongside their non-disabled peers. Ideally both types
of programmes should be available.

Separate income producing programmes have existed for years, often in the form of sheltered
workshopsin both the devel oped and devel oping world. In asheltered workshop theinitiative
for the programme and decision making for the programme are generally not under the control
of individuals with disability, who function as workshop employees. Increasingly however,
disability-led co-operatives, using micro-credit models, have been successfully introduced.
For example, small loansof capital have alowed womenwith disability toinvestinsmall-scale
income generating endeavours (e.g., a sewing machine or chickens) which have resulted in
real social and financial independence. Comparable co-operatives for young people with
disabilities, and theinclusion of young peoplein on-going disability co-operatives, wherethey
can be mentored by adultswith disability, are much needed. Such co-operatives, whereyoung
peoplewith disability learn production and marketing skillsin addition to earning extramoney by
sdlingtheir craftsand produce, hold particular promise (10, 32). Idedly, disability-led economic
enterprises could haveamechanismin placeto regularly bring in and train disabled adol escents
and youth, thus alowing them both to assume a measure of economic independence and to
receive guidance and mentoring from ol der, more experienced adultswith disability.

Historically, many co-operatives have concentrated on areas such as handicraft, dressmaking
and carpet weaving, skillsthat aretime consuming, low paying and offer little opportunity for
advancement. Many of these skillsare al so oriented to the production of non-essential items
or itemsfor the tourist trade, the first markets to slump when economic times become hard
(43). However, such co-operatives could also allow disabled young people to develop and
market skillsthat will be needed in the coming decades, such as computer training.

INCLUSIVE PROGRAMMES

Separate programmes for disabled young people are not the only answer. All too often,
young peoplewith disabilitiesare not included in broader village-wide, regional, and national
development schemes targeted to al young people in the general community. Given the
prevalence of disability, some 10% of any group of young people receiving skills or job
training should be young people with disability. 1f these young people with disability are
missing from a skills building initiative or local development project, then the question for
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whomever isorganising the programmeis. where are they and why are they missing froma
programme designed to benefit the general population? Innovative examples are beginning
to appear, such as the World Bank’s recently initiated Velugu project which is intended to
systematically integrate disabled people into the mainstream of rural poverty alleviation
programmes, but more is needed.

DEVELOPMENT OF AN ADVOCACY BASE

Whilethe past decade has seen ablossoming of disability-directed advocacy groupsworld-
wide, in fact, only in asmall percentage of these groups do young people with disability
play a significant role. However, there are some examples of programmes that already
focus on the devel opment of specific skillsor provide unique experiencesfor young people
with disability. For example, Mobility International USA (MIUSA), brings disabled
adolescents from around the world to |eadership training programmes at its home basein
Eugene, Oregon,; specifically targeting young women with disability for leadership training
(32). The Japanese Society for Rehabilitation of Personswith Disability hasan international
Fellows Programme that identifies and brings to Japan a select group of disabled young
peopl e from devel oping countries who have shown great promise as future leaders. Such
|eadership among disabled young people at thelocal, national and international levels, must
be fostered as part of overall advocacy, both to strengthen the present and to guarantee
the future.

Of particular note are Centres for Independent Living, both in industrialised countries and
increasingly indeveloping nations. In countrieswherethe normisfor young peopleto establish
independent households, develop job skills, enter the workforce and establish social networks
separate from those of their families, such centres have been instrumental in reaching out to
young peoplein transition. They provide young people with disability, accessto information,
choices and supports that allow them new optionsand ideas. Most importantly, such centres
often put young people with disability in touch - sometimes for the first time - with other
disabled young people and adults with disability who can provide them with crucia support
networks and mentoring relationships. Currently, such centres tend to be poorly funded and
urban based. How they can be better adapted to reach young people with disability in rural
aress, thoselivingwithin moretraditional family and traditional community structures, still needs
to be more systematically examined.

CONCLUSION

Millions of young people between the ages of 10 and 24 are disabled and only a small
percentage of these currently have lives or will have futures as rich as those of their non-
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disabled peers. Theseindividuals' physical, intellectual or mental healthimpairmentsare not
what will hold them back. At issue are common social, economic and cultura prejudices
against disability that are particul arly pronounced when viewed in conjunction with thewidely
held social discomfort with the needs of adolescents and youth.

While specific policy, programmes and initiatives for disabled young people will vary
from one culture to the next and the expectations of young people in general must be
assessed in light of social and cultural expectations, the basic question of whether
young people with disability have the same right to education, employment, social
participation and self-determination as their non-disabled peers, offersa starting point
for assessing the economic and social inclusion of adolescents and young adultsin a
broader cross-cultural framework.

Intoo many countries, disability isseen asatransient state. The expectation that achild with
adisability will either recover or die does not fit the realities of those young people who will
survive, often for decades to come. These young people will survive whether or not they
receive an education, are provided medical and rehabilitative care or are included in the
social, religious and economic life of their communities. Their existence and the well-being
of society as a whole however, will be much richer if these young people are allowed to
develop to their full potential. Young people with a disability will continue to be seen asa
problem only so long astheir potential goes unrecognised.
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