Asia Pacific Disability Rehabilitation Journal

EDITOR'SCOMMENT

Globally, thedisability scenario today isat an exciting stage. After many yearsof effort,
therearemovestowardsaUN Convention on rightsof personswith disabilities, whichwill
giveagreat impetusto thefield, and which will bebinding on governmentsto protect the
rightsof their disabled citizens. At theregional level, the Asian and Pacific Decade of
Disabled Persons (1993-2002) isextended from 2003 to 2012, and followsthe Biwako
Millenium Framework for programmesfor personswith disability inthisregion. Theperiod
of 2000 - 2009 wasformally proclaimed the African Decade of Disabled Persons, while
the Arab Decadeislaunched fromthisyear. All theseinternational statementsfocuson
rightsof personswith disabilitiesandtheir inclusoninthemainstream.

The Biwako Millenium Framework, on which the other regional decade declarationsare
based, talks about an inclusive, barrier-free and rights based society for people with
disabilities. The Framework highlights seven priority areasfor action, including salf-help
organisationsof personswith disabilitiesand their families; programmesfor womenwith
disabilities; early detection, intervention and education; training and employment; access
to built environment and public transport; accessto information and communication; and
poverty aleviationthrough socia security and livelihood programmes. If onelooksat the
activitiesof community based rehabilitation programmes (CBR) in different countries, it
appearsthat the seven priority areasof the Biwako Millenium Framework areincluded,
and have been so for more than adecadein someinstances, under the purview of these
CBR programmes. The point of debate hereis. what many of these progranmesdid
achieveintermsof rightsand inclusion of personswith disabilities, having followed the
priority areasasoutlined in the Framework. No doubt many of them provided accessto
opportunities- for education, employment, information and livelihoods. Many CBR
programmeshave of lateemphas sed facilitation of saf-hel p groups, asaway of improving
community participation and ownership. Although astart has definitely been made, people
with disabilitiesin many developing countriesare ill far fromtheidea of aninclusive,
rights-based society. Perhapsonekey issuethat hasnot been sufficiently emphasisedisthe
paradigm shift from acharity-based approach to arights-based onein many programmes
for personswith disabilities, initiated by governmentsand the non-governmental sector.

Thisparadigm shift isrightly emphasised in the Biwako Millenium Framework. Withthe
Framework and other global movementsand international statementsemphasising smilar
issues, it ishoped that such ashift will occur acrossthe board. Without this shift at all
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levels, including personswith disabilities, their families, service providers, donorsand
governments, itisunlikely that thedream of arights-based, inclusive society, will beredised
intheimmediatefuture.

Dr. Maya Thomas

Editor
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DESIGNING PROGRAMMESTO ADDRESSSTIGMA IN LEPROSY:
ISSUESAND CHALLENGES

Mee Lian Wong *

ABSTRACT

Leprosy stigma is still prevalent in both endemic and non-endemic countries,
and is a major factor leading to delay in patients seeking treatment. This
paper reviews studies on factors influencing stigma in leprosy and the
effectiveness of programmes targeting it. Most research showed that high
level of knowledge of the curability and non-infectiousness of leprosy was
not correlated with more positive attitudes and acceptance of leprosy patients.
The mixed effects of interventions ranging from worsening stigma, to no
change or dlight change in positive attitudes suggest that stigmatising attitudes
are difficult to change. There is a need for more integrated psychosocial,
cultural and behavioral studies to identify important independent predictors
of stigma. More rigorous study designs are needed to evaluate intervention
programmes targeting stigma to provide evidence on what approaches work
and what do not work.

INTRODUCTION

Theimplementation of multidrug therapy since the mid-eighties hasbeen highly effectivein
curing patients and reducing prevalence of leprosy. Registered cases have fallen from 5.4
million worldwidein 1985to below 1 millionin 2000(1). Presently, the global prevalence of
leprosy is less than 1 case per 10,000 people. However, in many developing countries, a
significant number of cases remain undetected or are detected late. WHO estimates that
during the period 2000-2005, about 2.5 million people affected by |eprosy need to be detected
and treated. Stigmastill remainsamajor factor leading to delay in patients seeking treatment
(2). Stigmatowards persons affected by leprosy and their familieshas also adversely affected
their quality of life dueto itsimpact on their mobility, interpersonal relationships, marriage,
employment, leisureand social activities. Recent studiesindicate that eprosy stigmaisstill a
global phenomenon, occurring in both endemic and non-endemic countries. This paper gives
an overview of factors influencing stigma in leprosy and reviews the effectiveness of
programmes targeting stigma. It concludes with adiscussion of theissues and challengesin
designing programmesto reduce stigma.
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Theword‘stigma’ wasfirst used by the Greeksto denote bodily signsthat expose something
unusual and bad about the moral status of the signifier. Goffman (3) defines stigma as an
attribute that is deeply discrediting, and the stigmatised individual isonewhoisnot accepted
and not accorded the respect, rightsand regard of his peers; onewhoisdisgqualified from full
socid acceptance. Hedescribesthree groups of factorsleading to stigma: physical abomination,
blemishes of individual character, and tribal stigma. If thisisapplied to leprosy, we can see
that all three groups of stigma are encompassed by this one disease - |eprosy.

With regard to the group with physical deformities - there are the visible deformities of a
leprosy patient; inthe group with blemished character isthe belief that leprosy patientsare of
blemished character and hence the disease is a punishment for their sins; and in the group
withtribal stigma, leprosy islooked down upon asthe disease of poverty or of aperson ‘of a
inferior class'.

RESEARCH ON STIGMA

The operational definition of stigmavariesacross studiesbut most of them examined at |east
one of thefollowing negative attitudes or behaviourstowards|eprosy patients: (i) refusing to
eat food with persons affected by leprosy (ii) not allowing them to enter one's home (iii)
segregation (iv) social-public restrictions such asnot allowing them to use public facilitiesor
go to school and (v) expressing hatred at them.

Prevalence of stigmatising attitudes

Although some studies have shown that stigmatising attitudes are on the decline (4,5), research
over thelast decade generally showed that preval ence of stigmatising attitudestoward |eprosy
isstill high with some countries reaching levels as high as 80%.

Most studies (6,7,8) also showed that high level of knowledge of the curability and non-
infectiousness of leprosy was not correlated with more positive attitudes and acceptance of
leprosy patients. A study by Croft et a in Bangladesh (8) showed that 90% knew that
leprosy was curable, yet about a quarter would not eat with leprosy patients.

Factors associated with stigma

Studies have also been carried out on factors associated with stigmatising attitudes, and
these may be categorised into mediating (direct) factors and indirect factors.

Mediating factors are those factors directly related to peoples attitudes of fear and to their
rejection of peoplewith leprosy.

All the following four categories of mediating factors, namely (i) visible deformities (ii)
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perceived incurability and chronic course of disease, (iii) perceived infectiousness and (iv)
perceived ‘bad’ origin of disease haveled to peopl e sfear, rejection and hence stigmatisation
of leprosy patients (9).

Why have visible deformitiesled to stigma? Some researchers (10) have explained that this
was due to the fact that punishment for crimes in ancient society was dismemberment of
parts of the body, consequently mutiliations produced by the disease were associated with
retribution for sinsin the human mind.

Beliefsabout the contagion of |eprosy are still prevalent among most communities. A recent
community survey in Singaporein 2002 (unpublished data) found that about half (41.3%) of
adultsstill believed that persons always have deformities and that |eprosy spreadseasily, and
about one-third (32.3%) believed that leprosy is incurable. Misconceptions regarding the
infectiousness or contagion of the disease could have been perpetuated by past practices of
institutionalisation and the enforcement of the Leprosy Act in some countriesto segregate
people affected by |eprosy.

The perceived bad origin of leprosy may be attributed to cultural beliefs that leprosy is a
punishment for sinsand that it is hereditary. Most of these misconceptions were found to be
rather similar across wide geographical and cultural backgrounds. The Hindus (11) consider
deformity resulting from leprosy as divine punishment and the Chinese (12) believed that
leprosy is sexually transmitted by contact with a prostitute and hence a punishment for
immoral behaviour. The belief about heredity of leprosy isprevalent among communitiesin
India (3), Malaysia (13), China (12) and Africa (7). Ironically, even in Norway (14) where
Hansen identified the leprosy bacilli, the medical profession firmly believed that leprosy was
hereditary and promoted the idea of segregation to prevent procreation.

Other factors that have led to stigma included the depiction of the horrors of neglected
leprosy and the use of the words “leprosy”, “leper”, or “leprous’ to imply something evil,
degrading or immoral by writers, journalistsand even politicians.

The mediating or direct factorsleading to stigmaarein turn influenced by indirect or socio-
demographic factors and the findings appear to differ from one country to another. Studiesin
Indiafound that stigmatising attitudes were associated with older age (6) but in Tanzania it
was associated with younger age (7). The study in India (6) also found that stigmatising
attitudes were associated with lower educational level, lower socio-economic status, female
gender, and the muslim religion. Another study in India (15) found lower acceptance of
deformed and handicapped patients by families of the lower caste groups (54%) compared
to higher caste families (80%). Some studies in Africa found stigma to be higher among
Christians than Muslims (16). While Christians perceived it as a punishment for their sins,
MuslimsbelieveditisGod swill. Thismay explain why leprosy patients are better accepted
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by Mudlimscompared to other religions. Stigmatising attitudeswerefound to be more prevalent
among rural communitiesin Indiabut in Myanmar stigmawas more prevalent among urban
communities.

Thestigmatisationin leprosy isfrequently extended to the families having members suffering
from leprosy. A study revealed that families with a patient who had deformities faced ten
times more societal problems than those having patients with no deformities (15).

Level of awareness of leprosy among health care workers

Misconceptions about the causes of leprosy, that could have perpetuated stigma, were also
prevalent among health care providers. Inastudy in Nigeriaintheearly eighties (17), about
two thirds (65%) of final nursing students said that |eprosy was highly infectious and that
deformities were inevitable in leprosy. Another study in Philippines around the same time
(18) found that while 88.4% of the health service providers agreed with the germ theory of
disease, about 70% believed leprosy to be highly contagiousand asmall but significant (11.6%)
proportion believed leprosy to be caused by “unclean blood” and witchcraft. In a study
among health workers in Botswana (19), more than a third of respondents believed that
patients should be isolated and treated.. A more recent study conducted among health care
workersin Guyana(20) in 2000 still found alow level of knowledge: half of the respondents
did not know that leprosy was curable and 15% thought it could be spread by touch.

Intervention programmes to reduce stigma: current strategies

Since the seventies, governments and non-governmental organisations have implemented
measures to reduce stigma.

Effortsat policy level included the use of non-discriminatory terminology such asHansen's
disease to describe people with leprosy. In Brazil, the use of the word ‘lepra’ which means
dog mange is discouraged by law. More support and rehabilitation services have also been
provided to patients and their families. In some countries, leprosy control programmes have
been integrated into the general health care system. As stigma may be perpetuated by the
negative attitudes of health care providersthemselves, many leprosy programmes have also
focused on training health care providers to be more sensitive and empathetic to leprosy
patients’ concerns.

To dispel the fears about the non-curability and infectiousness of the disease, community
health education programmes have stressed on the following main messages. (i) Leprosy is
100% curable (ii) Leprosy does not spread easily as 99% of people have resistance to
immunity to leprosy (iii) Deformities do not occur with early treatment and (iv) Patientsare
not infectious once they have been started on treatment.
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Recently, some countries have used the mass media to disseminate more positive messages
about leprosy. Instead of showing achild or mother with facial deformities, pictures showed
a healthy, normal and happy child or mother with no deformity as aresult of seeking early
treatment. A pubic education programme in Sri Lanka (21) showed a perfect hand of a
leprosy patient holding aflower instead of depicting ahand with unsightly deformities. Many
countriessuch asMalaysia(13), China(12) and Botswana (19) have aso involved traditional
heal ers, community |eaders and community in disseminating health messages on leprosy and
facilitating early detection and trestment.

How effective are current interventions targeting leprosy stigma?

Very few studies have been conducted to evaluate the effectiveness of intervention
programmes targeting leprosy. The best evidence of programme effectiveness comes from
randomised controlled trials. However, none of the studies used arandomised control group
design, probably dueto the fact that it is often not feasible to use this design in community
settings.

Where randomisation is not feasible, the greatest evidence comes from quasi-experimental
study designs in which the intervention group or community is compared with a concurrent
comparison group or community without the intervention on prospective measurement of
exposures and outcomes (22). In this review, only those studies with a comparison group
were considered.

Croft et al (8) used a post-intervention control group study design to evaluate the
effectiveness of acommunity health education programmein Bangladesh. Markedly lower
levels (28-30%) of prejudice werefound in arural intervention community of 50 household
respondents provided with community education compared to another similar number of
householdsin acomparablerural community without the health education programme. In
the village that had not received health education, over 75% of the families reported that
they would not share a meal with a leprosy sufferer and 94% cited that they would not
permit their son to marry a girl who is cured of leprosy, compared with 28% and 30%
respectively in theintervention community. Another study in Bangladesh (23) also found
that overall knowledge in leprosy and positive attitudes towards leprosy patients were
significantly higher in a slum area of 200 household respondents that had received a
community health programme compared to another comparable control slum of 200
household respondents which had not received the programme. M ore respondents (60%)
intheintervention community reported that they would eat with aleprosy patient compared
to 38% from the control community. However, as baseline data on stigmatising attitudes
and behaviours before the intervention were not available, it could not be ascertained
whether the two communities had similar levels of prejudice beforeintervention.
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A seven-year intensive community health education campaign on leprosy in Tanzania (7),
a so using apost-intervention control group study design, did not find asignificant improvement
in knowledge or attitudes of the general adult population or health staff in the intervention
community receiving the intensified health education programme compared to a control
neighbouring district that did not receive the health education programme. However, the
campaign had a favourable effect on knowledge and attitudes of schoolchildren. Slightly
more than one third (38%) of children in the intervention area were willing to share food
with aperson affected by leprosy compared to 21% from the control area. The case detection
ratein theintervention areawas also higher in theintervention area (2.4/10,00) compared to
1.3% from the control area.

A study in India (24) showed moderate increase in level of knowledge but no detectable
changein expressed prejudicetowards peoplewith leprosy after acommunity health education
campaign. Another study in India, found no change in negative attitudes of children towards
leprosy patients after health education, but showed increased fear towards leprosy patients
(6). Thus an increase in knowledge per se may not lead to positive change in attitudes, and
can in fact, have serious detrimental effects on attitude.

A qualitative study in India (25) compared acceptance of leprosy patientsin a village, in
which leprosy control activities were integrated with primary health care services, with a
socio-demographically comparable village with the vertical approach. Focus groups and
observations were used to assess specific and actual practices related to stigma such as
relationshipswith specific family members, economic and social interaction such aswhether
they were gainfully employed, received economic support from service providers, got invited
to socia functions and have access to local services. Patients from the integrated care
village faced less discrimination and stigma with regard to socia acceptance compared to
those from the village with vertical care. However, this study was conducted on only 24
families.

DISCUSSION
Summary of findings

A review of the literature showed that causes of stigma are multifactorial and
misconceptions and negative attitudes towards | eprosy patients are still prevalent. The
varying success ratesin interventions, ranging from worsening stigma, to no change and
slight and moderate change in positive attitudes, indicate that attitudesrelated to stigma
are difficult to change.
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Gaps in knowledge

Gapsstill exist in our current knowledge on causes of stigmain leprosy. Thereisconsiderable
research on the descriptive aspects of stigma such as the frequency distribution of cultural
beliefs and stigmatising attitudes but thereisalack of analytical research on the independent
associations or interaction between various beliefs and stigmatising attitudes. Data are still
lacking on the relative importance of the various cognitive dimensions or mediating factors
influencing stigmain leprosy. For example, which of these factors: disfigurement or beliefs
on bad origin: isamoreimportant determinant of stigmain leprosy or isthe stigmadueto a
combination of both factors? If it isdisfigurement that leadsto stigma, why isacondition like
Rheumatoid Arthritis less stigmatising than leprosy? Is it because it does not cause facial
deformitieslikeleprosy or isleprosy stigmadueto the interaction or combination of beliefs
about itsinfectiousnessand bad origin, and deformities. Theseissueshave not been addressed
yet by research.

Itisasounclear what interventionswork best in reducing stigmaastherearefew rigorous studies
that evaluated the effectiveness of the intervention programmes. In addition, the effects were
mixed with some showing reduction in stigmawhile others reported an increasein stigmatising
atitudes. Itisnot knownwhat led to these differential effectsasqudlitative analysisand process
evauation of programme activitieswere not described in-depth in these studies.

RECOMMENDATIONS
Designing programmes to reduce stigma

Research has shown that it is difficult to change people’s attitudes and that high knowledge
of the curability and non-infectiousness of leprosy did not necessarily lead to more positive
attitudes towards persons affected by leprosy. This could be because beliefs about the bad
origin of leprosy are so deeply rooted in peopl€e’s culture that a simplistic approach of just
presenting the scientific facts may be ineffective in addressing their concerns and beliefs.
Community health education campaigns should therefore provide accurate knowledge of
leprosy by working their way around thelocal community’scultural beliefsand misconceptions
rather than denouncing them outright. For example, the message that is often used — Leprosy
does not spread easily’—may be too simplistic. It is important as well to talk about local
beliefs and change them gradually through exploration and clarification and in consultation
withlocal community leaders.

The challenge for health educatorsis to get the right mix of traditional beliefs and modern
theory of medicine which neither offends community sensitivities nor compromises on the
accuracy of the message.
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More holistic multi-component programmes are needed to address stigma, with interventions
targeting individual, interpersonal, health system, community and policy levels. Discriminatory
attitudes of the health personal should also be addressed.

We should use comprehensive planning model sand conduct needs assessment before planning
programmes. Assessing local educational needs is very important as needs and factors
associated with stigma have been found to differ among countries.

A well-planned needs assessment will & so helpin designing more appropriate health education
strategies and more specific and rel evant messagesthat rel ate to the community’s concerns.

Resear ch

An understanding of the determinants of stigma and the process of stigmatisation is an
essential step towards devel oping effective interventions to address stigma. Thereisaneed
for more rigorous research such asthe application of aholistic framework of psychosocial,
cultural and behavioral modelsand theories, and the use of multivariate statistical techniques
to identify important independent predictors of stigmaand the relative importance of each
of these factors.

Cross-cultura studies should be aso carried out to compare factors that have led to the
differing attitudes towards leprosy patients in different countries. We can learn from
communities with more favourable attitudes and adapt what we have learnt from them, to
lessfavourable communities.

While many health education programmes have been implemented with the goal of reducing
stigma, few have been evaluated to assess their impact. A validated stigma scale should be
devel oped to assess and monitor the effectiveness of such programmes. Data obtained with
such an instrument would not only be useful in monitoring and evaluation of interventions
against stigma but also in needs assessment to determine factors influencing stigma. The
findings would help in more effective programme planning and advocacy work.

Morerigorous study designsare needed to eval uateintervention programmestargeting stigma.
This will provide evidence on what approaches work and what do not work. If it is not
feasibleto use randomised controlled trialsin community settings, quasi-experimental designs
should be used to compare changesin attitudes and practices from pre-intervention to post-
intervention between an area with the intervention and a socio-demographically similar
areawithout the intervention. Both outcome and process eval uation are needed to evaluate
programmes on their effectiveness. While outcome eval uation assesses the effectiveness of
aprogramme, process eva uation will explain why aprogrammefailed or succeeded inreducing
stigma. Thisinformationwould help leprosy programme managersto plan better programmes.
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For example, detailed information of interventions such asto how and why they work in a
particular context will enable programme managersto replicate or adapt successful, sustainable
interventionsto their own setting.

* Department of Community, Occupational and Family Medicine

Faculty of Medicine
National University of Singapore
cofwml @nus.edu.sg
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DEVELOPMENTAL ARTICLES

ADOLESCENTSAND YOUTHWITHDISABILITY :
ISSUESAND CHALLENGES

NoraEllen Groce*
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.
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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
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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,
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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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RATIONALE FOR AN APPROACH TO IDENTIFYING
DISABLED PERSONS IN
COMMUNITY BASED REHABILITATION PROJECTS

Joy Wee*
ABSTRACT

This paper outlines the considerations that need to be made when taking
steps to identify the disabled population in a given community, as part of
planning for a community based rehabilitation (CBR) programme. An
overview of the literature and lessons learned, and discussion of important
issues is provided. It emphasises the extent of thought and considerations
suggested for engaging in the first stages of CBR planning, in order to promote
successful CBR efforts.

INTRODUCTION

This paper explores various issues that need to be considered in planning steps for the
identification of disabled personsinisolated communitieswith limited rehabilitation resources.
Basic epidemiol ogical information about how many disabled personslivein the community of
interest isrequired, before any appropriate and responsive planning by the community can be
made with respect to provision of health care for the disabled population. Also, the most
common causes of disability are in the region should be clarified. Planning for social and
health services cannot adequately proceed without such information.

There are severa approaches that one could take in trying to identify disabled persons.
However, important principles of programme planning in community based rehabilitation
(CBR), gained through collective knowledge and experience, should be applied from the
start, in order to maximize long-term successes in any community endeavour that seeks to
promote health.

OVERVIEW OF CBR (1)

Community based rehabilitation became acknowledged and gained acceptance with its
promotion by the World Health Organization (WHO) inthelate 1970s. Initialy, CBR consisted
of small projectsin developing areas of the world, primarily asameans of service delivery
(2), with afocus on restoring functional ability in disabled persons.
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Inthe 1990s, CBR evolved to include comprehensive intervention in education, prevention,
social rehabilitation, and vocational training, along with a shift to changing community
attitudes and other contextual factors, acknowledging that disabled individualsdo not live
in isolation, but are influenced by community factors such as attitudes and acceptance,
promotion of social integration, opportunitiesin education and employment, and community
ownership of CBR programmes. Thiswas reflected in the joint position paper of WHO,
International Labour Organization, and United Nations Educational, Scientific, and Cultural
Organization (UNESCO) (3), whereby CBR was defined as"astrategy within community
development for rehabilitation, equalization of opportunities, and social integration of all
peoplewith disabilities" and isimplemented "through combined efforts of disabled people
themselves, their familiesand communities, and with appropriate heal th education, vocational
and social services." Thelnternational classification of functioning, disability and health
(ICF, 2001) reinforcesthe notion of contextual factorsimpacting impairment, activity, and
participation (4).

Another influential movement is the disability rights movement, that stemmed from the
Independent Living Movement (5) and the creation of Disabled Peopl€'s International (DPI),
leading to the development of international laws intended to protect the rights of disabled
persons (6,7). One should be aware of local laws in planning for CBR. For example, in
Ontario, Canada, the recent Ontarians with Disabilities Act, 2001 (8), would need to be
acknowledged, and may spur communities to examine theissuesin greater detail. Thisact
was passed to improve opportunities for persons with disabilities, and "provide for their
involvement in theidentification, removal, and prevention of barriersto their full participation.”

When it comesto prevention of disability, it ishelpful tolook at health promotion literature.
Since ill health in society is often outside the individual's control, and could be socialy,
economically, and culturally constructed, Whitehead (9) proposes socio-political health
promotion as an approach that avoids individualised behavioral-change programmes, and
emphasises participation in public health policy making, social education programme
development, political advocacy, and critical consciousness raising. Appreciation of lay
knowledge regarding disability issuesisthereforeimportant.

Community participation isrecognized as an important component of CBR planning, though
full ownership by communities may not be possible at the beginning of programme
development, as some communities areignorant about consumer ownership of development
programmes (1). Social learning theory supports effort being made to motivate the local
community to participate. Participation by those who would be impacted by a programme
would also beimportant for successful programme evaluation and revision (10). Integration
of disability into devel opment programmes requires cooperation between health, educational,
municipal, and employment sectors. One could expand the effort to include all important
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subsystems in community life (11): economics, health and social services, government,
education, transportation, recreation, environment, communication, in the identification of
strengths and stressors. Multi-sectoral collaborations can beimpeded by power and control
issues; afocus on goals may assist in facilitating the process.

An estimated 70% of people with disabilities could be handled at a community level, while
30%, those with multiple and severe disabilities, would require specialist intervention (1).
Therefore, it isimportant to develop mechanisms for referral in order to access specialist
intervention, and methods to recognize when such referrals need to be made. Those with
severe disabilities tend to be neglected when it comesto community interventions, and itis
important to include them from the start.

CBRinthe 21st century requires eval uation to beincorporated into program planning. The
need for evidence based practice and sharing of effective methodsinternationally isdriving
amove towards the development of accepted systems and good practice guidelines.

EFFECTIVE PRACTICE

Lazenbatt (12) identifieseight characteristics of effective practice: 1) holistic view of health
and social need; 2) health aliances and inter-agency work; 3) empowerment; 4) research-
based approach; 5) multidisciplinary team work; 6) needs assessment; 7) community
development; and 8) audit and evaluation in practice. Empowerment may require achange
in attitudes of both lay personsand professionals. Research into patternsof care, population
needs, and resource availability is required. Community health analysis uses various data
sourcesto look at health needs, strengths, and limitationsin the community (13). Partnership
and trust is essential, and involves clarification of roles and expectations of each partner.
Time commitment is an important element in building trust. Financial and other potentially
contentiousissues must be frankly discussed. Good communication isimportant for the health
of the partnership. Both quantitative and qualitative evaluation isimportant, asit has been
acknowledged that quantitative methods that meet the criteria of statistical robustness can
leave minority and vulnerable voices unheard.

IDENTIFYING DISABILITY

Traditional biomedical modelsof disability focus onimpairment and functional abilitieswhen
it comes to identifying disabled persons, and rating severity of limitations. This stemmed
from the 1980 WHO publication " The International Classification of Impairments, Disabilities
and Handicaps' (ICIDH) (14). Using thismodel, disability can be quantified by functional
scales such as the Barthel Index (15), or even the ICF itself, if qualifiers of body function,
body structures, and activities areincluded in data collected.
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The social model of disability, traced back to 1976 by the Union of the Physically Impaired
Against Segregation (UPIAS), and adopted by the DPI (16), separates 'impairment' of the
physical body, from'disability’ whichis"aconsequence of thefailure of socia organization to
take account of the differing needs of disabled people and removethe barriersthey encounter”
(17). Only each disabled individual would be ableto voice societal barriers encountered that
contribute to disability. Priestly (18) outlined the interrelatedness of concepts in his four
category classification of disability. Onerelatesto the medical model, inwhich disability isan
individual condition. Another takes account of personal interpretation of disability from
experience. A third looks at socia structuresin creating disability, while the fourth relates
disability to cultural roles and expectations. The ICF provides a means of methodically
enumerating environmental factors that can be qualified and documented for each disabled
individual, but personal factors have not yet been devel oped.

Some severely disabled persons may not be able to indicate their level of activities and
participation. Unfortunately, there does not seem to be good correlation between measure
provided by patients and those provided by proxy, by their caregivers or family members
(19). Therefore, even early stages of data collection in CBR planning may exclude the most
severely impaired people. When looking at strength of patient/proxy agreement, it appears
that agreement is higher when using dichotomized responses (yes/no) or those with numeric
information (20,21), and one would recommend the use of such questionsif required.

Another subgroup of disabled persons that may be under-represented is disabled women,
who in their relative state of isolation may be more vulnerable to exploitation and violence
than their male counterparts (1). On the other hand, in some cultures, disabled men may be
lessinclined to seek help than women when they runinto difficultiesin functional tasks.

In assessing needs, Thomas and Thomas outline several questions that need to be
considered (1):

1. What are the expressed needs of clients/families/community?

2. What arethecurrent priorities of clients/families’community?

3. What arethe existing beliefs and attitudes related to rehabilitation in the community?
4

How do different groups estimate the efficiency of existing rehabilitation services if
any?

5. What are the gapsin existing rehabilitation services?
6. What changes do they feel are necessary to existing services?

Such information should be gathered early in the process, to allow for an accurate overview
of the breadth of locally perceived needs, wants, and interests.
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INDICATORS

Decisionsasto what indicatorsto collect during theinitial datagathering stagearecritical in
theability to draw conclusionsfrom astudy or project. Short and long-term indicatorscan be
considered (22,23). Examples of short term indicators could include service utilisation or
access, and activitiesof daily living, whilelong-term indicators could include such measures
as participation of disabled individualsin community activities, and changesin community
attitudes. Boyce (22) identifies four main types of indicators, including those covering 1)
policy 2) rehabilitation care provision 3) social and economic issues, and 4) disability status.
Itisimportant to give thought to indicators early.

COMMUNITY PARTICIPATION

It isacknowledged that the word 'community' has different meanings, and could comprise of
various affinity groupings. For the purposes of this paper, ‘community’ is defined as a
geographical region. It is generaly believed that community participation is key for
sustainability, which is defined by Thomas and Thomas as "the ability of a programme to
perpetuate itself using appropriate strategies until itsgoals are fulfilled." They also outline
different levels of community participation, from passive recipient to active involvement at
al levels. Presumably, the greater the level of community participation there is, the higher
the chance of ownership and sustainability.

PLANNING A STUDY TO IDENTIFY DISABLED PERSONS
IN A COMMUNITY OF INTEREST

Research Ethics Board approval isrequired prior to beginning a study. One must educate
oneself as to the appropriate procedures to be followed, for institutions, as well as for
populations. For example, theright of self-determination of First Nations peoplein Canada
includes the ability to make decisions about research in their communities. The National
Steering Committee recommends that fact finding and analysis be participatory, and had
approved a Code of Research Ethics July 1997 (24).

Once ethics approval is obtained, one could conceivably initially conduct a house to house
survey to identify disabled persons, but such alow profile method would not necessarily
increase early awareness of disability inthecommunity. Fromtheliterature discussed above,
it seems obvious that one should involve as many community members as possible in the
development of aproject. Therefore, even the beginning steps of astudy should be designed
to cast a wide net.

Informational campaigns could be employed in order to alert residents to the impending
study. Thesecampaignscould enlist theinvolvement of the community, perhapsin planning
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an "activitiesand participation awarenessweek™ or similar activity. During acampaign week,
existing information about disabled personsand local effortstoimprove servicesfor disabled
persons could be published, through amedium that most would have accessto, such asradio
programmes, and school/community programmes. Existing national survey information should
also be shared, if available. The goals of the study would also need to be outlined, clearly
stating its objectives of assisting the community to identify the scope of disability and issues
to consider, whileclearly declaring what it cannot accomplish. It cannot come up with solutions
for the community, but could enable the community to address possible solutionsfrom within.

After the awareness week, fliers and posters could be employed, just as Badger et a. (13) did,
to maximise participation in their study. Two levels of flierswould be suggested: one aimed at
individuals, and oneamed at community leaders, such asteachers, religiousleaders, community
health representatives, health policy makers, physicians, heads of policing and safety, and
community administrators. Preparation for this would entail identifying and contacting these
administrators about the study, and enlisting their cooperation. Individual fliers could be handed
out door-to-daor, after trandationinto thelocal language. For thosewho areilliterate, one could
a so advertisethrough local health radio programmes. Essentially, thesefliers, posters, and air-
time messages would encourage disabled personsto identify themselves, either directly to the
primary investigator, or through their local leaders. More severely disabled persons may be
identified by their caregiversor health professionals, with their consent. Radio broadcasts could
berepeated to encourage maximal participation. Sufficient timeshould beallowed for reflection,
participation, and identification of disabled personsinthe community.

Once dl, or most, of the disabled personsin acommunity are identified, a next step would
involve collection of more detailed data, both about individual participants, and about the
community. Isit important to document bodily functions and structures, or isit enough to
collect dataon activities and participation? Thiswould depend on the purpose such datais
collected for. Careful consideration needsto be made in design of data collection sheets. It
islikely that onewould need to collect information about impairments, activities, participation,
environmental and socia factors, most pressing needs and wants, and existing knowledge
about disability management. Once again, sufficient timewould need to be allowed for this
stage of data collection.

Community knowledge about disability issues, disability prevention, disability rights, and barriers
to participation, can only accurately be assessed by afull community survey. However, such
an effort may not befeasible. Therefore, it may be necessary to randomly sample community
membersfor potential participation in such information gathering processes.

As for existing community programmes and resources that address disability issues, one
could survey leadersin the various sectors, using qualitative methods. For example, school
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principals, religiousleaders, administrators, and heads of relevant publicinstitutions could be
asked to provide such information.

Thus, at least three different types of surveys, targeting three different populations, need to
be developed. Additionally, one could survey family members of disabled persons, such as
their caregivers, children, or parents, to further identify important i ssues.

Oncetheissuesareidentified, and abroad overview obtained, one should involveall sectors
of the community, asidentified above, in determining prioritiesfor change. Thosewho would
directly beimpacted by proposed change, disabled persons, would need to provide feedback
on such ideas. Efforts must be made to prevent a powerful minority from controlling the
process, and alow all groupsvoice. Skilled facilitators may be crucial during thisstage of the
process. Aspreviously mentioned, focusing on goals may be away to work around potential
barriers, if they develop. It may be helpful to look at accepted corporate strategies for
cooperation asamodel for communities (25). Programme planning could then occur, based
on the priorities developed. Discussion of programme planning is beyond the scope of this
paper, but community involvement would be crucial for long-term success.
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ThelLeprosy Mission I nter national Announcement
for the Wellesley Bailey Awards 2005

TheLeprosy Mission Internationa (TLMI) invitesnominationsfor the Fourth Wellesley
Bailey Awards. The Awards will be presented in the first week of June 2005 at a
unique awards ceremony in Dublin.

The Awards are presented to people who have had leprosy and who have made an
outstanding contribution to society - thiscan either be nationally intheir community, or
internationally. The person nominated must have shown courage and achievementin
overcoming the challenges faced through leprosy.

Two separate awards will be given: one male and one female. Unsuccessful
nominations from previous years can also be submitted for reconsideration. Please
note the person nominated must not be told and self nominationswill not be accepted.

The deadlinefor nominationsis 10 January 2005.

Further information and background information can be obtained from:

Glynis Forbes

The Leprosy Mission International
80 Windmill Road , Brentford
Middlesex TW8 0QH

United Kingdom

Tel: +44 (0)20 8326 6762

Fax: +44 (0)20 8326 6777

Email: GlynisF@timint.org
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ORIGINAL ARTICLES

AN INTERNATIONAL COMPARATIVE STUDY ASSESSING
IMPAIRMENT, ACTIVITIES,AND PARTICIPATIONIN
SPINAL CORD INJURY REHABILITATION-APILOT STUDY

Joy Y.M. Wee,* Richard Schwarz
ABSTRACT

This qualitative comparative cross-sectional study attempted to identify
existing gaps and differences in health care processes and societal structures
supporting the spinal cord injury population in two countries with different
socioeconomic profiles, Nepal and Canada, by looking at incidence of
preventable complications, and measures of activities and participation.
Subjects were recruited from two comparably sized spinal cord injury
rehabilitation units in both countries, during a two-week period at each site.
Interviews were held, along with brief physical assessment for injury
classification and preventable complications. Prior to rehabilitation,
preventable complications had already developed in 15 of the 17 subjects:
12 pressure ulcers, 10 urinary tract infections, 3 blood clots, and 6 joint
contractures. Results show a need for greater consistency in efforts to prevent
complications in this population, particularly within acute care settings.
Activity (Barthel Index) and participation (P-scale) scores were higher in the
Canadian setting (p=0.06 and 0.05 respectively).

INTRODUCTION

The International Classification of Functioning, Disability and Health (1) clearly sets the
framework that one should consider when assessing disability of any kind. Even though not
yet specificaly outlined, it doesacknowl edge environmental and personal factorsas contributing
to disability and disablement, in addition to impairments and their effects on body functions.
In evaluating rehabilitation programmes, one needsto gather information to evaluate all four
categories of factors included in the framework (body structures and functions, activities,
environmental factors, and personal factors).

This study was undertaken to identify improvements that could be made in health care
provision, and societal structures, for personswith spinal cord injury (SCI), particularly inthe
immediate post-injury period. The question studied waswhether there existsadifferencein
the occurrence of preventable complications after SCI in countries of vastly different
economiesand social structures. By definition, preventable complications need not occur, if
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appropriate health care processes and subject compliance with recommendations are applied.
Since complications cause impairments, they would be expected to impact negatively upon
activitiesand participation. Level of activitiesand participation of individuaslivingin settings
of different societal structureswas also looked at in this study.

Asastarting point, two inpatient rehabilitation unitsthat the authors are affiliated with, were
chosenfor study, onein Nepal, onein Canada. Theunitsarerelatively similar insize, serving
regional catchment areas, and localised within mid-sized cities (150-300 000 population). It
was recognised at the start that such a cross-sectional study would provide only a snapshot,
and its value would lie more in qualitative information gained, than in allowing definitive
quantitative conclusions.

METHODS

During themonths of August and September 2003, the principal investigator obtained consents
from, and interviewed, all inpatients that were on the SCI rehabilitation unit in atwo-week
period, at each site. Approval to conduct the study had been obtained from the appropriate
research ethicsboards. Individua interviewswere conducted in each subject's usual language
of communication, through an interpreter where necessary.

Measures collected included the Barthel Index (2) to measure activitiesof daily living, Cantril
Self-Anchoring Striving Scale (3) to measure personal ratings of various aspectsof their life
(such asspiritual, emational, independence ratings), Participation Scale (4), and Community
Outcome Scale (5), as an indicator of each subject's community participation. There were
no availabl e recordsindicating whether initial post-injury instructionswere given, for any of
the subjects. Participants were asked to provide details about their SCI, and recall any
instructions or procedures they may or may not have been provided with, as pertaining to
preventing complications such as urinary tract infections, pressure ulcers, joint contractures,
and deep vein thromboses or pulmonary emboli. Information regarding supports, home
accessibility, and transportation was al so obtained from each subject.

Descriptive statistics were used, including two-tailed t-testing for demographics and scales,
and Fisher's exact tests to look for differences in preventable complication rates between
the two groups.

RESULTS

All eligible subjects consented to be participants, 9 Nepali and 8 Canadian subjects were
recruited in consecutive two-week periods. Ages ranged from 24-60 (mean 38) in the
Nepali setting, and 18-73 (mean 49) in the Canadian setting. Mediantimefrominjury at the
time of datacollectionwas 10 monthsin the Nepali setting (range 1.5 monthsto 9 years), and
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10.5 monthsin the Canadian setting (range 2 monthsto 34.5 years). 5 Nepali and 4 Canadian
subjectswereat 12 monthsor lesspost injury. Most subjects sought help amost immediately
(6inNepa and 5 in Canada presented on the day of injury to hospital or clinic, whilst 2 from
each setting presented within 10 days, and 1 from each within 3 months). 1 incomplete
paraplegic Nepali subject only had accessto alocal clinic acutely, was advised on leg massage,
and sent home. It was not until yearslater that admission to arehabilitation unit was sought
by the subject for skin ulcer complications. 1 Canadian subject was offered stabilisation
surgery acutely, but decided against it until monthslater. Timeto admission to arehabilitation
unit after initial spinal cord injury varied from 7 daysto 9 years (median 2 months) in the
Nepali setting, and 18 to 300 days (median 1.5 months) in the Canadian setting. Table 1
shows demographics of the subjects. All the Nepali subjects with complete injuries were
paraplegics. The non-traumatic causes of SCI were: tuberculosis (Nepali), multiplesclerosis,
myelomeningocel e, spinal abscess, and cancer.

Table 1. Demographic information of subjects

Nepal Canada
Male:Female 54 53
Age <60: 60 years or older 81 53
SCl level Cervical: Thoracolumbar 45 44
Traumatic:non-traumatic SCI 8(Lliatrogenic):1 44
Complete: incomplete SCI 36 0:8
Acute rehab: post-acute management 54 53

With respect to complication prevention prior to rehabilitation, only 2 Nepali and 5 Canadian
subjects recalled any instructions about preventing skin ulcers acutely after SCI. Of the 3
Canadian subjects that did not recall instructions about skin ulcer prevention, one had been
managed 13 years prior, one was managed in a remote northern community, and one in a
smaller community hospital in theregion, beforethe current rehabilitation admission. None
of the Nepali subjects recalled being provided any bowel or bladder care instructions, or
instructions regarding prevention of joint contractures or deep vein thromboses. Littleis
known as to the standards of complication prevention efforts in acute hospitals in Nepal.
Both rehabilitation settings from which subjectswererecruited routinely emphasi se prevention
of skin ulcers, and joint contractures. However, in the prevention of urinary infections and
blood clots, care processes differ between the settings, due to differencesin availability of
diagnostic equipment and medications. No statistical differences were found in rates of
preventable complicationsin the two settings.
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Table 2 outlines preventable medical complications present prior to admission to thein-patient
rehabilitation units. Whileon therehabilitation unit, 1 Nepali subject developed contractures,
2 Canadian subjects had joint contractures rel eased, and 1 Canadian subject had experienced
complete healing of apressure ulcer, whilethe other subjectswith pressure ulcers continued
in their healing. One Canadian subject was still on an anti-thrombotic agent to dissolve a
blood clot, and 4 of 5 subjectswith urinary tract infection on each unit had been successfully
treated. Table 3 indicates other common medical issues that were being managed in these
subjects. 8 of 9 Nepali and 4 of 8 Canadian subjects experienced ongoing bowel or bladder
concerns of retention/ constipation or incontinence.

Table 2. Preventable complications present prior to rehabilitation admission

Preventable complications Nepal (n=9) Canada (n=8)

Pressure ulcers

Urinary Tract Infections
Blood Clots

Joint Contractures

N = 01 N
A N OO

Measures of activities (Barthel and Modified Barthel scores), participation (P-Scale and
Community Outcome Scale), and quality of life (Cantril Self-anchoring Striving Scale) are
presented in Table 4. When trying to determine the main differences between groups
contributing to the trend seen in Barthel Index scores, p values were determined for each
category of the Barthel Index for tetraplegicsand paraplegics. Theonly categorical difference
that reached statistical significancewasin "controlling bladder" (p=0.04) for tetraplegics. A
differing trend was seenin"walking" (p=0.09). For paraplegics, differing trendswerefound
inthe categoriesof "bathing” (p=0.07) and "controlling bladder” (p=0.09).

Table 3. Ongoing medical issues reported by subjects in rehabilitation

Nepal (n=9) Canada (n=8)
Musculoskeletal pain 2 4
Neuropathic pain 3 2
Autonomic symptoms 1 1
Urinary retention/incont 5 3
Bowel incont/constipation 7 3
Spadticity 4 6
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Table 4. Activities, Participation, and Quality of Life scores

Scores Mean + SD. Nepal Canada P value
(best possible score) between groups
Barthel Index (100/100) 39+ 32 68 + 23 0.06
Modified Barthel Index (100/100) 45+ 32 72+ 24 0.07
P-scale (0/72) 36+ 13 20+ 13 0.05
3unabletocomplete)

Community outcome scale (0/24) 135 8+5 0.07
Cantril scale (60/60) 34+12 39+8 0.3

Interms of seeking paid employment, only 1 Nepali subject indicated that thiswas expected.
Another thought of possible self-employment activities that could be pursued from home.
Eight of the 9 Nepali subjectsreported, or could envision, acontributory roleintheir household.
Onewasretired. Of the Canadian subjects, 2 continued self-employment businesses while
in hospital, 1 had ajob to return to, and 1 felt optimistic about returning to work. Another
younger subject had firm plans to return to school, and one was retired. Seven of the eight
reported acontributory rolein their households.

In order to understand activities and participation in context, contributory factorsarelisted in
Table 5. One Canadian subject in a northern community had limited public support to the
home, and had to re-locate to another community with anursing facility. This same subject
had variable accessto public transportation, and was dependant upon afunctioning hospital

Table 5. Environmental factors contributing to activities and participation

Nepal (n=9) Canada (n=8)
Access to family support 9 6
Accessto government (villager) support 0(5) 8
Access to some funds 5 8
Accessto transportationown: public: private 0:3:5 5:3.0
Access to equipment 4 8
Accessible accommodation 6 8
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vehicle. No Nepali subjectsowned cars, and most had to use public or private transportation
means, including porters, and non-adapted buses, jeeps, or taxis. The Nepali subjects who
reported access to funding usually meant that they could borrow it, or obtain funds from
relatives. Only one had a pension, and one could rely on some insurance money to cover
expenses. Access to equipment meant that the subjects were provided with equipment
intended to enhancetheir functional abilities, during their stay on the rehabilitation unit.

DISCUSSION

The mix of subjects during the period of study was surprisingly similar in the two units.
Subjects were generally older in the Canadian setting (11 year difference in mean values).
This seems consistent with a previous study by McKinley, that found, in a group of 220
subjects, those affected by non-traumatic causes of SCI, to be older than those with SCI
from traumatic causes (mean ages of 61.2 and 38.6 years, respectively) (6). In our study,
there were more subjects with non-traumatic causes of SCI in the Canadian group than
Nepali group. Insomestudies, up to one-third of SCI admissionswere dueto non-traumatic
causes (7). Life-expectancy in Canadaisalso higher (74 yearsfor men, 81 yearsfor women)
than that in Nepal (60 years for men and women) by about 15 to 20 years (8,9); therefore
such adifferenceisnot surprising. More of the Canadian subjects had lived with their SCI
for longer periods of time. Three Canadian and four Nepali subjects were admitted to the
inpatient SCI rehabilitation unit for management of issuesother than their initial SCI because
of special care considerationsrequired for this population. In this subgroup, the Canadians
asagroup wereolder, and further along in timeafter their initial SCI. A similar proportion of
tetraplegics to parapl egics were admitted in the units during the two-week periods studied.

The number of subjectswho had experienced preventable complicationswas similar. While
only 2 of the9 Nepali patients stated that instructionswere provided for prevention of pressure
ulcers, thefact that only 5 of 8 Canadian patientsrecalled receiving such instructionsindicates
a need for better attention to complication prevention in acute care settings. In Canada,
information about prevention of pressure ulcers has been known for decadesin the Canadian
setting, isfound in standard textbooks, and should routinely be provided to patients. Evenif
instructions had been provided to subjects who did not recall receiving them, they were
perhaps not impressed well enough, therefore leading to poor recollection. Of course, some
subjects may have been well aware about the risks, yet permitted pressure ulcers to form.
In both settings, the majority of subjectswho experienced skin ulcers devel oped them prior
to admission to the rehabilitation unit. Periodic educational campaignstargeting health care
providersin hospitalsand clinicswhere personswith SCI areregularly seen acutely could be
beneficial in both countries. In addition to providing instructions for prevention, such as
regular changes of position at least every two hours, it is clear from the subjects that the
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gravity of developing skin ulcers, and prolonged healing periods, needs to be stressed in
patient education. For example, some subjects admitted to being instructed about pressure
sore prevention, but did not realize how difficult and serious the situation would be once
these ulcers devel op.

Joint contractures occurred in both populations, indicating that range of motion exercisesand
control of spasticity might not have been optimised in either setting. It is clear from the
results that spasticity is a significant cause of ongoing medical concern for many of the
subjects, both in the short and long-term. Deep vein thromboses and pulmonary emboli were
experienced by more Canadian than Nepali subjects, despite the widespread use of anti-
thrombotic medications in the former setting and the complete lack of such use in Nepal.
Therecould exist adifferencein population susceptibility to such incidences, or there may be
adecreased level of detectionin Nepal, given thelack of diagnostic equipment available. If
detection rates are different, then one cannot realistically compare the rates of blood clotsin
the two populations. Occurrence of urinary tract infections could be dependent upon health
care practices, such as the use of intermittent catheterisations, as opposed to indwelling
catheterisations, aswell as cleanliness of technique. However, inthisstudy, similar numbers
in both groups experienced urinary tract infections, despitethe preferred application of clean
intermittent catheterisation in the Canadian setting, and prevalent use of indwelling catheters
inthe Nepali setting. Prevention of urinary infections, joint contractures, and blood clotsis
generally considered, but not necessarily equally applied in all Canadian acute care settings.
Once again, education of health professionals in acute care settings would be desirable for
these complications that are generally considered preventable.

Littleis known about the standards of complication prevention efforts in acute hospitalsin
Nepal. Both rehabilitation settings from which subjects were recruited routinely emphasise
prevention of skin ulcers and joint contractures. However, in the prevention of urinary
infections and blood clots, care processes differ between the settings, due to differencesin
availability of diagnostic equipment and medications. Inarecently published article (10), six
common complications presenting early after SCI included trophic skin changes (skin ulcer),
heterotopic ossification, urinary complications, respiratory complications, pulmonary embolisms,
and deep vein thromboses. Of these, skin complications were the most frequent (up to
30%). They too found at |east one complication on admission, in up to 40% of subjectsin
Italian rehabilitation centres. Complication ratesincreased with duration between SCI onset
and admission to the rehabilitation centre. They concluded that the most desirable set up for
careof SCI patientsisonethat spansacute care, immediately post-SCl, through rehabilitation,
to discharge home. Therefore, it would seem reasonable to educate acute care hospitals
about the existence of rehabilitation centers, to facilitate timely referral and coordination of
transfer after SC stabilization.
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Other preventable complications, such as renal failure and hydronephrosis, could not be
studied because regular monitoring for them only occurred in one setting. The necessary
toolsfor detection of these long-term complicationswere not availablein the Nepali setting.
Wedid not study theincidence of complications such asrespiratory conditions, or heteratopic
ossification, as they are not necessarily preventable.

The Barthel Index isameasure of ability to perform activitiesof daily living. It was chosen
instead of other measures, because of itsuniversal availability and non-proprietary nature. It
has al so been shown to be sensitive to change over time, predictive of rehabilitation outcome,
and useful for follow-up of subjects (11). A score of lessthan 100 indicates the presence of
some disability. According to Shah's guidelines (12), the average Nepali subject scored in
the severe dependence range, while the average Canadian subject scored in the moderate
dependence range. However, these results could have stemmed from the differences in
proportion of completeinjuries betweenthetwo groups. A larger study with matched subjects
would be able to examine if such differences truly exist. There was only one subject with
neoplasm as a cause for SCI, in the Canadian group. Previous research suggests that
subjects with neoplasm may not experience as much of a gain in functional ability during
inpatient rehabilitation, when compared with subjects with traumatic causes of complete
injury (13). Thisinformation may be helpful when planning a future study, with respect to
comparisons between subgroups of subjects.

The Modified Barthel Index, developed in an attempt to increase sensitivity for stroke
rehabilitation, did not seem to have any advantage in discriminating between groups. In
general, Modified Barthel Index scores were higher than the Barthel Index scores. Given
theresults, and therelative difficulty and interpretational variability in scoring the Modified
Barthel Index when compared to the ease of applying the Barthel Index, it would seem more
practical to employ the Barthel Index in future studies.

The Participation Scale is a newly developed measure based on the ICF, that provides a
quantitative measureof individuas participation regtrictions. It'svdidity, rdiability, and stability
has been checked in Brazil, India, and Nepal, by the devel opment team (4). The authorsfelt
that thismight be an appropriatetool to usein thisstudy, sinceit had been partially devel oped
in one of the countriesin our study.

With respect to community participation, it would appear that Canadian subjects are more
ableto participatein community activitiesthan are Nepali subjects, possibly aresult of differing
access to resources and physical environmental access. The former system is a social
demacratic one, in which public services are available. The latter is largely a user pay
system, with little in terms of municipal or national infrastructure, whether it be road or
building accessibility, accessibletransportation, or publicly funded supports, for disabled persons.
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Nepali subjects are more dependent upon family and neighbours, and therefore benefit from
astrong community belonging, whereas autonomy in Western countriesis highly influenced
by theindividualist-liberal view, inwhich freedom of choiceand actionisimportant (14), and
money can be animportant means of enhancing autonomy (15). Instudiesbased in user pay
systems in the United States of America, where standards of living are generaly higher,
accessinequities are acknowledged (16), with the poorest individuals being less able to pay
for needed care. Negative long-term consequences of unmet health care needs may result
in declining health and reduced social participation (17).

With respect to employment, the social environment in Canada seemsto be more supportive
of employment inthe SCI population. One subject who was not employed was on adisability
pension. It is common for disabled persons in Canada to receive funding support from
government. Canada's Constitution outlines citizens rights; perhaps this has strengthened
the importance of supportive environments (18). Specific Acts have been developed in
individual provincesto protect the rights of disabled persons (19). It isinteresting to know
that until recent years in Nepal, patients with SCI were often sent home to die, without
receiving rehabilitation. There seemsto beaneed for better ongoing supportive environments
in the community in Nepal. Asthe disability rights movement in Nepal gains prominence
(20), perhaps changesin health care provision and social systemswill follow.

Interestingly, self-reported quality of life seemed comparableinthe two groups, asindicated
by Cantril Self-Anchoring Striving Scale scores. Quality of lifeisacomplex concept, and if
itisanindicator of overall well-being of subjects, our results point to comparable states of
well-being in the two groups, in spite of large differences in circumstance. Past research
into life satisfaction in personswith SCI hasindicated that satisfaction isnot related strongly
to impairment severity, but to measures of activities and participation; for example, life
satisfactionisgreater for those involved in productive activity (21). Unlessone understands
the various contributory contextual factorsin each setting, validity of comparing self-reported
quality of lifemeasurements may belimited, and may be more appropriately used to measure
changes in time for each subject. Some advocate the use of quality of life measures that
include both objective and subjective components; these could be considered in future studies,
for comparing two groups.

It isrecognised that this cross-sectional study has many limitationsin ability to generaliseits
findings. Samplesizeissmall, and may not be representative of the majority of patients seen
ineach rehabilitation unit. 1deally, alarger prospective study, which matches SCI levelsand
types would be conducted. Participation scales can only be completed by those who have
had opportunity to experience life in their own communities. In this study, al Canadian
subjectsbut only two-thirds of the Nepali subjects could completethe P-scale. Thisisbecause
the Canadian subjects had opportunity to experience life in their communities during the
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weekend passes that are incorporated into their rehabilitation. Weekend passes are not
currently part of standard practice in the Nepali rehabilitation setting, and not likely to be
easily implemented due to geographical challenges. Therefore, follow-up measures of
participation would be more beneficial to more accurately measure participation.

CONCLUSION

Our study outlinestheimportance of providing early education about complication prevention
after spinal cord injury, since they often occur before patients arrive on rehabilitation units.
Acute care settings and primary care providers should be targeted in efforts to improve
education, and coordination of referral to rehabilitation centres. The study al so demonstrates
differencesin activities and participation in the two settings, which arerelated to contextual
factors such as environment and available resources. It is therefore inevitable that one
should examine health care systems, when attempting to assess care for disabled populations.
In order to improve activities and participation in the SCI population, changes would be
required in health care provision, aswell as societal factors.

* Providence Continuing Care Centre
St. Mary's of the Lake Hospital Site
Postal Bag 3600

Kingston, Ontario

Canada K7L 5A2

weej @post.queensu.ca
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IMPACT OF SERVICESFOR PEOPLEWITH
SPINAL CORD LESION ON ECONOMIC PARTICIPATION

Momin A.K.M.*
ABSTRACT

In Bangladesh, economic participation is crucial for disabled people, as
there is no social security for them in Bangladesh. However, economic
participation receives little attention from service providers and policy makers
who view disability as a medical problem and focus on medical interventions.
They give little consideration to social and economic support for disabled
people. Only a few Non-Governmental Organisations (NGOs) provide training
and employment for disabled people. The Centre for the Rehabilitation of
the Paralysed (CRP) is the only organisation in Bangladesh to provide
specialised services for people with spinal cord lesion (SCL). CRP focuses
on the whole person rather than treating the person’s impairment alone.
Interventions of CRP include treatment within hospital, as well as social and
economic rehabilitation in the community (1, 2).

This paper illustrates the barriers to economic participation that government
policy and practices fail to address, and compares them with the holistic
approach taken by CRP. Further, a list of suggestions to improve economic
integration of disabled people in Bangladesh is also presented.

INTRODUCTION

Participationin paid work isvital during adulthood in most soci eties. Economic participation
covershoth formal and informal economic activities. Formal economic participation includes
paid employment in public and private sectors, which isregulated by laws, and the informal
sector covers self-employment or unpaid work within the home. In Bangladesh many people
are self-employed rather than employed in the formal sector (3). Paid work is a matter of
economic surviva for disabled peopleand their families (4). However, they are often excluded
from work because they are viewed as unable to work dueto their physical impairment and/
or psychological consequences (5, 6).

Disabled people are among the poorest of the poor in Bangladesh (8). Women are generally
worse than men and they are engaged in unpaid household work (9). Asthere are no socia
security benefitsfor disabled people, and no financial help to compensate the additional costs
of livingwithimpairments, paid employment isvital for their surviva (2). A study commissioned
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by Department for International Development (DFID-UK) in 1999 to eval uate the impact of
services of CRP revealed that 75 percent of users of CRP's services come from the poorer
sections of society (10).

The population of Bangladesh in 1996 was 122 million, out of which 54.6 million peoplewere
employed. Of al employed people, 30 percent were self-employed, 12 percent were employed
intheformal sector, 18 percent were employed asdaily labour and 40 percent were employed
in unpaid work. Out of all people employed in unpaid work, 10 percent were employed in
household work (3). Some studies in Bangladesh suggest that prejudice against disabled
people contribute to low numbers of disabled people in paid work (2, 11, 12, 13). Many
disabled people are even denied Micro-Credit (non-formal loan for poor people) for income
generation (13).

Thisstudy identifiesbarriersto employment and economic participation of people with SCL
and recommends measures to improve the economic participation of disabled people

METHODOLOGY

The approach to this study was participatory, using principles of emancipatory research (14,
15). People with spinal cord lesions played a key role in developing methodology. It was
considered vital that their views were presented as accurately as possible. Forty-eight
respondents were involved as research participants for face to face interview. Half were
from Centrefor the Rehabilitation of the Paralysed (CRP), selected through stratified random
sampling and the other half were from general hospital s sel ected through quotasampling. In
addition to this 16 participants were involved in focus group sessions, half of whom were
from CRP and the other half from general hospitals, all selected using purposive sampling
method. The participants were aged between 10-59 years and al had received services
between 1994 and 1999. The participantslived in the Dhaka, Narayangonj, Gazipur, Manikgonj,
Munshigonj and Narshingdi districts of Bangladesh. Gender and severity of injury were
considered to be key selection criteria. Data were generated through semi-structured face
to faceinterviewswith 48 participants on 3 occasions and from focus group discussionswith
16 participants. In addition, background information on all 64 participantswase€licited at the
outset from structured interviews. A team of eight ‘research associates’ conducted the
research constituting the non-disabled author of this paper, four people with spinal cord
lesions (two from CRP and two from general hospitals), two CRP staff, and one non-disabled
person who was sel ected from the community. The research associates arranged aworkshop
to determine the best method of data collection to be used. During this workshop decisions
were al so made about issues to discuss with participants. The research associates conducted
theinterviews and analysed the data to identify themes concerning economic participation.
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RESULTS AND DISCUSSION
Table 1. Gender of respondents with SCL

Gender CRP General hospitals Total
% (no) % (no) % (no)

Male 50(16) 50(16) 50(32)

Female 50(16) 50(16) 50(32)
Total 100(32) 100(32) 100(64)

Table 2: Ageat injury

Age (in years) CRP General hospitals Total
% (no) % (no) % (no)

10-14 09(03) 06(02) 08(05)
15-25 41(13) 34(11) 38(24)
26-39 31(10) 37(12) 34(22)
40-59 19(06) 22 (07) 21(13)
Total 100(32) 100(32) 100(64)

Two-third of the respondents was injured between 15 and 39 years. The mean age of CRP
respondents was 31 years, while that of general hospital respondents was 33 years.

Table 3 : Severity of injury

Severity of Impair ment CRP General hospitals Total
% (no) % (no) % (no)

Complete Tetraplegia 25(08) 25(08) 25(16)
Incomplete Tetraplegia 15(05) 15(05) 15(10)
Complete Paraplegia 25(08) 35(11) 30(19)
Incompl ete Paraplegia 35(11) 25(08) 30(19)
Total 100(32) 100(32) 100(64)

Thirty percent of general hospital respondents had complete paraplegia in contrast to 25
percent of CRP sample, while 35 percent of CRP sample had incomplete paraplegia in
contrast to 25 percent general hospital sample.
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Table 4 : Classification of respondents according mobility aids used

Mobility aids CRP General hospitals Total

% (no) % (no) % (no)

Wheelchair 47 (15) 06(02) 26(17)
Walking Stick/Crutch 03(01) 12 (04) 08(05)
Walking without Aids 44 (14) 38(12) 41(26)
Without Mobility Aids 06 (02) 44 (14) 25(16)
Total 100(32) 100(32) 100(64)

Forty seven percent of CRP sample had wheelchairs as against only 6 percent from general
hospitals.

Table 5: Respondents’ level of education

Education CRP % (no) | General hospitals %(no) | Total % (no)
No Education 19 (06) 21(07) 21(13)
Primary School 21(07) 33(10) 27(17)
High School 41 (13) 27 (09) 34(22)
GCSE and above 19 (06) 19 (06) 19(12)
Total 100(32) 100(32) 100(64)

Figurel: Participation in economic activities before injury
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Before injury more respondents from CRP did farming (13%) or were students (22%). But
more respondents from general hospitals were in business (13 %) and worked as waged
labours (9 %). None of the participants from CRP or general hospitals were unemployed/
inactive before impairment. They were involved either in formal (paid) work or informal
(domestic) work or were students.

Figure 2: Participation in economic activities after injury
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Sixty-three percent of respondentsfrom general hospitalswere unemployed/inactive whereas
only 9 percent of participantsfrom CRP werein this category. Only 9 percent of the general
hospital sample wereinvolved in service as against 16 percent of CRP sample. Therewasa
sudden drop of 22 percent of general hospitals sample from services in contrast to only 6
percent drop from CRP sampl e after injury. Sixteen percent of CRP samplewasinvolvedin
self-employment in contrast to only 9 percent of general hospitals sample. Thirty eight percent
from CRP samplewereinvolved in household work, in contrast to only 9 percent of general
hospitals sample. After injury ahigher number of CRP sample were involved in household
work in contrast to beforetheir injury, whereasfrom general hospitalsinvolvement in household
work dropped from 25 percent to 9 percent. Twenty two percent from CRP were students,
whereas there were no students among respondents from general hospitals. None were
withdrawn from education after injury amongst CRP respondents whereas none continued
in education from general hospitals after their injury. Three percent werein businessbothin
CRP and genera hospitals. Therewasadrop of 10 percent from general hospital samplefor
business category compared to only 3 percent drop in CRP sample. There was no difference
in wage earning labour between samples from CRP and general hospitals.

More CRP respondentswere able to participate in service, self-employment, household and
educational activities than respondents from general hospitals. It was possibly because of
the provision of mobility aids, vocational training and micro-credit support. CRP stherapeutic
support and health education also could have helped respondents continue their activities
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without having to depend on others. For general hospitals groups there was a higher
dependency on others (2).

BANGLADESH GOVERNMENT POLICIES FOR PARTICIPATION OF
DISABLED PEOPLE IN ECONOMIC ACTIVITIES

At theend of 1992, the Economic and Social Commission for Asiaand the Pacific (ESCAP)
re-designated 1993-2002 as a second decade of disabled persons for Asia and the Pacific
region (16). Disability wasofficialy recogni ised by the government of Bangladesh with signing
of the proclamation of ESCAP on 22" August 1993 (17). Inthe early 1990s NGOsworking
with disabled people in Bangladesh formed aNational Forum of Organisations Working for
Disabled (NFOWD) (18). Since then groupsfor * equal opportunity’ and ‘full participation’
of disabled people have been |obbying with the Government (12, 17, 19, 20, 21).

The Government of Bangladesh passed the National Policy for Disabled Peoplein November
9, 1995 (12). Inthe Disahility Policy, sections 15, 17, 20 and 29 of the Bangladesh’scongtitution
emphasise‘ equal opportunity and full participation’ of disabled people. These sectionsdescribe
accessto ‘basic rights' such asfood, clothing, shelter, education and health care. They also
have assurance of equal opportunities in employment. In the policy, the government has
acknowledged the International Declaration of Human Rights for Disabled People (1975)
and the ESCAP declaration (1993) for ‘ equal opportunity and full participation’ of disabled
people (16). The Standard Rules on the Equalisation of Opportunities for Persons with
Disabilities (22) werea so included in the National Disability policy.

However, theimplementation of these Government commitmentsisvery slow, to the extent
that they remain largely theoretical and are not in practice (17). For example, after adaptation
of the National Policy for Disabled People, there have been few changes in terms of
development of any services for disabled people or in areas of institutional discrimination
such as education and employment (17, 19, 21). The government has also adopted the policy
of a 10 percent quota for employment of disabled people (12). But less than one percent
disabled people areinvolved in paid employment (23). The situation of disabled womenin
Bangladesh is even worse because fewer women present for interventions.

Among participantsin thisstudy, 75 percent were not aware of the government job-quotafor
disabled people. Those who were aware of it felt it would not bring about any changesin the
job market for disabled people becausethereisno legal penalty if they fail to comply (11). In
addition, there are no measures to promote employment of disabled people, such as making
available vocational training, mobility aids, education, accessible work environment or
information about job vacancies. As aresult, the quota remains only as a commitment on
paper. Littleisdonein practiceto help disabled peopl e take up opportunitiesin the job market
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(2, 11). So far the government has provided vocational training for only two organi sations
in Bangladesh on trades such as basket making, carpentry, weaving etc (24). However,
these trades are not in demand and does not help in improved ‘productivity and self-
reliance’ (25). These training organisations are al so under-utilised.

Some clients from CRP who had received services over 20 years could not find re-
employment in occupations that they had prior to their injury. They were employed in the
formal sectors of employment, agriculture or were students. Many people with SCL were
however self-employed after their injury (26). Thisis due to CRP providing support to
them through vocational training that encouraged involvement in self-employment. To obtain
a formal job or to continue education requires support from government and private
employers. To undertake paid employment attitudinal barriersaswell environmental barriers
need to be changed (11, 23). Opportunitiesfor disabled peopleto gain and retain employment
could be enhanced if changesin employers’ perception of disability are made, barriersto
employment in terms of information, physical access and adaptations are removed,
employment issubsidised and created (27). Generally disabled people need support through
micro-credit programmes also to be able to become economically active or continue their
education.

SERVICES FOR PEOPLE WITH SCL IN BANGLADESH

There are no specialised hospitals for comprehensive rehabilitation of people with SCL
in Bangladesh apart from one non-governmental organisation, CRP (28). Other service
providers for people with SCL as well as other impairments adopt a medical model of
disability (9). They offer servicesonly intheir hospitalsor at their clinics. Thereislittle
opportunity for dialogue between users and service providers. When people with SCL
are discharged, thereislittle, if any, follow-up (2). They become dependent on family
members and are unable to participate in community activities. Mobility aids are not
often available, which further restricts the person’s ability to be an active member of
his/her community (18).

In contrast, CRP offers services focussed on the person’s whole life rather than treating
him as a person with impairment (10). Though initially CRP was started as a specialised
unit in agovernment orthopaedic hospital, over the years the types of services provided
have changed, through user involvement in service design and provision. Support isalso
extended once the person goes back to living in the community. Families are encouraged
to become active participants in the rehabilitation process. CRP (1, 2) facilitates
community awareness activities as well as education and involvement of community
members in support networks.

59 Vol.15 m No. 2 m 2004



Asia Pacific Disability Rehabilitation Journal

BARRIERS EXPERIENCED BY PEOPLE WITH SCL IN ECONOMIC
PARTICIPATION

Given below are themes that emerged from the interview and focus group sessions.
Barriers of access for employment or economic activities

Misconceptions of many people that disabled people have limited abilities affect their
opportunity to enter thejob market. Employersfocus on the physical impairment and assume
that wheel chair users cannot work. They do not consider work environment for accessibility
for wheelchair users (11). Thisissueisnot unique to Bangladesh. For example, in the UK
disabled people might be discriminated against in terms of appearance, as they may not
have a ‘conventional body shape (29). A third of the 26 health authorities in the UK
sampled in astudy chose not to employ disabled people because of misconceptions about
their abilities (30).

Barriers in retaining work

Disabled people generally had negative experiences of attempting to keep or find employment.
Many were employed before their impairment but found that after their impairment they
were often considered ‘ unemployable’ (31). In the UK, onein six people who were or had
been economically active experienced discrimination in a work related context (32). Of
these, 42 percent report that they have been discriminated against by an employer or a
potential employer. The employment situation of Bangladeshisnot directly comparablewith
UK because few disabled people continue working in mainstream job market after their
impairment. However, the comparison confirmsthat disabled people are discriminated against
in the job market across the world.

Barriers to obtain appropriate work

Some respondentswho had higher secondary level education and were previously employed
looked for some jobs related to their previous skills. They had difficulty in getting ajob in
whichthey had previoudy worked. Employersfocus onthe physical impairment. They seldom
make adjustments to the environment for the disabled person to work. Employers put more
importance on work output and long hours of work. Many employers do not see avalue for
disabled peoplein jobsthat they can do perfectly well even after their impairment.

Barriersin career prospects

Attitudes of seniorsand colleaguestowards disabled peoplelimited their career devel opment
opportunities. It also acted as athreat to job retention. No participant reported good career
prospectsin their current jobs. They felt that employersignore their career prospect due to
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their physicd impai rment although disabled people have theright to promotion, further education
and professional development training.

Barriers to receive appropriate wages

Respondents who were employed for pay found that some of their employers perceived
them as ‘sick’, and ‘less productive’. Some respondents were asked to receive less
remuneration because of their impairments. Centrefor Servicesand Information on Disability
(CSID) (31) also reported similar findings. However, there were mixed responses about
discrimination in salary structures. Some respondents did not experience any discrimination
insalary structure. Therewasareport of harassment from supervisorsand delay in receiving
salary. The same person did not also get any other privileges provided by the government.
Yet another respondent had good experiences from her employer and found that the systems
were equal for all employees. These reports suggest that misconception about ability of
disabled peoplevary from peopleto peopleinthe Government or private sector, and sometimes
causediscriminationin salaries.

Barriers due to discriminating attitude of employers and colleagues

Another respondent, who worked in agovernment hospital, found that her annual increment
was denied after acquiring her injury. Before her injury she was awarded an annual
increment, which was added to her monthly salary on a regular basis. Her salary was
halved because she could not move without awheelchair. Some respondents experienced
negative attitudes from senior officers rather than their colleagues. They did not view
them as‘worthy’, even though they do not have any problemsworking. Some respondents
experienced lack of support from their colleagues in their work place. These reflect the
public attitude towards disabled people. Able-bodied employees felt disabled people are
less worthy to be employed. There were also reports of disrespect and teasing of disabled
women and girls (31).

Medical barriersin job market

Inthe current job market employers often expect applicantsto have certain physical attributes.
Respondents who had physical limitations felt that the expectations concerning physical
attributes restricted their opportunities to get paid employment; even though they met the
other criteriafor thejobsthey had applied for. Employersfocussed on physical characteristics
rather than on actual requirements for the job when considering a disabled person for
employment. They also had the problems of mandatory requirement of medical certificates
to enter into formal job market (6, 11).
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Barriers due to lack of appropriate skills

Some respondents said that there were limited training opportunitiesthey could accessfor
paid employment or self-employment. Available opportunitiesfor jobsincludetraditional
trades such as weaving, sewing, and carpentry. Even though the goal is to rehabilitate
disabled people with useful job skills, there was no assessment to seeif training would be
of any use for economical solvency. On many occasions these training programmes were
found unproductive (33).

Barriers due to lack of educational qualification

Education isthe key to take advantage of new technol ogiesboth at homeand work. Internationa

Labour Organisation (ILO) reportsthat new technology has reduced the demand for unskilled
and semi-skilled labour and it has gradually reduced the opportunities for disabled people
(34). Some respondents pointed out that they do not qualify for the present job market, as
they areilliterate and do not have any appropriate skills (11). Almost all jobs need somebasic
education aswell as skillsand experience, which they lack. In addition, disabled people have
no access to jobs that are advertised, due to poor accessibility to information or employers

choice of able-bodied people. Disabled women particularly experience greater difficulties
gaining paid employment. This is also because girls are less likely to attend primary or
secondary school, or undergo any training. Disabled girls are also limited in their range of
education probably because people have lower educational expectations of them (31).

Barriers due to inaccessible work environment

Many participants who had jobs expressed concern that their work environment was
inaccessible for them as wheelchair users and/or that the ‘production process was
inaccessible. It was worse for those who used any kind of mobility aid. They also reported
that employers are not interested in making the environment accessible for disabled people
because they think that disabled employees arelessimportant than non-disabled employees.
There are no laws in Bangladesh that require buildings and other facilities to be accessible.
Employment opportunities are restricted because of inaccessible physical and social
environments. Many people with SCL cannot take part in paid employment because of
inaccessiblework environment.

Barriers due to inaccessible transport systems

Many respondents reported on inappropriate transport system. When no provision is made
for accommodation near thework placefor disabled people, the mg ority become homebound.
The Bangladesh transport policy ignores disabled people altogether.
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FACTORS THAT ENHANCE ECONOMIC PARTICIPATION
Job based training

CRP offered job based training to disabled peopleand found that both employersand employees
were satisfied with the outcome. Many trainees got jobs after completion of thetraining and
their employers also were happy with their performance.

Market led training

Participants who were clients of CRP received vocational training of their choice. They
underwent training in the area that interested them and some found jobs based on the skills
they had learned. When disabled participants gained appropriate skills they were more
confident in their ability towork. Ironically, some disabled peopl e reported that prejudice and
discrimination actually drove them to greater achievements.

Accessible work environment

Most participants view inaccessible work environment asamajor barrier to participatein the
job market. Those who continue their job after spinal injury experience great stress due to
structural barriers. In contrast some participants workplace were made accessible for
wheelchair users.

Financial support through micro-credit

Participants who received support through micro-credit were generally happy about being
giventhisopportunity.

CONCLUSIONS AND RECOMMENDATIONS

Disabled people experience multi-sectoral barriers to participate in paid work. One of the
main barriers is because the employer adopts a medical interpretation of disability. They
perceive disabled people asinactive, useless and unworthy, hence excluding disabled people
from the job market. However, disabled people view disability asasocia problem, aslisted
below:

e Attitudinal barriers that prevent access to employment, retention of work, obtaining
appropriate work, career prospects, discriminatory attitude of employers, supervisors
and peer groups.

e Ingtitutional barriersthat include mandatory requirements of medical fitness certificate
for employment, lack of inappropriatetraining and lack of education opportunities.
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Structural barriers include inaccessible work environment and inaccessible transport
systems.

Beyond their physical impairment these barriers perpetuate a disabling society in which
disabled people are discriminated against and often excluded from economic participation.
On the other hand some positive measures such asjob based training, market related training,
accessiblework environment and support though micro-credit, promote effective participation
of disabled peoplein paid work. Government and devel opmental organisations must promote
aninclusive policy that ensures disabled peopl e obtain access to the mainstream job market
and compete with non-disabled people. Thefollowing recommendationswould be of help to
combat barriersfor disabled people:

Adoption of inclusionary policiesand practicesthat foster inclusion of disabled peoplein
mai nstream economic participation (35).

L egislation promoting equality and full participation implemented through enforceable
laws.

Medical or physical fitness for employment should be replaced with the individual’s
capacity to work when given the access they need.

Government should provide subsidiesavail ableto hel p employersmakework environments
accessible.

Employersshould prioritise making work environment accessible, provide accommodation
for disabled employees near the workplace and accessible transport for easy accessto
workplace.

There should be mechanismsto prevent discriminatory remuneration practices.

Information regarding job vacancies, training etc. should be accessible to all disabled
people.

A recruitment allowance should be paid to cover travelling expenses and cost of lodgings
to facilitate participation in the recruitment.

Employers should include a disabled representative in the recruitment process.

Peer support should be provided to disabled people to enhance their self-esteem and
give them confidence to enter the job market.

All disabled people should have equal opportunities to gain promotion based on their
education, training, skills, experience and merit.

The government should provide subsidised training and education for al disabled people,
in an environment wherejob-based training isavailable.
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Disabled employees should be provided with allowances to cover the cost of aids,
adaptations and assistance.

Employersshould offer flexibleworking hoursto disabled employees and other employees
if appropriate.

Employers should educate and train the staff about understanding of disability.

*Centre for the rehabilitation of the paralysed (CRP)
P.O: CRP-chapain, Savar, Dhaka-1343, Bangladesh
Phone: 0088 02 07710464-5, Fax: 0088 02 7710069
momin@crp-bangladesh.org
momin1961@yahoo.com
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LANGUAGE MIXING AND SWITCHING IN
MALAYALAM -ENGLISH BILINGUAL APHASICS

Shyamala Chengappa,* Krupa Elizabeth Daniel, Sapna Bhat
ABSTRACT

Language mixing defined as inappropriate switching from one language to
another, is a frequently observed recovery pattern among bilingual aphasics.
In spite of the fact that a significant amount of population in India is bilingual,
language mixing is one of the least researched areas. Also, the distinction
between language mixing exhibited by bilingual aphasics and the normal
process of code switching employed by neurologically normal bilingual
speakers is not very marked. Hence, the present study was taken up with the
purpose of investigating the similarities and differences in the code switching
behaviors of aphasics and neurologically normal Malayalam-English
bilingual speakers. There was an increase in code switching behavior but
the quality of switches did not differ when compared with those in normal
subjects. These results could be a reflection of increased reliance on two
languages as a compensatory strategy in this set of subjects.

INTRODUCTION

Code switching is the alternative use by bilinguals of two or more languages in the same
conversation (1). Theability to switch linguistic codes, particularly within single utterances
requires agreat deal of linguistic competence (2).

Code switching isalinguistic practice constrained by grammatical principles and shaped by
environmental, social and personal influences including age, length of time in a country,
educational background and social networks (3). Aphasic impairments in bilinguals or
multilingualsvirtually affect al thelanguages an aphasic knows. L anguages have been shown
to behavedifferently or equally with equal or unequal extent of interference and substitution.
Bilingual aphasic speakers, like all speakers of multiple languages are required to identify
and usethelanguage or languages appropriate to communicative interactions. Aphasic speakers
have reduced linguistic competence and face potential disruption in their ability to alternate
linguistic codes (4).

Perecman (4) investigated language mixing in atrilingual malewith ahistory of brain trauma
who demonstrated |anguage mixing and unsolicited spontaneoustranslation in conversational
speech. Perecman observed that these behaviors were atypical of neurologically intact
multilingualsand indicative of alanguage deficit.
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Grogjean (5) commenting on Perecman (4) argued that both language mixing (including
utterance level mixing) and spontaneous translation are also found in normal polyglots, and
thus may not always reflect language deficits in aphasics. Only a good assessment of the
patient's language and speech before and after theinjury will determineif these behaviorsdo
indeed reflect deficits.

Language mixing is a frequently observed recovery pattern among bilingual aphasics
characterized by aternating language use at theword or sentencelevel, spontaneoustrandation,
unexpected language switches, and / or linguistic interference (6). Munoz, Marquardt and
Copeland (7) compared the code switching patterns of aphasics and neurologically normal
bilingual speakers of English and Spanish using the Matrix Language Frame (MLF) model
(8). Results showed that aphasic subjects use a greater amount of code switching. This
suggestsanincreased dependence on both languagesfor communication following neurological
impairments.

In the present study, the term code switching will be used to describe the alternative use of
two languagesin a conversational discourse, by both normals and aphasics. Bilingualismis
one of thelessresearched areas but has become an area of interest for present aphasiol ogists
Accordingto deBot (9), 50% of theworld's population ishilingual. According to Mahapatra
(10), 80% of Indiaspopulationishilingual / multilingual. Inspite of suchfigureshilingualismis
till one of the least researched areasin India. Bilingualism as it exists in India, cannot be
confused with the situation generally existing in the western world. Asnoticed by Mahapatra
(20), the bilingualism in the western world isnot at agrassroot level asin India. Hence, itis
difficult to generalise results obtained from western studies, especially in terms of code
switching, into the Indian context.

Aphasia in bilinguals is also least researched upon, especialy in Indian context. It is
important that language variables be studied for intervention purposes. Hence, it is very
important to investigate the language switching in bilingual aphasicsin comparison with
normals. So this study puts a foot forward in investigating and explaining the bilingual
phenomena of language mixing in aphasics aswell as normals.

METHOD

Subjects: Two groups of subjects were taken; control group consisting of neurologically
normal individualsand experimental group consisting of aphasic subjects.

Both the experimental and control group consisted of six Malayalam - English bilingual adults.
They were matched in terms of age, gender, handedness, social and educational level and
language proficiency in both Malayalam and English. Language proficiency intwo languages
was matched based on responses to Part-A of bilingual aphasiatest (BAT, 11).
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All theindividuals in the experimental group were diagnosed as having Broca's aphasiain
both Malayalam and English using the Western Aphasia Battery (12). All the six subjects
had a history of left hemisphere cerebro-vascular accident confirmed by neurological
examination and computerized tomography.

TEST MATERIALS

*  Western Aphasic Battery (WAB, 12) was used to identify the Broca's aphasi ¢ popul ation.
*  Thepresenceof codeswitchingwasstudied using Paradis Bilingual AphasiaTest (BAT, 11)

e Thevarious sectionsin BAT were thus used to find out the instances of code switches
exhibited by subjects.

During the test administration, the communicative partners were strictly instructed to speak
only the assigned language in the monolingual conditions.

Analysis. The collected data was analyzed for code switching in terms of the language
choice, lexical semantic, syntactic, morphological and phonological levelsof switching and
spontaneoustrandation. Therelation between language history and code switching behaviour
was also studied.

RESULTS

In the present study, the data obtained from the administration of Bilingual Aphasia Test
(English-Malayalam) was analyzed to study and compare the code switching patterns exhibited
by aphasicsand neurologically normal individuals.

Andysiswasdonein termsof thelanguage choice, lexical- semantic, syntactic, morphological
and phonological levels of switches (4). The relation between language history and code
switching behaviour as well as spontaneous translations were also studied.

LANGUAGE CHOICE

It was found that all controls and three of the aphasic subjects responded in the language
established by theinterlocutor. The other three aphasics preferred Malayalam, the dominant
languageto conversein, evenin monolingual English context.

The normals and other aphasic subjects occasionally used some Malayalam utterances in
themonolingual English condition, though they wereinstructed to speak only in English. This
use of Malayalam in English context may be a deliberate choice to establish shared group
identity regardless of thelanguage skills of the conversational partner. Thisnotion issupported
by other authors (5,7).
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It was al so noticed that, in five of the six aphasics and two of the normals, the latency of the
utterances were more in English than in Malayalam that is, the reaction time, though not
formally measured, was found to be longer in monolingual English context. This could be
because these subjects were less fluent in English than in Malayalam.

On the task of confrontation naming in monolingual Malayalam context, many utterances
were made in English by both normal and aphasic subjects, which cannot be explained as
borrowed forms. But these words are judged as being used very commonly by Malayalam-
Englishbilingual speakersindaily utterancesasthey arelexically integrated into thelanguage
Eg:/pen/ /book/ [keyl.

Lexical - Semantic level switching

Thiscan be analyzed interms of word level switching or phraselevel switching. Word level
mixing was produced by four normals and six aphasic subjects in monolingual Malayalam
context and by three aphasicsin monolingual English context.

e.g . Maayalam Context

#nan samsaritfaaild entd teacher and
The person with whom | spoke is my teacher.
#a manuf and utfakkd exam ka:num

That person may have exams in the afternoon
#vi: til rando brother undo

| have two brothers at home.

English Context

# Busvanilla

Bus has not come

# The branch odinu man and birdsta:rd vi:nu
The branch broke and the man and the birds fell down.

# One boy and girl standing under the tree, appam crow is sitting on the tree.

One boy and girl are standing under the tree. Then a crow is sitting on the tree.

Phrase level mixing was produced by both aphasics and normals. Both the groups were
observed to begin an utterance in one language without forming acomplete constituent in the
first language. This phrase level mixing was noticed in both monolingual Malayalam and
monolingua English contexts.

Eg:#randd pilla:ro pinnd wifeisthere
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Two children then wifeisthere
#Theand .... of thebox ...... send of the ....... sarija: vunillaanotto
Theand ... of thebox ...... send of the ...... It is not coming.

Phrase level mixing was aso reported by Schwartz (13) in a 49-year-old hexaglot Indian
woman whose paroxysmal aphasiawas manifested astheintrusion of totally irrelevant phrases
and sentences in a language other than the one currently spoken.

Syntactic Switching

It isthe use of the grammar of one language with the lexical items of the other language.
Two of the normals and four of the aphasics, while translating from Malayalam to
English used the syntactic structure of Malayalam, though the lexical items were in
English.

o
# Yesterday you saw a boy that was my brother.

Malayalam equivalent . innale ni: kanda a:nkutti ented saho:daranand

Correct translation . The boy whom you saw yesterday is my brother.
# One who eating salt, he will drink water.

Malayalam equivalent . uppu tinnunnaven vellam kudikkum

Correct trand ation : Onewho eats salt shall drink water.
# | was going the house that isin this way.

Malayalam equivalent . nanpo:javido e: varijiland

Correct trandation . The house where | went to isin this way.

In Malayalam, the word order is hot asrigid as it isin English. From the examples given
above, it isevident that when doing atrand ation task, the subjectsformed the English sentences
in the syntactic framework of Malayalam.

Perecman (4) reported syntactic level mixing in aphasics and described it as an abnormal
phenomenon. But in the present study, the syntactic level mixing wasfound in normalsalso,
drawing support from Grogjean (5) who argued that both language mixing and spontaneous
trand ationsare a so found in normal polyglots, and they may not thereforeawaysbereflecting
language deficitsin aphasics.
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Morphological Switching

It was observed mostly in terms of the mixing of free morpheme in one language and the
bound inflectional morphemeinthe other language. Thiswas seen mainly inthe monolingual
Malayalam context. This was produced by two normals and four aphasic subjects.

EQ:

#na: n eight ninth tenth classil patippikkunnu

| am teaching in eight ninth and tenth classes

# Father mother ellam sixthil patikumbol maritfu po:ji

Both father and mother passed away while (1) was studying in sixth.
# antintd se: [am hospitalilekd kondu po:ji

After that (1) was taken to the hospital

Phonological Switching

Thiswasnoticed in only one of the aphasics. None of the other aphasics or normals exhibited
phonological level mixing.

Eg: bala for valawhich means bangle.

Phonological level switching has been reported by Perecman (4) also.

Translations

Spontaneous translations were mostly observed in confrontation naming tasks. Four of the
six aphasics and two of the normals labeled the target in both English and Maayalam.

Eg: #pen....... pe: na. (pen..... pen)

# book ..... pustakam (book ..... book)
#vda....... bangle (bangle....... bangle)
another exampleis

#vipari : tam oh opposite

opposite oh opposite

In literature, translations are reported by Lin (14) and Perecman (4).

Two of the aphasi ¢ subjectswere ableto produce thetarget word after being given aphonemic
cue, indicating adifficulty in accessing theword rather than alack of knowledge of theword
in aparticular language. Eg : One of the aphasi ¢ subjects when asked to say the days of the
week in monolingual Malayalam context started saying Sunday, Monday etc., but on cueing
was able to say the Malayalam translational equivalent of the days of the week.

73 Vol.15 m No. 2 m 2004



Asia Pacific Disability Rehabilitation Journal

On the other hand, all the subjects except one aphasic recited the names of the monthsin
English though the question was asked in monolingual Malayalam context. On phonemic
cueing two more aphasics and one normal subject were ableto recite the Malayalam months.
But the others were not able to do it indicating that the English months have become a
borrowed form in Malayalam. All subjects exhibited circumlocutions, a pattern typical to
aphasics and second language learners.

DISCUSSION

A consensus is yet to be reached as to whether this language mixing exhibited by bilingual
aphasics is a pathological phenomenon or just a natural phenomenon exhibited by even
neurologicaly normal bilingual individuals. While authorslike Perecman (4) arguethat language
mixing (and especially utterancelevel mixing) reflectsalinguistic deficit and that spontaneous
trand ation indicates aparalinguistic processing deficit, others(5,7) opinethat language mixing
and spontaneous transl ations are behaviorsthat are also found among normal polyglots, and
that they may not therefore always reflect deficit in aphasics.

The code switches and spontaneous tranglationsin the speech of polyglot aphasics can have
many causes. Some reflect the language and conceptual deficits mentioned by Perecman
(4), but others are the results of conscious, deliberate communicative strategies on the part
of the patients. This resultsin increased frequency of occurrence of code switching

Theresults of this study revea similarities and differencesin how neurologically normal and
aphasic bilingual speakers code switch or alternatively use two languages in an interaction.
Many of these were considered indicative of alanguage disorder by previous researchers (4).

Individual differencesin thefrequency and type of constituents produced and the contextsin
which they were produced were evident in the code switching patterns of bilingual aphasics.
These similarities and differences may indicate that aphasi ¢ speakers are adopting normally
occurring code switching patterns to enhance communicative effectiveness.

Individuasin both groups a so exhibited the use of asecond languagein monolingual contextsand
spontaneous trand ation, behaviors considered inappropriate and thus characteristic of language
mixing (5). However, since both patterns were observed in the speech of the normal and ephasic
subjects, they are clearly acceptableinthelocal speech community. The code switching exhibited
by aphasics thus, may not be an inappropriate behavior, but rather an atypical and disruptive
increase in the frequency of use of normally occurring code-switching patterns (7).

Code switching may be aconscious or unconscious strategy used by the bilingual aphasicsto
access the correct word in either language. A word in one language may function as a
"paraphasia’ in the second language but does not affect communication as a paraphasia
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because it issemantically accurate (6). Hence abilingual aphasic may benefit from learning
strategies, which develop code switching into ameans of enhancing functional communication,
particularly for apatient who residesin abilingual community.

As stated earlier it was noticed that in monolingual Maayalam contexts two of the aphasic
subjects started reciting the days of the week in English but reverted to Maayaam on giving a
phonemic cue. Thisindicatesa. difficulty inlexicd retrieva rather than lack of knowledge of the
wordin Malayalam, aconclusion supported by their language history. It appearsthat aphasiacan
selectively disrupt accessto alexical itemin onelanguage while sparing accessto theitemin the
other language resulting in an inability to match the language of the context. Hence, aphasic
subjects may be "forced" to code switch inview of the effects of the linguistic impairment (7).

The code switches which are seen during the testing can simply be the reflection of the
patient'snormal interference behaviour beforeinjury sincelanguage knowledge and language
behaviour of the aphasic subject before injury also plays asignificant role in the pattern of
code switching exhibited by the aphasic patients. This is evident from the fact that both
normal and aphasic subjects who were less proficient in English than Malayalam exhibited
similar kinds of code switches.

This comparison of code switching patternsin normals and aphasic subjects thusreveals a
pattern that reflects similar types of code switching abilitiesin both the groups. However, the
aphasic patients code switch, borrow and translate more after theinjury than before, and this
increasein mixing of thelanguages may be shown asadeficit. Such anotionissupported by
Grogjean (5) and Munoz, Marquardt and Copeland (7) who stated that disruption in the code
switching of bilingual aphasicsisnot limited to language mixing and ismore complex thana
dichotomous decisions regarding appropriateness. Thus, the behaviour of code switching
itself isnot abnormal but theincreased frequency of the behaviour makesit appear abnormal.
In fact, code switching may actually be a compensatory mechanismin lexical accessing in
the deficient language.

It is only by means of careful assessment that we will better understand, and therefore better
treat, polyglot aphasia Thisin turn, will improve our understanding of normal polyglots; their
language competencies, their language use, and the mechanismsthat allow them to maintaintheir
languages separatein amonolingual speech modebut let theminteract inabilingual speech mode.
Thisinturn would havefar reachingimplicationsfor language rehabilitation of polyglot aphasics.
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SOURCE - INTERNATIONAL INFORMATION SUPPORT CENTRE

Source is an international information support centre focusing on disability and health issues
within a developing country context. It isajoint venture of Handicap International, Heal thlink
Worldwide, the Centrefor International Child Health, and Exchange.

ServicesareFreefrom Sour cewebsite at www.asksource.info

» Access to over 24,000 information resources on subjects such as disability, HIV/AIDS,
evaluation, community-based and inclusive approaches, health communication, information
management, primary health careand training.

* You can search hundreds of organisations working in the fields of health and disability
worldwide, making Source an excellent starting point for networking.

e Quicklists of resources relevant to a particular aspect of disability and health such as HIV/
AIDS and Disability, Participatory Communication or Directories of Organisations in
International Health, Disability and Development.

* ‘“What’snew in Source’ bulletin gives an update on the latest resources available in Source.

« The‘Resource centre manual’ has been produced to help people set up and manage resource
centres in resource poor settings. There may be a charge for printed copies.

The growing use of electronic communication technologies offers great potential for DPOs and
NGOs, but access to online resources is limited in many developing countries. To help meet
diverseinformation needs, the project “Improving Accessto Disability Information” waslaunched
in December 2003, under the Disability Knowledge and Research Programme. This project aimsto
make relevant information accessible for people with disabilities and to raise awareness of
disability-related information. So far, Source has conducted a survey to assess the needs of
individuals and organisations in developing countries, and is producing relevant quick lists,
practical ‘how to’ manuals, printed resource listsand CD-ROMSs. The project will also facilitate
improving accessibility to the Source website for disabled users.

Visit Source at www.asksource.info
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BRIEF REPORTS

PROVIDING INTERVENTION SERVICESFOR COMMUNICATION
DEFICITSASSOCIATEDWITH CLEFT LIPAND/ORPALATE -
A RETROSPECTIVE ANALYSIS

Sunitha Raman,* Monica Jacob, Manju Sara Jacob, Roopa Nagarajan

ABSTRACT

The incidence of cleft lip and palate in India is enormous: one in 781 live
births. Early identification and early intervention programmes are the most
effective tools to counter the long-term detrimental effects on speech and
language in this population. The current institutional based rehabilitation
programmes follow a 3-tier strategy of regular therapy, demonstration therapy
and parent guidance programmes. The efficacy of this programme is greatly
hampered by factors such as socio economic status, distance travelled to
avail of services and other health considerations. To overcome these setbacks
and evolve more effective intervention plans, the focus needs to be directed
towards outreach and community based rehabilitation.

INTRODUCTION

The management of cleft lip and /or palateis acomplex and life long issue. The staggering
magnitude of the need for intervention isindicated by the results of arecent study conducted
by the Tata Institute of Sciences (1).

The salient features are:

= Theincidence of cleft lip/palate in Indiais estimated at one in 781 live births, with a
maleto femaleratio of 2:1.

=  Anestimated 35,000 children are born with cleft lip/palate every year.
= Most report afamily income of Rs.1, 000/- amonth.

= Approximately 46% had made no effort to correct the defect. Others reported that they
may have consulted a doctor, but no surgery was done due to economic reasons, ill
health of the child or fear of surgery.

=  Caretakers/ individuals with cleft lip/palate reported problems ranging from speech
defects to social acceptance and feeding.
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These results focused on the fact that, early identification and early intervention isthe need
of the hour. Early identification of the cleft is not an imposing problem asvery often, itisa
visible deformity. In India early forms of surgical intervention are also becoming areadlity,
consequent to the efforts by non-profit organisations such as the Smile Train.

Ever sincetheir partnership with agenciesin India, around 3,500 surgeries were performed in
2000 approximately 640 surgerieswere performed at Sri RamachandraHospita duirng 2003.

Asan integral part of the team dedicated to improve the quality of life of individuals with
cleft lip/pal ate, the speech pathol ogists were called upon to provide the following services:

=  Assistindecision-making regarding surgical / prosthodontic/ orthodontic management.

=  Evauateand provide diagnostic therapy pre-operatively.

= Deliver speech therapeutic services post operatively.

=  Heighten awareness of speech defectsand rehabilitation measures among familiesand
professionals.

=  Train alied health workers to provide greater assistance in speech services covering
cleft care.

To achieve these objectives, the data reviewed revealed the necessity to address various
concernssuch asthe need to draw aprofile of the average patient at the cleft clinic, evaluation
of current models of servicedelivery and inclusion of necessary modificationsand to develop
additional / alternative methods of rehabilitation.

The present study attempted to address these concerns.
METHODOLOGY

Data Collection

Samplesize: 488individuals.

Criteriafor subject selection:

=  Allindividualswithoral cleft (unilateral/bilateral, complete/incomplete, lip and /or palate,
repaired/un repaired).

= All subjects who reported a the Sri Ramachandra Cleft Care Centre and were registered
under the Smile Train Programme between 13th November 2000 to 15th December 2001 (2).

= All subjects included under the study were evaluated at least once, by a speech
pathologist from the Department of Speech, Language and Hearing Sciences, SRMC
and RI (DU).
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Procedure

The parameters considered for data collection were: type of cleft, gender distribution, age at
first consultation, distancetravelled to avail of services, economic statusand type of intervention
procedure.

Each sample was dlotted into different categories under each parameter, in accordance with
the dataenlisted in the case records that were compiled at the time of the patient’sfirst visit.
The collected data were then statistically analysed.

One hundred children in the age group between 0 and 3 years, were also analysed for their
language levels using the L anguage Assessment Tool.

Data Analysis

Frequency distribution (in percentage) according to the pre-determined class intervals was
calculated. The mean and the standard deviation were cal culated for "age of first consultation”,
"economic status' and "distance traveled to avail of the services'. Test of significance (two
sample mean tests) was applied to statistically determine the significance of the relationship
between intervention procedures and the enlisted parameters as stated earlier.

RESULTS AND DISCUSSION
A typical profile of the average client who visits the Sri Ramachandra Cleft Care Centre
was drawn out on the basis of the statistical analysis.

Gender Distribution

At first consultation, the male to female percentage ratio was found to be 3:2, with the
distribution of 290 males (59.53%) and 198 females (40.57%). At the therapy clinic,
Department of Speech, Language and Hearing Sciences, Sri Ramachandra Hospital, the
gender distribution was 40 males (54.05%) and 34 females (45.95%) with the percentage
ratioof 1.2:1.

Figure 1. Gender distribution at first evaluation
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Age of First Consultation

Most subjects (56.11%) were found to have a cleft of lip and palate as against 19.24%
reporting with acleft palate a one and 24.65% reporting only with acleft of lip. The earliest
age of first consultation (mean) is4 yearswith 333 (68.23%) children receiving medical help
within the first 3 years of birth. 56 children (11.48%) between the ages of 3.1 and 6 years
and 33 children (6.76%) between the agesof 6.1 and 9 years, reported for medical consultation
for thefirst time. 4.93% of thetotal subjects (24 children) inthe age group of 9.1to 12 years
and 2.25% (11 children) in the age group of 12.1to 15 years, had had their first evaluation for
medical services. 6.35% (31 individuals) over the age of 15 years sought medical assistance
for thefirst time.

Figure 2. Age of first consultation (in years)
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Economic Status
The results showed that the vast mgjority of patients (81.35%) who reported at the clinic
numbering 397 subjects, lived below the poverty line (lessthan Rs.1750 per month). 61 subjects
(12.50%) reported of annual incomes between Rs.21,000 and Rs.40,000 per annum. While 18
individuals (3.69%) indicated an annual income between Rs.41,000 and Rs.60,000, 2.46% of
the subjects reported an income greater than Rs.60,000 (up to Rs.5 lakhs per year).

Figure 3. Economic status (Annual Income in Rupees)
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Distance traveled to avail of services

About 26.8% of the subjects reported having travelled 20 km to avail of the services.17.6%
reported having travelled distances between 21 and 50 km, while 14% reported traveling
between 51 to 100 km. Hometowns of 31.2% of the individuals were located at distances
between 101 and 400 km, while hometowns of 10.2% were located at distances between
401 to 2000 km. Only 0.2% reported traveling more than 2000 km to receive the necessary
medical attention.

Figure 4. Distance travelled to avail of services
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Results of the analysis show that most patients (55.6%) travel distances upto 50 km to avalil
of the services. Significantly, alarge majority (81.35%) fall below the poverty lineand hence,
can neither afford extensivetravel, nor the services. Tests of significance (two sample mean
tests) applied between type of intervention procedure and "distance travelled to avail of
services', "age of first consultation” and economic status" showed statistical significance of
each of these factors.

Dueto theselimitationsimposed by the socio economic status, extensive distances and other
health considerations, most patients are unable to access the benefits of aregular intensive
speech and language therapy programme.

The current intervention programmes at the Sri RamachandraHospital Speech Clinicinclude
athree-tier strategy:

Regular therapy

Intensive language, articulation (phoneme specific goal), voice and prosodic therapy are
offered at the Speech clinic of Sri Ramachandra Hospital at schedules of one, two, three or
five sessions per week as per the patient’s convenience. However, even thisextent of flexibility
is unable to accommodate the constraints of school / office timings of most clients. This
thereby limits the choice to one, or a maximum of two sessions per week.
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Demonstration therapy

This plan was devel oped to accommodate the needs of the large majority who can neither
afford the time nor money for a regular therapy schedule. Lasting between one week and
one month, it includes acomplete demonstration of all techniques and activitiesincluded in
the home plan. Thisprogrammeisindividually tailored to suit the needs and responses of the
client with a suggested review and follow up after two to three months.

A review of the current trend of the age of first consultation revealed that the figure was
shifting towards the age range of 0 to 1.6 years. Subsequently, an analysis of the language
deficits of 100 toddlers between the ages of 0 and 3, indicated that 68% had delayed /
inadequate expressive language and 32% had speech and language within normal limits.
However, even this number of 32% of children were considered to be at a high risk for
developing further communication deficits. A probe into the speech disorders among older
children (who were intervened later in life) revealed developmental errors of articulation
(including compensatory patterns), hyper nasality, reduced intelligibility and errorsin prosody.
To prevent / minimise these detrimental long-term effects, an effective early intervention
plan, that can be implemented even prior to demonstration therapy, needs to be devel oped.
Therefore there arises a need for parent guidance programmes.

Parent - guidance programmes

This package includes (i) measures to sensitise the family to the communication deficitsin
thechild, (ii) hand-outsto monitor the child's developmenta milestonesand (iii) activitiesto
promote speech and language development. Thisindividually tailored plan is given to the
caregiver after a detailed explanation of its contents. This briefing is done during the ward
visits, post surgically. The efficacy of this measureisyet to be validated.

Figure 5. Distribution of intervention procedures

Regular
therapy
(15.16%)
Demonstratio .' Parent
n therapy guidance

(60.25%)

To monitor the progress of the client and increase efficiency in services, alternative methods
of rehabilitation are also suggested. The benefits of home training programmes and
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demonstration therapy, need to be augmented to match the greater benefits of regular therapy.
Models of out-reach and community based rehabilitation, would serve to bridge the chasm
between the need of the community and the services provided.

= Qut reach programmes include camps, screening and counselling and the SLP's
visitsto the community for periodic follow up.

=  CBR can be a powerful service delivery model, to directly provide services at the
community level. It involves skill transfer and systematic monitoring of progress of the
child / client. Sensitising surgeons and other medical professionals at primary health
centres and rehabilitation centres, also forms a core objective. CBR aso necessitates
development of training material / curriculum/ programmesto empower |ocal authorities
and health workers. Thisisthe ideal solution to counter the stumbling blocks of non-
availability of adequate number of professionals and requirement of working with
individualswho areilliterate and monolingual .

CONCLUSION

The results of the present study indicate that the homogeneous model of institutional based
rehabilitation currently followed, does not fully meet the therapeutic needs of personswith
cleftlip/and or palate. Early intervention programmesincorporating out-reach and community
based rehabilitation schemes, would ensure a higher success criterion. Therefore, it can be
concluded, that despitethe great diversity of needswhichisreflective of the nation's population
at large, itisthemost unified efforts of the community, with the service providing institutions.
that will bring about sustainable efficiency in intervention measures.

*Department of Speech, Language and Hearing Sciences
College of Allied Health Sciences

SRM.C.&R.. (D.U.)

No.1, Ramachandra Nagar

Porur, Chennai-600 116
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A REPORT ONDISABILITY INTHEWESTERN REGION OF NEPAL
Chhabi Goudd*
ABSTRACT

NDUP Nepal has recently successfully carried out a research to investigate
the underlying reasons for disability. The research focuses solely on the causes
of disability problems but not on disability itself. Smilarly, NDUP focuses its
study on responsible parties for problems and possible solutions. The main
objective of the study was to find out underlying reasons of disability in
Nepal. A total of 97 non-disabled and 35 disabled members, plus two different
focus groups were included in 8 Village Development Councils of (VDCs)
Kaski, Tanahun, Syanja, and Parbat districts. Qualitative data were collected
by interviewing the two different focus groups in each VDC and individual
interviews. The findings of this study encourage further development of
rehabilitation plans of people with disablity in Nepal.

INTRODUCTION

The main purpose of the study wasto identify the causes of disability in Western Nepal and
to assess how the community and individual s viewed rehabilitation of disabled peopleintheir
society. The study also identified attitudes of disabled people and their participation in their
society.

METHODS

The study was carried out in eight VDCs of four districts, namely Kaski, Syanja, Tanahun
and Parbat in Western Nepal. There were two VDCs selected for the research,
Dhikurpokhari and Kaskikot VDCs in Kaski, Ward No. 1 and 2 of Putalibazzar
municipality in Syanja, Jamune and Khairenitar VDCsin Tanahun, and Tilahar and Pipaltari
VDCs in Parbat. Interviews were conducted to extract a range of attitudes, opinions
and behaviours from 97 non-disabled individuals and 35 disabled people in the eight
VDCs of the selected four districts. Of the 35 people with disabilities included in the
study, about 50 % were physically impaired and others had hearing difficulties or visual
impairment. Focus group discussions were conducted with two different focus groups,
namely disabled people and key family members, and community |eaders selected from
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each VDC. About 7-10 people were invited for focus group discussions in each group.
The former VDC chairperson and other executives, teachers, women |eaders, and
Community Based Organizations (CBOs) existing in that particular VDC were also
invited for focus group discussions. One in every ten households was selected for the
focus group discussion and the membersfor discussion were selected randomly. Consent
was obtained from each member/household included in the study. It was clearly
communicated that participation in the study did not carry any material benefits or any
promises of further rehabilitation. Names of informants and communities were kept
confidential. The period of study was from April 2003 to October 2003.

RESULTS

Table 1. Summary of opinions during individual interviews

Questions Response of the key community leaders, parents, health
workers, teachers and volunteers

Disabled people are different in physical appearance as
compared to non-disabled people. They are unable to
walk, speak, see and eat. They have difficultiesin daily
activities, have paralysis, deafness, dumbness and
mental retardation. Itispitiful, filled with suffering and
complicated. It could be dueto sin, dependency,

lack of appropriate health services, impairment,
hereditary, accidents, being proud, lack of money,
leprosy, nature's gift or mental weakness. Their
condition may also be dueto previouslife, poor
confidence or frustration.

What do you think
about disabled people,
since they are part of
your community?

Inyour opinion, what e Lack of self-confidence, shyness, being teased.
are the causes of » Lack of educational opportunities, encouragement
disability? and co-operation.

 Lack of appropriate health services, socialisation
social work and hatred.

*  Negligence of doctor, family and government.

e Poverty, unemployment and lack of opportunities
for economic devel opment.

e Lack of assistive devices/equipment, unfavourable
environment, and physical infrastructure.
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Poor policy and legidlation.

Problem of accessible market, unableto learn
skillsand no opportunitiesto learn skills.

Poor education, attitude, forgiveness and social beliefs.
A stage of weakness, hesitation and poor treatment.

Inyour opinion, who are
affected by disability?

Peoplewith disabilitiesthemselves, families, community,
parents, children, poor andilliterate families, country, world,
everybody, friends, teachers, I nstitutions, poor and
unemployed.

Inyour opinion, whois
responsiblefor the
problem of disability?

Peoplewith disabilitiesthemselves, families,community
and others.

VDC, District Development Council (DDC)country,
institutions, teachers and mothers.

Policy makers, parents, neighbours, doctors, lawyers,
hospitals, political partiesand government.

Poverty, illiteracy and lack of awareness.

Inyour opinion, whois
responsibleto resolve
the problem of
disability?

Peoplewith disabilitiesthemsel ves, families, community
andingtitutions.

VDC, DDC country, international communities,
political leaders and social workers.

Policy makers, parents, neighbours, doctors, lawyers,
NGOs, CBOs and INGOs.

What is the root/cause of
thedisability?

Carelessness, ignorance and lack of knowledge.

By birth, accident, diseases, natural disaster, hereditary,
negligence of mother during pregnancy and after birth,
negligence of doctor, lack of doctor, unsafe delivery and
use of drugs during pregnancy.

Marriage with a close family member, early marriage
and premature delivery, poverty, lack of health,
education, social circumstances and lack of physical
infrastructure.

Abortion.

Lack of nutritiousfood, immunisation, awareness, and
lack of health services.
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Inyour opinion,
especially in the context
of rural communities,
what are the main needs
of peoplewith
disabilities?

Education, employment, salary and allowance
skillstraining and awareness about activities.

Affection, counselling, encouragement, human rights

and dignity.

Economic support, referral, treatment, and concessions.
Business opportunities such asanimal keeping,

shopsand skill training.

Opportunities according to one's age, sex, and disability.
Development of physical infrastructure that is barrier free.
Assistive devices and equipment.

Accessibleroads, schools and hospitals

Do you know of any
other peoplewith
disahilitiesinyour
community?f yes,
what do you think of
them?

Yes=89, No=8.

Services provided by government are not enough,

local support isessential for their devel opment.

Help them when there are difficulties, needs psychosocial
counselling, encourage them for confidence building.
Treat equally; includethemin all social activities.

Do you know any
childrenwith disabilities
inyour community who
are school- going?

Only one-third of the people know that children with disabilities
go to schools. It means the either the physical infrastructure in
villages has severe barriers, or awareness levels about schools
islow.

with their peers

Table 2. Views of persons with disabilities about their situation in comparison

Description of the situation How severe How serious is
is the problem? | the problem for you?
A. Mobility u 24
B. Sdlf care 25 10
C. Learning and applying 23 12
D. General tasks and demands 24 u
E. Communication 13 22
F. Domesticlife 9 26
G. Mgjor life areas 21 14
H. Community socia and civiclife 21 14
I. Interpersonal interactionsand
relationships 23 12
J. Attitudes and concerns 18 17
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Out of 35 peoplewith disabilities, the majority have difficultiesin mobility, communication
and domestic life. Mobility is a mgor problem because the roads are not accessible for
wheel chair users. Sometimes, the community does not accept disabled children and the
parents stated that it was abig problem. They did not know how the disabled children would
spend their life after the parent's death. They felt that other family members needed to
support them.

Table 3: Focus group discussion results

Questions Response of the key community leaders, parents, health
workers, teachers and volunteers

Asacommunity < Disability is: hereditary, due to accidents, being proud, poverty,

member what do natural gift, being different in physical structure compared to other
you think of non-disabled people, mental weakness, lack of support from others,
disability? leprosy, difficulty to walk, speak, see and eat, return to previous

life, poor confidence and frustration.

e Disabled people do have to develop their confidence. They still
need to do more about it.

* We do know that there are some disabled people in our area, we
do not know in depth what istheir real situation. We also hear that
they havedifficultiesin working in the groups.

Inyour opinion, ¢ Poverty, unemployment, lack of opportunities for economic
what are the development.

causes of ¢ Lack of assistive devices/equipment, unfavourable environment.
disability? e Problem of accessiblemarket, unabletolearn skills, no opportunities
tolearn skills.

 Poor education, negative attitude, lack of forgiveness, social beliefs.
e Stage of weakness, hesitation, and no treatment.
e Poor policy andlegidation.

In your opinion, |
who are affected
by disability?

Peopl e with disabilitiesthemsel ves, families, community, parents,
children, poor and illiterate familiesand country.

Inyour opinion, * Peoplewithdisabilitiesthemselves, families, community.
who are e« VDC, DDC, country.
responsible for . policy makers, parents, neighbours, doctors and lawyers.

Sir;);?:”eirtnyidue to Poverty, illiteracy and lack of awareness.
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In your opinion, .
who are .
responsible to |
solvethedisability
problems?

Peoplewith disabilitiesthemselves, families, community.
VDC, DDC, Country, International communities.

Policy makers, parents, neighbours, doctors, lawyers, NGOs,
CBOs and INGOs.

Are you aware .
about the root
cause of
disability? .

By birth, accident, diseases, natural calamities, hereditary,
negligence of mother during pregnancy and after birth and
negligence by doctor.

Lack of nutritious food, awareness, lack of health services.
Poverty, lack of health education, biological differences, social
circumstances, lack of physical infrastructure.

Marriage with the nearest family relative.

As part of -
community, °
what do you -°
think about the *
needs of the -°
disabled people °

in remote
villages in °
Nepal ?

Education, employment, skillstraining, awareness activities.
Opyportunitiesaccording to their age, sex, and disabilities.
Development of physical infrastructure as per their disability.
Assistive devices and equipment.

Accessibleroads, schools, hospitals.

Establishment of revolving fund fixed deposit, economic
development.

Formulation of policiesand their implementation for welfare of
the disabled people, and inclusion into the mainstream society.
Establishment of organisationsto work for people with
disabilities.

what are the-*
recommendations
for programmes *
ondisability?

Thereisabig problem of getting clean drinking water in our
village and so even more for the disabled people.

It would be very niceto establish askill-training centre for the
disabled people.

Disabled people know the problem of the disabled people better.
All the disabled peoplewho livein the community should be
encouraged to be included into the mainstream devel opment of
the society.

Disabled members should not be sidelined in any opportunities
availableto them.

Awareness-rising programmes about disability and rehabilitation
must regularly be organised by the concerned organisations/
offices.

91 Vol.15 m No. 2 m 2004




Asia Pacific Disability Rehabilitation Journal

Somefamiliesstill hidetheir disabled membersin their housesfor
fear of loosing their prestige. Therefore it is necessary to
arrange a comprehensive awareness-raising programme in the
community. Unless community attitudes are changed to favour
disability, therewill not be any holistic development in the
community.

Education, employment, skillstraining, awareness programmes
are needed.

Opportunities according to their age, sex, and disabilities need to
be provided.

Development of physical infrastructure as per their disability is
required.

Assistive devices and equipment are needed.

Accessible roads, schools and hospitals are needed
Establishment of revolving fund, fixed deposit and economic
development are required.

Formulation of policiesand their implementation for thewelfare
of the disabled people, and inclusion into the mainstream soci ety
are required.

Establishment of organisationsto work for peoplewith disabilities
isrequired.

CONCLUSION AND SUGGESTIONS

Supporting people with disabilitiesis agreat concern of every individual and organisation.
Hence, NDUP-Nepal initiated this research for identification of reasons of disability. Even
though there are many reasons for disability, this study identified some of them that are
useful for planning and inclusion of peoplewith disabilitiesinto the mainstream devel opment
of the society. Thefindings of this study can be auseful resourceto planners concerned with

Nepal.

Some suggestions arising from the study are:

Physical infrastructure must be accessiblefor disabled people so that all disabled people
canusepublic utilities.

Training packages should be developed according to the age of the people. People
should also be categorised according to the severity of their disability.

Effective awarenessraising programmes should be conducted for disabled people, family
and community about disability and devel opment issues before and after implementing
any rehabilitation activities.
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Disabled people should be encouraged to be involved in al community development
activitiesaccording to their potential.

All disabled and non-disabled membersare equally responsibleto establish adiscussion
forum about disability.

Community attitudes need to be changed to favour disability issues, there should be an
effective awareness raising programme in the community, for existing groups, schools,
volunteers, elected officials, mass meeting etc.

Family members should be trained on how to communicate with their deaf members,
how to cure wounds of disabled members, how to orient blind members and how to
teach their mentally retarded members etc.

Primary rehabilitation interventions should be available in the community. It is the
responsibility of the government, NGO, NGO and the community.

Families should be encouraged to send their disabled children to schools, community
events, cultural events etc. that they can enjoy, learn and share their views.

All thedisabled membersare equally responsible and have equal rightsto take decisions.

Families and communities must be informed what the real needs of disabled peopleare
because they are the key people to help disabled people to mobilise local resources.

Non-formal education classes should be started in the community.
Families should be encouraged not to hide their disabled membersin their houses.

VDC, DDC and government should be made aware that solving disability issues are
aso part of community development. Therefore they should consider thisissue as any
other component of community devel opment.

Existing laws, acts, policies and |l egislation about disability and disabled people must be
amended by the government and implemented. INGO/NGO should be requested to
implement rehabilitation activitiesin the community.

There should be an opportunity to attend schools for those who cannot pay monthly
expenses of schooling.

INGO/NGO should betransparent in all the activitiesand should establish agood positive
relationship with the community.

*National Disability Upliftment Programme [NDUP] - Nepal
P.O.Box 534, Pokhara, Nepal
ndup@fewamail.com.np
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INREFLECTION : MAKING SENSE OF ACHIEVEMENTS
AND FAILURESOF A CBRINITIATIVE

Namita Pande,* Ajit K. Dalal
ABSTRACT

This paper presents lessons that were learnt while carrying out a CBR project
for rehabilitation of physically disabled members of a village community.
The outcomes of this project are narrated in a reflective manner without
categorising them as either achievements or failures. The purpose of this
paper, therefore, is to share our understanding of the performance of a CBR
programme.

“The modest amount published about CBR continuesto be mostly on ‘What A great Job we
Did', i.e. the heroic struggleto get things going, urgent pleasfor fundsto expand, anecdotes
from grateful clients, etc. No doubt thisliterature hasits place, but the genre seldom contains
any serious, critical thinking” (1).

For over five years during the early nineties we were committed to setting up a Community
Based Rehabilitation (CBR) project at Sirathu (a village district bordering western Uttar
Pradesh, India), aregion whichwastill then unexposed to voluntary initiatives by any formal
agency. We came across many opinionsin mattersrelated to CBR, which communicated to
usthe meritsand viability of community based approachesin meeting challenges of disability.
Therewere many written reports documenting success of such initiatives. For us, who were
stepping out of an academic department into the“real” world for thefirst time, such informed
opinions and narratives of success had a great inspirational import. Driven by the zea to
align psychological knowledge to needs and aspirations of people, we ventured out, made
commitments, formalised plans and strategies, made efforts to enter into the community,
solicited support and carried out many activitiesin the name of CBR. We were elated when
the programme moved along predicted lines but most of the times remained confused for it
would digress in unforeseen trajectories. All through, the programme oscillated between
achievements and failures as did our “sense-making” of its outcomes. It is only after the
programme has caved in for reasons that this paper would enumerate after awhile, that we
feel the need to reflect and narrate the story of the programme performance. We are doing
it at acost; there are apprehensions of being seen asinitiators of a social action programme
who were more enthusiastic than informed, those who made mistakes but did not pause to
correct them and now are indulging in the luxury of reflection when threats of either losing
face or cessation of funds have become matters of distant past. Yet, the need to tell the
story is more compelling than threats associated with misperceptions.
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It seems to us that categorizing outcomes of any change effort as either achievement or
failure casts outcomes in an evaluative mould and renders any alternative interpretation of
the meaning of an outcome, almaost impossible. Depending upon how efficiently and at times,
strategically, the conflictsand crisesinherent is human endeavours are appropriated, outcomes
appear to be either achievements or failures. What is deemed as an achievement may have
failed in the sense that it may have met the expectations of a select few at the cost of
ignoring the aspirations of alarge number of stakeholders. Similarly what gets dismissed as
afailure may indeed be an achievement for it may affirm the dignity of human effort and
furnishinsightsfor improvement. Therefore, while narrating the story of thisCBR initiative,
it would be our task to critique limits of what we did achieve and present possibilities hidden
inour faillures. Incidentally, the story that we are about to tell does not have a consistent story
line. During the course of this paper readers might experience many shift, some of which
they may not anticipate; the narrative and the sense making will proceed side by sideandin
no definite order. In reflection, this perhapsisinevitable.

Recently, it has been suggested that among psychol ogists, the understanding of disability has
remained confined to addressing psychological issues which an individual with physical
disability might present and therefore psychologistsneed to“..... demonstrate competency to
develop clinically valid intervention strategies and address concerns that fall outside of the
realm of psychological issues’ (2). No doubt, the core of the disability concept istheindividual
but the term “disability experience’ that has gained currency, implies that disability is not
inherent but is experienced at the intersection of person and environment (3). Besides, it is
the contention of thefirst author that only psychologising issues of vital concerns- those that
affect human lives and determine the quality of human condition- and not taking any initiative
to bring about apositive change, isan act of irresponsibility. Thereforein order that psychologists
speak and act responsibly vis-a-visdisability, thereisan urgency to grow out of thedisciplinary
confinesand carry forward the task of integration of personswith disability into the societal
mainstream by at |east recognizing issues which may fall outside the psychological realm.
While it may be conceded that psychol ogists are not trained to addressissues at the systemic
level, yet there are visible signs to suggest that they would continue to visualise possible
utopias and will sustain effortsto realise them (4).

Irrespective of who initiates social action programmes and with what kind of training, the
core of amost al such programmeswhich aspireto intervenein processes with discriminative
socio-political under pinnings, isanimated with anidealistic vision of creating abetter tomorrow
for those who are discriminated against. A natural fall-out of thisvisionisto understand the
reality in clear dichotomies such as the perpetrator and the victim, the haves and the have-
nots, the deprived and the privileged. I nterventionsthat are designed to bring the underprivileged
at par with their privileged counterparts, clearly share this vision. Although noble in their
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intent, they seldom address the question of discrimination at asystemic level. Their schemes
of evaluation define programme successin termsof the number of underserved who eventually
get served through the programme. For example, most CBR programmes subscribe to this
‘victim-service’ model of intervention because they ascertain the effectiveness of the
programme by counting the number of persons who were given aids and appliances,
compensatory education, skills or physiotherapy. Even when such remedial projects are
undertaken with the hel p of community’sinitiativesor expertise, they sill reflect theinstitutional
model of rehabilitation which considers compensation for thelosses dueto physical disability
asthe only method of restoring independence and freedom.

We recognised right from the beginning that disability ismore asocio-political issuethan an
issuearising out of physical limitation or impairment, and that no CBR programme canignore
the socio - political fabric of the community. We also realised that the means to access and
reinforce the lost sense of power and autonomy lies in political action and not in treating
personswith disability asaspecial category of peoplein need of help and assistance, because
such compensatory initiatives only accentuate the dichotomiesthat must be done away with.
What confused us was discovering appropriate strategies that would begin and sustain the
political action of thisvariety.

Why not focus on abilities rather than disabilities? We raised this question hoping that the
answer might help us explore capabilities of Personswith Disability for their development
and integration into the community’s mainstream. This question could also change the
reference point : what becomes more important is not what able-bodied are doing or are
capabl e of doing but the unexpl ored potential s of personswith disability themselves. Implicit
is this approach lies the assumption that like any one else, persons with disability too have
their unexploited reservoir of creative energies which can be released and utilised for the
community’sdevelopment. I n that sense they become equal partnersin realising the dreams
and aspirations of the community. Related to this, was the possibility of viewing CBR asa
project of community devel opment because a CBR programme could sustainif it contributed
to the development of the entire community. If persons with disability become more
resourceful, then resourceful ness of the entire community isenhanced. Needlessto say that
placing the enterprise of CBR within the power dynamics and developmental processes of
the community can render programme implementation more difficult. What may appear to
be a sound ideology may not lend itself easily to concrete action plans. Aswas true in our
case, the problem got further complicated by our lack of expertise in handling such vexed
issues.

It may be best to begin with a brief description of the site, the programme ideology and its
objectives. ThisCBRinitativewasundertakeninfivevillagesof Sirathutehs| (an administrative
division) of Kaushambi district. Thesevillageshad atotal population of about sixteen thousand
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people. Barring a few high caste families, most inhabitants belonged to scheduled and
backward castes and worked either asunderpaid agricultural labourers or petty businessmen.
Therewere around three hundred personswith physical disability (wehad alist and detailed
information of two hundred and twenty persons but we estimated that the list was not
exhaustive) dueto post-polio residual paralysis (PPRP), tubercul osis, mal union/nonuniuon of
fractures and traumatic amputati ons due to accidents. Out of these 220 persons 180 belonged
to scheduled and backward castes and the rest were either high caste Hindus or Muslims.
Thenumber of childrenwith disability wasfairly large. Theadults had disability since childhood
or early adulthood and had not undergone any medical treatment or physiotherapy. Some
were educated upto the primary level but the rest were either illliterate or semiliterate. A
large number of children with disability did not go to school and the disabled adults usually
stayed at home. There were at least one primary school and one adult education centre in
each village but the attendance was poor. There was just one Primary Health Centre (PHC)
for al thevillages of thetehsil. Except for afew government sponsored campaignsfor birth
control and immuni sation, thisregion was not exposed to any kind of voluntary social action.

Given that the overarching philosophy of CBR isintegration of personswith disability in all
spheresof community’slife, thisprogramme addressed the question of integration within the
framework of empowerment of persons with disability and of the community. In that case,
perhaps, integration becomes both, the means as well as the indicator of empowerment.

Many community psychologistsinthe West have used theterm empowerment asanindividual’s
sense of mastery and efficiency, without focusing much on the context in which empowerment
takes place. Experience tells us that in the world of action where individuals, groups and
organisations struggleto control resourcesto fulfill their competing goal's, empowerment for
oneislossof power for another and the powerful do not alwaysgive up power so easily. One
may get embroiled in such debates as long as the implicit linkage between individual
empowerment and the empowerment of the community are not appreciated.

Integration of personswith disability into the community’s mainstream both asameansand
as an indicator of empowerment requires conceptualising empowerment at the levels of a
person with disability, agroup of personswith disability and at the level of community. At the
individual level, the driving force behind empowerment is the critical consciousness of
powerlessness dueto external forceswhich are not under personal control. From thisvantage
point, psychological variablessuch as personal inefficacy, lack of persona control and learned
hel plessness come handy in understanding the subjective experience of powerlessness and
forwarding strategiesthat can help theindividual become more efficacious and resourceful.
This conceptualisation of empowerment dissociates the individual’s psyche from his social
conditions and ignores the intricate mechanisms through which individual and social
environment interact. Thisconceptual lacunaeisovercome when personswith disability are
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seen asapressure group striving to access and create resources and control their allocation.
Tobeabletoengagein political activity of thisvariety, cognitionsregarding personal control
and self efficacy are perhaps necessary and here in lies the delicate link between the two
perspectives. At the level of community however, the notion of empowerment needs to
extend beyond its restrictive definitions and popul ar images. Community empowerment, as
we see it, not only refers to the community’s greater control over the resources for its
development vis-a-vis other communities or the state but also refersto itsincreased resources
which are available by integrating persons with disability into its mainstream. The power
struggle between persons with disability and the larger community is at least theoretically
resolved when both are seen as the sources and beneficiaries of empowerment. If persons
with disability acquire greater power from utilising community’ sresources, and in the process
discover additional sourcesof power, the community too becomes more powerful by utilising
the resources of persons with disability who have now been integrated into its mainstream
for itsdevel opment. I dealistic and to some extent unreal thoughit may sound, thisbroadening
of the notion of empowerment isnecessary for conceiving CBR asacommunity devel opment
project.

This very brief description of the programme ideology can now render the rationale for
laying out certain objectivesand carrying out certain action plans, more comprehensible. The
main thrust of the programme was to integrate persons with disability into the community’s
mainstream and improve the quality of life of the community asawhole. More specifically,
the objectives of the programme wereto :

(a) evauatethehealth and rehabilitation needs of the village community and mobilise persons
with disability, their familiesand the community so that they are ableto accessingtitutional
resources and create new resourcesto fulfill their health and rehabilitation needs.

(b) sensitisethe community towards special needsand abilities of personswith disability so
that it maximally utilisesthem for its development and

(c) mobilisetheinstitutional and local resourcesfor promoting economic self reliance among
personswith disability.

A significant feature of thisprogrammewasthat it attempted to anchor attitudes (of persons
with disability their familiesand thelarger community) towards disability within the matrix of
empowerment and integration. The purpose was to add a psychological perspective to the
programme and test the extent to which attitudes (amicro level concept) help in understanding
the dynamics of these essentially macro level processes. Intuitively, it appeared to usthat the
hopesand possibilitieswhich are nurtured despite serious physical limitationsare psychological
resources to strengthen political actions directed towards securing the desired end states. If
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the current psychological state isthat of resignation, apathy and withdrawal, initiatives for
regaining thelost sense of independence and freedom would belesslikely. For suchinitiatives
to surface amorefavorabl e self-perception was perhaps necessary. Positive attitudestowards
disability which, from community’s perspective refer to abelief that persons with disability
can become productive members of the community, could make their special abilities and
skills, more evident. The community would get empowered to the extent that it utilisesthose
abilitiesfor its development. Putting it differently, the kind of attitudes which personswith
disability and the community hold towards disability would determinethe efficacy of political
mobilisation, status of personswith disability, their level of integration, and the seriousness
with which community would take on the responsibility of their rehabilitation and create
necessary conditionsfor equal participation.

Having said that, now the stage is set to review the CBR activities which we undertook and
to critically evaluate their outcomes. Rather than listing the activitieswhich we were ableto
either initiate or complete, our choice isto consider them as components of various action
plans. Looking at the nature of these activities, the action plans which were carried out were
creating awarenesswithin the community about community’ sneedsof health and rehabilitation
and about the general philosophy of CBR, mobilising the community and persons with
disability to get accessto rehabilitation facilitieswhich existed but were denied to them, and
changing the community’s negative attitudes (the data which we collected around that time
on disability attitudes, beliefsand behaviour clearly showed that attitudes towards disability
and disabled personswere extremely negative) by hel ping some personswith disability become
models of successin terms of being economically self reliant.

The programme took off in early May 92 with a couple of informal meetings at the villages.
These meetings were attended by the opinion leaders such as the Gram Pradhans (village
heads), Block Development Officers, doctorsfrom PHC, teachers of primary schoolsand also
by persons with disability and their families. In these meetings, issues relating to causes of
disability and its prevention, nature of disability inthat region and the resourcesfor rehabilitation
werediscussed. During these meetings, our focusasinitiatorswasto highlight the meritsof the
CBR approach in addressing these issues. The initial response of the community was very
positive. Theareafor programmeimplementation was earmarked, people offered their services
voluntarily and even suggested concrete steps that could be taken in these directions. Some
volunteerstook up the responsibility of identifying personswith disability in fivevillages, the
nature of impairment, their needsand specia abilitiesand their expectationsfromthe programme.
Thissurvey yielded adetailed record of 220 personswith disability residingin that region.

Building awareness is perhaps the most important and at the same time, most challenging
task. Especialy when a programme carries a definite ideology, there is an urgent need to
arrive at a shared understanding of its essential components. Often in this urgency, the
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alternative understanding of the components is silenced and needs other than those which
the programme purportsto address are marginalised. We still remember an old disabled lady
walking up to us and asking what the legitimacy of promoting rehabilitation was when even
safe drinking water was a scarce resource. Another young disabled person alleged that
CBR was yet another instrument used for denying the benefits of technological expertisein
thefield of rehabilitation to those who need them the most but cannot afford them.

We did not have ready answers to these questions. These and many more such instances
have suggested to us that community’s understanding about what is desirable and what the
programme should be achieving was at variance from our understanding but, nevertheless, it
isthis variance which was of critical significance. The act of inflicting a programme on the
community with * stated’ goalsand objectivesclosesall avenuesfor ameaningful dialogueto
arrive at a shared understanding about the goals and objectives of the programme. This
definitiveness with which a programme is launched militates against the very spirit of
empowerment becausein this entire exercise, community has no roleto play. The goalsand
objectivesif stated asthough they are sacroscant, only reflect the vision of theinitiators and
not that of the community. Attempts should be made so that they may come to be ‘ shared’
and should remain open to modifications and adjustments as and when required. This we
learnt the hard way and tried to recast the programme objectivesin thelight of community’s
understanding of CBR. It is another matter that this understanding eluded us because the
village community that had competing factions and conflicting interest groups, interpreted
CBR in more than one way that were often irreconcilable.

Awareness also increases needs and expectations and when they grow beyond what the
programme can afford to fulfil, it becomes difficult to sustain people’'s motivation. Despite
our repeated submissionsthat it was neither our intent, nor did we have necessary resources
to distribute money or other things, peoplein general and personswith disability in particular
perceived the programme as asource that could fulfil their long pending demandsfor financial
help and assistance. We had in our files, a number of such applications and it became
increasingly difficult for usto wean people away from those expectations.

These unfulfilled expectations were then manifested at different levels. The promise which
the project showed started waning and the enthusiasm with which the programme began
started fading at an amazingly rapid pace. The office bearers of the project started abstaining
from meetings and other activities. At that tagewe cameto realisethat peoplewere dissatisfied
because by then they knew that the programme had no backup of external funding which
they could have utilised to strengthen their political base. At the same time, they also saw
that the participation of personswith disability and their familiesinthe programme had increased.
Since amajority of personswith disability belonged to the scheduled and backward castes,
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their increased participation was perhaps being perceived as a threat to the existing socio-
political order.

We feel that as long as any socia action programme remains at a ‘show case stage’ in
performing essentially adecorative display function such as highlighting the credential s of the
initiatorsand the participants, it evokes great enthusiasm. But when it getsunderway and starts
striking at the vested interests, threatens to disturb the existing pipeline of resource flow and
unsettles political structures, it meets with resistance. Therefore we are tempted to interpret
the dissatisfaction of the office bearers of the project both as an achievement and afailure. If
some such people were dissatisfied, may be the programme was doing well. The activities
directed towards creating awareness had a “ripple effect’ in the sense that many personswith
disahility belonging to villages other than the selected five, camein large numbers and shared
their problemswith the group. They even made suggestions about what they could do with or
evenwithout external help. We considered it asan achievement because personswith disability
and their families who should ultimately own the programme were taking more interest and
initiativeand the political heavywel ghtswere distancing themsealves. It wasa so afailure because
these politically powerful people who could have provided a magjor impetus to programme
planning and implementation were dissatisfied and angry. We made desperate attempts to
discover what had led them to feel dissatisfied. Despite our concerted efforts, that remained
unknowntill theend and we could not devise methodswhich could have harnessed their political
ambitionsto use their resources for programme augmentation.

Somewhere during the middle of programme implementation we collected some data from
the PHC about the number of inhabitants of the chosen villages who went for immunisation
prior to May 93 and between May 93 and December 94. The number had significantly
increased both for high caste people, as well as for the scheduled and backward castes
though the increase was much higher in case of scheduled and backward castes. It may be
unfair to suggest that this was entirely due to the awareness which the programme had
brought about. All that can be said is that the programme could have been one of many
factors which led to this difference.

Another set of activities that we carried out consisted of mobilising the community to get
access to the resources for rehabilitation. The Government of India had instituted many
welfare schemes for the rehabilitation of persons with disability, such as loans for self-
employment, vocational skillstraining, concessionsin travel and fellowshipsfor education.
As our visits became more frequent, we realised that people were either ignorant of such
schemes or were unable to avail them for various reasons. This knowledge gave usthefirst
opportunity to takeasmall step in thedirection of community mobilisation for increasing the
responsiveness of the bureaucracy towards community’s needs. This we thought was not a
difficult task and withlittleeffort, the strength of collective action could be readily demonstrated.
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Inorder to avail such facilities, acertification of disability from the Chief Medical Officer or
from the head of the orthopaedic department of the local medical college was needed. The
community took a major initiative in this direction and organised three such camps where
doctors from the city visited the site, made disablity assessments and issued disability
certificatesto morethan ahundred personswith disability who wereeligible. These certificates
were used for various purposes and thelocal doctorsand other officialswho were previously
denying help came forward to help the persons with disability complete various formalities
for obtaining certification. Many personswith disability and their familiesal so contacted the
Government and non-government agencies in the nearest city.

However, getting accessto community’sown resourcesfor rehabilitation continued to remain
a distant goal. This happened because many local resources such as surplus land of the
villages were managed by people who were politically powerful. They were reluctant to
distribute the land to persons with disability because that could have brought about power
imbalance and disturbed the existing social structures and relationships. If avillage chief
extracts political mileage by extending the favour of giving surplus land of Gram Samgj
(village community) to one of his allies, would, he give the same land to a person with
disability or his family? Therefore as far as using local resources for rehabilitation was
concerned, the distancing of the powerful groups from the programme constituted a major
set back.

The programme attempted many other activities but they were not followed up very
systematically. For example, one volunteer was attached to the orthopaedic department of
the medical college for fifteen daysto learn physiotherapy but he could not start giving this
service at the village level. Similarly, a three-day bee keeping training programme was
organised at the PHC of Sirathu with the help of the government’s garden at Allahabad city
but there was no follow up becauseit required financial investmentsin the beginning. With
the help of alocal NGO, working for therehabilitation of blind childrenin thecity, we provided
small loansto two personswith disability to start pavement shops. Whether or not it created
success models is a matter of debate but that definitely created more pressure on us to
extend such activitiesto others.

It was around that time that we thought that the programme was in need of a major change.
Instead of feeling desperate and making sporadic attempts to give the programme a new
lease of life, we decided to implement plansfor the vocational rehabilitation of personswith
disahility. To achievethis, we arranged to start an integrated school where disabled and able-
bodied children could learn together, and a bakery that was to be owned and managed
primarily by the disabled membersof thevillage. Little did werealise that attemptsat vocational
and educational rehabilitation are no magic wandsto resurrect aprogrammethat was already
sailing introubled waters.
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Within a couple of months of commencement of the integrated school at least two such
schools sprang up nearby. This was a great surprise as this was least expected. We were
|ater told that since one of usbelonged to afamily of erstwhilelandlordswho had still managed
to remain influential in that region, these initiatives were perceived as yet another strategy
adopted by the family to increase its power base. The bakery was hijacked by others,
marginalising the disabled members of the community. The programme suffered because of
yet another reason. In order to ensure a smooth entry into the village community we relied
heavily on a couple of key persons. Although it may be a good way to begin with, yet the
process of entering into the community must be carried forward, atask we did not engagein.
All programme activities centred around these key persons and predictably enough, the
programme came to be identified as their programme and not that of the community. Later
those key persons got involved in other activities and lost interest. One such key person
suffered amajor health problem and as aresult many ideologically driven activities cameto
agrinding halt.

Now, in reflection, many images and insights related to programme performance - what
we did and what we could not, where we erred and where we succeeded, what could
have been done and how - keep coming to us, some of which compel usto ruminate over
our success and failures. In retrospect, we find it extremely difficult to flag ‘ success’ or
‘failure’ asthe outcome of our initiative. What seems possible at this stage isto sharewith
the readers, some sense which we have been able to arrive at from this very exciting but
unfinished project.

We have cometo realise that CBR isarelatively difficult concept to communicate and even
more difficult to generate a consensus about what it means. It has been our experience that
tryingto arrive at aconsensus regarding the meaning of CBR, whileinteracting with diverse
groupswith varied interests, motivations, background and commitment, is not an easy task.
Moreover, theidyllicimage which theterm ‘ community’ evokesin our mindsismoreamyth
than areality. It is not as though a vibrant community consisting of people eager to extend
help and cooperation to one another already existsand all that isneeded isto just plug inthe
task of rehabilitation. Infact, the community spirit hasto be conscioudly cultivated, maintained
and reinforced from timeto time. How efficiently thistask ishandled, determineshow smooth
becomes the entry and subsequent success of a CBR initiative.

It has often been suggested that in India, most community devel opment programmesdid not
yield desired results because the programme did not modify the psychological structures of
people (5). Our contention isthat before one intends to modify the psychological structures
of othersthrough any programme, examining one’'s own motivationsis perhapsimperative.
If the motivations are only to drive homethe point that ‘| am holier thanthou’ or ‘| have had
afeel of the soil’ or to ‘add another feather in one's already colourful cap’, then one most
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likely will become what Miles (1) calls ‘aflying expert’. In this case one is not aiming for
sustainability of aprogramme and therefore onewill not get it. But if the motivation originates
from adeep rooted conviction to change an unjust social order by mobilising peopleto fulfil
their dreams and aspirations, then any intervention to bring about changeis not a part-time
engagement. Building capacities through social interventions requires fusing of expert
knowledgewithlocal knowledge, that whichisavailablein theform of beliefsand perceptions
(6). Thiscan happen only when theinitiator iswilling to become apart of the community and
is ready to put other concerns at bay. A successful intervention, after al, is not so much a
matter of expertise asit is amatter of commitment.
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