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FOREWORD
It is more than twenty years since the concept of CBR was introduced through the World Health
Organisation (WHO), in the years following the Declaration of Alma Ata in 1978. A manual was produced
explaining simple activities to be carried out by disabled persons themselves, their parents and family
members at home, especially for improving the activities of daily living. In the same period, similar
ferment was going on in other specialised agencies of United Nations like UNESCO and ILO and in some
non-governmental organisations, each of them using the same basic principles of transfer of knowledge and
skills to persons with disabilities and their families, for promoting their access to education, vocational
training, employment, etc.
Over these twenty years, many of the basic concepts related to CBR have been subject to reflections and
evolution, and may seem very different from the original ideas. For example, as far as educational activities
are concerned, the ideas of special needs and special education were initially replaced with integrated
education but now UNESCO promotes the concept of inclusive education. While initially CBR was seen as
an alternative service delivery approach to rural and marginalised areas not having access to any
rehabilitation services, now more and more persons see it as an instrument for promoting empowerment of
persons with disabilities and their families, for advocacy of human rights and for improving their access to
resources and services.
There have been discussions about the different models of CBR. However, we believe that each CBR
program based on same basic principles of community participation and multi-sectoral approach has to be
adapted to each specific context so that different CBR programs may seem very different from each other.
Similarly, the realisation that different CBR activities needed to be looked together in a holistic manner,
brought together three organisations of United Nations in 1994 (WHO, ILO and UNESCO) to come up
with a common definition of CBR:
"CBR is a strategy within community development for rehabilitation, equalization of opportunities and
social integration. CBR should be implemented through active involvement of disabled persons, their
families and communities with support from appropriate health, education, vocational and social services."
This definition emphasises the present notion of CBR approach as part of community development, where
community involvement and multi-sectoral nature of activities are fundamental. During this period,
gradually the CBR approach has moved from "pilot projects" to be part of national policies for answering
the needs of disabled persons and their communities, in many countries of the world and the number of
such countries is increasing. Yet constraints to implementation of CBR programmes continue to exist. For
example:
•
•
•
•

In many countries, the CBR activities remain limited to some pilot areas in spite of a national policy
emphasising central role of CBR in rehabilitation services.
Many countries lack resources for training the personnel and for initiating CBR programmes.
Multi-sectoral collaboration remains difficult in many countries and situations, though agreed by all in
principle.
Community involvement and community ownership of CBR activities remain difficult in many
countries, where CBR is seen as a programme belonging to one particular ministry.

The evolutionary changes in concepts and practices of CBR continue. For example, the growing emergence
of "social model" of disability and growing active participation of organisations of disabled persons (DPOs)
in CBR programmes, are questioning many aspects of CBR, so far taken for granted. For this reason, it is
necessary to continuously and critically, reflect on the theories and practices of CBR.
Disability and Rehabilitation team of WHO (WHO/DAR) is involved in different on-going activities for
reviewing different aspects of CBR and to monitor the implementation of CBR programmes. In April 2001,
an international conference on "Rethinking Care from the perspectives of disabled people" was organised in
Oslo (Norway), which brought together disabled persons and their organisations from different parts of the
world to discuss their views about the role of medical care, rehabilitation and support services. In October
2001, an international consultation was held in collaboration with AIFO/Italy on promoting CBR in urban

slum and low-income areas. In December 2001, a report about status of rehabilitation services in 26
countries of Africa has been published, which includes information about the status of CBR in national
policies and the implementation of CBR programmes. A report on monitoring of UN Standard Rules
related to health, has also been published recently. An important appointment for taking a critical review of
the CBR strategy is planned for 2002 by WHO in collaboration with UN agencies, international NGOs and
DPOs.
The articles in this issue of "Selected Readings in CBR" are important for this reason. They are a
useful input for taking forward these critical reflections on the role and strategy of CBR and for clarifying
our present understanding about it.

Dr. Enrico Pupulin
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World Health Organization (WHO)
Geneva, Switzerland
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Medical Support Department
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COMMUNITY AND INDIVIDUAL RESPONSES TO
DISABLEMENT IN SOUTH ASIAN HISTORIES:
OLD TRADITIONS, NEW MYTHS?
M. Miles*
ABSTRACT
South Asia has a substantial historical heritage of informal and semi-formal responses by
communities and individuals to disablement from antiquity to the present. Documentary evidence
shows disabled people playing various roles in their families and communities, sometimes with
surprising independence. Top-down, charitable or restrictive responses predominate in folklore,
epic and religious literature, with basic community provision of food and shelter to disabled
people among many other needy categories. Within families, the burden of care normally fell on
female members. Yet some evidence challenges the stereotypes and suggests that disablement
historically evoked a wider range of responses and initiatives. The practices and motivations of
philanthropists, and the worthiness or unworthiness of recipients, were subjected to critical
discussion in Hindu, Jaina, Buddhist and Muslim histories. Formal community-based
rehabilitation development in the 21st century could become more appropriate and effective by
studying the previous 4000 years of cultural experience.
CAUTIOUS INTRODUCTION
This chapter briefly reviews some evidence of informal communal and individual activities involving
or directed toward disabled people in South Asia, mainly in the period before European influences began to
have much impact on Asian life (1). The evidence derives from translations of historical documents,
ancient epic literature and legend, folklore and religious homilies (2). Much of the material sounds
surprisingly familiar though the social environments were in some respects substantially different from
those of South Asian countries in the 21st century.
Both the apparent familiarity and the apparent differences are pitfalls around which to tread
cautiously. Whether we travel across modern geographical borders or attempt to travel back through
history, there is a tendency to focus on things that seem familiar, crying “Look, they are (or were) just like
us!” People who have lived in a distant country for at least six months will recognise this phase of ‘initial
recognition’, which soon gives way to a realisation that what looked familiar in the first few weeks in fact
has many differences on the surface and substantial differences at a deeper level. After several years a more
balanced view may be reached, recognising some shared human features at a deep level and some cultural
and conceptual differences at all levels. When travelling back through the available historical evidence we
may pass through similar stages of appreciating what is held in common and what is perceived very
differently. It is of course far more difficult to confirm or disprove historical judgements, which should
therefore be held tentatively rather than as firm convictions.
The material selected here mostly comes from antiquity to about 1800 CE, but dating of the earlier
evidence is seldom precise and often disputed. It is also impossible to show convincingly that any particular
role or activity was the normal practice in the location where it was reported, let alone across the vastness
of South Asia. Further, all the ancient literature reaches us via the hands of many editors and interpreters,
some of whom probably added their own spin. There continue to be sharply conflicting interpretations, for
example between people seeking to recapture a ‘Golden Age’ of pure Indian culture (subsequently
destroyed or deformed by foreign invaders), and people who believe that whatever happened earlier was
primitive and unrefined and should be replaced by the latest technological advances with a little
modification for Asian cultures. The present paper steers between such extremes. There is certainly room
for many different opinions.
On the positive side, textual evidences of disabled people most often occurred as ‘supporting detail’ in
stories or accounts where the main thrust was elsewhere. Supporting details in story-telling are effective
only if they are a credible representation of a background familiar to the hearers; so those that have
survived the passage of centuries are perhaps more likely to be reliable. Disability and the situation of

disabled people seldom were contested issues until long after these stories achieved a stable form. Against
this it should be borne in mind that even in the modern era, with hundreds of articulate people in every
corner of South Asia having some knowledge and experience of disability and of community responses, no
comprehensive and coherent picture has yet been constructed of community and individual responses to
disabled people. That being so, we are unlikely to achieve more than a tentative sketch of earlier times.
There is probably a link between these two lacunae. Until a more substantial account has been
rendered of disabled people in South Asian history and their place in communities and society, it will
remain hard to construct a credible picture of their place and roles now, and the current responses of
individuals and communities to disablement, or the most appropriate ways to plan or influence social
responses in future. The present situation is almost certainly rooted deep in the cultural heritage from the
past. Most of the words and phrases available for discussing difference and disablement have long roots in
the past and are embedded in the cultures and mutual relationships of Asian families and communities from
centuries ago. Conversely, disabled as well as able-bodied South Asians now should play their part in
constructing the earlier histories, bringing their own personal and group experiences to bear on the
interpretation of evidence. Such participation will not make the process any easier; it is likely to make it
more difficult! Yet the outcome should be stronger, because historical accounts of how society responded
to some of its minority groups naturally involve many contested issues.
Here it becomes easy to see why historical perspectives are necessary in any modern discussion of
“Disability and rehabilitation issues in South Asia”. The contested issues of the past continue to be
contested issues now, and disabled people have begun to play an increasing part in debating them and in
depicting the realities of ‘community and individual responses’ from the receiving end. Some disabled
people are also becoming more actively engaged as members in their communities, whether they are
working specifically on changing responses to disablement, or are taking community roles in which their
disability is incidental to their work. In doing so they are both following an old tradition and breaking new
ground. There have been some notable disabled people in South Asian history, whose lives and activities
should be better known as role models for modern change agents. At the same time, disabled people are
now living amidst social changes of an unprecedented pace and range. Whatever they may learn from the
past, it must be applied in new situations in which outcomes are seldom easy to predict.
The materials used below, especially those from antiquity, appear in an unsophisticated way, i.e. with
little or no discussion of their provenance, ‘factual’ historicity and so forth. That is partly for reasons of
space, but more importantly because such questions are unlikely to concern the vast majority of readers.
The blind King Dhritarashtra exists as a well-known fact of South Asian cultural history, as does King
Arthur in British cultural history, a fact undisturbed by any academic debate about whether he corresponds
with an identifiable man who reigned in a particular place during a specific period that can be confirmed
from archaeological evidence. Later cultural history, especially after the coming of the Muslims to South
Asia, has more reference to texts written as historical records. These may have more value for pinpointing
specific instances of community or individual responses; but about responses in general they do not
necessarily tell us more than the heritage of legend and folklore.
DISABLED PEOPLE IN THEIR FAMILIES
By far the greatest category of informal community and individual responses experienced by disabled
South Asians has presumably been within their own families, whether as children, adults or elderly people;
yet this category is also the least documented in history. The care of infants and children with disabilities,
and of elderly people with failing vision, hearing and movement abilities, has fallen largely upon the
women of the household, as it does down to the present - and women’s caring duties are notoriously underrecognised. The vast majority of women were not able to make any written record of their own activities,
while male historians traditionally have taken them for granted. Curiously, even a male teacher who
reportedly took care of the personal needs and hygiene of his ancient, blind mother was said to have
aroused his neighbours’ derision, though whether by an excess of filial devotion, or the physical
involvement of it, is unclear (3). A more complicated case was that of Kayavya who, though a robber,
succeeded in reaching paradise. Part of his merit was that “He worshipped his old, blind, and deaf parents
in the forest every day” and clearly also provided for their daily needs (4). Against these two atypical male
carers may be set the archetype of Draupadi, who had not only her five husbands to serve but also an

accumulation of other people. She daily served all the company, “including even the deformed and the
dwarfs”, before taking food herself (5).
These three cases hardly give an adequate representation of the time and effort of millions of women
involved in daily family care of disabled relatives, nor of the small adjustments and assistive devices that
disabled people acquired with the help of their families. The small cart on which some physically disabled
people pushed themselves about, or were pulled along by a boy, appeared in the Salittaka Jataka (6). This
and other gadgets presumably represented some family time in acquisition, maintenance and operation, as
also would the custom of blind men being led about by boys.
The traditional response expected of women, i.e. a total self-abnegation and dedication to caring for a
helpless (usually male) disabled person, appears prominently in Bengali folklore, for example in the ballads
collected by Dinesh Chandra Sen (7). Yet this too could be partly a mythical tradition constructed by male
(and sometimes blind) bards to reinforce women’s subordination. How otherwise could male authority be
sustained in a household where a blind husband’s affairs were being managed by his sighted wife? The
risks were illustrated in the Mahabharata story of Pradweshi, who got tired of supporting her learned blind
husband Dirghatamas (‘enveloped in perpetual darkness’), and made her sons abandon him to the river (8).
Not surprisingly, Pradweshi failed to make the grade in the male canon of ideal women. An acceptable
‘strong woman’ was Savitri, who rescued her blind, exiled father-in-law Dyumatsena and had both his sight
and his kingdom restored to him, charmed Yama the god of death into sparing her husband Satyavat, and
achieved all this without shouting or unseemly conduct (9).
It is hard to find records of husbands exerting themselves to care for blind wives. By contrast, the
blind wife of Binne Chand reportedly carried on serving the family for 22 years without her husband even
being aware that she had lost her sight (10). Behind these fragments with their sometimes unexpected turns,
it is not difficult to imagine that ordinary families had many ways of accommodating disability in everyday
life, but were not always keen for the details to be known. In a parallel situation, did some men really take
their turn at getting up in the night “to lull the howling child to sleep” and shamefacedly washing the dirty
nappies, as in Arthur Basham’s hilarious translation from the Jaina Sutrakritanga (11)? If they did that, they
could be involved in the less public aspects of disability service.
North Indian folklore preserves some wonderfully subtle and ambiguous accounts of disability in
family and community, as for example in the character of the mother of “Lull the Idiot”. One tale from
Lull’s rollicking life illustrates the perennial dilemma of parents whose mentally retarded young person
wants the social status of being married but without having the necessary social awareness of gender
relations. When Lull accidentally kills a village girl with whom he was trying a session of slap and tickle,
his widowed mother employs great cunning to retrieve the disaster. She turns Lull’s stupidity to his
advantage so that when he boasts of the killing he brings in a ridiculous element and is thus not believed.
By mother’s stratagem, the ‘proof’ which Lull later fishes up from the village well serves to confirm the
villagers’ belief that he is merely an innocent fool (12). The tale is remarkable for its sympathy with the
mother’s predicament. Although Lull seems to have a charmed life, the details are not necessarily
unrealistic. The anthropologist Geoffrey Gorer lived in a Lepcha village in the 1930s, and described some
village fools there. He found one of them very irritating; but the villagers could not understand Gorer’s
attitude. The fool was a natural fool, it was his nature to be a fool, there was no reason to dislike him for it,
whatever inconvenience might arise (13).
DISABLED INDIGENTS SUPPORTED IN THE COMMUNITY
Beggars appear in records from antiquity to the present, and begging was not necessarily a despised
activity. It was practised by religious mendicants who embraced holy poverty, also holy indifference to
personal hygiene, begging “with hairy armpits, hairy heads, stained teeth, and dust on poll” (14). Many
disabled people with no other means of livelihood resorted to begging, or may have been pressed into it by
helpless family members. The bedrock of ‘beggar survival’ in both rural and urban areas for two and a half
millennia seems to have been food charity from householders. Traditionally the householder “offers food
not only to his immediate dependents but also to other human beings who depend on him for food on a
temporary or permanent basis: beggars, religious mendicants, travellers, and guests” (15). Patrick Olivelle
dates the creation of this ‘asrama’ system to a period “roughly between the sixth and the fourth century
B.C.E. ... a time of radical social and economic changes in northern India” (16). In the periodically

recurring famines, ordinary householders’ provisions would have been insufficient, and the burden shifted
then to those rulers who, having prudently stored provisions, could open soup kitchens and almonries.
During post-famine recovery, these institutions would have continued for a while to serve weaker parts of
the populace; but that did not detract from the major role of householders when their means once again
sufficed for ‘local’ social feeding.
Across the subcontinent disabled people certainly figured through the centuries among the hordes of
“miserable beings, clothed in torn rags, tortured by hunger, protected by nothing for the sun’s burning rays
or from the rain. Standing there humbly before the rich man’s door, desperate, without refuge” (17).
Crowds of disabled beggars were fed daily by Manimekhalai, the rebellious and pretty young social worker
with a high media profile. Her philanthropic activities, recorded in the Tamil canon, were refreshingly free
from boring morality. (They nonetheless enraged Manimekhalai’s mother who thought she would be better
occupied in the family profession of courtesan...) A more orthodox example was Janasruti, “a pious
dispenser, a liberal giver, a preparer of much food. He had rest-houses built everywhere with the thought,
‘Everywhere people will be eating my food’” (18). Without being quite as organised as MacDonalds,
Janasruti’s rest-house chain perhaps went a little beyond the ‘informal sector’ response to poverty and
disability.
Many Jataka stories mention alms, alms-halls and charitable practices. A typical rebirth was portrayed
as taking place in a kingly or noble family in northern India. The prince or noble grew up, graduated from
Taxila University and succeeded to the throne or to his father’s estate. Either he built six almonries or he
maintained the existing six, one at each of the four city gates, one in the city centre and one by his own
palace gates. He gave lavishly to the poor through these outlets, personally supervising the distribution of
alms either daily or several times per month (19). The Jataka references given in endnote 19 do not all
follow an orthodox ‘virtuous’ pattern. For example, in Jataka No. 78 (I: 195-201) there is some relief from
the chronicle of benevolence, when a lame, crook-backed, squinting, miserly King’s Treasurer breaks with
family tradition and destroys the almonry and kicks out the poor. In No. 424, the generous monarch gets
tired of having his alms “devoured by worthless greedy people”, and seeks to feed only the deserving poor.
The latter story is an interesting refutation of the idea that discriminating between the ‘deserving poor’ and
the ‘sturdy but idle beggar’ was unknown in India before the arrival of the hard-headed, utilitarian British.
The law code of Brihaspati, possibly dating from between the 4th and 6th centuries CE, has an
interesting section on association agreements and their violation, in which the example is given of what
appear to be village cooperatives or artisans’ guilds binding themselves to perform certain charitable
activities, e.g. construction of a travellers’ rest-house and relief to helpless or poor people (20). Normally
the profit or benefits accruing to an association were to be divided properly between its members; yet there
seems to have been an informal and discretionary alternative option: “it shall be bestowed on the idiotic,
the aged, the blind, to women or children, to afflicted or diseased persons, to persons having issue, or the
like (worthy persons)” (21). It is unclear from what date, where, or how widely such cooperatives and their
charitable activities actually functioned, and whether this portrayal represents a somewhat romantic view of
an early society. Yet there is little reason to doubt that some modest support to disabled people was
organised by local communities at some times and places in South Asian antiquity.
As the Muslim presence in South Asia became more powerful, further community provisions were
made for some disabled people. In the reign of Sultan Balban (1266-1287) there was a sort of elderly and
disabled veterans’ pension arrangement recorded by the historian Barni. Military men had received land as
an income, with the obligation of continuing military service when it might be required. Later they had
become old and infirm, and no longer functional. Balban at first planned to reform the system, but after a
protest movement the reform was scrapped and the men and their families were allowed to continue
receiving the land income (22). Later Firoz Shah (regn. 1351-1388) instituted a ‘wrongful disablement’
scheme to compensate people who had unreasonably been “deprived of a limb, nose, eye, hand, or foot”
under the stern rule of his predecessor Muhammad Shah (23). In the 1540s, the administration of the
Afghan Sher Shah Suri (c. 1472-1545) briefly extended from Eastern Bengal to Western Punjab. It was
reported that,
“Destitute people, who were unable to provide for their own subsistence, like the blind, the old, the
weak in body, widows, the sick, etc, to such he gave stipends from the treasury of the town in which they
were resident, and giving them the expenses of their journey sent them away” (24).

It appears that the indigent or blind person needed to gain Sher Shah Suri’s ear in person for a stipend
order to be issued to the local town treasury. Had Sher Shah lived longer and consolidated his rule, his
undoubted administrative gifts and perseverance might have resulted in a more durable and decentralised
system. His heir Islam Shah (d.1554) tried to decentralise almsgiving, using and extending the system of
sarais constructed at intervals along main roads, but lacked his father’s integrity and talent for
administration (25). Sultan Jehangir (1569-1627) undertook the development of some city hospitals, but
seems also to have maintained a personal mode of almsgiving for disabled people. Every Sunday,
“A large number of invalids, the lame, the maimed, and the blind, were collected under the jharoka
[audience window], and the Emperor Jahangir distributed large sums of money among them with his own
hand” (26).
These Muslim historical activities did not remove or replace the daily ministrations of Hindu
householders and temple priests in providing basic food and care to many disabled people. Inscriptions
from Mysore and Kannada in the 11th and 12th centuries CE tell of treatment and care given at monasteries
(mathas) to people with various disabilities (27). There can be no doubt that such assistance continued
down to the British period, though of course it was given less attention by the Muslim historians who are
the major sources from the 13th to 18th centuries.
THE ROYAL TRADITION
The personal response by the Muslim ruler Jahangir also followed a very long tradition among Hindu
and Buddhist monarchs. Part of the nobility of kings was represented by their sustenance of “widows and
orphans, the maimed and the poor” (28). Yudhishthira, sending greetings to Dhritarashtra’s court, included
“the many hump-back and lame ones” among the servants; and enquired after the welfare of those
“defective in limb, those that are imbecile, the dwarfs to whom Dhritarashtra gives food and raiment from
motives of humanity, those that are blind, and all those that are aged, as also to the many that have the use
only of their hands being destitute of legs” (29). Amidst kindly enquiries about the condition of these folk,
Yudhishthira also reflected a popular belief that “no doubt, sins must have been committed by you in your
former lives” (30).
The Buddhist ruler Asoka (3rd century BC) is said to have organised care institutions for people with
disabilities, though little is known of how they functioned (31). Kenneth Zysk points out that such
institutions cannot be proven from the rock edicts of Asoka, and discusses the evidence for Buddhist
hospitals and monastic infirmaries, ‘health houses’ or ‘halls of the sick’ (32). The practice attributed to
Asoka was reproduced with greater detail in the 4th century CE by the Ceylonese ruler Buddhadasa: “For
cripples [who moved about with the help of a chair-like frame] and for the blind he built refuges in various
places” (33).
MOTIVATION AND ‘WORTHINESS’
Some incidental discussion is recorded on the motives and aims of doling out food or other assistance
in the Hindu, Jaina and Buddhist traditions. It is often portrayed as a righteous act, and sometimes a noble
one. Sometimes the heroic almsgiver donates or loses everything, down to his own eyes, wife, children etc,
either through his own poor accounting, excessive ambition to be a donor, or divine temptation; but he is
usually rewarded by a return of these items, and is ‘living happily ever after’ by the end of the tale (34). Yet
aid was not altogether unproblematical. Yudhishthira, while admonishing Arjuna that wealth is not
everything and that “good deeds are very rare in those that amass riches”, warned him
“That men give unto the undeserving and refrain from giving unto the deserving is due to inability to
discriminate between the deserving and the undeserving. For this reason the practice of even the virtue of
charity is difficult” (35).
Problems might easily arise in the motivation of the giver. Listed among various emotions, flaws and
passions disturbing the tranquil progress of the soul,
“Compassion proceeds from a sight of the helpless and miserable persons with whom the world
abounds. That sentiment disappears when one understands the strength of virtue” (36).
This sort of caution, though seldom a dominant theme, does recur down the ages, adding to the
ambiguities of interpretation and giving a poke in the eye to most modern charitable fundraising. The long
list given of ‘undeserving’ recipients of course included the usual “immoral persons”, but also people with

physical and mental disabilities, who were all assumed to have been immoral in an earlier existence. Such
thoughts were not lightly formulated. They appear in the Santi Parva as part of a lengthy deathbed
discourse (over 700,000 words in translation) by the venerable Bhishma, on how to run a country properly
while also saving one’s soul. Feeding an unrighteous person might merely have the effect of assisting that
person to continue in evil ways, thus reinforcing immorality.
A rather different sort of caution on donor motivations appeared in the Kesava Jataka, where a king
arranged for the daily charitable feeding of 500 Buddhist monks after seeing a similar arrangement at the
house of Anathapindika the Treasurer. Although the king’s provisions were munificent, the service did not
become popular. The monks perceived that the king’s motive was not a genuine wish to serve them, but
rather a desire to emulate the philanthropic Treasurer. There was “none to give it with their own hands,
with marks of affection and love, but the king’s ministers dispense the food, and the Brethren do not care to
sit down and eat it” (37). Here, the recipients were deemed fully worthy, but the donor’s motives were
imperfect. He was not mistakenly swayed by compassion for the helpless (and sinful), but he desired
something secondary, i.e. the warm feeling of being a philanthropist, or the thought of having so many holy
men under his roof, rather than desiring to serve them personally and to participate in their holy fellowship.
Like many homilies, this story has various possible interpretations. The main lesson drawn by the Master
was that “The best food is that which is given in love”.
Later, in the period of Muslim rule, the worthiness of recipients also came under scrutiny. Sikander
Lodi (regn. 1489-1517) ordained that,
“twice a year he should be furnished with detailed accounts of the meritorious poor of his Empire,
whom he then supplied with means sufficient to support them for six months, each receiving according to
his wants” (38).
S.K. Rashid translates a Persian manuscript reporting to Akbar’s court (1556-1605) on ‘Yaumia daran’
(people receiving a daily allowance). It stated that,
“If an investigation is made, the substance of the complaint of Yaumia daran will be unfolded, for
a large number of undeserving cases have multiplied. If a judicious person be appointed to enquire into the
matter, a distinction could be made between the deserving and the undeserving” (39).
A distinction deeply engrained in Islamic thinking must here be visited briefly, between ‘adl and
ihsan. On these two terms, according to Rhoads Murphey,
“rests the entire framework of Islamic justice. ‘Adl refers to an essentially pre-Islamic concept of equality
in recompensing which was the basis of Hammurabi’s law code. One step beyond the simple balancing of
accounts implicit in ‘adl was the concept of ihsan which meant the renouncing of a right or free giving
without obligation. In the Islamic view, without the extra measure of ihsan the exercise of justice was
conceived to be an empty pretence” (40).
The distinction is expressed in different terms by a modern Pakistani commentator, S.A. Wadud:
“Ehsan is the next higher stage after Adl [justice] in the Quranic social order. Ehsan means a condition
wherein an individual lagging behind in spite of his best efforts gets his deficiency made good by others to
restore the disturbed balance of society. This is not by way of charity but as a matter of right” (41).
Wadud was writing neither about disabilities nor to impress westerners, yet his explanation suggests some
convergence between ‘a matter of right’, i.e. a Muslim community acting rightly, and the ‘rights, not
charity’ demand of modern western disabled activists. Wadud’s perception is perhaps more holistic.
Charity (zakat) is still enjoined upon individual Muslims as a basic pillar of Islam. Traditional community
arrangements for administering zakat were designed to minimise the stigma of need, for ideally the
community would act both to benefit the individual and to put right a flaw within itself.
While mentioning the high ideals and mixed motivations of communities based on the major religions,
it is useful also to keep a sceptical eye on some of the recipients of bounty. The observant Abbe Dubois
(c.1765-1848) after long years in South India remarked that,
“A native’s house is besieged as soon as he is known to be a wealthy man, and this is not only by his
own relatives, but also by the indigent of his caste, and by a horde of parasites of every description,
including poverty-stricken Brahmins, religious mendicants, ballad-mongers, and low flatterers ... All these
dependants stick to the wealthy native like leeches, fighting with each other as to who shall carry off the
largest share of the prize, and never releasing their hold on their victim until they have stripped him of
everything” (42).

The ‘parasites’ would undoubtedly have included some actors whose particular talent was to simulate
disability, a practice well documented also across the Muslim world (43).
SELF-SUPPORTING DISABLED PEOPLE
Although the informal and semi-formal responses indicated above might now be viewed as largely in
the charitable, top-down, dependency-enhancing mode, South Asian social histories have also transmitted a
heritage of role-models for independent living, even if these might sometimes tend to go overboard on the
‘super-crip’ side. An example of the latter was the ‘eight-ways-deformed’ Ashtavakra, who met his doom
through being too clever even while in utero. Already well-versed in the Vedas, the foetus made the
mistake of criticising flaws in his father’s Vedic recitation and earned an understandable paternal curse.
Severely impaired at birth, he grew into an argumentative young man who browbeat the guards to gain
entry to King Janaka’s court, then defeated the resident intellectual champion. The triumph led his father,
who had died after failing in a championship bid, to reappear for a curtain call and to enunciate the
surprising lesson that “Weak persons may have sons endued with strength; dunces may have intelligent
sons; and the illiterate may have sons possessed of learning” (44). Ashtavakra’s foibles and his ready
identification (by younger or less gifted people) with many a crusty old scholar, made him a suitable case
for humorous treatment. A sketch from a 17th century Bengali writer, Vansivadan, has Ashtavakra
terrorising some junior gods with his verbal abuse of their seniors. He suspected them of laughing at his
deformities (45). Various other tales have Ashtavakra cursing people for reacting adversely to his
appearance.
A similar misdemeanour, i.e. mimicking the stoop of a deformed holy man, earned a ‘corrective’
rebirth as a hunchback for Khujjutara, who appears in the Jatakas and later Buddhist literature. Khujjuttara
played a substantial comedy part in Kusa-Jataka (46), taking ample advantage of her role as privileged
nanny, even locking her royal mistress Pabhavati into a room and generally throwing her weight around.
Her more serious role came when, as servant to Queen Samavati, she was converted under the teaching of
the Buddha and promptly reformed her previous fraudulent practice with the queen’s petty cash. The same
day, she was invited to preach the Law to five hundred women at court, and soon attained a pre-eminent
position as a teacher (47). This rapid rise from deformed female servant to teacher of the Law was endorsed
by the Supreme Teacher. The ‘positive’ role of the hunchback Khujjutara may also have gone some way to
balance the highly ‘negative’ role in the Ramayana of the better-known hunchback Manthara, whose
machinations resulted in the forest exile of Rama.
In more clearly historical time, Timur Leng (Timur the Lame, 1336-1404) had long been appreciably
disabled in his right leg and right arm when he invaded Northern India in 1398, as has been confirmed by
pathological skeletal examination (48). Had Timur lived in more civilised times he might have entered a
sheltered workshop and learnt to weave ornamental baskets for sale to the tourists. Lacking such
opportunities at Samarkand in the 14th century, he supported himself adequately by conquering half of
Asia on horseback, occasionally having himself hoisted in a large wicker basket down the more awkward
parts of snowbound mountains that his army was traversing (49).
The 16th century Sur Das has been a kind of archetype for South Asian blind musicians. The name
‘Surdas’ tended thereafter to attach itself to any (male) blind Hindu or Sikh, especially one who sang or
played an instrument (50). Nevertheless, in almost a parody of western literary criticism applied to Indian
material, John Hawley (51) questions whether the ‘original’ Sur Das was actually blind. The question may
be legitimate - but after Hawley has disposed of, doubted or sidestepped various sorts of literary evidence it
is hard to know what he would regard as convincing, once the step is taken of dismissing Indian tradition.
Based on the remains of Sur’s poetry, Hawley concludes that if Sur was blind, “he did not make a great
point of it before the world” (52). This is the sort of interpretation where the views of blind Asian
commentators might be more valuable than those of sighted westerners. Not all blind people wish to make
a big public thing of their blindness. To take a modern example, if in 300 years’ time only some of the later
travel-cum-biography books survive from the work of the Indian writer Ved Mehta, with their detailed
‘eyewitness’ descriptions of people and places, literary critics might seem to have grounds for dismissing
as forgeries Mehta’s earlier writing e.g. on his time in schools for blind children, though they would be
entirely mistaken.

This section deliberately refers to “self-support” as an alternative to the modern “independent living”.
The latter phrase seldom sounds an appropriate goal in South Asia, where children are normally brought up
with an idea of mutual support and interdependence within family and community, rather than the curious
aim of becoming ‘independent, autonomous individuals’. Nevertheless, there have been examples of
disabled South Asians guarding their independence quite as fiercely as any modern western campaigner.
One such was the Sufi teacher Mir Nasiruddin Harwi of Burhanpur, who,
“lost the use of both his legs and his left arm early in his youth, and subsisted on what he could earn
by copying out the Qur’an and other books.... He rarely accepted any gifts, and if he did, he gave much
more in return” (53).
This disabled Sufi lived an austere life of fasting and meditation, and was also famously rude to the
rich and powerful, repudiating their efforts to enlist his support. Similar irascibility seems to have
characterised the blind Vedic scholar Virjananda Saraswati (1779-1868) in the Punjab, whose personal
teaching had a profound influence on Dayananda Saraswati and thus on the Arya Samaj (54). Virjananda’s
students “flocked to him, though few could remain long enough to receive the full benefit since he was
rather short-tempered” (55).
Other capable blind people supported themselves by serving their community more peacefully, such as
Muhammad Qasim the 19th century hakim of Gujrat who was “unrivalled in the practice of medicine and
diagnosis. In spite of his blindness, he was superior to thousands of men of medicine possessing eye-sight”
(56). Dr Leitner’s lists of hundreds of notably educated men across the late 19th century Punjab included
“the blind Hafiz Gholam Rasul Wiran”; “a learned Pandit, named Sripat Brahmin (a blind man)”; “Hafiz
Khuda Bakhsh, the blind”; “a patshala ... in which Ganga Das Fakir Bairagi (a blind man) teaches Sarsut,
Chandraka, Kavia-kosh to 20 pupils, and lives on alms”; “school is attached to the village mosque and is
conducted by Hafiz Qadir Bakhsh (a blind man), who teaches gratuitously and lives upon the produce of
his lands”; “a large Gurmukhi school attached to the Dharmasala, in which Bhai Sant Ram and Bhai Ratan
(blind) teach at Rs.2 per mensem in money and kind, Gurmukhi to 30 pupils”; “Hazara, with 25 pupils, and
teacher
Rukunddin
(a blind man), who gets nothing” (57). This phenomenon is well known - but it is interesting that Leitner, a
hard-boiled critic of educational efforts, took the trouble to mention some blind teachers by name. He also
mentioned that “Many Hafizes, who are blind in this circle, and live in the mosques, teach the Koran by
rote” (58). There must also have been many in every century like Ghaziuddin Khan Firoz Jang, an
experienced army commander and statesman, whose eyesight failed later in life, but “though blind of sight,
[he] could clearly perceive the mind of man” (59). The vast majority of blind people of course, like their
sighted fellows, lived and died unnamed and unknown beyond their immediate vicinity.
Deaf people have attracted even less notice as they led their daily lives in the neighbourhood. Many
rural occupations required bodily strength and reasonable eyesight but were not much dependent on spoken
communication. Tailoring seems to have been an attractive skill for urban deaf people, and was specifically
taught in special schools from the late 19th century. Some evidence suggests that during the Muslim period,
deaf sign language had a measure of recognition in law. The Hedaya, a 12th century guide to Muslim law
by al-Marghinani, was widely used across South Asia for several centuries and it recognised that “the
intelligible signs of a dumb person” were legally valid in many situations concerning that person’s own
business (60). In Indian antiquity the learning of sign language was one of the Sixty Four Arts or skills to
be acquired by cultured persons of the leisured classes, but it is not clear what part deaf people played in
maintaining that language (61). Compared with blind people, there is far less evidence of notable deaf
Asians through history. However, at the end of the 17th century there was a Prince of Srirangapatanam
known as Kanthi Rae, the ‘Dumb Rajah’ because of his deafness since birth. An historian of Mysore noted
that “despite the infirmities he suffered from, it must be said to the credit of Kanthirava that he was able to
preserve the glorious traditions of his predecessors” (62).
FORMALISING THE INFORMAL?
At various periods of South Asian history there have been local efforts to systematise or
institutionalise the informal community and individual responses to poverty and disability. Where these
have been locally-inspired efforts, as for example in Janasruti’s private chain of free eating-places, the
artisan’s guilds mentioned by Brihaspati or the kitchens attached to temples and saints’ shrines, they have

sometimes lasted as long as the founder or perhaps for some centuries as a local custom. There is little
evidence that the top-down organisation of informal efforts has ever lasted very long. Self-help
organisations of disabled people were also very sparse before the late 20th century.
During the 19th century British officials became aware of the tradition of individual charitable feeding
of the poor by some wealthy Hindus. While some of the foreigners considered this an admirable practice
from the humanitarian point of view, regret was also expressed that it appeared to be undiscriminating and
tended to pauperise people who might otherwise have made efforts to help themselves (63). Various
schemes such as the ‘District Charitable Society’ were initiated by Presidency governments with a view to
systematising charitable endeavours and channelling funds into what the foreigners believed to be more
worthy causes. Rajat Sanyal (64) has usefully documented some of these activities and their adoption by a
coterie of wealthy Calcutta families, while perhaps overstating a contrast between Indian and British views
of charitable practice. Certainly, both the wealthy urban donors and their rural cousins had no lack of
capacity to discriminate between more and less worthy recipients; and if Indian philanthropists were
sometimes motivated by ‘name and fame’ or the acquisition of religious merit, the British can hardly have
been ignorant of similar motives influencing wealthy people in Britain. Nor can they have been unaware
that foreign missionary efforts to feed and care for destitute or disabled South Asians were often attributed
to a desire to win converts, rather than to any ‘purely humanitarian’ motive. Studies by Douglas Haynes
further suggest that British officers were unaware that it was often the wealthy Indians,
“most prominent in spending money for purposes the British regarded as wasteful who were in the
forefront of the charitable causes the British most fervently espoused. The greater the sheth, the greater the
diversity in his portfolio of charitable activity.” (65)
To document and discuss the rise of ‘civil society’ in South Asia during the past two centuries and its
results in disability-related NGOs is beyond the scope of this chapter, and is in any case a field still under
vigorous scholarly debate (66). This very fact, however, would suggest the need for caution in descriptions
of the development of formal Community-Based Rehabilitation in South Asia during the past 20 years, and
evaluations of its impact and efficacy. Undoubtedly when formal CBR was ‘introduced’ to South Asian
countries there was a severe dearth of research within the region on the long cultural-historical heritage of
informal community and individual responses to disablement and people with disabilities. This dearth does
not entirely excuse the fact that even after 20 years of experience, much of the discussion of CBR
development in South Asia still proceeds with a blithe indifference to that heritage. Developers sometimes
even bring the view that local cultural beliefs are ‘barriers to be overcome’ by a more vigorous application
of modern (i.e. western) scientific knowledge (or belief), rather than being an appropriate place to begin
learning and understanding local cultures.
One antidote for this impertinence could be a more vigorous publication of the results of CBR projects
initiated with insufficient cultural awareness, as described for example by Isabel Leotard in Baluchistan
(67), Rafiq Jaffer in the Punjab (68) and Ajit Dalal in Allahabad District (69). With rare humility, Leotard
notes the cultural blunders of the foreign team to which she belonged. Jaffer records the distress of local
advisors whose cultural experience was dismissed and overridden by Nordic partners who believed they
“knew better” than the local team. Dalal caustically describes how a visit from Canadians gave the false
impression that big money was available, attracting crooks from miles around, while the most visible
success of the CBR project was the acquisition by 120 disabled people of certificates entitling them to
government handouts and concessions.
It may be possible to strengthen the informal efforts and to encourage self-help among disabled adults
and children, by redesigning the public environment (schools, clinics, shops, streets, temples and mosques,
leisure facilities etc) and making more training and resources available. Yet while the wealth of experience
in other development fields could be borrowed and learnt from, there is little sign of this taking place in
CBR development. South Asia has substantial records of community-based health and education
development experiences dating from the 1860s (or earlier) to the present. Yet a recent educational
evaluation refers to “an appalling discrepancy between the intended effects and the practical outcomes”
(70), a phrase equally applicable throughout the period. The author, Muhammad Hossain, shows the
modernisation and ‘education rights’ drive generating “punishment-centred bureaucracy”, “dysfunctional
supervision”, conflict, alienation and red-tapism, in contrast with the traditional trust, mutual assistance and

personalisation of transactions in rural Bangladesh. Lessons can drawn from this recognisable situation, for
the likely effects of trying to modernise disability services in the depersonalised ‘rights-based’ fashion that
has become popular with European agencies:
“Paper-based ‘disability rights’, backed (almost inevitably) by a mere fraction of the structural and
attitudinal changes and resource provisions needed to give them substance, would increase the gulf between
rhetoric and reality while relieving families and communities of even the ‘charitable obligation’ they at
present feel, however half-heartedly, to give disabled children some help. For substantial numbers of havenots, even what little they have would thus be snatched away and replaced by a fine-sounding slogan” (71).
There are substantial contradictions between a European ‘rights-based’ approach for the disabled
‘individual’, and a ‘community-based’ approach to disability services in Asian societies where community
and individuality are understood very differently. The attempt by foreign agencies to gloss over these
problems was one of the more ludicrous spectacles in the aid game of the 1990s.
CONCLUSION
A great variety of efforts by communities and individuals to assist disabled people, and of self-help
efforts by disabled individuals, can be found in the South Asian cultural-historical heritage from antiquity
to the present, with a range of apparent motivations and outcomes. The diversity of this heritage has only
recently begun to be documented and researched, and continues to be little known to people developing
disability services that are supposedly ‘community-based’. The development of historical accounts will
itself be a difficult and contested area between people of different backgrounds wishing to secure particular
interpretations of traditional practices. While many possibilities exist for enlisting local human resources in
developing South Asian societies in which disabled people can live better lives, the most durable solutions
are likely to have long roots in the cultures and perceptions of the people and their communal histories. An
investment of study in these histories would be useful both to traditionalists and to modernisers who feel
the need to import practices and ideologies from distant countries.
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DISABILITY REHABILITATION IN A TRADITIONAL
INDIAN SOCIETY
Ajit K. Dalal*
ABSTRACT
This article discusses the role of culture and traditions in the shaping of disability rehabilitation
in India. Social and religious institutions guided by the charity model played a pivotal role
through history, in providing essential care to the needy. In India, religion and family have
remained at the core of community life. This article argues that CBR should draw its strength
from religious institutions and thrive on their immense resources. There is a need to have a
harmonious blend of tradition and modernity to seek community participation for rehabilitation
programmes. Many disability NGOs have lately started moving in this direction to mobilise local
resources and to reach out to the millions who have no hope of a better life otherwise.
INTRODUCTION
As Groce (1) argued, the rehabilitation practices of a society cannot be understood without making
sense of its cultural beliefs and coping mechanisms. Societies develop their characteristic patterns of coping
with physical disability, depending on the way disability is understood and their resources then identified.
Historical events, sacred texts, social institutions, and so on, all contribute in the social construction of
disablement. In this endeavour, it is imperative that culture and traditions are viewed as strengths rather
than impediments in improving the quality of life of people with disability. This article examines traditional
approaches to disability rehabilitation and their relevance in the changing social scenario in India.
Culture is an amorphous term, used differently in different contexts. One can focus on Indian culture
as distinct from western culture in terms of defining disability and its implications, for national policy and
programmes. However, India being such a vast country, it is difficult to think in terms of a unified-single
culture that is prevalent everywhere. Indian society has always remained pluralistic with multiple traditions
weaving a multi-coloured pattern. In the past, waves of immigrants with different faiths and cultures, not
only contributed to the dominant Hindu view of disability, but also preserved their unique heritage (2). It is
important to note that these were living traditions with a history of dissents, protests and reforms, and
efforts to adapt to the new realities. In the resulting diversity, two factors, which were common to all
traditions and which survived many crises, are family and religion. These were the decisive factors that
played a role in shaping the rehabilitation practices of society. Family, as a basic social unit played its
crucial role in uniting and supporting its members and giving them a social identity. Like family, religion
also pervaded all spheres of life, as a major force behind all social decisions and activities. This scenario
has not changed much in spite of all global, economic and technological changes affecting the local
communities. Understanding the socio-economic background of these families, which comprise local
communities and their religious practices, is essential for the success of any rehabilitation programme at the
grassroots level.
In recent times, rehabilitation policies and programmes are increasingly emphasising participatory
models. Unless there is a knowledge and understanding of the local culture, no community based scheme
can succeed in mobilising local participation. Any discussion on local culture can thus have a twin
objective. The first is to ensure active participation of the local communities at all levels of programme
planning and implementation, and secondly, to identify indigenous knowledge and resources, in achieving
the ultimate objective of improving the life conditions of people with disabilities and their families. In this
article, religious beliefs and family practices will be closely examined in the light of the findings of recent
researches conducted by the author.
THE CONCEPT OF DIVINE RETRIBUTION
Indians, in general, have an ambivalent attitude towards people with disability. In dealing with
someone with a disability, people are caught in an avoid-help kind of a conflicting situation and feel
anxious. The religious beliefs about disability only add to this confusion. There is a belief in divine
punishment in all religions and people tend to accept the condition of disablement as something they

deserved. This punishment is presumed to be meted out for their sinful acts, and one can overcome the
resultant suffering by engaging in morally right behaviour. The other prevalent notion is that God inflicts
suffering on good people to test their resilience and inner strength. In either case, one is expected to respect
God's will. Those people who are more fortunate are exhorted by religious texts to show pity and
compassion to all those who are suffering. Manu Smriti, the ancient charter of social conduct impelled
people to spare a part of their material resources for their hapless fellow-beings; to support their daily living
(3). Dharmashastra called upon all householders to look after the weak and disabled, and those who did do
so, were ensured a place in heaven (4). Such care was to be shown without expectation of any returns.
Hindu scriptures have provided elaborate commentaries on 'why do people suffer?' The theory of
Karma is propounded to explain all kinds of suffering. This theory implies that if one has committed
misdeeds in previous births, one has to inevitably bear the consequences. Disability is held to be a
punishment for the sins of previous births and one is called upon to accept it as divine retribution. This
notion of a just world is firmly ingrained in the Hindu mind and is frequently invoked to explain whatever
happens in one's life (5, 6). Belief in the theory of Karma has very often led to a ready acceptance of
physical disability, with little effort in the direction of improving life conditions. It is presumed to be a
deterrent to collective efforts put in by persons with disabilities to assert their right of equal access to social
opportunities.
So strong was the belief in Karma as a potent cause of all human suffering throughout the ages, that
people with disability were never identified as a separate group, nor were they segregated on this count. In
most of the earlier literature (3) destitute, widows, aged, diseased and disabled people were put together.
The shelter homes built by benevolent kings and nobles were for the benefit of all those who had no other
place to go, whether their problem was social, economic, or physical. This practice continued all through
the medieval and colonial era. So much so, that even in the constitution of free India they were bracketed
together. Article 41 of the Indian constitution adopted in 1950 reads, "the State shall, within the limits of
its economic capacity and development, make effective provisions for securing the right to work, to
education, and to public assistance in cases of unemployment, old age, sickness and disablement".
Some of the studies conducted by the author and his colleagues have clearly shown that people
frequently do attribute their disease and disability to metaphysical factors, particularly to their own Karma.
Dalal (7) studied causal beliefs of hospital patients who were under treatment for a wide range of physical
diseases - coronary heart disease, tuberculosis, cancer and orthopaedic problems. These patients
consistently attributed their physical problems to their own Karma. In general, causal attribution to
metaphysical factors (God's will, fate and Karma) was consistently high. These patients, however, did not
attribute their recovery to their Karma, as much as to the doctor, God and other factors. It may be
mentioned here that most of these patients were rural, uneducated and from poor families. Similar findings
were also obtained in the case of physical disability also. In a study conducted in rural areas, Dalal, Pande,
Dhawan and Dwijendra (8) found that people with disabilities, their families, as also other community
members more often attribute physical disability to cosmic factors: fate, God's will and Karma. Religious
beliefs thus seem to be providing important explanations for both diseases and disabilities.
Such causal profiles may lead to the erroneous conclusion that these people are irrational, passive,
fatalistic and "otherworldly". When one attempts to view the situation as an insider, the pertinent question
would not be one of fatalism but would relate to the structure of opportunities. Poverty, lack of medical
facilities, poor hygiene and un-supportive Government machinery puts them in a predicament where their
efforts prove repeatedly futile. Also, when the existing body of knowledge and technology fails to provide
solace and the outcome of their efforts are negative, people learn to accept the outcomes in a spirit of
resignation (9). When fresh opportunities did surface, or when new technical choices were available, the
same people did not lack initiative in trying them out. Joshi (10), in a study of tribals in the foothills of the
Himalayas observed that people are pragmatic in their causal attributions. When they see a medical doctor
for their sickness, they talk about the organic symptoms, but the same people visiting a traditional healer
articulate their sickness in terms of metaphysical causality - God's wrath, spirits, etc. The patients
intuitively learn to keep these two aspects of the disease separate. Kleinman (11) in his extensive work in
China, India and other Asian countries found that in all these places, traditional healing and biomedical
treatment co-exist and are not perceived as contradictory.

Though the meaning of the principle of Karma has a different connotation for different people in
different contexts, the belief helps people in accepting their own (and others') suffering. The belief in
Karma is so deeply ingrained in the minds of the people, that any effort to dismiss or dislodge it can be
counterproductive. There are, indeed, many misconceptions about what this belief does to a person. It is
argued that the acceptance of disability as Karma (or due to cosmic causation), gives people some
explanation for their suffering, which cannot be justified otherwise. Janoff-Bulman and Wortman (12) also
showed in their study of paraplegic patients that those who had an explanation for their tragedy, were better
off than those who had no explanation whatsoever. These metaphysical beliefs prepare people to face the
adversities on one hand and to sustain hope on the other hand (6, 13). As noted by Paranjpe (5), belief in
Karma keeps the faith in a just world alive, even under very adverse conditions, and reinforces hope that
good deeds will ultimately result in good outcomes. Dalal (7) also discovered that in the case of hospital
patients, attribution of their disease to Karma had a positive relationship with their psychological recovery.
In fact, we are only recently beginning to understand the positive role of religious beliefs and these cannot
be dismissed as just impediments in rehabilitation programmes.
This all-pervasive faith in supernatural powers as potent causes and remedies for disabling diseases
has led to the proliferation of healing centres in the country. These healing centres have retained their
popularity throughout the ages and are visited by a large population. Cutting across all cross-sections,
people believe in the healing powers of these shrines and frequent them regularly in hope of a miracle.
ASHTAVAKRA : AN INDIAN ARCHETYPE OF DISABILITY
The story of Ashtavakra can be cited to highlight the Indian archetype of disability and the faith,
which it bolsters in traditional healing. This story is referred to in many ancient texts, including the
Mahabharat. Ashtavakra was the only son of sage Kahod. Kahod was a learned scholar and a teacher of the
Holy Vedas. One day, when Kahod was teaching the Vedas to his disciples, Ashtavakra, who was still in
his mother's womb, chided his father for misinterpreting the Vedas. Kahod felt insulted before his disciples
and in a fit of anger cursed the foetus to be crooked in eight parts of the body. Ashtavakra was thus born
with physical disability.
Kahod was very poor, and so one day he decided to go to king Janaka for help. On the way he met the
King's courtier Vandin who challenged and defeated Kahod in a debate. As part of the deal Kahod forfeited
his life. Ashtavakra was brought up by his mother who moved to her father's house. There, Ashtavakra was
looked after by his grandfather whom he mistook for as his own father and his uncles as his brothers.
When he was 12 years old, Ashtavakra realised who he was and why his father met a tragic end. To
avenge it, he started for King Janak's court but was denied entry by the king's officials. They ridiculed him
for his deformities. Ashtavakra asserted his right of way and reprimanded the king saying that only people
of a lower order care for flesh and bones and ignore the inner qualities of the person. He answered all the
questions put forth by the king and got admittance in the court. There he challenged Vandin to a debate on
the essence of religion and defeated him. The humbled Vandin promised to bring his father back. The
father regretted what he had done to his son, and advised him to take a dip in the holy river. Soon, all
Ashtavakra's limbs got straightened and he came out as a handsome man.
The story brings out many facets of disability in the Indian setting. The symbolism of people with
disability as children is a typical cultural theme. It denotes a parent-child type interaction pattern in all
social relationships with people having disabilities. In traditional Indian families, children are the shared
responsibility of everyone. The children are considered dependent, immature, and incapable of taking
decisions about their own lives. The family takes it upon itself to meet the basic needs for security, food
and affection of all the children. The adults of the family have a patronising attitude, which was evident in
research data also (14). Unless they doubly prove themselves and assert their rights as equals, these
children of the lesser gods are rarely taken seriously.
Another aspect of disability implicit in this story, is the guilt which parents suffer for the disability of
their children. Often, they consider themselves as responsible (in a metaphysical sense) for all the suffering
of their children, about which they can do nothing. The Karma principle is invoked to argue that people
have to accept the condition of their birth. Related to this is the message that there is always a possibility
that things will improve in the future. This positive orientation further bolsters the faith that people with

disability can achieve as much, or even more than other people do. Indian mythology and history are
replete with instances wherein people with disability had out-standing achievements.
FAMILY BASED REHABILITATION
In India, disability rehabilitation is primarily considered to be a responsibility of the family. Large and
extended Indian families provided essential physical, emotional and economic support to its members with
disabilities. Being cohesive and stable social units, families provided an identity and a sense of security to
its members, irrespective of their physical disabilities. The economic and caste status of the family and its
networks, also determined the quality of the well being of its members with disabilities.
The concept of rehabilitation in its modern sense did not exist in these traditional families. The care
provided was mostly routine and of a maintenance type. The responsibility was shared by all members of
the family, ensuring life-long social and economic support. All major decisions about property, marriages,
and education were taken collectively, keeping the interest of the family uppermost. People with
disability as individuals, had hardly any say about their own future. They lived just like others in the
family. Disability neither undermined nor enhanced their status. Everyone had a place in family hierarchy
and was bound to others by role relations. The sense of belonging was the most cherished goal and any
threat of isolation, or of social proscription was considered the worst thing to happen to anyone.
Such family practices worked well, as Indian society had remained agrarian all along its past history.
Agriculture was not only the means of livelihood and economic mainstay of society, but was also a way
of life. As agriculture used to be a collective activity, most of the family members were involved in some
role and contributed to the family income. There were no individualised jobs, no personal income; they
jointly shared the fruits of their labour. Another notable feature was that the place of work and the place of
residence were mostly the same. This was true for a whole variety of occupations, which were caste based
and hierarchically arranged. Work was a way to reaffirm one's sense of belonging to a social group. As a
result, those who were restricted by a disability did not feel handicapped in a joint family occupation. They
could set their own schedule and pace of work while others were always available to extend a helping hand.
Social and occupational integration was thus rarely a problem for those who lived with family.
The jobs were few outside the family fold. Some jobs were specially marked for people with
disabilities. For example, persons with hearing and speech impairment were preferred as attendants by
kings and nobles (15). This would guarantee that activities and conversations that took place within the
palace would not be passed around. This practice was fairly widespread since ancient times. Certain
occupations were reserved for visually handicapped people. In south India, the preparation of flowergarlands, which were in much demand for domestic and religious purposes, were mostly reserved for
women with blindness. Among north Indian Hindus, many visually impaired persons practised vocal and
instrumental music in temples and worked as music teachers. Among Muslims, visually handicapped
people earned a livelihood by teaching and reciting from the holy Quran. People with orthopaedic disability
were considered normal for a variety of jobs. Those who had severe deformities (or dwarfs) were
considered fit for the circus and as court jesters.
Local communities played an active role in supporting orphans, destitutes and those who had been
deserted. The community concern was evident in the establishment of many social and religious
institutions, providing basic care to people with disabilities who had nobody to turn to. These charity
institutions survived on public funding, which was occasionally bolstered by kings and nobles. Such
community support used to be spontaneous, as part of the culture of communal caring and sharing. Several
such organizations survived for hundreds of years and many of them exist till today.
THE COLONIAL EXPERIENCE
With the colonisation of India by the Britishers, large scale missionary activities started with official
patronage. These charity institutions followed the same philosophy and practices, which they brought
along from the west. Miles (16) has documented many disability institutions, which were established in
different parts of the country. These charity based organisations worked with missionary zeal to spread the
message of Christ, of love and kindness. The benefactors had complete control over the lives of the inmates
in these institutions. The beneficiaries were held as 'tabula rasa', as if they had no language, no culture, no

preferences, or, that these aspects were not worth considering. The indigenous culture and belief system
was completely ignored. The divide between benefactors and beneficiaries, did help in reaching out to the
poor and destitute but made no substantial impact on the disability situation. These attitudes eminently
suited the colonial rulers who had but little respect for the local culture. The political, educational and
economic institutions they created aimed primarily at consolidation of their colonial rule. Disability was
never a real issue for them to bother about.
The industrialisation sweeping the west was bound to make inroads in India as well. Urbanisation
and industrial growth brought about a change in the concept and place of work. The capitalist economic
model placed a greater value on a private individual being able to make a productive contribution to the
market economy (17). People with disability were perceived as non-productive members of society. This
ideology was in direct conflict with the traditional ethos and affected the status of people with disability. In
the long history of colonisation, the Indian elite exposed to a western world-view, blindly followed their
rehabilitation practices. As Mellory (18) puts it, such residual attitudes were being reinforced as postcolonial developing countries continued to support policies and practices of the Christian missionaries. The
western system of education also proved a potent tool to assimilate the value placed on individual
achievements in the west.
THE NEHRUVIAN MODEL OF A WELFARE STATE
In the post-independence era, Nehru became the Prime Minister and the Nehruvian model of a welfare
state was the guiding principle in all social development programmes. The government took upon itself the
onerous task of providing rehabilitation for all and the Government bureaucracy was deployed to plan and
implement rehabilitation programmes. This has led to a phenomenal growth of centralised and
institutionalised services for the welfare of people with disabilities in the first two decades`of
independence. The Ministries of Social Welfare at the Centre and state level played a major role in framing
policies and programmes and infrastructure development. A National Council of Handicapped Welfare was
set up to frame policy guidelines for the entire country and to prioritise disability programmes. This
Council, comprising Central and state ministers and rehabilitation experts, regulated the activities of the
Central and state governments and of voluntary sectors. However, due to differences in commitment, in
some states the welfare programmes were well developed with substantial funding like in Bengal, Gujarat,
and Maharashtra, whereas in other states (like Uttar Pradesh) the programmes were rudimentary and
starved of funds.
The Central and state governments initiated a large number of welfare schemes and enacted laws to
monitor the functioning of governmental and non-governmental agencies. Four national institutes for four
types of disability, blindness, orthopaedically handicapped, hearing impairment and metal retardation were
established in different parts of the country during this period. All these national level institutes were
intended to serve as apex bodies in the respective fields of man-power development, evolving suitable
service models, carrying out research and serving as information and documentation centres. The
Government also set up 11 regional vocational training centres in different parts of the country. The State
governments and voluntary groups founded many other training organisations. To ensure uniform standards
in technical courses in the field of rehabilitation for the disabled, the Government of India set up in 1986,
the Rehabilitation Council of India, based upon the model of the Medical Council of India.
Most of the rehabilitation services in India followed the biomedical model in which hospitals and
primary health centres played a key role. Disability was viewed as a disease state and the emphasis was to
cure, correct, or ameliorate the problem so that persons with disability became as "normal" as possible.
The focus was on disability, which was perceived as an individual problem to be handled by competent
medical experts. This perspective was compatible with the welfare model and was well suited to the
international funding agencies, including WHO and UNICEF. People were, in fact, treated as passive
recipients of welfare services which primarily concentrated on free distribution of medical aids and
appliances to the poor and needy. These practices only reinforced the culture of dependency. Given the
magnitude of the problem, poor resources and infrastructure, these schemes hardly had any impact,
reaching out to only 2-3% of the needy population.
THE DECADE OF DISABLED PERSONS

It was in the '80s, that there was a move to evaluate afresh the state of disability in India, and to
search for alternative models of integrating people with disabilities in the social mainstream. During this
phase there was also an ideological shift in the developmental planning - from welfare to human resource
development. The idea was that, rather than making people recipient of state welfare, people should be
viewed as a human resource and should be fully developed through education and training. The National
Committee on the International Year of the Disabled Persons was set up under the chairmanship of the
Prime Minister. Many working groups and task forces were set up by central ministries to give high
priorities to the action plans for the people with disability.
The Decade of Disabled Persons (1983-92), marked another shift in the whole debate about the goals
of rehabilitation. There was a dawning realisation that neither charity, nor welfare, nor a human resource
development model could succeed in a country like India. The view that rehabilitation services need to be
community based was gaining support from all quarters. There was no way the government and nongovernment agencies could meet the challenge of vast rural disability. There was a need to mobilise local
resources and support to sustain disability rehabilitation programmes. Second, was the increasing
involvement of international organisations in national programmes on disability. Many major projects were
funded by international agencies. The Government found it an easy way to generate much needed finances
to run various programmes. Often, western models and theories become part of the funding package, which
ran counter to the realities of the traditional world. International agencies indeed brought a change in
service culture, ideology and ways of functioning of governmental and voluntary organisations. Today,
service organisations are in the throes of a major transition as they are aligning more and more with
international movements.
A major event in the recent past, was the enactment of the Persons with Disabilities Act, 1995 (19), by
the Indian Parliament. This comprehensive law ensures equal opportunities, protection of rights and full
participation of people with disabilities in all spheres of national life. With this, the Government has done
away with charity and welfare based models of rehabilitation. The Act has guaranteed equal rights, with
provision of imprisonment for those who indulge in discriminatory practices. It is a different story that,
though the Act was signed by the President of India and came into existence on February 3, 1996, it took
the Government about three years to take necessary follow-up steps to make the Act fully operational.
PARTNERSHIP FOR DEVELOPMENT
The disability scenario is rapidly changing in India. The efforts of the last many decades have brought
a qualitative change in the lives of many people with disabilities. There is now a large section of people
with disabilities who are educated, professionally successful and in leadership positions. Many of them are
quite active in advocacy roles and are asserting their right to participate in all decision-making affecting
their lives. International exchange and collaboration have made them aware of the struggle of people with
disabilities in other countries. This upwardly mobile strata of society is playing a key role in advancing the
disability movement in India. They are also claiming equal partnership for people with disabilities in all
development programmes affecting their lives. Though the partnership model appears incompatible with
the traditional practices, the success of partnership practices in the recent past is a clear indicator of
changing attitudes of society, the Government and service organisations.
CULTURAL BELIEFS AND CBR
In the last two decades, community based rehabilitation (CBR) has been promoted as the most viable
and practical solution for the massive problem of disability in India. It envisages a social environment in
which a community shows awareness and sensitivity to the special needs of its disabled members and feels
responsible to bring about the desired changes. To achieve this ideal and to sustain such programmes
through the community's own resources and active participation, ambitious schemes were launched in the
mid-eighties by the Government and NGOs. A large number of CBR projects were generously supported
by the Government and international agencies. All these efforts in last two decades have contributed to
popularise the philosophy of CBR and in raising the hope of the millions of people with disabilities.
Hopes for the efficacy of CBR, lies in the fact that a strong sense of community has always remained a
strength of Indian society. For thousands of years, local communities have taken care of their members

with disability. In the long run, these local communities evolved their own systems of managing physical
disabilities within their own resources. Religious centres (temples, mosques, shrines, etc.) have served as
nodal agencies around which local resources were mobilised and rehabilitation services were organised.
This practice continues even today in many places.
However, in its present incarnation, CBR is a product of the western scientific tradition. Conceived by
international agencies and adopted by some urban NGOs, CBR was carried to Indian villages as a package
of promises. It is a package made of western positivism, individualism and secularism and shaped by the
biomedical theories of health. CBR, as practised in India, clearly reflects biases of the urban, educated,
social activists and that of the funding agencies. CBR initiators carefully maintained their distance from the
religious institutions and other traditional organisations. For them religion becomes an anathema, as they
pursued the goals of CBR that fit within a medical and scientific framework. The emphasis is on need
survey, advanced planning, budgeting, record keeping, outcome evaluation, etc. All these are not only alien
but also incompatible with the informal village functioning.
One of the peculiar things about most of the CBR programmes in India, is that these programmes are
rarely planned keeping in mind the disability beliefs, practices and conditions of the local communities.
These CBR programmes are rarely built on cultural strengths of the local communities. It is otherwise,
unexplainable as to why community participation is not so spontaneous for CBR activities, as in the case of
social and religious events. Religious beliefs influence all aspects of social life in Indian villages (20, 21). It
is still the single most unifying and motivating force in otherwise fragmented village communities. The
secular CBR programmes failed to catch the imagination of the masses and have failed to ensure active
community participation. In an evaluation study of seven major CBR programmes of the country, Dalal,
Kumar and Gokhale (22) found that CBR programmes have not fulfilled their promises and are primarily
viewed as service delivery agencies by the local people. The study showed that often CBR programmes
sustained as long as the outside funding lasted. The local participation in these programmes is mostly
confined to attending camps, meetings and training programmes. With all non-governmental and
governmental support, CBR has failed in bringing about any significant change in the disability scenario in
rural areas.
CONCLUSION
The success of a CBR programme in India will largely depend on how much they can draw from
traditional sources. In a country like India where religion pervades all domains of life, there is nothing
wrong if CBR draws its strength from religious institutions and can access their immense resources. If
CBR can be integrated with social ceremonies, festivals and rituals, community participation will come
naturally. Many NGOs are now trying to involve spiritual leaders of different faiths in social and
developmental programmes. CBR, grown in a soil having a proper mix of tradition and modernity, is more
likely to become a grassroots movement and succeed.
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STATUS OF WOMEN WITH DISABILITIES IN SOUTH ASIA
Maya Thomas*, M.J. Thomas*

ABSTRACT
Although there is a world-wide trend towards women with disabilities emerging from their
isolation to establish their own self help groups and rights groups, the situation in developing
countries remains quite different. In the available literature on women with disabilities in
developing countries, it is often stated that these women face a triple handicap and
discrimination due to their disability, gender and developing world status. In the South Asian
context, gender equity is an issue for a large majority of women, given the socio-cultural
practices and traditional attitudes of society. Therefore, many of the issues that are faced by
women in general in a male dominated society, also have an impact on women with disabilities.
In addition, women with disabilities from these countries face certain unique disadvantages
compared with disabled men. This paper discusses some of these unique disadvantages that
disabled women in developing countries face in comparison with disabled men, and suggests
possible strategies to overcome these disadvantages in a community based rehabilitation setting.
INTRODUCTION
There are many illustrations of problems and challenges faced by women with disabilities in literature,
but mainly from the developed world (1). Even in the developed countries, where the women’s movement
and the disability movement has been active for more than 50 years, women with disabilities tended to be
under-represented in decision-making positions. Because of the barriers faced, women with disabilities in
the developed countries decided to organise themselves to safeguard their own interests, by starting groups
specifically for themselves. In the nineties, women with disabilities were more strongly represented at
different levels in the disability movement in the West, and their concerns were also taken into concern at
international platforms like the Beijing Women’s Conference in 1995.
Although there is a world-wide trend towards women with disabilities emerging from their isolation to
establish their own self help groups and rights groups, the situation in developing countries remains quite
different. There is less research on issues facing women with disabilities in developing countries, even
though the majority of women with disabilities live in these countries. In the available literature on women
with disabilities in developing countries, it is often stated that these women face a triple handicap and
discrimination due to their disability, gender and developing world status (2, 3). In the South Asian context,
gender equity is an issue for a large majority of women, given the socio-cultural practices and traditional
attitudes of society. Therefore, many of the issues that are faced by women in general in a male dominated
society, such as limited access to education and employment, the problems arising from traditional cultural
practices that tend to seclude women from public life, and so on, also have an impact on women with
disabilities. Although disability leads to inequality and marginalisation of both men and women, disabled
people are not a homogenous group. Women with disabilities from developing countries face certain
unique disadvantages compared with disabled men, such as the difficulties in fulfilling traditionally
expected gender roles, or the difficulties in accessing rehabilitation services which tend to be dominated by
male professionals. In many developing countries, poverty can exacerbate these disadvantages, by limiting
access to resources and to rehabilitation services. There is little literature describing potential strategies to
overcome the disadvantages that are specific to disabled women, for example, the training of women
service providers in the community. This chapter discusses some of these unique disadvantages that
disabled women face in comparison with disabled men, and suggests possible strategies to overcome these
disadvantages in a community based rehabilitation setting.
TRADITIONAL GENDER ROLES
For men and women, the expectations of gender roles are different, especially in traditional societies
such as those in the Indian sub-continent, where each sex is expected to perform different roles in society,
according to different criteria. These roles are determined by historical, religious, ideological, ethnic,
economic and cultural factors (4). In these societies, men are expected to work outside the house, earn a
living and support a family, while women are judged according to their physical appearance, and their

ability to look after a home, their husbands and children. Traditionally, women are expected to take the
responsibility for all domestic chores such as cooking, cleaning, marketing, fetching water or fuel, washing
clothes and utensils, entertaining visitors, overseeing celebrations of events or religious ceremonies in the
house, and so on. The vital importance of women’s roles in economic and social spheres in developing
countries is receiving increasing recognition.
According to Manu, the ancient lawmaker of India, ‘In childhood a woman must be subject to her
father, in youth to her husband and when her Lord is dead, to her son. A woman must never be
independent’. Although society’s view of women has come a long way from the time of Manu’s law, in
most traditional societies, the roles of a wife and mother continue to be the most important roles assigned to
women. These roles give the women in these countries an enhanced status in society. A woman is revered
as a mother, especially if she has sons. Any woman who is unable to fulfil these roles is viewed by society
as a useless person.
Disability can have a profound impact on an individual’s ability to carry out traditionally expected
gender roles, particularly for women. Although both men and women with disabilities would face
difficulties in fulfilling their expected gender roles, as long as a disabled man earns a living, his chances of
getting married and having a family are much more than those of a disabled woman. A disabled woman
tends to be judged and found wanting in appearance, in comparison with the conventional stereotypes of
‘beauty’ in her culture. She is perceived as one who is unable to perform her traditional roles of wife,
mother and home-maker because of her disability, even if she may be able to do so in reality. For example,
a woman with a mobility impairment may be perceived as one in need of physical assistance in self care
and grooming, and therefore unable to carry out the domestic tasks that require mobility and physical
labour. Some studies report that women with disabilities are less likely to be married than disabled men (5).
This is largely due to negative attitudes and stereotypes about what disabled women can or cannot do,
particularly in societies where marriages are arranged by the elders and is a contract between the concerned
families rather than the individuals. Many people carry the misconception that because of her physical
disability, a woman may not be competent in any sphere, and that a physically disabled woman is also
unable to think, learn or work. In addition, because there are few positive role models for women with
disabilities, many myths prevail about them. As a result, many disabled women come to consider
themselves as ‘non-persons, with no rights or privileges to claim, no duties or functions to perform, no aim
in life to achieve, no aptitudes to consult or fulfil’ (6). Women with disabilities also have less chances of
meeting potential marriage partners, because of restricted mobility and freedom. In a few instances,
disabled women may be married off by their families to ‘wrong’ persons, such as men who are already
married, so that the families can ‘get rid of the burden’ of caring for them. There may be higher demands
for dowry in the case of a woman with disability. Women with disabilities are also more likely to be
divorced or abandoned than non-disabled women (5), because of perceptions that a disabled woman is
helpless, unable to care for her family, and unable to contribute to the family’s economy.
Child-bearing, like marriage, is considered as the natural destiny of every woman, almost like a law of
life, in traditional societies in the sub-continent. Being childless is considered to be a great misfortune, for
which the woman is usually held to be responsible. However, women with disabilities face specific
attitudinal barriers in this regard. They are perceived as being in need of care themselves because of their
disability, or the common belief is that looking after children requires physical fitness and mobility, which
disabled women may lack. Because of these reasons, women with disabilities are perceived as being unable
to fulfil a caring, mothering role (7). Additionally, there may be misconceptions about her disability being
inherited by her children. Women with disabilities may also have less access to information and health care
services related to their special needs in relation to pregnancy and child-bearing.
When it comes to household tasks, women with disabilities may face difficulties in carrying out the
responsibilities of all the domestic chores that are normally expected of a woman in traditional societies, or
may take longer to perform the tasks, or may require some assistance in doing so. However, because of
their disability and restricted mobility, society considers them as ill suited to perform the role of homemaker, as they are perceived as being unable to perform the required tasks independently.
ACCESS TO REHABILITATION SERVICES

Women with disabilities generally have less access to rehabilitation services than disabled men. In
accordance with the traditional social and cultural norms in village societies, many women do not go out of
their houses to seek help for health care, especially if the care-provider is a male. Most rehabilitation
personnel, including community based rehabilitation workers in developing countries are men. Thus even
home based services provided by male CBR workers, are out of reach for women with disabilities.
Strangers, even if they are part of a service provider team, are usually not allowed inside the house in
traditional societies. If these strangers are male, it is next to impossible for them to even talk to the women
in the house (8). Even if a traditional community accepts males as service providers in health care and
rehabilitation to some extent, it still would be impossible for them to provide services to, or teach, the
women in the community. Such a situation can only be improved if local women were to be trained as
rehabilitation workers. While women rehabilitation workers are becoming common in the sub-continent,
cultural barriers continue to persist, preventing women from taking up rehabilitation work in the
community setting, because it involves visits to houses of strangers.
These two factors, namely, the preponderance of male rehabilitation workers and the relative absence
of trained women workers in a community setting, are major barriers faced by women with disabilities in
the sub-continent from accessing rehabilitation services. In the case of fitment of mobility aids in particular,
women with disabilities experience a unique difficulty. A large majority of people with disabilities in the
sub-continent, many of whom are women, require mobility aids because of polio and other physical
disabilities. However, most trained technicians in orthotics and prosthetics are male, and women with
disabilities who require mobility aids are unable to access the services of measurement and fitting of aids
from male technicians due to the cultural taboo related to being examined by men (9).
Women with disabilities also have less access to other health care, education or vocational training
opportunities than disabled men. But this situation is common to women in general in the traditional
societies in the sub-continent, where women’s health needs are usually relegated to the last place in the
hierarchy of family needs, where women’s education is considered as an ‘unnecessary luxury’, and where
women are not expected to go out and work to earn a living. Hence the problem of access to services not
unique to disabled women.
PARTICIPATION IN COMMUNITY LIFE
Women with disabilities tend to have less opportunities to participate in community life than disabled
men, mainly due to cultural reasons. Restricted mobility and absence of access provisions in the
surrounding environment can also be a hampering factor in the participation of women with disabilities in
community life, but this aspect is common to disabled men as well.
The families of disabled women tend to be over-protective about them, and prevent them from going
out of the house, for fear that they may be exploited in some way because of their disability. Although wellintentioned, these anxieties can be stifling to women with disabilities. There are superstitions in village
communities about the presence of disabled women being inauspicious in community gatherings. It is also
believed that their presence in a family can block the chances of marriages of their female siblings (2). As
a result, many women with disabilities remain confined to their parental homes, without being able to play
the roles traditionally expected of women in society. This can lead to feelings of isolation, loneliness and
low self esteem in women with disabilities. Families in traditional societies are generally supportive in
terms of physical assistance to their disabled women, but often fail in providing emotional support which is
a more complex issue (2). Many families prefer to ignore the existence of feelings, emotions and the need
for emotional support in women, especially if they are also disabled.
In recent years, many self help groups and associations of people with disabilities have been
established in most countries in the sub-continent, but women with disabilities are under-represented in
these groups. The leadership in disability groups at various levels tends to be dominated by disabled men.
Likewise, women with disabilities are hardly represented in the women’s movement that has grown in
these countries over the last decade, because they are seen as ‘different’ or ‘disabled’, and not as ‘women’.
As a result, the concerns that are unique to women with disabilities have tended to remain neglected by
both the disability movement and the women’s movement.
EXPLOITATION OF AND VIOLENCE AGAINST WOMEN WITH DISABILITIES

Women with disabilities tend to be more vulnerable to exploitation of various kinds, such as sexual
harassment, domestic violence and exploitation in the workplace. According to the 1995 UNDP Human
Development Report, women with disabilities are twice as prone to divorce, separation, and violence as
able-bodied women (10). Disabled women also tend to be relatively easy targets of sexual exploitation,
particularly if they are mentally retarded. In general, disabled women tend to be in a state of physical,
social and economic dependency. This can lead to increased vulnerability to exploitation and violence.
Because of the relative isolation and anonymity in which women with disabilities live, the potential for
physical and emotional abuse is high. It is also estimated that having a disability doubles an individual’s
likelihood of being assaulted (3). Because of their isolation however, women with disabilities are likely to
have less resources to turn to for help.
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The Asia Partnership for Human Development has suggested that it is important to listen more
carefully to the voices of women, in order to move forward in international community disability work
(11). While women with disabilities form an important sub-group in most community based rehabilitation
programmes, usually there are no programmes that are specially tailored to address the unique
disadvantages that they face. However, in some countries in South Asia like Pakistan and Afghanistan, the
need for culturally appropriate services have been recognised, and are being provided within the ‘purdah’
culture, for women with disabilities and for female carers of children with disabilities (8, 12). In these
societies, where women are segregated from men, there are specially planned, women-orientated
programmes being carried out. Examples of such interventions are training of women service providers,
and carrying out camps, workshops and seminars exclusively for women by women. These programmes
take special care not to contradict the prevailing cultural norms of behaviour. Unlike in the West, it is
sometimes counter-productive to promote individual rights in eastern societies where a higher value is
placed on ‘collectivism’. In western societies like North American countries, being able to achieve
individual rights is considered a valuable attribute, while in many eastern societies like Japan, being in
harmony with the group’s collective wisdom is considered as more valuable. These differences in cultural
norms percolate down to many aspects of human behaviour, for example, not questioning those perceived
as authority figures, not contradicting a teacher or a master, conforming to traditional norms in a group, and
so on. An example is the now famous Japanese work culture which prescribes ‘collectivism’ as
demonstrated by the same uniform being worn, or the same food being eaten, by all members of a business
corporation regardless of hierarchy.
Although some western experts believe otherwise, promoting individual rights amongst women with
disabilities in a ‘purdah’ culture, so that they can access services alongside disabled men, may not succeed
easily. The reason is that Asian women, just like other eastern women, would prefer to conform to the
traditional norms of the societies in which they live, rather than break away from them, because of the
higher value placed on ‘collectivism’ in Asia. Any individual who attempts to break free of these norms
may be seen as the ‘odd one out’ who disrupts group harmony.
Many of the unique disadvantages that women with disabilities face are related to the traditional social
and cultural perceptions and beliefs. In this context, community based rehabilitation approaches may have
to address some of the complex cultural, economic and social factors that are related to expectations from
traditional gender roles. Public education and awareness building efforts about the potential of women with
disabilities with appropriate interventions, would have a role to play in removing misconceptions about
marital, domestic and motherhood roles, and in bringing about changes in attitudes. Efforts have to be made
to build up positive role models of women with disabilities in the community who are able to fulfil their
family roles, in order to change the myths and misconceptions associated with their ability to carry out
these roles effectively. Such role models are important to make the community understand that given
appropriate interventions, women with disabilities would be in a position to shoulder family responsibilities
and also contribute to the family economy.
Community based rehabilitation programmes will need to focus on training of young disabled
women through home based training or through peer support groups to focus on grooming, self care,
domestic, physical and social skills, in a one-to-one setting or in groups where feasible. Through these

efforts, positive role models of disabled women become available in the community, and act as a motivator
for other disabled women and their families. Issues regarding fertility and childbirth in the case of women
with disabilities may need specialist referral support from medical services. Since women with disabilities
have difficulty in performing some domestic tasks or may need to perform them differently, community
based rehabilitation programmes will need to explore how best to support them in carrying out some of
these household tasks, through simple adaptation of the home and the surrounding environment, and
through assistive devices like low trolleys and so on, that are more appropriate in rural households where
many tasks like cooking and cleaning tend to be performed at the ground level.
Lack of access to rehabilitation services by women with disabilities can be overcome by training more
women community workers to provide services. While the availability of trained women workers in
community based rehabilitation programmes has improved in many countries in south Asia today, one area
where women with disabilities continue to face difficulties is the fitment of appliances, where the
technicians are predominantly male. This is a major deterrent to the achievement of mobility by women
with disabilities. Most training institutions in orthotics and prosthetics also have not recognised this
problem sufficiently. However, of late, there have been innovative attempts to address the issue by training
disabled women as technicians to provide mobility aids for women with disabilities (9). These efforts will
not only improve access to services, but also improve mobility in disabled women, which in turn can help
to foster positive attitudes about their capabilities and roles in the community.
Providing girls and women with disabilities with better educational and employment opportunities will
serve to improve their situation by reducing their dependence on their families and providing them with
opportunities for self reliance. A study in China has shown that education of disabled women was closely
related to marriage and chances of employment (13). Increased opportunities gave the women more self
confidence and better social positions, increasing their chances of getting a life partner.
Promoting self help groups of women with disabilities will play a major role in reducing their
isolation, providing mutual support, and improving their participation in community life. It can promote
economic self-reliance if they have access to income generation activities through savings and credit and
other schemes. Being economically self reliant will give a woman with disability an added advantage in
marriage and allow her to contribute to the household economy. Promotion of self help groups will also
help to reduce over-protection by families. In addition, self help groups can educate women with
disabilities about their rights and opportunities, and greatly reduce the chances of exploitation and violence
against them.
Community based rehabilitation programmes need to sensitise disabled persons’ organisations and
women’s groups, to include the concerns of women with disabilities in their agenda. As an initial strategy,
it may be helpful to promote groups of women with disabilities, to educate them about their rights, and to
build up their capacity for advocacy and lobbying. Alongside, efforts will have to be made to include
women with disabilities in the larger disability groups and in the women’s movement.
CONCLUSION
World-wide, women with disabilities are emerging from their secluded state to organise themselves,
and to form their own self help and rights groups to address their concerns. In developing countries, there
are a few women with disabilities who have overcome prejudices and negative social attitudes to become
role models for others. Some countries in South Asia have formulated policies relating to health care,
education and rehabilitation to include women with disabilities. Many non-governmental organisations in
these countries are also beginning to include issues facing women with disabilities into their agenda.
However, women with disabilities continue to face problems related to access to opportunities, negative
attitudes and environmental barriers, which are problems that all disabled persons face. These barriers,
coupled with some of the unique disadvantages that women with disabilities face in traditional societies in
developing countries, have contributed to keeping them marginalised, preventing them from taking their
rightful places in these societies. However, it is possible to bring about a change in their situation through
specially planned community based rehabilitation programmes to overcome the disadvantages that they
face and to make them integrated, contributing members of their societies, with the same opportunities and
choices as anyone else.
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COMMUNITY BASED REHABILITATION IN A COMPLEX
EMERGENCY: STUDY OF AFGHANISTAN
Peter Coleridge*

ABSTRACT
This article was written after the tragedy of September 11, 2001, by the author who had
contributed two earlier articles that dealt with Community Based Rehabilitation (CBR) in
Afghanistan (1,2). The article describes the pre-September situation in Afghanistan in relation to
CBR, and speculates how this programme can be sustained in a country at war, without a
formally functioning government are economy, and what a CBR programme can contribute
towards humanitarian values and the peace making process in complex emergencies.
INTRODUCTION
Afghanistan and the consequences of September 11
This article was started before the catastrophic events of September 2001 and the subsequent military
action in Afghanistan. It was completed in October when the American bombing had been under way for
some weeks. At this point nobody knows what the future of Afghanistan will be and what kind of
government, if any, will be in place a year from now.
The main purpose of this article is to describe a large national CBR programme in Afghanistan as it
functioned up until September 2001. What form it will take in the future is unknown, but this is a historic
moment to place on record what it has been and to indicate that any work in disability in Afghanistan in
future must build on what this programme has started.
The CBR programme described in this article, the Comprehensive Disabled Afghans' Programme
(CDAP), is run by UNOPS as part of the UNDP programme in Afghanistan. It continued to function after
the American bombing started in four out of the six areas of its operation despite the impression given on
the media that all aid and development activity in the country had ceased. There are several reasons why it
is still able to function. First, it is a CBR programme, with field workers and volunteers recruited from the
communities in which they operate, and there is a strong sense of community ownership of the programme.
Second, it is not dependent on the provision of external supplies, except to three orthopaedic workshops, on
a six-monthly basis. Third, its field workers move around on foot, bicycles or motorbikes mainly from
their homes and thus do not have the profile of typical UN or NGO workers who use marked four wheel
drive vehicles with radios, that are frequently targets of theft or hostility to 'western' symbols.
A range of possibilities for the future of Afghanistan can be envisaged. In the best case scenario, there
will be a broad based government acceptable to the majority of the Afghan people, with full international
recognition, ensuring peace and security within the country, and which will partner major new
development efforts with the World Bank, UN and other large donors. The worst case scenario would be
prolonged foreign military intervention with no clear result, no government acceptable to most Afghan
people, a country fragmented on ethnic lines, local fiefdoms controlled by warlords, general insecurity and
anarchy, and no prospect of partnering a government in building a development strategy.
Realism and the past history of Afghanistan indicate that the likelihood of the first scenario is low. It is
likely that there will be a period of prolonged turmoil, yet the worst case scenario may be avoided if the UN
in particular can regain the confidence of the Afghan people and play a role in nation-building. One thing
that has become clear is the realisation among donor governments that unless Afghanistan is given far more
aid and development resources, it will continue to be a failed marginal state exporting asylum seekers,
narcotics and terrorism to the west. Pledges have been made for increased resources.
CBR and complex emergencies
There have been increasing attempts globally to bring CBR more into the discussion of mainstream
development (3). This has included attempts to relate CBR to the discussion on development in emergency
contexts (4,5). For many years before the present crisis Afghanistan has provided an example of a complex

and chronic emergency. Surprisingly it also has one of the largest CBR programmes in the world run under
the auspices of UNDP. Every country is unique and each crisis is unique and one must be wary of drawing
lessons from one very particular situation, thinking that they may have a more universal significance.
However, Afghanistan gives an unusual opportunity to relate discussions of CBR to the wider political
debate about the politics and policies of humanitarian aid. Afghanistan, like the Great Lakes Region of
Africa, attracts particular notice in this debate, and the place of such a large CBR programme within it
provides an opportunity to examine some of the key relevant issues. These are:
•

How can a CBR programme be made sustainable in a country at war, without a government or
functioning formal economy, and where everybody is poor?

•

What does a CBR programme have to contribute towards the discussion on humanitarian values in
complex emergencies?

•

Can a CBR programme contribute towards an agenda of peace?

THE NATURE OF THE EMERGENCY IN AFGHANISTAN
The tragic events in the United States on September 11, 2001, the subsequent military action against
Afghanistan, and the intense media focus on this very poor country have ensured that the world became
aware, of some of the realities inside the country. But while the US strikes generated a massive
displacement of the population, the situation before September was that Afghanistan was beset by some of
the worst catastrophes to afflict human beings on the planet. The civil war, which has wrecked the country
for more than two decades, continued to create refugees and displaced populations. Systematic atrocities
have been committed by both sides, against which there is at present no redress and no holding to account.
On top of this, Afghanistan has been experiencing its worst drought of the century, with major crop failures
in all parts of the country for the third successive year. As if this was not enough, plagues of locusts have
devastated much of the current year's meagre wheat crop that has survived the drought in the north of the
country. And in an unexpected irony, the Taliban chose this year to outlaw the cultivation of opium
poppies as un-Islamic. While obviously welcome from a moral perspective, this ban has overnight wiped
out the livelihoods of some 480,000 people, many of whom were landless casual labourers, with no
immediate alternative income in sight.
In southern Afghanistan nomads desperate for water recently dug by hand a well of 140 metres (430
ft), a feat that must rank, for sheer outrageous courage and determination, equal to the scaling of Everest,
and which illustrates the phenomenal lengths Afghanistan's people will go to survive. However, such
extraordinary coping mechanisms are no longer available to large numbers of rural dwellers. The war, the
drought, the locusts, and the poppy ban have driven hundreds of thousands of people from their land.
Before the September crisis, about one million people had already become internally displaced. They
migrated to the outskirts of cities in the hope of finding help from 'the international community', and many
others sought refuge in neighbouring Pakistan as unwelcome refugees whom the Pakistani government is
now trying to push back across the border. They squat in makeshift camps, with virtually no real
assistance, under plastic sheeting in summer temperatures in the mid-forties. Deaths from dehydration,
heat stroke and hunger-induced disease are common.
The Taliban have been determined to impose an extreme version of tribal values under the name of
Islam on a population already hammered by war and famine. It is not only women who suffer the
indignities the world now associates with this regime. Traditionally in Afghan families it is the leading
man who decides what the females under his roof may do and what they may not do. This role has now
been taken away from him by the Taliban, with consequent loss of his status. Not only this, but he may be
picked up by the Taliban and imprisoned because his beard is not long enough, or because he has not
prayed correctly in the mosque, or because he is riding in a car playing music cassettes. Some men in
urban settings are now reluctant to leave the house for fear of such Taliban harassment. These terror
tactics are designed to cow the population into submission, but have the effect of creating profound
psychological problems for large numbers of people. Depression, family violence against women and
children, and suicide, are all now features of home life in a culture where traditionally children are loved,
taking your own life is religiously unthinkable, and family solidarity is the key to survival.
THE CONTEXT FOR ACTION

Such a scenario poses major moral and ethical dilemmas for aid and development agencies. The
Taliban are at best highly ambivalent about the presence of foreigners in Afghanistan; their vision for their
country is one where non-Islamic influences, especially western, are reduced to zero, and where the country
practices a 'pure' form of Islam which they claim existed in the eighth century. Accordingly they do not
recognise international norms or instruments of human rights, declaring that the only document they can be
governed by is the Quran. This means that the aid community has been constantly presented with
exceptionally difficult choices: should it submit to the latest edict handed out by the Taliban leadership
further restricting women's freedom, or should it take a stand and, as the final sanction, pull out of the
country altogether? But as soon as the idea of pulling out is mooted, a higher principle emerges, which is
the moral impossibility of walking away from people dying of hunger.
The Taliban have been fully aware that this humanitarian imperative would keep aid agencies in
Afghanistan for as long as there is an emergency. Although they do not want foreigners in their country,
they are able to devote their energies and resources to fighting the war, leaving the bill for the displaced
and the hungry to be picked up by the international community. They thus behave with impunity and
increasing disdain for international norms, while the aid agencies struggle with the awful and paradoxical
thought that their presence, demanded by the humanitarian imperative, actually assists the Taliban to
devastate the human capital of Afghanistan. This excruciating dilemma, familiar to varying degrees in
other countries mired in internal conflict, has no obvious solution. It is made worse by a realisation that the
Taliban regard human life as expendable against their greater project of a 'pure' Islamic state.
While the Taliban may control most of the country's territory, they do not constitute a recognised
government, and there has been no authority capable of constructing a national development plan.
Government services do not function. Education and health services, the most basic and essential
components of a country's development, only function at a rudimentary level when funded by external
agencies. This poses a dilemma especially for the UN who would normally work with a government
structure to design intervention strategies and programmes. In this situation the UN introduced two
planning instruments, the Strategic Framework and the Principled Common Programme. These instruments
unite the UN agencies and NGOs in a common purpose, which is to build consensus on major strategic
issues of relief and development in the country. Each year the UN and NGOs go through an arduous
process of preparing the Common Appeals Document, which is based on the principles of the Strategic
Framework, and is constructed around the themes of Basic Human Needs, Sustainable Livelihoods, Social
Services, Human Rights, and Refugee Return.
In summary, aid and development in Afghanistan take place in a context characterised by desperate
human need, an absence of government structure and capacity, and a fundamental clash of cultures and
world views, that pit the values of ultra-conservative tribal religious extremists against those of
internationally accepted standards of human behaviour. The UN has struggled to take responsibility for
strategic development planning in the country, with varying success.
In earlier articles about CBR in Afghanistan (6,7), it was emphasised that whatever one may think as
an outsider about the culture of a country, the fact remains that all development efforts and processes must
start from where people are within that culture. One needs to separate this from the agenda of a group like
the Taliban, who were not elected, who govern by coercion, and who use both religion and culture as
weapons of political and social control.
CBR AND 'VICTIM ASSISTANCE'
One of the main reasons for the UN creating a large CBR programme in Afghanistan in the midnineties was the assumption that there are many mine-injured people. Those who work in disability in
developing countries tend to fall into two schools: one with a developmental approach focusing on CBR,
and the other with a service delivery approach focusing mainly on the provision of orthopaedic appliances.
These two approaches are not mutually exclusive, but it is worth stepping aside for a moment to consider
the matter of what has become known as 'victim assistance' after the Ottawa Mine Ban Treaty of 1999. I am
not aware of any attempt to address this issue in the literature of CBR, so am taking this opportunity to do
so.

The Ottawa treaty stands as one of the landmark achievements by grassroots action of the latter part of
the 20th century. The vision and commitment by many people, mainly in NGOs, made it happen against
considerable opposition from many quarters. (Key countries such as the US have still not signed.) The
emphasis in the treaty is on the prohibition of mines as a weapon of war and the clearance of minefields,
and not on those injured by mines. However, at the last moment a clause was inserted requiring states to
give all possible assistance to the 'victims' of mines, and this was the beginning of what might be called the
'mine victim industry'. The good news was that governments created new budget lines for 'victim
assistance programmes'. The bad news was that there was little understanding of the efforts made over the
last two decades by those experienced in work with disabled people to see disability from a developmental
point of view. The problem of 'victims' in the context of the Ottawa treaty has been perceived to a large
extent, especially by donors, as a problem of providing prostheses for those who have lost limbs.
The terminology itself presents a problem. It seems that English is, on the whole, more concerned
about 'political correctness' than other languages are. The word 'victime' is used without question in French
in the context of disability, and French speakers will defend its use as an accurate description of people
permanently injured by mines. They reject the more positive alternative 'survivor' (or 'survivant') for two
reasons. They argue that a bystander who has observed a mine explosion but not been injured is technically
a survivor but is not a victim. They also argue that the word 'victim' does not imply any moral judgement
about the person affected, and accurately describes their misfortune. A contributory difficulty is that the
discussion tends to be conducted by people more familiar with mines than disability, many of them exmilitary personnel, whose life experiences have not exposed them to development debates. Attempts to get
the terminology changed have so far failed.
Early assumptions following the Ottawa treaty about the number of people injured by mines were
found generally to be too high. In mine-affected countries like Mozambique it was discovered that many
more people were injured and disabled by road accidents than by mines. In Nicaragua there are perhaps
two hundred 'mine victims', with as many as ten NGOs competing to provide services for them. In the light
of this evidence of the low number of actual mine injured people, the definition of victim was widened, by
WHO among others, to include 'any victims of trauma', whether by mines or other causes. So, for example,
it would include polio affected children, people permanently injured in car crashes, even people
psychologically traumatised by war or other causes. At this point the discussion begins to look ridiculous.
Are we to say that all injured and traumatised people must be swept up into some new type of service
called 'victim assistance'? The charitable and indeed patronising implications behind these words run
counter to the developmental and empowerment philosophy of both primary health care and community
based rehabilitation.
Despite these linguistic problems, the 'victim assistance' discussion has generated a very useful
framework for disability programmes. It identifies six levels of necessary action in relation to disability:
1. Epidemiology and data collection/analysis
2. Prevention
3. Medical treatment
4. Physical rehabilitation
5. Socio-economic integration
6. Institutional development (another term for capacity building)
These coincide with the objectives of most CBR programmes entirely, and provide the framework for
the CBR programme under discussion.
OUTLINE DESCRIPTION OF CDAP
Structure
CDAP's strategy is to demonstrate and advocate a model Community Based Programme concept,
which could become national policy in Afghanistan, through replication in UN, NGO, or, when possible,
national government programmes. To this end CDAP has worked on two levels: building a model CBR
programme in 45 districts (out of 350), and taking the lead on co-ordinating the development of disability
policy in Afghanistan among the different agencies which work with the issue.

The CBR programme is divided into six regions and employs (that is pays, trains and supervises) a
range of generalist and specialist staff. Community Rehabilitation and Development Workers (CRDWs) are
the main contact with communities and disabled people. The role of CRDWs is to mobilise communities
around the issue of disability, to identify and screen disabled people in these communities, to refer to the
appropriate services those who need them, and to give home based training to those who require it, with the
help of volunteers. They are paid about $90 a month to do this job. The men use a bicycle or rarely a
motorbike, and the women go on foot or are accompanied by a male relative (mahram) in local transport. In
theory each CRDW covers a population of about 30,000 people, but in rural areas (where most of the
programme is based) it is not easy to be particular about this. Afghan rural communities tend to be very
scattered, and reaching such a population requires many hours of hard travel on dreadful roads in extremes
of heat in the summer and cold in the winter. Each CRDW is asked to recruit up to five volunteers who
assist with home based training, community awareness, and other tasks.
The CRDWs are backed in each region by a team of specialists: physiotherapists, orthopaedic
technicians, employment support officers, special education resource persons, regional trainers, and IEC
(Information, Education and Communication) personnel. One regional programme may have a team
numbering up to 90 people, with an annual budget of $250,000.
The centrally based technical support unit (TSU) consists of eight specialists qualified in the skills
required by those in the field: physiotherapy, orthopaedic technology, employment support, special
education, health, CBR training, IEC, and materials production. Their role is to design and deliver training
to their counterparts in the field, and to follow it up with monitoring and supervision. They also have an
important role in relating to the wider discussion about disability strategy in Afghanistan generally, coordinating with all the other agencies working in this field or which include disabled people in their
programmes.
The management unit (MU) is composed of the Chief Technical Adviser (CTA, UN-speak for
programme manager, an international), the National Programme Manager, a report writer, resource centre
supervisor, and administrative staff. Their role is to manage the whole programme, to raise funds, and to
relate to the wider aid and development community both inside and outside Afghanistan.
The whole programme employs 400 people and uses about 2000 volunteers. Until recently the only
expatriate in the programme was the CTA; all the rest are Afghan nationals. In 2001 the programme hired
as a temporary consultant a Canadian CBR expert to revamp the training programme and materials in order
to give CRDWs in particular more hands-on skills.
The programme operates on a budget of some $2 million a year, 20% of which is provided by UNDP.
The rest is made up in bilateral grants from the governments of Sweden, Norway, Canada, Britain, the
Netherlands, Japan, and Switzerland.
An important aspect of the programme is that, under the UNDP umbrella, it is part of a joint integrated
development strategy with FAO, Habitat and the UNOPS Afghan Rural Rehabilitation Programme
(ARRP), collectively known as the UNDP P.E.A.C.E. Initiative (Poverty Eradication And Community
Empowerment). This seeks to graft technical programmes (CDAP and FAO) onto community mobilisation
structures set up by Habitat in the towns and ARRP in the rural areas. It is explained in more detail below
under 'Making CBR relevant'.
Data collection
Of the six activities listed in the framework above, data collection is undoubtedly the hardest in a
country where normal statistical systems do not exist, and where the only approximate certainty when it
comes to numbers is provided by those actually in the programme. No national survey of disability has
been done, and it would be impossible to organise one in the present (pre-September) circumstances.
Health services, which would normally provide a statistical base for many disabilities, are rudimentary
everywhere and vary in their ability to keep records. Observation within the programme areas indicates
that about 3% of the population is disabled, probably half composed of people with mobility impairments,
who are mainly disabled by mines and polio. Spinal injury is comparatively rare. The roads in Afghanistan
are generally appalling, vehicles move slowly and there are few road accidents. The survival rate of

spinally injured people is low. Multiple impairments such as cerebral palsy are common for a variety of
reasons, in particular lack of pre-, peri-, and post-natal care, and malnourished or under-age mothers. Mines
not only damage limbs but also sight, hearing and facial appearance.
The profile of disability in Afghanistan is weighted towards physical/mobility impairments, but
sensory, mental and multiple impairments are present and, as in all countries, pose a greater rehabilitation
challenge.
Prevention
Activities to prevent disability focus mainly on mine awareness and polio eradication; both these
activities involve many agencies. The wild polio virus is still at large in Afghanistan, and new cases of
flaccid paralysis occur in some areas each year. Polio eradication is led by WHO and UNICEF, but they
rely on a range of other agencies and programmes, including CDAP, to mobilise communities for National
Immunisation Days which occur every three months. A number of agencies make a speciality of mine
awareness, and CDAP includes it in its basic training of CRDWs and volunteers. In addition CDAP uses
Disability Awareness and Advocacy Briefs based primarily on awareness about particular impairments
including their prevention.
CDAP also regards physiotherapy as a form of prevention as well as treatment. Its main preventive
function is to stop a physical condition from getting worse, to reduce the effects of contractures, and to
restore muscle tone in unused limbs. About half the 140 physiotherapists in the country are employed in the
CDAP programme. They include both men and women, and are given one year's training to qualify as
physiotherapy-assistants, or two years to become physiotherapists. This training does not of course match
standards of training in western countries, where a four-year degree course is regarded as the basis for a
career in physiotherapy. Training is done in the country by an NGO, IAM (International Assistance
Mission), by the CDAP programme officer for physiotherapy (a national), and by visiting external
consultants on an ad hoc basis.
Treatment
Within the six-point framework treatment implies hospital treatment, including surgery. CDAP refers
people with contractures, club-foot, burns, cleft palate, and other impairments correctable by surgery to the
very few hospitals where the necessary services are available. In the present circumstances of Afghanistan
such services are sometimes provided by teams of visiting foreign surgeons, who run an orthopaedic and
plastic surgery camp for a limited period in one hospital. Eye camps are now being organised on a similar
basis.
Whereas in countries with more developed hospital services mine-damaged limbs might be saved, in
Afghanistan the norm is to amputate to prevent further complications. (A Palestinian orthopaedic surgeon
who worked in Afghanistan in 1996 had also worked in Beirut during the civil war in Lebanon. He
claimed that in six years of war surgery in Lebanon he never amputated a single limb.)
Rehabilitation
This is provided both by orthopaedic workshops and physiotherapy. The three orthopaedic workshops
in the programme produce prostheses, orthoses, wheelchairs, and a variety of other aids and appliances
such as standing frames and corner seats for CP children. There are nine other workshops run by different
organisations (ICRC, Sandy Gall's Afghanistan Appeal, Guardians and Kuweit Joint Relief) CDAP takes
the lead in co-ordination between these organisations on orthopaedic technology (see below in the
discussion of institutional development and capacity building).
Socio-economic integration
The concept of integration is in itself a complex issue with its own specifics and dynamics unique to
each culture and country. This has been examined at length elsewhere for Afghanistan and need not be
repeated here (1,2). CDAP approaches economic integration through vocational training and micro-credit.
Vocational training is both through group training at the community level, and one-on-one training where a
local craftsman or woman agrees to take on a disabled person as an apprentice. Micro-credit in Afghanistan

is problematic. Strict Islamic prohibitions on charging interest and hyper-inflation of the local currency
make sustainability of a revolving loan fund difficult. Repayment rates in the local currency are high, and
there are many more requests for loans than can be met. Attempts to use either dollars or Pakistani rupees
as the loan currency have been rejected by loan recipients.
Social integration is approached chiefly through community mobilisation. The establishment of CBR
committees at village level and DPOs (Disabled Peoples' Organisations) is the responsibility of CRDWs,
backed by their supervisors. The primary function of these bodies is to encourage communities to take
responsibility for issues relating to disability, including awareness, attitudes and 'integration'. They are
treated in more detail in the next section.
Capacity building
This involves four levels:
1. The development of capacity among communities to relate constructively and inclusively to disabled
people.
2. The development of knowledge, skills and attitudes in fieldworkers and specialists in the
programme through training, monitoring and supervision.
3. The training of workers in disability in other programmes.
4. The development of co-ordination between the different agencies that include disability in their
programmes in order to build the elements of a national strategy.
1. Communities
The programme has focused on three types of community capacity building: the formation of local
CBR committees, the encouragement of DPOs (disabled people's organisations), and the recruitment of
volunteers. The CBR committees are organised at the village level, and have responsibility for all matters
related to disability within their own communities. They are composed of school teachers, health workers,
parents of disabled children, disabled people and anyone else with an interest in disability. They vary in
their effectiveness and commitment, but the best committees play a key role not only in disability related
issues but also in other topics related to vulnerability. It was largely on their insistence that the programme
began to broaden beyond disability to include other vulnerable groups and individuals such as orphans and
women headed households. It was also through discussion with these committees that the idea of
community rehabilitation centres was born in 1999. These typically provide the space for deaf sign
language and Braille classes, literacy skills through classes and a community library, vocational training for
disabled people and vulnerable women and children, physiotherapy, women's support groups, and other
activities requested by the community. They have proved to be important elements in community building,
and in making activities with disabled people both more visible and more integrated with other vulnerable
groups.
The role of DPOs in a country with no commitment to or the means to implement the concept of rights
is problematic. The role of DPOs at the village or district level has always been difficult to define, but they
give disabled people greater visibility, and experience in managing their own organisation. They could be
(but have not yet been) recipients of group loans for small enterprise development. At the national level
two DPOs exist: the Hearing Impaired Foundation of Afghanistan (HIFA) and the Afghan Association of
the Blind (AAB). Both are based in Kabul and both have received extensive support from CDAP. In a
country with no telephone or postal system, appalling roads and a civil war, it is not easy to create a
national organisation. The main national contribution made by HIFA is the compilation (together with
CDAP and an NGO, SERVE) of a deaf sign language dictionary for Afghanistan.
Volunteers are an integral and important part of the CDAP programme. Each CRDW (Community
Rehabilitation and Development Worker) is supposed to recruit up to five, and most do. This means that
when the programme was at its peak there were some 2000 volunteers involved. They give up to eight
hours a week to the programme and typically assist in home visits, community awareness, vocational
training on a one-to-one apprenticeship basis, activities in the Community Rehabilitation Centres, and data
collection.

2. Capacity of field workers and specialist staff - Training
The training of CRDWs used to be based on the WHO CBR manual, but is now increasingly based on
David Werner's 'Disabled Village Children' and material developed in the programme. A regional training
capacity was developed starting in 1997 in order to train CRDWs, two regional trainers for each
programme area. CRDWs are given three months of classroom training interspersed with eight months of
supervised field work. Specialist staff (physiotherapists, orthopaedic technicians, special education resource
persons - SERPs, employment support officers) are trained both regionally and centrally. 25% of the
workers are women (a remarkable figure in a country where women are generally banned from working),
who under Taliban restrictions cannot be trained in the same room as men. The female CRDWs and SERPs
are trained regionally by a peripatetic team of female trainers. Female physiotherapists are trained centrally
in Afghanistan by female physiotherapy trainers, and other female specialist staff are trained in Peshawar
with men, away from Taliban eyes. Training is a continuous activity throughout the programme as new
workers are recruited, and existing ones upgraded.
3. Capacity building for workers from other organisations
This is an important part of the strategy to widen the number of agencies dealing with disability, and
to make workers in non-disability specific agencies aware of disability issues. Workers have been trained
from WHO, UNICEF and both local and foreign NGOs. The training has ranged from full CBR training to
short workshops focusing on awareness.
4. Co-ordination efforts
Such a comprehensive CBR programme cannot, and should not, attempt to cover the entire country.
Its reason for existence is to demonstrate a model which could become national policy.
The main mechanism for moving forward the discussion on national policy has been through an
ongoing series of National Disability Workshops. These have focused on establishing a common approach
to disability based on the principle that disability is a development issue with medical, social, and economic
dimensions, that requires a rights based, empowerment approach; bringing cohesion and uniform standards
to physiotherapy training and orthopaedic technology; systematising a deaf sign language for Afghanistan
through the compilation of a 2000 word 'dictionary'; establishing a common code for Braille; and coordinating approaches to micro-credit. The level of co-operation and co-ordination between agencies
working in disability has been excellent.
KEY ISSUES FOR THE FUTURE
With this background we now turn to consider the three questions posed at the beginning of this
article: How can a CBR programme be made sustainable in a country at war, without a government or
functioning formal economy, and where everybody is poor?
What does a CBR programme have to contribute towards the discussion on humanitarian values in
complex emergencies?
Can a CBR programme contribute towards an agenda of peace?
Making CBR relevant and sustainable in an increasingly impoverished country.
The programme described above was set up in 1995 in an attempt to put in place a CBR programme
on the WHO model. For several years the programme kept closely to this model, focusing on training its
primary field workers for interventions to individual disabled people at home. But it was increasingly
realised that this approach had a number of disadvantages. In the first place it was more or less invisible to
the communities in which it operated, since most of its activities were conducted within the confines of
people's homes. Secondly, it was inefficient to work with deaf, blind or mentally impaired people
(especially children) individually at home; they required a group setting, and needed to be more in the
public eye. Thirdly, the WHO manual itself was recognised as deficient in giving enough technical skills
to front-line field workers. But the most important problem was that, as Afghanistan spiralled downwards
into deeper poverty as a result of war and drought, disability was becoming less of a priority for

communities as everyone struggled for bare survival. There was an urgent need to make the programme
more relevant to people who often lacked the most basic needs.
Three main strategies were adopted to address these problems: the question of relevance to
increasingly poverty-stricken communities was tackled through an integrated approach with other agencies
under the UNDP umbrella; the lack of technical skills by increasing field workers' expertise in both
rehabilitation and community development; and the need for both more visibility and group learning by the
establishment of community centres where a range of activities take place, including deaf sign language
classes, Braille classes, women's literacy, vocational training, communal income generating projects, and
physiotherapy clinics. Each of these three strategies will be presented in outline.
In 1997 UNDP launched an integrated development programme in selected districts of the country
combining the efforts of five programmes: FAO Livestock, FAO Crops, Habitat (for urban development),
the Afghan Rural Rehabilitation Programme (ARRP, also a UNOPS programme), and CDAP (UNOPS).
The whole programme was given the acronym P.E.A.C.E., standing for Poverty Eradication And
Community Empowerment. Habitat and ARRP are responsible for community mobilisation in urban and
rural settings respectively, while the technical agencies, CDAP and FAO, use the framework of the
community organisations they instigated to graft on their own activities. In the rural areas ARRP initiated
shuras (local councils) consisting mainly of village elders and respected men. A few separate women's
shuras were also formed. In the towns Habitat pursued its policy of establishing community fora (plural of
forum). The structure of the shuras and fora is different but their aim is the same: to enable the community
to take ownership of and responsibility for identifying development needs in their own communities and to
initiate solutions.
A key need identified by communities within this programme was education. In 1997 there were no
schools in the provinces of Kandahar and Farah for either boys or girls. When CDAP field workers spoke
about 'integration of disabled children in schools' the response was: 'What schools? Nobody goes to school
here.' Attempts to run a school programme by a local NGO had been stopped by the Taliban, who
disagreed with the curriculum. So it was decided in the UNDP P.E.A.C.E. programme that a purely
community approach to education should be tried, with CDAP taking the lead. The plan was simple: if
communities agreed to provide a place for a school, a teacher paid by the community, and to send girls to
school as well as boys, then the P.E.A.C.E. programme through CDAP would provide teacher training,
text books and school supplies. The result was that within a year there were 45 schools operating on this
basis, with a roll of some 3000 boys and 1500 girls. Until September 2001 there was more demand from
communities for schools than the programme could respond to. The main advantage of a simple
community approach was that dealings with the Taliban could be handled by community members rather
than by an outside agency. Even the Taliban are conscious of the need to build local support, and cannot
afford, for reasons of military recruitment alone, to alienate communities by denying their basic needs.
In addition to taking on mainstream primary education, CDAP widened its beneficiary profile beyond
disability to include other vulnerable groups, especially females heading households and children without
fathers. These groups were incorporated into the programme's employment support activities of vocational
training and micro-credit.
The second strategy to increase relevance of the programme was to improve the level of technical and
community development expertise of the field workers. The success of any CBR programme hangs to a
large extent on the frontline field workers, since they identify disabled people in the first instance and refer
them to other specialist workers in the programme. They are also the first point of contact the programme
has with local communities.
Their task is by no means simple: on the one hand they must have sufficient technical knowledge to
diagnose and plan treatment for a wide range of disabilities; on the other, they must be good community
workers, capable of animating a local committee, recruiting and guiding volunteers, and relating to other
vulnerable groups such as female-headed households. And they must do all this, in Afghanistan, on a
bicycle, or, if female, on foot in widely scattered villages! (It should not be forgotten that we are talking
about people recruited from the communities in which they work, whose entry qualification is to have
finished secondary school.)

During the life span of the project to date there have been a number of evolutions in the way these
field workers have been trained and monitored, and indeed in their titles. Until 2000 they were called
MLRWs (Mid-Level Rehabilitation Workers), but this title was changed in that year to CRDW
(Community Rehabilitation and Development Worker). This reflected the shift in their role from one based
only on disability to a more general one with a more community development approach. Important
innovations in the way they have been trained have been: (a) The decision in 1996 to create a regional
training capacity, with the appointment and training of two Regional Trainers in each of the project areas.
(b) A CRDW caseload study carried out in 2000. (c) The shift from using the WHO CBR Manual as the
main training and reference text to material derived from David Werner's 'Disabled Village Children' and
similar texts. The emphasis in their training at present is to increase their technical skills, while at the same
time making them more attuned to community development processes.
A CRDW caseload study carried out in early 2001 enabled a much more realistic assessment to be
made of what kind of cases each CRDW could realistically handle. This increased their confidence,
knowledge and ability to diagnose and assess each client before, during and at the end of treatment.
The key factor that will need to be considered in future development of the programme, especially if a
government emerges which is able to take responsibility for development planning and implementation in
the country, is the role and status of CRDWs. Most governments in developing countries do not give
priority to hiring specialist disability and development workers of this kind on a large scale. However, the
experience of this programme shows that their role is of vital importance not only to disabled people but
also to their wider communities. They are in touch on a daily basis not only with disabled people but also
many other vulnerable people in their communities, and are accordingly the nearest thing Afghanistan has
at the present time to social workers.
The third strategy for improving programme relevance was the establishment of community
rehabilitation and development centres (CRDCs), already referred to above. Whereas in many countries
CBR starts as an outgrowth of local institutions, in Afghanistan there have never been any local institutions
for disabled people except one or two in Kabul. CDAP started as a set of mainly home-based activities; but
it was realised that visibility is a key factor in the acceptance and credibility of such a programme: people
need to see it at work, and to see that it does what it claims to do. It needs to occupy public space as well
as private space. Furthermore, some activities are much better done in an institutional setting than at home,
especially those aimed at regular education over a prolonged period such as classes for people with
deafness, blindness or mental retardation. At the time of writing there are now between 5 and 10 such
centres in each of the programme areas, or about 40 overall. They are run mainly with community
contributions in the form of buildings made available for no rent and volunteer effort.
The establishment of these centres has been a major landmark in the development of the programme.
They have certainly made it more visible, have added a great deal to the value of the activities with deaf,
blind and mentally retarded children and adults, and, because they also include activities for non-disabled
people such as women's literacy classes, have demonstrated the wider community development aspect of
the programme. They have justifiably become a source of considerable pride to the communities which
operate them.
THE SEARCH FOR COMMON VALUES
Especially in the present crisis Afghanistan appears to present, in sharpest and most painful detail, the
age-old clash between an extremely conservative form of Islam and 'western' secularism (meaning the
dominant culture of the industrialised, secular, democratic nations). This is a contentious issue (6) and this
paper does not aim to make a significant contribution to the debate. But in view of the present state of
affairs in Afghanistan and the way the country and the conflict engulfing it is portrayed in the west, it is
worth considering what role a developmental disability programme has in the search for universal human
values.
For Muslims such as those who dominate the Taliban Islam is a timeless and comprehensive
framework for the whole of human life and society, divinely designed and therefore beyond the need for
man's adjustment or improvement. 'Government' becomes a process of bringing the people, by force if
necessary, back to the 'true path', which has as much to do with form as with substance. There is no

distinction between 'religion' and 'state' in Islam, and the concept of a secular society, as it has evolved in
the west, is completely alien to the whole idea of being a Muslim of this kind. One cannot embrace the
idea of secularism without dropping the idea of 'pure' Islam. But secularism, which includes freedom of
belief, is precisely what the 'west' holds dear.
In many parts of the Muslim world people look with dismay on what they see as the erosion of their
values as a result of the steady penetration of these areas by western secularism. Undoubtedly one of the
main reasons why Afghanistan is home to many non-Afghan Muslim fundamentalist groups is that it is
seen as the last bastion of the 'true faith' holding out valiantly against the onslaught of western secularism.
It is an attempt to retrench back to early medieval Islam in the face of an increasingly globalised godless
culture. The present direct confrontation between US led forces and the Taliban reinforces this notion.
It is not in any way surprising therefore that the more extreme end of the Taliban movement views the
'international community', represented by the aid agencies, with undisguised distaste. Most westerners who
work in the aid community in Afghanistan, or who relate to Afghanistan from the offices of foreign
governments, are probably unaware of the dimensions and seriousness of this argument. Any
acknowledgement that there is an unbridgeable conceptual difference in world-view between the
'international agenda' and that of the mullahs in Kandahar and Kabul is missing from UN analyses,
including those of the peacemakers. It is of course most conspicuously missing from the policies of the
main world powers towards Afghanistan, currently exemplified by bombing, which are designed, with
extreme and perverse irony, to force it into line with global norms on human rights and 'civilised
behaviour'. The more this pressure is applied the more the Taliban are determined to hold to their ways.
In short, Afghanistan presents the most extreme case in the world today of a head-on collision between
democratic secularism and fundamentalist tribal and religious conservatism. Is there any common ground at
all, or are both sides doomed to an eternal dialogue of the deaf?
As already stated, there is an important difference between the manipulation of culture and religion for
political and social control, and the cultural context in which ordinary people live their lives. Common
ground can be found, with communities, if not with the mullahs. Afghanistan is not a democracy and the
Taliban did not come to power by popular vote. The ordinary people do not have the theological
perspective of the mullahs; their concern is for survival with decency and dignity, and anybody with
constructive ideas is welcome to help them achieve that. Community development provides the territory for
the sharing of common human values. CBR provides a focused context in which to explore and develop
these values in detail. Compassion and charity are key features of mainstream Islamic values, and both play
an important role in the motivation of Afghans to work in a disability programme, especially as volunteers.
The extreme sensitivity and tenderness of many Afghan men towards, for example, a mentally retarded girl
child belie the aggressive and warrior-like image with which they are portrayed.
The CBR programme described here has never, as far as the author is aware, run into a problem of
differences between 'Islamic' and 'western' values. A major reason for this lies in the way in which it has
been managed. While the concept of community based rehabilitation itself may have originated in 'western'
minds, it is actually simply a way of saying that disability is an important issue and must be approached in
a way that fits the local context. CDAP has been run by Afghans. The single international programme
manager has played the role of facilitator rather than 'expert'. The management style and culture adopted
has been fully participatory, with decision making devolved down to the point nearest delivery. All the
main strategic decisions are taken at the six monthly Programme Management Workshops, attended by the
centrally based Programme Officers with specialist skills and the six regional programme managers from
the field. The regional offices are managed in the same way. The result is a programme that is fully owned
by the people who work in it. Furthermore, the majority of the 400 workers are hired from the communities
they serve, so the sense of community ownership is equally strong.
The single threat to the programme comes not from any clash between the programme and
communities, but between the programme and the wider international aid community that can be blind to
the fundamental importance of such a participatory management style.
CONCLUSION

Can a CBR programme contribute towards an agenda of peace?
It will be obvious from the foregoing that the answer to this question is an emphatic yes. The history
of Afghanistan has demonstrated, and will demonstrate again in the present crisis, that any governance
system or development programme imposed from outside will not last. This CBR programme has shown
that an approach with real grassroots ownership will endure and survive in the most drastic circumstances.
The Quran says: 'I have created peoples and tribes so that they can get to know each other.' Amid the
general doom and gloom, talk about 'a clash of civilisations', demonising of both Islam and the 'west',
misinformation, misinterpretations and misunderstandings that are so much a feature of current global
discussions arising out of the events of September 11, a developmental disability programme in
Afghanistan represents, perhaps, a patch of straight grain in the gnarled and knotted timber of confused
human endeavour in this tragic country. The values of this CBR programme are indeed universal, and
provide a context within which 'peoples and tribes can get to know each other' over a simple but important
common purpose: to make communities inclusive.
*ILO/PEC
40513, Nairobi
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THE MENTAL HEALTH OF WAR AFFECTED CHILDREN:
A COMMUNITY BASED REHABILITATION AND
RECONCILIATION PROGRAMME IN SRI LANKA’S
EASTERN PROVINCE
Robert Chase*, Kenneth Bush**
ABSTRACT
The mental health effects of children affected by militarised violence are receiving increasing
attention as the magnitude of the problem world-wide and its implications is becoming
recognised. The trends in child mental health in Sri Lanka related to war and other factors are
reviewed, and local project context in Eastern Sri Lanka is described. Since 1995, research and
programme development addresses psychological distress in schoolchildren from multiple
factors, many directly war related. The Butterfly Peace Garden in Batticaloa, is an after-school
programme provided to 600 children, that offers creative play activities and ethnic
reconciliation, integrated with opportunities for trauma healing through art-based processes. Its
innovative programme has several distinctive features. It is a model of community reconciliation
and peace building, supportive of local community-based capacity building; its child-focussed
attention embraces universal values e.g. Convention for the Rights of the Child: the right of
children to play(1) mediated through local, culturally appropriate activities. The similarity to and
divergence from the model of community based rehabilitation (CBR), is discussed in relation to
the controversial issues of the pathology of militarised violence at a societal level, mental illness
paradigms e.g. PTSD, and the appropriateness of Western counseling approaches. The
programme is also presented as an example of a 'health initiative as bridge to peace (2).
THE NATIONAL CONTEXT: TRENDS IN SRI LANKA AND CHILD MENTAL HEALTH
RISKS
The following overview of Sri Lanka's rising child mental health problems is based on an informal
survey of new reports posted on the Internet since late 1999 (3). It is a good starting point to consider the
context within which child mental health policy and programming is challenged, in its efforts to find
solutions. There may be many similarities to other countries in the South Asian region.
ECONOMY, DEVELOPMENT AND WAR
According to the 1999 Human Development Index Report by the United Nation's Development
Programme (UNDP), Sri Lanka boasts the highest standard of living in South Asia (4). Although Sri Lanka
boasts impressive social indicators (adequate health care, with adult life expectancy of 72 years, and a
literacy rate of 90%), the island lags on economic gains. Despite relatively high attainments in social
development, Sri Lanka has performed unsatisfactorily in the area of economic well-being, “Fast growing
countries, like South Korea, Hong Kong and Singapore, not only exceeded Sri Lanka in income levels, but
also left the country far behind in social improvements,” (4). Sri Lanka's Human Development Index (HDI)
-- which incorporates life expectancy levels, adult literacy levels, education enrollment ratios and real gross
domestic product per capita -- ranked 91st among 175 countries. However, the regional pattern of human
development in Sri Lanka varied substantially, and the level of poverty was moderately high with some 18
percent of the population experiencing "deprivation in the dimensions of human poverty” (4).
Sri Lanka's war against Tamil Tiger rebels in the North and East, killing an estimated 60,000 since
1983, was a chief barrier to future progress, the report added. According to different news reports, Sri
Lanka's GDP is expected to expand by four percent in 1999 against a 4.7 percent growth last year, and 6.3
percent in 1997. Sri Lanka spends more than $850 million a year on the war effort, the defence budget for
2000 set at 52.4 billion rupees ($701.6 million) and expected to climb to $880 million, close to 5 % of gross
domestic product. Despite more than 100,000 troops deployed in the battle against the Tamil Tigers, and
the government's financial and military superiority over the rebels, victory has not been forthcoming.
Army recruitment and compensation have become the primary source of resources transferred into the
economy of the rural poor in the Sinhalese-majority regions of the South. As a percentage of the World

Bank-defined rural poverty line, “military remittances” increased from 5% to 32% between 1985 and 1997
(5). Aside from the problematic economic implications for these areas if the war should ever end, the social
impact of this phenomenon on children and adolescents is profound. An entire generation of children is
growing up without fathers, brothers, and uncles as the number of men in the armed forces (as well as a
lower, but still sizeable, number of women) has ballooned to an estimated 235,000 in 1996 (6). On “the
other side”, the size of the LTTE force is estimated to be 13,200 (7).
Many Sri Lankan villages are losing their men and women -- to the war-front and abroad. These
villagers leave to make a living, but the income is often squandered and comes with a heavy price:
neglected children and broken families. Expatriate workers are the largest net foreign exchange earners for
Sri Lanka, bringing an annual Rs 74 billion (1.05 billion dollars) into the country. This amount has been
increased by Rs. 106 million, over the previous year. A number of Sri Lankans work in the Middle East as
well as in Cyprus, Singapore, Malaysia and Hong Kong. The majority of them work as housemaids. Sri
Lanka is the only Asian country where the number of female migrants far exceeded male labour outflows.
Many of the female domestic workers face exploitation working in the Middle East, including sexual abuse
and are at risk for HIV/AIDS. UNDP reported that each year about 160,000 people go abroad on
employment, of which, 70 to 80 percent are women mostly in the 18 to 40 years age group. According to
available statistics, 50% of reported HIV cases in Sri Lanka are housemaids who have returned from the
Middle East.
CHILDREN AND WAR
Until the LTTE stepped up its terrorist campaign of bombing in the largely Sinhalese South of the
island in the early 1990s, Colombo was relatively untouched by the war, raging at times only 200
kilometres away. However, unrelated to the ethnic troubles, the south went through the JVP insurrection,
which reached its height in 1989-1992, which resulted in excess of 10,000 disappearances. In early 1996,
the massive LTTE bombing of the World Trade Centre in Colombo, killing 86 people and injuring 1400,
and the bombing of the Bank of Ceylon in October 1997, brought the violence to the heart of Colombo
Central Business District. Continuing campaigns of LTTE suicide bombers have provoked road blocks,
security checks, and continued mass arrests of Sri Lankan citizens of Tamil origin -- reinforcing the
presence of war-induced insecurity, even while the military fighting is limited to the North and South. The
dynamics of warfare between the state and the LTTE is one in which civilians are the principal victims, as
both direct and indirect targets of violence and intimidation. However, it is also a war that has seen direct
and massive confrontations between government and LTTE troops in "conventional" military battles.
Out of an estimated 900,000 children in the North and the East, UNICEF and Save the Children Fund
(SCF), found that an estimated 300,000 children have been displaced prior to the LTTE offensive of May
2000. The statistics reveal that 270,000 Sri Lankan children remain displaced today. For example, in
Mannar, the government estimates that only 13,000 of the population within the uncleared areas is living in
their own homes. In Jaffna alone, it is conservatively estimated that 81,000 houses have been damaged by
militarised violence. While in Batticaloa, (population 300,000) government statistics record for the year
1999, 25,955 houses completely destroyed, and 29,087 partially destroyed houses.
A recent United Nations Children's Fund (UNICEF) study concluded by UN agencies, found that one
million Lankan children have been seriously affected by the war, suffering from a lack of education, health,
food and clothing and large numbers displaced due to the ongoing fighting between Lankan soldiers and
the LTTE. The destruction of the homes of children and families are, but one factor contributing to the
problem of internally displaced populations, considered to be among the most vulnerable on the island,
whether they live in welfare centres, towns or villages throughout the country. The profound loss and
uncertain future of children and their families displaced, often multiple times, is a highly prevalent mental
health risk.
Despite a May 1998 promise by LTTE leaders to the UN Secretary General's Special Representative
for Children and Armed Conflict, that it would not use children under 18 in combat, it is known that
children aged 12, or younger, have been enlisted by the Tiger militants. According to estimates taken from
the dead cadres of the LTTE, nearly 40 % of their fighters consists of children between 9 and 19 years of
age. Very young boys and girls are used as helpers during battles. Many die caught in the crossfire and
shelling. During one military operation in December 2000, the army killed 18 rebels; 14 of them were

teenage girls. On the previous day, the military claimed that they had killed 142 Tigers and recovered 51
bodies - 17 of whom were Tiger boys and girls, deployed on the frontlines to defend against a military
onslaught, according to news reports.
Rebel recruitment campaigns with staged street performances and presentations at schools in the
interior regions, lure youngsters and replenish battlefield losses while aid workers, government officials
and school teachers are helpless on-lookers. The LTTE determines who shall get the dry rations sent by the
government and who gets exit passes to get out of the area. Some children are drawn into their ranks with
false promises of restoring them to their families, or sending them abroad after three years of voluntary
service, or a promise to return the children after they have served five years. The child soldiers are paid a
monthly wage of about 3,000 rupees (40 U.S. dollars) for frontline battle duties while their parents are
supplied regular food rations. The child recruit's family also gets farmland and parents are helped to get
daughters married without paying dowry. While poor parents find the offer tempting, the young boys and
girls are drawn by the chance of going abroad.
At an international level, Amnesty International and other NGOs, urge for greater international
pressure to petition the militants to reaffirm its commitment not to recruit children and allow for a
verification process. As well, human rights groups also accuse the Sri Lankan military of using captured
LTTE child soldiers for propaganda purposes by taking them before international television cameras.
MENTAL HEALTH SERVICES
Sri Lanka's protracted anti-separatist war is one of the leading causes for the rise in the number of
mentally ill young people. According to officials of a leading mental health organisation, one in eight Sri
Lankans has some form of mental illness, debilitating enough to prompt sufferers to seek psychiatric help,
well above the world average of one mentally ill patient in ten (8). Sri Lanka already has the distinction of
having the highest suicide rate in the world.
Army rehabilitation officials recently said, there was increasing concern over the large number of
depressed and psychologically-impaired among the over 9,000 servicemen who had been injured in the
war, many of the afflicted between 15 and 35 years. War-related stress, family discord and marriages
between close relatives were some of the main causes for the rising figures of the mentally ill (8). Despite
the high rates, social ostracism of the mentally ill was still prevalent.
There is an acute shortage of qualified psychiatrists in Sri Lanka. While there are about 200 Sri
Lankan psychiatrists working in the US alone, there are just a handful back home. It is also estimated that
there are as many Sri Lankan psychiatrists in London UK than there are in Sri Lanka itself.
MENTAL HEALTH RISKS
At least 23 people take their lives daily, in this largely Buddhist island (population 18.5 million),
more than 7,000 each year, more numbers of individuals than those killed directly by the war. Sociologists
have been at a loss to explain the high figure, particularly among teenagers and young adults in the
provinces and remote areas. Of the 35 to 41 percent of those committing suicide, about 1% are mentally ill.
Ingesting pesticides and the seeds of the oleander shrub are the commonest methods of taking one's life.
The 18-year ethnic war has claimed 63,000 lives, at the rate of an annual average figure of 3,500. Police
records of 5412 Sri Lankans suicides in 2000, may well turn out to be the bigger killer. Sri Lanka has the
highest female suicide rate, and is second only to Hungary, in the suicide rate for both the sexes. A recent
study by the government's Family Health Bureau, revealed increasing cases of children taking their lives.
Depression, and alcoholism and physical abuse in the home are not uncommon. Such cases go largely
untreated, with few if any, government or community social services, particularly because most of the
nation's psychiatrists and other professionals have emigrated abroad (9).
According to statistics from news report the suicidal tendency is higher among the majority Sinhalas
as compared to the minority Tamils and Muslims, but lack of government record keeping in the
predominately Tamil North East underreports occurrences. Another option many youth take, is to join the
militant groups' fighting units or suicide attack squads in order to seek vengeance or to give one's life
meaning, by dying for a cause. While programming for War-Affected Children is concentrated largely in
the North and East of the island -- where no child has escaped the effects of militarised violence -- there is

a general recognition that children from every district in Sri Lanka have been, and continue to be, affected
by militarised violence. However, while all youth on the island are affected (along with adult populations),
not all are affected in the same way or to the same degree (10).
Sri Lanka's record on human rights has improved in recent years but torture remains a problem, with
authorities slow in prosecuting members of state agencies for abuses. Last year, the Family Rehabilitation
Centre (FRC) - which provides medical care and counsels victims of Sri Lanka's armed conflict - - treated
up to 3,400 torture and trauma victims and their families. Torture is still a serious problem in Sri Lanka. It
is a hidden issue suppressed by the victim and the perpetrator. Three presidential commissions probing
disappearances during 1988-1991 received more than 30,000 complaints from families of victims,
according to some news reports.
An average of 4000 complaints of child abuse, are reported annually according to the Child Protection
Authority (NCPA). In a number of instances, there had been collusion between the offenders and the
authorities to cover up grave crimes such as rape, torture and other forms of child cruelty. Sexual abuse has
emerged as one of the greatest dangers faced by Sri Lankan children. Studies have found that 20 % of boys
and 10 % of girls have been sexually abused, according to the chairman of the Child Protection Authority.
News reports quote a questionnaire study of 1,600 school children, showed those most vulnerable to abuse
were aged 10-14 and from poor backgrounds. Most of the perpetrators of child sexual abuse were relatives.
According to the Chief Minister for the North East province, child sex crimes are high in Sri Lanka's
northern and eastern regions, where record high reports of at least ten children a month, are sexually
abused. There is a strong concern about the high risk of catching the HIV and other sexually transmitted
diseases.
THE CONTEXT OF BATTICALOA, EASTERN SRI LANKA
Batticaloa District is in the Eastern Province (population 330,000), where 30,000 government armed
personnel control most thoroughfares and towns while an estimated 1,500 militants operate in 'what are
called uncontrolled areas' and villages. Local population consists of Tamil (60%--largely Hindu, with
minority Christian sub-populations) and Tamil-speaking ethnic Muslims (40%). Since 1989, major fighting
in 1989-1993, including the failed Indian Peacekeeping Force (IPKF) operation and Tamil- Sinhalese
fighting, followed by waves of communal violence and displacement along ethnic Tamil / Muslim lines,
there has been killing of thousands of combatants and greater numbers of civilians. Batticaloa district
remains in a militarised stalemate between government, army and police forces, with checkpoints, security
operations and underlying communal ethnic tensions, armed gangs, and severe economic contraction.
In Batticaloa, a child's family life frequently involves household displacement, separation and loss
from death, refugee migration, and extreme poverty. Levels of exposure to war violence are generally
higher in the Jaffna and the Wanni jungle areas of the Tamil areas, throughout which an estimated 30% of
all 900,000 children in the North and East have been displaced (11). Also, as well as tens of thousands of
care providers (mainly women) work in the Gulf States. The district is known for high suicide rates and
child recruitment to militant groups. Nevertheless, school attendance, highly valued throughout Sri Lanka,
is highly esteemed and relatively well maintained. Otherwise, there are virtually no community resources
for children, except a few orphanages. Government statistics indicate that there are 2,065 orphans in
Batticaloa alone; welfare homes, supported by private donations rather than the government, can
accommodate around 700 children . The enormity of the problem in Sri Lanka for both Sinhalese and
Tamil, and other ethnic groups is well detailed elsewhere (10).
"THE HEALTH OF CHILDREN IN WAR ZONES PROJECT"
In 1992, two centres (international health and peace studies) at McMaster University, Canada, cofounded the Health Reach programme to 'investigate and promote, within the framework of international
covenants, the health and well-being of civilian populations and children, in zones of armed conflict'. In
1994, the three year ‘Health of Children in War Zones Project’ (Health Reach) was funded by the federal
government, to support the International Convention for the Rights of the Child (1992). Projects initiated
survey research on psychological distress of children in war-affected communities in former Yugoslavia,
Sri Lanka, Palestine, and Afghanistan, in collaboration with local organisations to generate reliable
information on conditions facing children and hold consultations and methods workshops with researchers

from the various projects (12). The concept of “Health Initiatives as Peace initiatives” was articulated, the
various projects intending to advance the health and well-being of war affected children and the delegitimization of war (13, 14).
Health Reach's project in Sri Lanka was the first formal study of the psychological impact on Sri
Lankan children, based on a survey of over 300 school children in three districts affected by armed conflict:
in Batticaloa district (ethnic Tamil, Muslim and non-Muslim); Polonnaruwa (ethnic Sinhalese) and
Sinhalese communities outside the war zone but affected by the JVP insurgency 1989-1992 (Kurunegara).
The study's methods, findings and recommendations were published and disseminated in Sri Lanka (15),
and elsewhere (16). The results from the Batticaloa district are presented here.
In Batticaloa, the project partner was a Jesuit priest and counsellor who established in 1995, a
counselling centre for ex-detainees and war widows. The Health Reach team trained and supervised 30
young women interviewers, who conducted one-on-one interviews with the children attending in a Year 6
class of the local school over a four day process, in each of the four communities affected by armed conflict
(2 Muslim, 2 Tamil). During four weeks of fieldwork, 170 schoolchildren were interviewed and over 50
home visits conducted.
Based on the completion of previously validated psychological questionnaires and war trauma
checklists, the study found that 41% of children had personally experienced conflict related violence (e.g.
home attacked or shelled, being shot at, beaten, or arrested). 53% had direct family members killed
violently, including 'disappearances' of a family member following abduction or detention. 95% of the
children recalled events for which the definition of PTSD applied (i.e., personal experience or witnessing
event(s) of actual or threatened death, serious injury, threat to integrity of self or others); 92% of these
events were directly conflict-related, as distinct from other sources e.g. domestic violence, or accident.
Severe (20%) and moderate (39%) levels of post-traumatic psychological distress were found, as well as
similar levels of depression and unresolved grief reactions. Many children disclosed traumatic experiences
previously held as secrets from family members and other adults.
THE BUTTERFLY GARDEN: A CREATIVE PLAY AND RECONCILIATION
PROGRAMME FOR CHILDREN AFFECTED BY WAR
Parallel to the study project, explorations for a suitable model to psychological healing for Sri Lankan
children, led to Canadian-Sri Lankan workshops with the Spiral Garden programme at the Bloorview
MacMillan Rehabilitation Centre, Toronto, Canada, an outdoor summer creative play programme for
children, both able-bodied and those with physical disabilities.
After the end of Health Reach's three-year funding, a local committee in Batticaloa of Health Reach
workers and volunteers, worked with Paul Hogan, Canadian artist and founder of the Spiral Garden, and in
1995, the Butterfly Garden (Vanatti Poochi Poonga in Tamil) opened its gates as a peace garden for
creative healing of affected children. Seed funding came from the Peace Fund, Canadian High
Commission. By the end of its first year, operational funding has been generously provided by HIVOS
(Netherlands). At the Butterfly Garden, the war ethos of violence and destruction is replaced with
gentleness and creation. Both those aspects of the child which are wounded and those which remain
resilient are addressed. By tending to the garden within the human heart as well as the outer garden of
earthly experience with equal imagination and compassion, children can heal and become healers within
their communities.
For the past six years the Butterfly Garden has provided after-school and weekend creative play
programming to over 600 schoolchildren, from 20 communities around Batticaloa, representing local ethnic
groups (ethnic Tamil and Muslim). Schoolteachers are introduced to the Butterfly Garden in presentations
at school. Children with difficulties are selected to attend weekly, for a nine-month programme; on a given
day 50 children attend from 2-4 villages of different ethnicity. The programme, offers a rich choice of play
and art activities (claywork, drama, storytelling, music, arts and crafts), is facilitated by a dozen staff
animators, local men and women from the different ethnic groups. Staff animators develop skills through
mentoring, hands on experience, attention to his/her own personal healing work, and training workshops
arranged with visiting Sri Lankan and international resource people. The programme is staffed by local
young adults who have creative talents and skills with children.

As a local organisation, it maintains a responsive relationship with the local communities, promoting
dialogue about ongoing local communal tensions and offering an approach to reconciliation. A programme
cycle closes with a grand environmental opera inspired by the children's invention to which, over a hundred
community members attend. Ongoing collaboration with schools and dialogue with village leaders is
encouraged. The programme explores ways in which the children's positive experiences can foster
community reconciliation.
The Butterfly Garden opens the children to new experiences: formative relationships with the
animators, befriending children from other villages, exploring the garden and its resident creatures, and
discovering the energetic and imaginative world of childhood. The animators and the programme's process
uphold the child's creative spirit and inherent goodness, modelling non-violent behaviour and alternative
ways to resolve conflict and disturbing emotional issues. It provides opportunities for creative healing,
emergent with local cultural values that, unlike more medicalised or counselling approaches, are not
stigmatising. While children are selected on the basis of need, the Garden experience reaffirms their basic
goodness and natural abilities for growth and healing.
The Logic of the Butterfly Garden serves, and, in a sense is driven by the child. Everything in the
Garden is shaped for and by the children -- the physical layout; the play structures; the programme; the
food; the artwork. As one animator put it, "children are the Alpha and the Omega of the Butterfly Garden."
The result is a sense of ownership, comfort, and security, an oasis from the war-littered space beyond the
walls of the Garden. The structure and process are derived from the children, not dictated by adults
'outside', or by what adults think children need or want. It is within this physical and psychic space that the
opportunity for healing arises, allowing the child to leave the narrow - and often constricting and violent world of adults and enter into the "sacred space" of play. It is through play that children are able to touch
their own originality and to see the originality of those around them.
The Butterfly Garden accompanies children in their communities over adolescence. It 'gives childhood
back to the children', providing opportunities to play and have fun, a sanctuary and counterbalance to their
often stressful and impoverished circumstances. It provides an alternative 'culture of caring', fortifying
eroded social and cultural supports available to children in a highly stressed community. The programme
evolves responsively to the creative explorations and growth of the children who come to consider the
Garden as a part of their world, real and ‘imaginal’. The programme hopes to accompany the children
through to young adulthood by providing follow-up session cycles. In the past year, up to 60 children who
previously attended the Butterfly Garden four years ago, have returned to participate in a Youth
Experimental Programme offering more intensive art and drama activities.
Support to a research project, to design and evaluate approaches to trauma healing in the Butterfly
Garden, was recently completed by the Sri Lanka Canada Development Fund (SLCDF) and Primates
World Relief and Development Fund (PWRDF) (9). A guided stream of reflective and expressive activities
was developed, built around constructing the child's genogram. The genogram game adapts the
conventional schema of a family kinship diagram using a set of cards and markers for household members,
life events, and relationships. A child with personal distress is welcome to take part in the Amma Appa
Journey ('Mother-Father Journey') in the Cuckoo's Nest with a skilled 'guide'. The one to two hour process
allows the child “to tell her story”, express deep feelings, fears and hopes in a trusting setting, closed with
culturally sensitive and adaptable ritual. The children frequently experience healing insights into their lives,
and their connection with themselves and with others, past and present. Subsequent one-on-one art sessions
with an animator provide further opportunities for expressive transformation.
The programme was evaluated by twenty case studies of children experiencing psychological distress, who
participated in a trauma-healing stream. Figure 1 describes the risk factors present in the children as
contributing factors to their distress. Two examples from the 20 case studies, are presented below for
illustrative purposes. Project work also led to a set of more psychologically reflective activities for groups
of children in a quiet cabana in the Garden.
Figure 1: Risk Factors for Psychological Distress in children participating in Amma Appa Journey
(20)
Psychological Risk Factor
Not present Present low
Significant Highly

Trauma event- conflict related
Trauma event- non conflict
Physical abuse
Neglect
Divorce/marital separation
Separation from key relationship
Intra-familial conflict
Poverty
Alcoholism in family
Parental mental illness
School difficulties
Violent / untimely death of parent
Violent / untimely death of close

Significant
3
6
8
0
15
5
7
0
11
11
1

2
2
6
7
0
0
4
3
3
4
8

13
7
5
9
3
6
4
9
3
3
11

13 one parent
0 both parents
6
14
4(1), 5(1) relative mean: 2.4

2
5
1
4
2
9
5
8
3
2
0

None 7

1x(4), 2(3), 3(5),
close deaths

Household displaced

1

19

1x (2), 2 (6), 3 (4), 4 (3),
5 (1), 6 (2) mean: 2.9

Displacements
Notes: Highly significant- an important causal factor for child's high level of distress
Parental mental illness- does not include alcoholism, physical abuse or other factors listed separately

TWO CASE STUDIES
Case Study #1: Shangar
Shangar is an 11 year old Tamil boy from a resettlement community. His teacher referred him to the
Butterfly Garden because he had lost his father and his mother works overseas due to family financial
difficulties. His school performance was generally poor and he was seen crying and fighting with other
children. In the Garden, he often wandered alone or sat by himself watching others play. He rarely took his
arts or crafts home. Then on one occasion he sought out an animator to talk about some of his difficult
experiences, revealing his loneliness and his desire, mixed with fear and shame, to reach out to others. He
was invited to participate in the Amma Appa Game in the Cuckoo's Nest.
In the genogram sessions Shangar described that his family was displaced from their border village
when it was attacked by the Sinhalese community. He expressed great resentment that they killed his dear
ones and drove them from place to place before coming to the resettlement community where they have put
up a house with the government subsidy. He now lives with his maternal aunt and a cousin sister. His father
died in a terrorist attack in 1990 when he was very small. For the past four years his mother has worked
overseas as a housemaid and he came to live with his aunt. His 13 year old brother lives in an orphanage in
Batticaloa. Aunty was widowed when her husband was taken and killed by the army. Her fifteen year
daughter lives at home, but her other two daughters live in the girls residential home. Another aunt also
lives in the resettlement community with her 3 children; she too is widowed, her husband taken by the army
and killed. Three of his grandparents died of illness in their old age, but his maternal grandfather was killed
by militants because he sold fish to the army. He saw Grandfather's body, but at the time could not believe
he was dead- this left an unforgettable impression.
The family is very poor; Shangar's mother sends some money to support them. Aunty sometimes beats
him. He wishes he could live with his mother. He wears a look of worry, and expressed anxiety about his
separation from his mother and fear that the terrible experiences he has gone through will happen again. He
is introverted and sad. He has the tendency of giving in and lacks initiative. He has good comprehension,
but is depressed and traumatised.

Shangar went on to have one-on-one art sessions. In the first session he chose an animal friend stencil
to make a collage for the cover of a folio for his artwork. Shangar was very quiet but attentive,
demonstrating concentration and dexterity in doing the artwork. He chose a rabbit image and glued it on a
moon so it became the Moon Rabbit. He enjoyed the artwork, which pleased him immensely and he
generally responded well to the one-to-one session. At its conclusion he was invited to consider Shanti as
his “garden brother” and Kattadi Ayah as a grandfather to which he broke out in a big smile. He was
affirmed and encouraged to try other activities in the Garden to overcome his sense of isolation and
inadequacy. In the second session, he continued with his collage enthusiastically, with greater detail,
adding an image of himself and a friend along with the rabbit amidst natural scenery of palms grasses, sun
and clouds. At the end of the session a small puja (offering ritual) was arranged to chase away any worry,
difficulty and hardship that might occur for him. He was given a musical instrument made of shells and
sent on his way back to the Garden where he joined others in clay picture activities. In the following weeks
his participation and interaction with children and staff progressed well.
In a third session a few months later, he drew and coloured a sequence of images on a roll of paper,
which becomes an image reel inside a cardboard box like a television, telling a story. He drew with obvious
pleasure. A single dove in a tree; explaining that it was mother dove expecting her husband. He drew a man
who lived in a house, the guardian of doves, a picture of a rat chasing a cat, a rose, a picture of a plate of
chicken curry, and a scene of rain and high floods destroying houses. While painting his pictures, he got
great pleasure making up a story to go along with them, which he later recounted to some of his playmates
and staff. During the session his behaviour was much changed for the better, with evident happiness. The
individual sessions were important for him, giving him means to express his anger and worries. In the past
month his mother had returned from abroad for a visit, but was soon to depart again, bringing up his
separation anxiety for which the special activities were helpful. In the next session the following week, he
was more conversational than before, talking about his mother, siblings and relatives.
A visit was made to Shangar's home with his aunt in a neighborhood which is home for other
displaced families. The house has only two small rooms and a kitchen with a thatched roof, still under
construction. A wall and the lavatory are not yet finished. Nearby is the school that Shangar attends, a small
library and a small dispensary. 300 yards from their house is an army camp. She recounted details of the
family's displacement and deaths of relatives. Shangar has been displaced at least 5 times. His mother has
worked in the Middle East for four years to financially help all her sisters' families. Shangar is a very quiet
boy at home; she knows the separation from his mother affects him a lot, and that he lacks motherly love.
While he is quiet, he is keen to learn. Since attending the Butterfly Garden, there has been much
advancement in his creative work and indications of greater abilities. Aunty described her initial concerns
about Shangar attending the Butterfly Garden, such as arrangements about food and discipline, but she was
readily reassured. Shangar has described to her the Garden: the animals and birds, facilities for games, and
the staff. He describes the kindness among the children and the staff; he loves attending.
She knows that children of different backgrounds come together in the Garden. She feels this can lead
to reconciliation: “Harmony between ethnic groups and communities is vital. We all earnestly wait for
ethnic harmony, if it comes there will be no room for violence and destruction. Ethnic and communal
harmony will create peace among the children. If children from different ethnic groups mix together in
games, they will but befriend one another. Animosity will decrease and friendship will grow. The resulting
harmony will not allow hatred to crop up. When people of other ethnic groups come into our village, they
must be welcomed. We have to respect them without offending them. If so, respect and affection will arise
in their community for our community. If other communities adopt such habits, there will be peace and
amity in every community.”
Shangar has been in the Garden for 9 months. Basically, he is a lonely child, uncommunicative and
emotionally depressed. His sense of self is vague and he still mourns the death of his father, killed in the
ethnic conflict: tears come to his eyes when he talks about his father. Violence in his family has been
atrociously intense. At least 3 of his uncles were killed, two remaining ones are alcoholic. The violent
deaths of his uncles are still fresh in his mind. At night he has nightmares of army shooting and killing
people. Now he lives with his aunt out of necessity, his brother lives in an orphanage. Another brother who
was his emotional support and breadwinner left in the past year to find a job in the Middle East, Describing
this all in the session, his eyes and face fill with sadness. When he thinks of his mother he cries.

After coming into the garden he has learned to accept the sad events and better handle his inner
feelings. His attitude for future is very positive. Signs of resiliency are there and with time he will bounce
back from his sadness. Since attending the Butterfly Garden, life in school, at home, with friends and
within himself has improved. The most important aspect of the Garden has been making friendships, to
help with his life of problems, much of which has been caused by separation. Expressing feelings through
artwork, relating to the animators, and getting away from his depressing environment have all been helpful.
The Butterfly Garden experience has helped him immensely. He has found nurturance and relationship with
many people in the Butterfly Garden who have helped him to open up, communicate, grow and become
hopeful. Now he enjoys his school, playing with friends, doing artwork, coming to the Garden. He handles
better his sadness of his father's death and mother's separation, these are positive signs that his Garden
experience has been something of a miracle.
Case study #2: Safeeka
Safeeka is a 12 year old Muslim girl from a village, who was referred by her teacher because she
keeps to herself, but has been the cause of disturbances for other children. It is known that her family has
been affected by the conflict. In the Butterfly Garden, she participated in few activities and would associate
only with Muslim children and selected animators. When she saw another girl play the genogram game, she
became intensely interested and insisted that she also be given the opportunity. So this was arranged.
In 1990, when she was quite young her father was suspected to be an extremist; the army arrested and
killed him. During the troubled years that followed, her family took refuge in a Muslim town nearby, to live
with her relatives. Safeeka did not attend school during that period; she now studies in a class lower for her
age. Since then her mother has been working in the Middle East to earn a living for the family. With money
sent from overseas, they put up a small house where she now lives with her two older sisters, ages 20 and
18, and her maternal grandmother. Safeeka is fond of the middle sister but she has many petty quarrels with
the eldest. During the session she expressed sadness over her father's death, depression over her mother's
separation by distance and the impoverishment of her family. She tends to worry over these realities but
tries to hide it. She resents the army for the great damage to their family. In the session she avoided eye
contact with the guide, looking instead to the female research assistant for confirmation.
In the Garden, she is seldom alone, definitely preferring to be in a group. Her interest in dance is high
and she likes to take part in role plays and games. A visit to the Butterfly Garden is a happy event for her.
According to her schoolteacher, after coming to the Butterfly Garden, Safeeka relates to people better and
without shyness. She works collectively and actively in group activities. Her leadership skills have
developed; she now volunteers in the school assembly, religious activities and drama. Her studies are going
well.
When a home visit was made, it was learned that she and her elder sisters live on their own. The
grandmother used to live there, but now she lives with her son. An uncle lives within hailing distance and
he comes to their help when called. Her sisters weave mats, which they sell to vendors who come by the
house. They go out only when necessary; otherwise their home is their world. The uncle looks after them
from the neighbouring house. It was learned that Safeeka's father was 28 when he was shot dead by the
army in 1990. They had adopted a boy but he died of illness when he was one year old. Safeeka's mother
left for the Middle- East when Safeeka was only 40 days old leaving her with grandmother. She has been
working in the Middle East for 14 years now, and was there when Safeeka's father was killed. By her work
they have bought a piece of land; the house they live in is still in a state of construction. Safeeka's father
has 3 sisters, two married with children and one working in the Middle East. Safeeka's mother has five
siblings, three of whom have gone to the Middle East for work. None of the aunts or uncles give them any
help or visit. Recently, one of the aunts sent word that she feared that Safeeka's mother is ill.
Safeeka is fond of visiting Butterfly Garden. She wakes early at dawn on the day she goes to the
Garden. As soon as she returns from the Garden she goes to bed, refusing to eat. She doesn't tell anyone at
home about the garden. They do not ask; they only see the artwork she brings home. Uncle scolds her for
not eating meals and tells her not to go to the garden, but she does not heed and attends the garden as much
as possible.

The follow-up AAG session took place at the end of the Butterfly Garden programme. Her sense of
self has developed but she continues to feel her inadequacies and shortcomings and she is developing
negative self- image. Safeeka is physically mature; she is aware of her physical changes, but her shyness
prevents her relating to males healthily. She desperately reaches out to the opposite sex, but sometimes her
approaches are not appreciated. The garden has helped her to become aware of her life problems, but there
is some denial about her problems being sexually mature, physically big, dark-skinned, with no male role
models for constant relationship, as well as the separation from her mother. Safeeka has psychological
conflicts. She needs to work out these conflicts in follow up programmes. The garden has helped her to
create the space for growth and experiences. If not for the garden she could be a very disturbed child.
Nevertheless, she has a natural resiliency. She has the capacity to laugh healthily. She enjoys playing with
other friends and doing handicrafts immensely. Her attitude towards living with differences has developed
well: male, female, Muslim, Tamil, Islam, Hindu, Christian differences are better integrated into her life
experiences.
DISCUSSION: MODELS OF COMMUNITY BASED REHABILITATION (CBR) AND
'HEALTH INITIATIVES AS PEACE INITIATIVES'
At the early stage of five years, the programme has been shown to have positive effects on the
participating children. More tentative indicators of success as a peace building and reconciliation measure,
are apparent at the aggregate level of individuals who have been touched directly by the Garden. While a
timeline for full evaluation would properly be a long term follow-up of the children into young adulthood,
the beneficial effects of their participation is evident by any metric.
Estimating that 40% of Batticaloa's population are children, and that, conservatively, 10% have
significant war-related psychological sequelae, far less than I% of those in need have access to the Butterfly
Garden. The challenges and the extent of local need throughout the country is daunting.
The Butterfly Garden endeavours to reflect the same attention to process in its community relations as
it does with the children. "Given the depth and intensity of war-experience in each child …, it would be
impossible to even begin nurturing the self-healing process unless a relationship of trust was established
between the child and the animator. By building relationships with the children themselves, the space is
created for the development of a more intimate relationship. Physical and emotional presence is necessary but by no means sufficient - requirement for the development of trust. As importantly, relationships of trust
are cultivated with communities themselves - on all sides of the ethnic, religious, and political divides. The
Garden thrives within a network of trust: between: children; animator and child; between animators;
between the Butterfly Garden and the community. Any weakness in the net, compromises the
programme.”
Over the course of eight years, several principles are seen as essential to the success of the programme
and which may differentiate it from other programmes for war affected children. Some features are unique
to the local community setting and staff skills, while other may be more generalisable to a model of 'zones
of peace for children'.
1. Community Acceptance: The preliminary Health Reach study of local schoolchildren proved quite
useful to present to school principals and district authorities, when the Butterfly Garden sought
collaboration. Formal endorsement by the school reduces parents' initial concerns about their child
participating. The Garden is associated with an institution of significant community profile, the town's
Jesuit college, and the local psychological counselling centre. This has been vital to community
acceptance. However, Batticaloa's community life is divided along ethnic lines, 70% ethnic Tamil
(80% Hindu, 20% Christian) and 30% ethnic Muslim. While the children's programme is open to, and
respectful of all faiths and traditions, the association with a Christian institution has been a source of
some contention for some Muslim village leaders. Local religious tensions have been a divisive tool
used by both sides of the ethnic war leading to entrenched communal distrust.
2. Tangibility: Who will benefit and in what way? The degree by which school authorities, parents, and
community leaders see the Butterfly Garden programme as worthwhile, grew significantly once there
was evidence that children indeed benefited from participation. The programme's longer-term
objectives of community reconciliation are more tentative as there has been more than two decades of

treachery and complex issues. Nevertheless, the Butterfly Garden has become a source of community
pride and hope.
3. Security: The programme maintains good relations with local security forces and militants, as is
essential; this also leads to many opportunities for dialogue. For example, the Butterfly Bus is allowed
through checkpoints without harassment, respected as a ‘weapons-free zone’: The
programme's neutrality, respect for basic child rights, non-violence, transparency and open
dialogue are seen as the best security for the site as well as the staff. Its international profile with Dutch
and Canadian associations, offers a certain level of protection, but unsolicited media coverage and
frequent official visitations have been at times, problems.
4. Trauma-healing for staff: The Butterfly Garden staff are all from local villages. Others work as
volunteers and apprentices, learning to respond and provide activities and support for the children. The
staff have lived through war trauma also; this heightens their sensitivity and empathy, but may also
interfere with responses to the child. Programming for war affected children needs to have built in
healing potential for those who work with children. The animators' work with children is combined
with periodic training workshops with an international 'faculty' of various disciplines.. As well, each
animator is encouraged to explore their own artistic avenues of expression as a means to catalyse selfhealing and maturation of their capabilities.
Next Steps: In terms of next steps, locations elsewhere in Sri Lanka are being explored as possible
sites for other 'garden programs'. Steps are underway to assist in a programme at a residential home for
orphaned boys in another NorthEast town. In Colombo, artist volunteers also ran the Serunguli Walakale
('Kite and Clouds') project for street children out of donated space at the municipal zoo for a year. There
has been interest in the programme as a zone of peace for children, with the Butterfly Garden receiving
requests for consultation and collaboration. At this stage a resource centre, geographically removed from
the present Butterfly Garden site, to hold training workshops, is seen as a necessary next step, facilitating
the development of programmes in other communities in Sri Lanka and elsewhere.
COMMUNITY BASED REHABILITATION
Community Based Rehabilitation (CBR) is response…to the need for adequate and appropriate
services to be available to a greater proportion of the population with disabilities (17).
The Butterfly Garden programme follows some of the principles of CBR with respect to local transfer
and training, programme management and working responsively in the community. Building the personnel
team takes steady and dedicated effort. Staff are from the local area, and most aspects of the programme
are locally generated with the dedicated input of the original artistic advisor and co-founder. Behind the
programme, is a resource group of trainers and consultants that have contributed to capacity building.
The programme diverges from the model of CBR, as stated above in that, there is no public
assignment of the mental health issues it addresses as 'disability' per se. This may be a strong interpretation
of the term, but it is important that the children, who attend school and live in the community, are not
stigmatised by their participation. While the staff may identify mental afflictions in the children, the
programme does not condone the labelling or self-identification of the children as disabled. The underlying
principle is that "the kids are all right" if provided positive opportunities to explore the creative world
innate in childhood. If pathology or disability is recognised, it is at a societal level, with the ongoing war
and state of tensions and depletion in the community, for which the Butterfly Garden offers a sanctuary, a
zone of peace for children.
As, well described by Boyden (18), international humanitarian and human rights efforts by
researchers, policy makers and programme developers are seeking new understandings and approaches to
the impact of armed conflict on children. Most studies on children affected by armed conflict and forced
migration have adhered to a medical or psychological paradigm. While a great deal has been learned
through this paradigm, it embodies certain major shortcomings. It can reduce war to a series of events of
mass destruction, concentrating almost exclusively on the effects of exposure to experiences deemed highly
'traumatic' or psychologically overwhelming for children. The broad social, cultural political or economic

context of conflict is seldom considered in a more complex model. Children are regarded as universalised
victims and studied in isolation from the social relations that surround them and are integral to their lives,
or the wider environmental or structural conditions affecting them. More importantly, it may neglect ways
in which war-affected children are not just passive victims of overwhelming hardship, but show active
survival and coping strategies.
Nowhere, is the psychological and sociological impact of militarised violence more visible than in the
biographies of children in war zones. The everyday stories of children sketch out a genealogy -- indeed,
thousands of genealogies -- of violence that reveal both the depth and breadth of impact. The underlying
global and local factors fuelling wars like the one in Sri Lanka are grim and complex (19). Boxed text
containing the words of children conveying their personal experiences of violence may catch public
attention but they also risk trivialising and possibly commodifying children's experience in war zones.
Advocacy efforts can be well-intentioned, but there is great risk that actions fall short of words as they
often do with externally driven short-term programmes.
HEALTH INITIATIVE AS PEACE INITIATIVE
The conceptual model of 'health initiative as peace initiative' offers another perspective to the
Butterfly Garden recognising the importance of the community level impact of a child focused programme.
In peace-health initiative opportunities for reconciliation and peace building may arise out of: the
strengthening of coping capacities of children and communities; peace-building education/ education for
mutual understanding; vocational training as a means of providing alternatives to employment in the warfighting industry; and so on. Along a continuum from responsive to preventive, programmes and projects
would contain a hybrid of health and peace measures, as appropriate to the situation and availability of
resources.
The described project work in Eastern Sri Lanka is testimony to the value of an incremental
community based approach to addressing the ends of children affected by war. It is not clear how
successful a 'top-down' approach under the banner of child rights or humanitarian emergency relief would
be, even if based on identical principles. The values expressed in the International Rights of the Child are
often better addressed at a local level, in more tangible actions in community sensitive, child-focussed
initiatives, better likened to a 'seedling' in a garden metaphor than an 'intervention' in acute medicine.
Development workers are questioning how “conventional” development and humanitarian institutions
and approaches can be effective to the challenges currently facing war-affected children in and outside of
the war zones. There may be a fundamental mismatch, not just a "gap", between the mechanisms of
international assistance in conflict settings, and the types of challenges they are ostensibly meant to
address. The logic and rules of conventional humanitarian and development may undercut peace-building
and, sometimes, developmental impacts/outcomes. The logic of efficiency, product-over-process, linearity,
“results-based management,” donor-country control (in the name of monitoring and accountability) may be
at odds with what may be required for sustainable, effective, humanitarian-development- peace-building
initiatives e.g., approaches which are organic, process-oriented, community-controlled, responsive, and
non-linear.
A “gap” suggests that the solution requires the building of a bridge between two unquestioned “givens,”
while a mismatch or incompatibility suggests that a fundamental rethinking of “givens” are in order. We
may require a new and very different approach to our work in conflict-prone regions (both with WarAffected Children, and more broadly) - a very different approach which may be antithetical to our current
methodologies and tools. The starting point for the casting of a new approach/instruments is to subvert/
reverse the principles that, so far, have been guiding our work. This is suggested in the list below:
Principles Guiding Present Approach
Structured
Controlled (Externally)

Principles to Guide Future Approaches
Unstructured/ Less Structured
Less controlled/ perhaps uncontrollable

Predictable
Product-Obsessed
Time Limited
Absence
Rigidly Planned
Routine
Boring

Unpredictability
Process-Oriented
Open-ended-ness
Presence
Responsivity
Creativity
Playful
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This paper uses the term “militarised violence” rather than “war” because it conveys a more accurate
sense of the nature of violent conflict in Sri Lanka. While it includes conventional military engagements
between organised forces of war, it also encompasses the full spectrum of abuses that defines “dirty wars”
around the world perpetrated by (primarily, though not exclusively) men, in or out of a uniform.
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COMMUNITY BASED REHABILITATION
FOR CHILDREN IN NEPAL
William Boyce*, John Paterson**
ABSTRACT
The purpose of this paper is to better understand some important principles and CBR
programming practices that are required for children with disabilities. Although much of the
attention of CBR programming worldwide has been in concern for children, (this is distinguished
from disability self-help and advocacy groups that have been concerned with adults) there is little
analysis on how and why these approaches differ. The trend in current CBR philosophy, and in
more recent "social model" programmes that aim to include adults with disabilities in
community-wide development initiatives, should be examined to determine whether this will meet
the expressed needs of families and children with disabilities. Nepal is an example of a
developing country in which these issues are important.
INTRODUCTION
NEPAL
Nepal is a small landlocked country, lying between India and the Tibetan Autonomous Region of
China. Geographically, Nepal is comprised of three major areas. The south, known as the Terai, is a
comparatively low region of tillable land, swamps, and forests that provide valuable timber and is bordered
by India. In the north are the Himalayas, including Mt. Everest (8,856 m), the world's highest peak on the
border of Tibet (China). Central Nepal, an area of moderately high mountains, contains the Kathmandu
valley, the country's most densely populated region and its administrative, economic, and cultural centre.
The capital and largest city is Kathmandu (population: 535,000).
Nepal is one of the poorest countries in the world with a per capita income of US$219 and an infant
mortality rate of 104 per 1000 people (compared to 4 per 1000 in Singapore). Men and women are
expected to live 57 years. It has a very low literacy rate of 57.6% for men and 20.7% for women. Trade
with India dominates Nepal's economy. The poor economic situation is due to many factors: the small
amount of arable land (17%), poor transportation networks due to the inaccessible terrain, an uneducated
and unskilled work force, economic exploitation and corruption, and political instability. In recent years,
significant deforestation and a growing urban population have greatly stressed the country (1).
The population (25 million) of Nepal arises from an intermingling of cultures: the Mongolians, who
migrated from the north (especially Tibet), and the peoples who came from the Ganges plain in the south.
The chief ethnic groups are the Brahmins, Newars, Bhotias, and tribal groups (e.g. Gurung, Tamang,
Limbu, Rai, Sherpa) and other caste groups. There are approximately 96,500 Bhutanese refugees in Nepal.
Nepali is the country's official language. English, Munda and various Indo-Aryan dialects are also spoken.
About 90% of the people are Hindu, with small minorities of Tibetan Buddhists and Muslims. Tribal and
caste distinctions are still important, and Brahmins (the priestly class) retain great political influence. The
royal family is Hindu and has been the subject of a recent tragedy resulting in further political instability.
THE STATE OF DISABILITY IN NEPAL
Very little (4.9%) of Nepal's gross domestic product (GDP) goes to health care. In Nepal, there are
less than 2000 practising doctors, seven Speech and Language Therapists, and a few dozen Physical and
Occupational therapists; most of these are in the Kathmandu valley. All four main orthopaedic workshops
are in Kathmandu. There are few statistics on the number or condition of people with disabilities. The last
national survey of disability was conducted in the International Year of Disabled Persons (1980) when the
prevalence of disability was determined to be 3%. Other, less comprehensive surveys have estimated other
figures:
•

The survey of Mental Retardation in Nepal (1989) estimated 4.9 % of the total population had learning
difficulties (2).

•
•
•
•
•

A recent survey conducted in 23 Nepalese school districts reported a disability prevalence of 5.2% (2).
A survey of "The Prevalence of Deafness and Ear Diseases" in 5 districts of Nepal (1991) estimated the
proportion of deaf children over 5 years to be 16.6 % (2).
A study, "Disabled People in Nepal" (1995) conducted in 8 districts estimated a disability prevalence
of 4.55 % of the total population (2).
The disability survey of Kanchanpur District (1995) estimated that there were 5.04 % people with
disabilities in the district (2).
The Nepalese government estimated 3% as the proportion of people with disabilities in 1993.

Despite the World Health Organisation's (WHO) estimate of disability prevalence of 10%, surveys in
developing countries often result in a much lower figure, perhaps because many people with disabilities are
still closeted away, and also those with minor impairments are not usually included. In fact, in 1999 the
government of Nepal adopted a new definition of disability, which could classify about 5% of the
population to have disabilities, or about 1.25 million people.
How is disability viewed in Nepal? Unfortunately, there is still considerable social stigma attached to
people with disabilities and their families, often attributed to bad karma, punishment from God, or
retribution for past misdeeds. Disabilities are often viewed with little compassion or understanding.
Children with disabilities are viewed as being a burden to their families, as they will have difficulty getting
married or contributing to the family income. Often, they are not encouraged to attend school, to partake in
community activities or to socialise. The government does have some legislation protecting the rights of
people with disabilities, but its implementation has been inconsistent.
PROGRAMMES FOR PEOPLE WITH DISABILITIES
Access to health, education and work opportunities is extremely limited for the entire population,
especially as over 90% of Nepalis live in rural areas sparingly served by government programmes. People
with disabilities and their families face additional barriers in accessing services due to the restrictions of
their own physical or mental impairments, poverty, the mountainous terrain and social stigma. According to
UNICEF, there are about 300 organisations either representing people with disability, or related to
disability issues. These organisations depend on substantial support from foreign donors, and are
concentrated in the Kathmandu region.
Less than 2 to 3% of people with disabilities in Nepal receive any kind of formal rehabilitation service.
The government provides a small income to approximately 4500 people with disabilities. More than 70%
of people with disabilities (and about 80% of women with disabilities) have not been enrolled in
educational programmes. Few people with disabilities over 14 years of age have received any kind of
vocational training. Three quarters of those who are able to be economically active have no work and
76.6% are fully dependent on their families. Only about 3% have received information about organisations
working of, or for, people with disabilities (RCRD).
According to Gurung (3), most of the services offered to people with disabilities in Nepal are
conducted by local or international NGOs: self help groups, local trade or community groups, and
government ministries of education and health. Most of these services are concentrated in the Kathmandu
region and tend to specialise in particular services aimed at a specific population. Many adult organisations
do not use the term CBR, but their focus is principally on rehabilitation and not on community
development. Due to limited resources and donor criteria, most groups offer their services to persons of a
select age or impairment type (mostly physical disabilities), and have little opportunity to liaise with other
groups, despite good intentions. Co-ordinating local service delivery can be very difficult and sometimes
organisations compete with one another for donor money or programme responsibilities.
Now that there is some co-ordinated effort between these groups, there is an emerging CBR National
Network that is addressing broader needs, such as outreach services, self-help, human rights, and

community development. Some Disabled People's Organisations (DPOs) have been organised by adults
with disabilities or by able-bodied people working for their children with disabilities. Few DPOs have
emerged from the grass roots, and these largely concentrate on issues for adults with disabilities.
Some recent developments have given rise to a sense of hope amongst people with disabilities. The
government has formed a "National Co-ordination Committee" for rehabilitation; the Disability Act of
1982 is under review; a disability situational analysis is underway; special education services have been
extended to cover 30 districts; a loans scheme for people with disabilities has been started; and disability
will be included as a question in the 2001 census.
CHILDREN WITH DISABILITIES IN NEPAL
With few reliable statistics, it is impossible to determine the proportion of children vs. adults with
disabilities in Nepal. Statistics state that 4 out of 10 Nepali persons are less than 14 years old and it would
be safe to estimate that at least half the population is less than 18 years. Assuming a conservative disability
prevalence of 5%, and being equally proportioned throughout the age groups, there could be as many as
600,000 children with disabilities in Nepal.
It is difficult to determine the types and causes of impairments in children. Reports from the Save The
Children CBR programme at Baglung indicate a predominance of physical impairments (club foot, cerebral
palsy, cleft palate, fractures and polio) with less impairment due to intellectual, speech or hearing
difficulties. In a study of children discharged from a hospital programme, Boyce et al (4) wrote that 23%
of childhood impairments are physical, and at least 30% of those are preventable, such as burns. The causes
of preventable disabling conditions are difficult to ascertain but are strongly correlated with the
impoverished conditions of Nepal and the low status of women and girls. Consequences of poverty in
Nepal include poor preventative health care (immunisation and health education), inadequate or nonexistent sewage control, unemployment, low literacy rates, poor nutrition, accidents and shortages of health
services and trained personnel, all of which contribute to disability in children.
CBR PROGRAMMES FOR CHILDREN WITH DISABILITIES
CBR programmes have been in existence in Nepal since the early 1980's, mirroring the beginning of
CBR worldwide. At first, many CBR programmes were initiated by international funders (Save the
Children UK and Norway, Christofel Blindenmission, etc) and were largely staffed and organised by
expatriates. Presently, Nepalis are largely responsible for their management and staffing staff of most CBR
programmes in Nepal. However, most are still dependent on foreign income support. All these
programmes operate autonomously yet maintain a loose network with each other. In 1999, the Ministry of
Women, Children and Social Welfare and the CBR National Network jointly developed a national strategy
to enhance and implement CBR programmes in Nepal.
Since the purpose of this chapter is to discuss general trends and key issues in child-based CBR, the
authors are not providing a description of the wide range of Nepali programmes. Instead, several CBR
organisations in Nepal are highlighted. These organisations were chosen to reflect a range of experiences
related to child-based programming. They were not chosen as exemplary programmes, rather they illustrate
particular types of programming.
•

CBR (STC): Save the Children (UK) CBR Programmes (5, 6)
(Jhapa and Baglung)

This programme was initially located in a refugee camp in Jhapa, in eastern Nepal and is sponsored by
Save the Children (UK). It worked primarily to provide CBR services for children with disabilities and
their families. These activities included promoting awareness, training CBR workers, providing low-tech
rehabilitation, networking and disability prevention. They now focus on inclusion of children with

disabilities in the schools rather than providing rehabilitation services. STC also operates a CBR
programme in Baglung in the west of Nepal.
•

Community Based Rehabilitation Service (CBRS) -Pokhara (7)

This programme is located in the Western region (Kaski and Syangja districts) with a resource centre
in Pokhara and supported primarily by a Dutch INGO, and others. It is based in the community (as
opposed to a hospital or clinic) and offers a variety of services aimed largely at children with disabilities
and their families, such as awareness programmes, parent support groups, home visiting and networking.
This programme was initially developed by a resident expatriate but has evolved to be run by a Nepali
board, and represents an orientation towards rehabilitation service in the community.
•

Hospital and Rehabilitation Centre for Disabled Children (HRCD) (8)

A Swiss funder, Terre des Hommes, founded the Hospital and Rehabilitation Centre for Disabled
Children (HRDC) near Kathmandu in 1985. In 1992 the management was handed over to a local NGO, the
Friends of the Disabled, but the hospital still depends largely on international funding. The main focus is
on the treatment and rehabilitation of children with physical disabilities under 16 years of age through the
provision of medical, rehabilitation and education services. The Rehabilitation Service of HRDC provides
a CBR field programme across the country to its clients. This programme represents an orthopaedic service
orientation to the disability.
•

National Federation of the Disabled (NFD, 9)

The National Federation of the Disabled (NFD) (approximately 70 member organisations) is a selfhelp organisation based in Kathmandu and is affiliated with Disabled People's International (DPI). It is
primarily an advocacy group working towards the full societal participation of people with disabilities. It
does not offer specific CBR services to children or adults. This programme represents an advocacy
orientation to disability.
•

Resource Centre for Rehabilitation and Development (RCRD) Bhaktapur (2)

The Resource Centre for Rehabilitation and Development (RCRD) grew out of the CBR Bhaktapur
project, and was established as a programme in 1999 with the financial and technical support of Save the
Children Norway. The RCRD aims to strengthen rehabilitation services by educating the community about
people with disabilities and their needs. This programme represents a resource orientation to disability.
OTHER PROGRAMMES
There are many other CBR programmes in Nepal serving approximately 20,000 people with disabilities
(RCRD). These include CBR programmes in Patan, Baglung, Biratnagar, Patan and Palpa, a CBR
programme run by the Nepal Disabled Association (NDA), and government sponsored programmes that
encourage integration of children with disabilities into regular schools.

KEY ISSUES

Although all these programmes claim to be CBR, there are some interesting comparisons across
several dimensions.
Intent or Purpose
One primary difference between child and adult-based CBR services is their intent. Most organisations
have a clearly defined set of goals and objectives that set the course and provide direction for their
programmes. From project documents and reports it becomes obvious that each organisation has a specific
intent, or purpose for their existence. For example, it is easy to discern that the Baglung CBR programme
was intended to improve services available for children with disabilities and their families, whereas the
NFD's intent is a much broader based goal of improving the overall situation for people with disabilities
through employment, awareness, and advocacy activities. Child-based services tend to be more focused on
the provision of rehabilitation services and adult-based CBR usually has a more political intent (to increase
employment by changing policies and laws).
Objectives
The objectives for CBR programmes share many similarities in that they are oriented around the needs
of people with disabilities, whether they are children or adults. However, the child-based programmes tend
to be much more specific in their focus than the adult-based groups. For example, one CBRS objective is to
“encourage the use of simple methods of rehabilitation”. This objective is written in a straightforward
manner and it is quite clear what they intend to do. One of the objectives from the NFD is to “organise and
uplift people with disabilities”. This objective reflects the more motivational nature of adult CBR, and
presents challenges for a planner to develop into programmatic activities. Perhaps this difference is due to
the fact that children with disabilities are at an earlier stage of development and their needs are consistent
and more easily definable; children need to be educated, they need to be healthy, and they need to have
parents able to support them. Adults, on the other hand, are inherently more complex with their varied
social, educational and vocational goals.
Size, Scope and Coverage
Child-based programmes tend to be much larger in terms of staff and number of services offered.
These programmes tend to offer a wide variety of services to many people; not just to children but also to
their parents and caregivers, and also to other community members such as teachers and health workers.
The HRDC and CBRS programmes have many paid and volunteer employees in a wide range of
occupational groups. However, adult-based groups are largely run by volunteers and have a very small
staff, if any at all. People in these groups tend to have other jobs, with the CBR organisation as a sideline to
their main work. Interestingly, the situation is reversed when one examines the coverage of their
programmes. Child-based programmes usually have a very specific coverage area for their services, as in
the case of the Jhapa programme that serves children in a specific refugee area. On the other hand, adultbased services have a wide coverage area, often attempting to serve the entire adult population of people
with disabilities in Nepal.
Orientation or Activities
The UNDP/WHO/ILO definition of CBR identifies a community development strategy and is widely
known to advocate a focus in the disciplines of medicine, education and vocational training (or health,
learning and work). Given that children are still in the early developmental stages, the focus of their care
and rehabilitation within CBR programmes logically falls to their health and education. Such is the case
with child-based CBR in Nepal. The HRCD primarily offers physical rehabilitation services to children in
an institutional setting, within an accompanying CBR field service with the prime goal of ensuring the full
physical development of the child, following a hospital intervention. CBRS offers a weekly rehabilitation
clinic and follow up home visits to maintain and develop physical function in children with disabilities, and
to support parents and families with the inclusion of their children in the community. Adult-based CBR in
Nepal has a much broader focus. It is less oriented to physical restoration of health and more concerned
with employment and advocacy for total community involvement of persons with disabilities.
Education is one component of CBR that is strongly represented in both adult and child-based
programmes. Certainly the educational goals are of a different nature; child oriented CBR education has a

more school-based focus on literacy and socialisation, and adult-based CBR education has a distinct
community and self-help orientation on public awareness and work skills. The educational goal common
to both settings is awareness building, whether that is in the community or with other organisations.
Personnel
The staff of adult-based programmes is more likely to be non-professionals acting in a volunteer
capacity as managers or coordinators. Their primary focus tends to be on administration of the project, on
activities to serve the membership such as communication, newsletters, keeping membership lists, etc.
Child-based staff tends to be trained specifically in rehabilitation skills and are usually health oriented (OT,
PT, MD nurse, social workers etc). These programmes also tend to have a hierarchy of staff, with many
well-trained, non-professional field based CBR workers who deliver the services in the community.
However, resource programmes such as the RCRD, have a wide scope and employ staff from both
professional and non-professional groups.
Training
All child-based and adult-based CBR programmes that were surveyed in Nepal, offer in-service
training to their staff, other NGO staff, families, and/or the community at large. CBR field staff who work
in child-based programmes usually receive their skill development from other staff within that programme,
and obviously it is very specifically focused on the needs of children with disabilities. Training provided
by adult-based programmes is usually targeted to wider groups, such as the community, political leaders,
schools or employers. This focus on training supports their purpose and objectives.
Linkages
Most child-based programmes were initiated by outside groups (Red Cross, Save the Children,
CARITAS, etc). Although the origins of adult-based groups are not clearly defined, these groups often had
a grass roots beginning, although sometimes with support from international or national funders. This
international support has been slowly withdrawn over the years, but is still a significant source of income
and staffing for the organisations. Expatriate consultants are more likely to be involved with child-based
groups, at least temporarily. Adult-based groups appear to be pretty much on their own, except in the case
of NFD which is linked with Disabled People's International (DPI).
All the CBR groups promote and depend on links with other Nepali groups. This linkage is a
requirement for their survival as most groups are isolated. They have to struggle to maintain significance in
the disability sector in Nepal, as well as in the general development sector. They search each other out and
maintain vital links for sharing of resources, political support and keeping up morale. Child-based groups
tend to look for local support groups that have similar purposes as themselves, such as schools, parent's
groups, and other health-related organisations. Adult-based groups tend to look beyond their geographic
region and attempt to link with other adult-based groups that have the same goals.
Only recently has there been a national level CBR umbrella organisation linked to a government
ministry. The activities and impacts of the CBR National Network, however, have been largely dependent
on the chairpersons who can devote their time to the Network. A broader effective role for Network
members has yet to be established. A number of disabled people's organisations in the Network have noted
that they prefer for it to be known as a "Disability Network", since they do not "do CBR". Such a change
may have consequences for the Nepal Network as it attempts to accommodate both the child and adult
interests by both organisations "of" and "for" people with disabilities.

DISCUSSION
Community Development as a Strategy
It is clear that there are differences between child and adult-based CBR programmes in history,
purpose, objectives and activities. These differences are largely based in child development realities as
well as in family dynamics and the policy environment. There are also implications of such differences for
broader development concerns.

As in the rest of the world, Nepal is caught up in the debate over the efficacy of CBR in the
developing (and in some cases, the developed world) world. Several authors have expressed concern that
CBR has not lived up to its potential for cash strapped countries that are valiantly trying to meet the needs
of their citizens with disabilities. (10, 11, 12). Other debate has asked whether CBR is too focused on the
professionally defined needs of people with disabilities. If so, CBR could lose its community aspect and
instead become a new variation of medical outreach or home-based rehabilitation care. It is true that it is
difficult to identify many CBR programmes that are not heavily oriented to the provision of medical and
rehabilitation services. A community development strategy for disability emphasises the inclusion of
people with disabilities in existing community initiatives (as a human rights issue). This approach assumes
the primary cause of disability to be poverty, although poverty is more likely to be a strong moderator of
disability and handicap than a fundamental cause of impairments. CBR staff are encouraged to share their
skills with general development workers, assuming that awareness of disability can be raised.
Advocates for the community development approach to health and disability insist that all significant
changes for people with disabilities must be based in broad community change, and not necessarily through
organisations for, or of, people with disabilities. In this view, the needs of people with disabilities,
particularly adults should be integrated into general community development programmes for sectors such
as water, agriculture, and industrial development. This approach would parallel the accepted focus on
integrating women's needs into all sectors of development. Many medical professionals argue vehemently
against this approach as they worry that necessary services to reduce impairment would become diluted and
less available for an already vulnerable population. Strangely enough, organisations of people with
disabilities (DPO's) in some countries, find themselves agreeing with doctors and therapists on this point,
as they worry that total integration of the disability issue into other community development groups would
actually mean their voices would no longer be heard.
It is interesting to note that the same issue (focused vertical development versus integrated horizontal
development) is occurring in the HIV/AIDS sector, another stigmatised issue. AIDS organisations are also
debating the degree to which advancing the AIDS issue should be incorporated into general community
development initiatives. These AIDS organisations suggest that general community development agencies
should take direction from AIDS agencies concerning the message of inclusion and access to services. This
acknowledges that general community development agencies may have the resources and skills to educate
the public, but they do not have the experiential base of HIV/AIDS that is necessary to advance the
understanding of the condition and its management. In the disability field, there is a similar concern that
general development agencies cannot include or advance a disability perspective and that this requires
DPOs and those CBR organisations working for families and children to be the primary agents of change.
The authors felt that the experience of gender programming does not present a situation on which to base a
wholesale change in the approach towards integration of people with disabilities. The exclusionary
experience of indigenous peoples perhaps is a better comparison on which to base discussion of the
integration of persons with disabilities. However, indigenous peoples have generally stressed parallel
separate development, as well as integration into the mainstream. Persons with disabilities, in due course,
will have to decide on their own strategies. Whether children with disabilities and their families see it to be
in their best interests to focus on general community development activities is yet to be seen, especially if
these do not address problems of impairment that can be readily addressed during childhood, if given
priority.
A second issue related to the difference between child and adult disability concerns community control
over programmes. A number of authors have suggested that the strength of CBR lies in its diversity of
strategies and activities (13). This diversity is intended to allow planners and participants, in an area of
community development that is generally of low priority, to optimise opportunities to secure resources as
well as to fit local cultural realities and understandings of disability. While these views are pragmatic, they
are at odds with more fundamental principles, which are also strategic in promoting human rights. Persons
with disabilities, mostly from the North (14, 15, 16), but also from the South (17) have articulated the key
importance of certain human rights principles and strategies. These include the principles of involvement
of persons with disabilities and the control of services and programmes by these same persons (18).
A strategy for achieving these principles is likewise suggested by persons with disabilities: the transfer
of knowledge, skills and resources from professionals to communities and persons with disabilities. To

suggest that these transfers are not necessary, including the key transfer of control over financial resources
that are to be used to develop programmes, services, and educational initiatives, contravenes the key
principle of self-determination. Professionals and expatriate experts should facilitate the transfer of
knowledge, skills and resources, as this does not impede their influence, nor negate the need for their
support. It does recognise, however, similar to the contexts of women's development and indigenous
peoples' development, that persons with disabilities must develop the capacity to advance their own
interests and lives. This resource transfer strategy could support the vision of CBR being a community
development approach, in which communities of persons with disabilities are the focus. However, whether
children and families will be trusted to take control of these resources and programmes may depend on the
development level of any particular society, including the key dimension of communal versus individual
rights.
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MENTAL HEALTH AND DEVELOPMENT
FROM THE LOCAL TO THE GLOBAL THE INVOLVEMENT OF MENTALLY ILL PEOPLE IN THE DEVELOPMENT PROCESS

Chris Underhill*

ABSTRACT
From practical experience at local and regional levels, the author discusses the potential for
mentally ill people to be involved in the development process. Insisting on the right of mentally
ill people to be consulted in development work of all kinds, the author illustrates failures and
successes in supporting mentally ill people. He uses evidence from India and Sri Lanka to show
that stigma bars mentally ill people from development processes and that this is a human rights
issue.
Drawing on the statistical evidence available today, the global implications of the high
prevalence of mental illness are considered in relation to the lack of community facilities. The
author concludes that mentally ill people will only take their place in the development process, as
does any marginalised group, by finding ways of achieving knowledge, leadership and resources
through self-help, and by creating appropriate alliances with other groups in society.
INTRODUCTION
A group of women and men gather in a village agricultural co-operative store, which has been lent for
the purpose of the gathering. People wait for the bus to bring some participants to the meeting. Staff from
SACRED, a small community based organisation (CBO), hurry to fetch others on their motorbikes.
Shivanna, an elderly man, is invited to give a song at the beginning of the workshop. His quavering voice
rises up like tendrils of sound into the rafters. As he gives new meaning to a well-known mythological tale
so the group discerns beauty held in the air like the grain dust caught in the morning sunlight. The
facilitator starts to work with the group and they agree on the ground rules for the morning. All agree that a
process writer may record the events of the day. A man unobtrusively pulls out his pad. Like the start of
hundreds of such meetings of people that occur all over the South Asian region, an animation session is
starting in a small village outside Anantapur, Andhra Pradesh, India. After some time when the group is
feeling more at ease and after sorting out the translation needs common to any mixed language meeting,
some realities begin to emerge.
Lakshmana of Gotkur village did not have a carer with him and was joined by Yellamma, a
‘SACRED’ staff. He said, “I have a brother and a sister. My job is cattle grazing. My family weaves silk
sarees. I had fits and am under medication”. The staff then explained that since he had created some
problem in the village, his parents had tied him to a pole and beaten him up. Lakshmana said, “I get angry
with my parents because they do not listen to me. They are not taking care of my desire to get married. I
am asked to do cattle grazing while my brother works on the loom. They do not let me weave since they
fear that I will get fits and will thus destroy the saree being woven. I can make incense sticks. But they do
not let me do it, saying that it is not profitable.”
The group is composed of mentally ill people, carers and staff members from SACRED. Whilst many
animation meetings do take place all over the region, very few of them are run with mentally ill people as
the main participants. In talking to mentally ill people living at home, we have found that they are almost
never part of community based rehabilitation (CBR) schemes, development programmes or income
generation projects. Certainly they very rarely seem to take their place in such programmes as full
participants. Sometimes they are involved as the “done to”. They are the recipients of both charitable
kindness and, indeed, of cruelty. Like an enclosing institution, the community contains them but does not
allow them to participate in the full rituals of society.
TALKING TO MENTALLY ILL PEOPLE – LOCAL ACTION OF GLOBAL IMPORTANCE
In September 2000, a small team assembled in Bangalore, after negotiating earlier to conduct a series
of field visits that would permit them to talk directly with mentally ill people, their carers, family members

and so on. These discussions had been with the CBOs already mentioned, and a number of conversations
with prospective participants had already been conducted. Before leaving for the visits, the team finalised a
topic guide to be followed in the field:
1. Introductions (brief introduction about the programme for the day).
2. Introduction game for participants – (variations to be experimented based on the group size).
3. Permission to document the process and permission to photograph.
4. Setting of ground rules for the conduct of the programme for the day.
5. Constituency mapping of the people (and institutions) who interact with the mentally ill people and
their carers in an ongoing manner. (This exercise was planned to identify the proximity of the mentally
ill to various community stakeholders. It was also agreed that the exercise would be conducted in
small groups giving every participant an opportunity to take an active part in the exercise. The exercise
came to be called “my world”).
6. Clarifications related to the mapping exercise (clarifications, understanding, consequences).
7. Needs discussion, dealing with needs of the mentally ill people, carers and so on (in small groups).
8. Clarification of needs by the whole group.
9. What next? This discussion was initiated to get a commitment from the group as to what they could do
on their own and to identify areas where they needed external help. This would be indicative of the
possible areas of intervention that could be supported by Basic Needs. Further, it would provide a
discussion point with the CBOs.
Once all participants had agreed on the topics, mentally ill people, carers and CBO staff worked in
separate groups for all the small group exercises, usually within the same room. Only when the larger
group came together again later, were mentally ill people, carers and CBO staff reunited. Occasionally the
facilitator asked a staff member to assist with some of the processes.
Four, day-long workshops were conducted: two under SACRED’s auspices and two under the
Narendra Foundation. As the team worked with the two CBOs, a parallel process of discussion leading to
partnership creation emerged. Thus, in effect, between September 2000 and February 2001, the BasicNeeds
team found itself working on two fronts that slowly wove together: a consultation process to establish a
viable programme and identification of appropriate partners to carry out the work on the ground (1).
To continue with the example already quoted earlier, the group sat on the floor, on mats, in a hall in
the village co-operative building meant for storage of agricultural products. To agree on the topics, three
groups were formed of mentally ill people, their carers, and staff and volunteers from SACRED.
The process writer reported: Group 1 sat in a circle and was at once on the job, building consensus,
valuing individual opinions and actively participating. Lakshmana took on leadership role and guided the
process. The constituency mapping done by Group 1 had the following constituents: Mother, father,
friends, elders, school, SACRED, agricultural work, weaving, marriage, hospitals and doctors, cultural
events etc.
The day wore on with the three groups reporting and then going off to work on a needs analysis. In
due course an all group discussion occurred. Voices arose from mentally ill people and carers alike.
One of the participants had gone out of the room angrily and was brought back to the group. The
facilitator asked him to sit opposite him at the centre of the group. He did so and stated that he disliked the
drinking habit of his father and the family environment. His mother was asked to join the small group and
a dialogue was initiated. The larger group keenly observed the processes and the tension that had appeared,
slowly dissipated.
One of the mothers said, “if we are not able to deal with the problems, we will consume pesticides and
die”. (This is the common form of suicide among the farming community due to the availability of
pesticides.) Four others expressed their approval vigorously shaking their head. Another mother said, “I
will make my son join me in bamboo basket making. He does a good job.” Yet another said, “We want

people to know our problems and understand us and behave properly.” Other opinions included “We want
proper medication and guidance,” “We want to come together and share problems. This process is helping
us to relieve a lot of our tensions. We would like to continue to do the same”.
At this point Lakshmana confronted his mother who had joined the group 15 minutes earlier. He told
her, “You should treat me the way you treat my elder brother. You should let me weave at the loom and
not let me go for cattle grazing. You are worried about my fits and fear that I will spoil the saree if I faint
while working. Please remember that even a millionaire eats rice, not gold. Do let me work. Humanness is
more important than money”. Adinarayan (son and carer of the singer who opened the meeting) summed up
the discussion saying, “people with mental illness have their problems, parents and carers also have their
own problems, so do the community. We need to come together, place these problems in the open and
solve them together.”
Much that is momentous seems to confront mentally ill people on a daily basis
1. Mentally ill people want to take part in the events of their community as others around them. For
example, a good looking young man longs to marry a girl with the help and advice of his family,
according to their tradition (2). But in this case the support is not forthcoming.
2. Their choices can be very limited compared to others around them. Further, the decisions affecting
their life choices are taken for them and without reference to them.
3. They can be abused with relative impunity and their civil and human rights can be arbitrarily limited
or denied.
4. They want to work, for money for the family, for the work itself, for the pride of working.
CONVERTING OUR CONVERSATION INTO PRACTICE
Working with just over one hundred mentally ill people and their carers together with the Narendra
Foundation, SACRED and GASS, the BasicNeeds team has developed a five module programme.
1. Capacity building
This will be the basic module to facilitate the training of the CBO partners and equip them to work
with mentally ill people to form their own self help groups. Additionally, carers may form groups both for
mutual support and to provide innovative mechanisms of care. Organisational development of various
community institutions can also be provided through the capacity building mechanism.
Coleridge (3), drawing on examples from CBR in Afghanistan, comments that the concept of
empowerment can prove “problematic”, while “enablement” is culturally more acceptable in Afghanistan.
This perception holds good here as well, for there is a responsibility to first engender confidence in the
participants and their groups. Yet, one must take care not to overtly challenge the community with what
they may perceive as an alarming and incomprehensible notion of power for the mentally ill, until a
teaching and learning process has been undertaken.
2. Income generation
If the community were to change its notion of mental illness and its concept of the identity (4) of the
mentally ill person within the community, then it might well be through making a little money for the
family. Here the programme identifies the capabilities of individuals and those around them who want to
be associated with the project, along with suitable trades within the community that can be merged into a
micro enterprise. Training the CBOs in micro finance management will be as important as the links with
micro enterprise specialists such as the Bridge Foundation in Bangalore.
3. Community mental health
Many people turning up for the meetings are either pre-occupied by their own sense of being mentally
ill, or being affected by the presence of mental illness in others. These experiences contribute to their
construction and understanding of their own sense of identity (5). If one is very marginalised within one’s
own community, inevitably one turns inwards to solve “my problem”. One may indeed have an illness
which can benefit from competent intervention, and it is assumed that any rational person would take the

treatment. Yet, it is difficult to recognise that one is taking care of oneself by treatment and that in return
one may be less marginalised. The negotiation within the community is bound to be more fluid, and more
problematic. In a world where the social model of health is not much practised, most people still feel that
a powerful health professional in their area would be of the greatest help.
A common form of extending specialist treatment into rural areas in Andhra Pradesh is the so-called
“camp” system. After making the necessary arrangements, the specialists arrive and “set up camp” in a
convenient place, such as a district hospital, and see patients for diagnosis on a pre-agreed basis. A majority
of clients is looked after locally and only those that need further assistance are sent to a secondary or
tertiary place of care. The pressure from mentally ill people, and no doubt their families, to see a specialist
is great. However, the success of this model will depend on other timely interventions as well as direct
medical interventions. For example, the training of CBO staff to act as “bare foot” counsellors, and the
training of local practitioners to supplement more specialised staff will all be of great importance.
In a sense each of these modules is a “place to start” and this module offers the chance to meet a
mental health professional and to take it from there. Michael Oliver (6) comments that whilst the resources
of medical specialists may be essential, the boundaries do need to be re-negotiated for most disabled
people. In the case of those that BasicNeeds is working with, it would seem that it needs to be negotiated
from scratch – most of the groups have not met any kind of specialist in mental health provision earlier.
4. Research
This is a three part module with an empirical section for the enumeration of simple information such
as how many people are involved, levels of poverty and so on. In order to place the voice of the mentally
ill person at the centre of the narrative (7), a series of life stories as told by the people themselves, will be
developed. They will contribute to the collective body of knowledge and will be published with consent at
appropriate times. Finally, BasicNeeds wants to develop a research paradigm known as User Led Research
(8), supporting mentally ill people to manage their own inquiry. Many of the routine meetings have been
documented to contribute to the collective learning and advocacy, and to strengthen the groups of mentally
ill people and their carers as they gather the ability to influence others. Even though it takes time and effort,
documentation of the processes is necessary in a field where mentally ill people are generally not involved
in community rehabilitation and development programmes at present.
5. Administration
This module is of great interest to the CBO partners since it offers training in project management,
including logframes and logframe training, budgeting and finance, monitoring and evaluation, and
reporting.
Method of implementation
BasicNeeds plans to implement its programme through a partner, known as a ‘Facilitation Partner’,
who will deliver the development programme after appropriate training and capacity building, through
Community Based Organisations working in the same region. For example, a large organisation, the Nav
Bharat Jagrithi Kendra (NBJK) situated in Bihar and Jharkand, envisages working through six CBOs
operating in thirty six districts that they currently cover.
In order to understand the process better and to have a better knowledge of the issues involved,
BasicNeeds will also work as a Facilitation Partner with three partner CBOs within its reach in Bangalore.
They are SACRED in Anantapur District, Andhra Pradesh, Narendra Foundation in Tumkur District,
Karnataka and Gramina Abdyudaya Seva Samstha (GASS) in Bangalore District, Karnataka.
Through these two streams of work, BasicNeeds will simultaneously be able to gather enough
information from mentally ill people, and also learn to work with those who deliver the programme at the
field level.
Learning at the local level
The lessons learned since April 2000 are as follows:

1. All five modules of a Community Mental Health and Development Programme need to be
implemented if the work is to be effective.
2. CBO staff generally felt inadequate to work with mentally ill people because of the myths built up
around mental illness. They now understand that many of the techniques they already practise, from
the fields of CBR or development, are helpful to mentally ill people as well.
3. Many people are excluded from CBR or development programmes because they are assumed to be
unable to take part in these programmes due to their mental illness.
4. If one talks to mentally ill people, it is easy to realise that they have the ability to make decisions
necessary to carry out development work in their own communities, and that they must be accorded
their rightful place in society. In the process of development, one can assume with a fair degree of
certainty, that the pursuit of basic needs will also slowly lead to the achievement of basic rights.
REGIONAL PERSPECTIVES FROM INDIA AND SRI LANKA – NEGOTIATING THE
LOCAL / GLOBAL GAP
From the conversations with mentally ill people described above, one can understand how they view
the world from their perspective, and how difficult it would be for them to survive in a world where even
those who are not mentally ill face innumerable problems. The phenomenon of globalisation can be
described as being as much within countries as between countries, particularly in the differential between
the rich and the poor. The access to knowledge, leadership and resources (9) often defines this differential
most tangibly. Does access to these assets serve to connect the poor to the wider world beyond the
immediate village or community?
It is easy to imagine how an “ordinary” struggle against poverty can be made a hundred times worse
by the stigma of mental illness. Originally seen by the ancient Greeks as a derogatory physical mark such
as a cut or burn on a slave, ‘stigma’ today applies to the disgrace felt by, in this case, the label of mental
illness (10). Stigma not only labels people long after the mental illness has disappeared, but also results in
very poor service being provided to those so labelled. One would have thought that a hospital would have
been the ultimate sanctuary of the mentally ill person, yet Murthy (11) argues that in India, “The services
provided by the mental hospitals have been very unsatisfactory. Most of the mental hospitals have
remained under developed and unsatisfactory in terms of the services provided and the facilities for care .A
recently completed survey of the mental hospitals, by the National Human Rights Commission (NHRC,
2000) presents a picture of neglect and low level of care to the mentally ill persons. A large part of the
stigma about mentally ill comes from the poor conditions of the mental hospitals.”
Somasundaram (12) reports from Northern Sri Lanka that “People who are mentally ill and even those
who have recovered are rejected, ostracised and marginalised by the Tamil society. Mental illness carries a
severe stigma in this society. Those who are labelled as having or have had a mental illness and their
family are looked down upon, derided with scathing remarks and isolated from the mainstream of
community life. Thus, they will not be invited for social functions and even if they attend, people will avoid
them or pass negative comments. They will not be given jobs or employment. Children and students will
face rejection at school, play and community activities. Marriage prospects of the persons and their
relatives, particularly females, will become almost nil. With regard to socio-economic assistance,
development programmes, rehabilitation projects and so on, they tend to be left out.”
The institution of hospital and the institution of community seem to generate a great deal of conflict
that requires mentally ill people to possess a high level of negotiation skills. Why should anyone have to
put up with such poor service? Historically, the burden has fallen on medical and social services that are
pressed to their limits due to the patient load and limited financial resources. Even as early as 1946 when
India’s total population was quite a lot smaller, the Bhore Committee (13) noted “Even if the proportion
of mental patients is taken as two per 1,000 population in India, hospital accommodation should be
available for at least 8,00,000 mental patients, as against the existing provision of a little over 10,000 beds
for the country as a whole. In India, the existing ratio is of one bed to about 40,000 population, while in
England, the corresponding ratio is approximately one bed to 300 population.”

Out of a total population exceeding one billion, Murthy (11) reports that in India, “About 3000
qualified psychiatrists are working in different centres in the country. The number of psychiatric social
workers is estimated to be around 600. The number of trained psychiatric nurses is around 600.” He adds
that “Of the 140 medical colleges in the country, about three quarters have an academic department of
psychiatry. In another quarter a psychiatrist functions as part of the general medicine department with no
additional staff.” According to him, “The actual amount of training is grossly inadequate, as the minimum
amount of training required as per Medical Council of India rules is only two weeks of training.”
In Sri Lanka, Kathriarachchi and colleagues (14) noted that out of a total population of about 20
million, there were 30 psychiatrists, 3 clinical psychologists, 18, occupational therapists, 10 psychiatric
social workers and 412 nurses. They state that many mentally ill people “…end up in institutions like the
Mental Hospital Angoda and due to the stigma associated with mental illnesses, most find it difficult to go
back to their homes and families and enjoy the standard of living they had before their illness.”
During the initial work of BasicNeesds in India, it became clear how much pain many parents suffered
in their roles as carers. This applied particularly to mothers and to other women. The situation is the same
in Sri Lanka (14), where it is noted that “The burden of caring for those with chronic mental illnesses was
largely borne by the parents. The siblings in most cases did not want to take the responsibility of these
patients. While the parents are alive they do everything they possibly can to care for the patients, but they
are afraid that when they are dead there will be no one to look after their children, and they will end up on
the streets. Most parents felt that a facility which provides residential care for those patients who are unable
to function independently in society, is necessary.”
Parents coming together as a self-help group is a very powerful instrument for supporting mentally ill
people and their families, and there is an example of this system in Bangalore, in the group called AMEND.
Generally, however, the most striking thing about mental illness in both India and Sri Lanka, and probably
in other parts of the region, is the extent to which the state medical and social service sector dominates the
subject.
In
these
countries
where
the
voluntary
sector
is
dominant,
the presence of non governmental organisations (NGOs) in this field is quite extraordinarily
slight (11, 14).
Noticeably, very few mentally ill people are involved in development or CBR programmes. With few
exceptions, perhaps everyone forgot to talk to mentally ill people in the same way that they forgot to talk to
other marginalised groups within society such as landless labourers, dalits, women and disabled people.
The question therefore is, who has actually stood by people with mental illness? Clearly the medical and
social service professions, mostly from the state sector, have done the most in an organised fashion, but
equally clearly, it is the parents, families and communities who have taken on the greatest burden of care
and its associated anxiety. Almost all agree that it is the community based traditional healer who often sees
the patient first, long before any other intervention is considered.
The voluntary sector has provided a limited number of residential models in both India and Sri Lanka,
but it now needs to place its considerable experience in community development, to care for mentally ill
people and their carers. Mentally ill people need to be invited, encouraged, and motivated to become part
of the development process. Clearly they need to be part of CBR programmes, but they should also be part
of agricultural schemes, income generation programmes and the whole gamut of programmes currently
available to other citizens.
GLOBAL KNOWLEDGE – LOCAL ACTION
There is persuasive evidence that in the developing countries non-communicable diseases such as
depression and heart disease are fast replacing communicable diseases as the leading causes of disease
burden (15). Jenkins (16) in assessing the importance of mental disorder, points out that “Five of the ten
leading causes of disability world-wide in 1990 (measured in years patients have had to live with a
disability) are psychiatric conditions: unipolar depression, alcohol use, bi-polar affective disorder,
schizophrenia and obsessive compulsive disorder.” She concludes that “the contribution of psychiatric
disorder to the global burden of disease in 2020 is expected to be immense. The projections show that
psychiatric and neurological conditions could increase their share of the total global burden of disease from

10.5% of the total burden to 15% in 2020. This is a bigger proportionate increase than that for
cardiovascular disease”.
Since 1946, and the days of the Bhore Committee in India, a paradigm shift has taken place in how,
and where, mentally ill people should be cared for. Generally the community has been perceived as being
the best place for the vast majority of people with mental illness, supported by a limited but strategic
medical intervention (17). This shifts the focus away from large hospitals and institutional care, to
alternative methods to cater for the large numbers that are forecast by Jenkins.
The implications for health policy and spending are significant if mentally ill people are to be cared
for in an effective manner in the community. This affects, for example, the demand on primary care
facilities as mental health becomes an integral part of services (18). It also implies a heavy demand on CBR
programmes and development projects. Further, there will be a need to experiment with multisectoral
approaches such as integration with primary health care, income generation and self help group
development. This will also need to be associated with a willingness to adapt successful programmes from
other areas, such as community social enterprises, operated successfully by the state and voluntary
organisations in Italy (19).
RESPONDING TO THE GLOBAL CHALLENGE - MENTALLY ILL PEOPLE AS PART OF
THE DEVELOPMENT PROCESS
For most people with mental illness, there is a clear understanding that being productive is the only
way to get family and community acceptance, apart from self acceptance. The distress of mental illness is
so much more when the affected persons are denied the chance to do something about it. Those who have
worked hard to construct the five modules described at the beginning of this paper hope that they are first
and foremost responding to the need of people with mental illness to be productive. It is hoped that the
mental health and development model will be flexible and will continue to respond to the demands and
needs of mentally ill people. As one observes the animator applying Freirian (20) principles and the group
slowly growing in confidence, one becomes aware of the potential of two traditions blending together. On
the one hand, there is the tradition of community development that strengthens the group to carry out its
tasks such as income generation, land clearance, or whatever else is needed for the community. On the
other hand, there is the tradition that sees the growth of the group as part of a psychotherapeutic process
that has proved very encouraging for many people. It is not that these two traditions must flow together.
We just need to appreciate and be aware of the proximity of these two traditions. In fact there will be
natural opportunities for a satisfying exchange between the two, which make the whole process much
richer when it happens.
If mentally ill people are able to take their place in the development process they will also take their
rightful place in the fight against poverty. To be poor and also mentally ill is very tough. It is equally true
that many mentally ill people are poor and homeless (19). At the same time, mentally ill people can
contribute to the development process, just as any other marginalised group seeking upward mobility. They
will also have to find the ways to achieve knowledge, leadership and resources by organising themselves.
They will need to stand apart from others so as to identify themselves as a separate group with needs, but
at the same time, they will need to make alliances with others to fight poverty and injustice jointly.
People who work with various groups of marginalised people will of course see mentally ill people
amongst them. To establish the link between human rights, justice and mental illness is the need of the
hour. It is very much a part of the development process and requires development programmes to involve
mentally ill people.
Shivanna was asked to sing a song to mark the close of the session. As he had opened the session,
would he like to close it; asked the animator. Slowly Shivanna stood – a little stiff, as any elderly man
would be after sitting in the group for a long while. He flicked his fingers open and shut in time to the
music in the hot stillness of the little stone barn. What did Shivanna sing about? ‘Hope’ of course, ‘love’
and the ‘connectedness’ of all things in the universe. Rendering a well-known mythological tale in a wellknown musical form, he was immediately understood by his own community. Yet, in singing of things that
matter to all of us he reached us all, the local and the global, shimmering as one, held in an old man’s
voice in rural Andhra Pradesh.
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DEVELOPMENTS AND TRENDS IN REHABILITATION
IN LEPROSY
P. Nicholls*, W.C.S. Smith*

ABSTRACT
This paper describes the thinking behind new approaches to the rehabilitation needs of people
affected by leprosy. Three general principles are identified. First, programmes must be
responsive to the broad impact of the disease – physical, psychological, social and economic.
Second, for effective rehabilitation the response must be specific to the needs and concerns of
each individual. Third, the concerns and priorities of families and communities must influence
decision-making. A series of operational principles are discussed and illustrated with case
studies from current programmes in contrasting cultural situations.
UNDERSTANDING THE NEED
The introduction of multi-drug therapy (MDT) has had a major impact on all aspects of leprosy work.
Between 1989 and 1999 more than ten million people were cured of leprosy. “Leprosy is curable” has
become an important slogan in health education. There is an increasing awareness of the social and
economic implications of the leprosy diagnosis and a concern to address the broader impact of the disease
(1). While most affected people now avoid impairment, there remain an estimated two to three million
people with significant disabilities caused by leprosy (2). These may take the form of physical impairments
with or without activity limitations or extend to participation restrictions recognisable as the age-old stigma
associated with the disease (3). Some individuals have the resilience or resources to cope with change to
their physical or social state. Others need help if they are to resume their previous quality of life (4). These
are the primary focus for rehabilitation programmes.
This is in dramatic contrast to the historical situation. Treatments were largely ineffectual and high
rates of visible deformity resulted in isolation or social exclusion. The only available “rehabilitation” relied
on settlements and on-going charity or welfare. In many countries such settlements still exist, with an
ageing cohort of residents. For the long-term residents of such settlements a return to an earlier life style
appears inconceivable, yet these special needs must be addressed through the rehabilitation process (5).
The challenge facing organisations seeking to rehabilitate people affected by leprosy is to find a
balanced approach which is caring yet encourages people to manage their own lives in the wider
community. The attitudes of family and community present a further challenge in formulating an
appropriate response. Speaking at the International Leprosy Congress in Beijing in September 1998 (6), Dr
Arole, Director of the Jamkhed Project in India, identified the principles upon which that response should
be based: “A change of paradigm is needed, recognising people as subjects, not objects, and workers as
enablers and not providers. Interventions must be supportive and responsive, empowering rather than
diagnostic. They must include addressing the needs and resources of the community and extending its
capacity.”
Dr Arole’s vision for the future identifies three key principles for rehabilitation work in leprosy:
1. A recognition of the broad impact of leprosy on the individual - physical, psychological, social and
economic.
2. Responsiveness to the concerns of individuals affected by leprosy – resulting in an approach that
ensures their participation and restores dignity, thereby promoting empowerment and
self-respect.
3. Responsiveness to and involvement of, the families and communities affected by leprosy. Members of
the family and the community have an important role to play in rehabilitation.
While local issues and priorities will also feature, we expect these principles to be reflected in
objectives to restore dignity, reduce stigma, promote integration and improve economic status. Projects

will work for greater community involvement and give more attention to groups with special needs,
specifically children, older people and women.
OPERATIONAL PRINCIPLES
The wide-ranging impact of leprosy on the individual and the unique socio-cultural context of each
community require the rehabilitation process to be tailored to local needs and priorities. Nevertheless, it is
possible to identify a number of common operational principles that are expected from rehabilitation
programmes. Six of these are discussed here.
The participatory principle
As in other fields, respect for, and responsiveness to, the voice of the client is central to rehabilitation
(7). Unless clients participate and own the process they will not be fully committed to it. There is a role for
clients, family members, community members and associations of people affected by leprosy.
Programmes must work to promote self-esteem, actively involving clients in decision making.
Encouraging clients to express their own views and suggest their own outcomes has far-reaching
implications for decision-making and organisation. In many countries, local organisations of people
affected by leprosy have developed into national organisations. In turn, IDEA International brings together
these national organisations and encourages their advocacy, giving voice to the interests and concerns of
those affected by leprosy (8).
The holistic principle
The term ‘holistic’ describes an awareness of, and responsiveness to, every aspect of life. The three
fold aims of community-based rehabilitation (CBR) as set out in the UN statement (9) include the aim of
improving physical, social and psychological functioning of the person with disability. This is an important
requirement of rehabilitation activities in leprosy where the disease impact is far-reaching. Holistic
programmes require teamwork by professional staff from a variety of backgrounds and participation by
those affected, their families and communities. Effective rehabilitation requires communication and cooperation between all those providing care.
Sustainability
The sustainability principle requires that activities bring lasting benefit. Client participation goes some
way to ensure that interventions are appropriate and acceptable. Where family or community participation
or support cannot be achieved then acquiescence is the minimum requirement. Responsiveness to
environmental, seasonal and market factors are other important factors affecting sustainability (10).
Integration
If people affected by leprosy are to be fully integrated within their communities then it is important
that they do not appear as a special case. There are already considerable moves towards integrated leprosy
treatment services replacing the vertical programmes of the past and avoiding the labelling of specialist
leprosy centres and leprosy services (11). We look forward to the integration of rehabilitation activities
within the wider compass of CBR.
Gender sensitivity
Published evidence indicates that leprosy has a greater social impact on women than men (12,13,14).
Women are more likely to be victimised within their families, to be socially excluded or divorced. There
are important implications here for programme managers and planners, for the recruitment and training of
field staff and practical implications relating to how services are delivered in the field.
Sensitivity to special needs
In addition to women, groups such as children or older people may have special needs. Differences of
language, culture, religion or geography may be significant. Projects need to be aware and responsive to
such groups (15).

Case Study 1: Needs and skills assessment, The Leprosy Mission Vocational Training Centr,
Vizianagaram, India.
Counselling, motivating and encouraging clients can take up to two years. Eight key points are
identified in this process:
1.
2.
3.
4.
5.
6.
7.
8.

The personal touch is needed to build confidence and motivate those affected towards a new hope.
Those affected are educated about change, from hopelessness to hopefulness.
Together with the client, a suitable and lasting vocation for a dignified life is identified and planned.
Progress is monitored and clients are assisted in implementing their rehabilitation schemes until they
become successful .
The special needs of children are attended to .
A qualified social worker is employed to complement the skills of the project manager.
When needed the project has access to the skills of an occupational therapist and a
physiotherapist.
Community support is built up before commissioning a rehabilitation scheme.

ORGANISATIONAL CULTURE
Good communication is essential if the concerns of clients and the views of the community are to
carry any weight in decision making. This must be found at two levels:
• in good communication between the project, the client and the community.
• in good communication and teamwork within the organisation involving staff at all levels.
A “listening and learning” approach is essential. Such an approach requires a radical shift away from
traditional hierarchical management. To build understanding, project managers must be ready to learn
from field staff and other professionals. Fieldworkers must learn to respect the point of view of their
clients. This open-minded approach must extend to a willingness to change project priorities or to
reconsider long-standing assumptions. Robert Chambers contrasts the positive characteristics of trust,
dispersion of authority and delegation with the negatives of centralisation, uniformity of approach and
inflexibility (16,17).
Figure 1 highlights the flows of information that occur within this approach. Such communication
does not just happen: listening skills need to be developed, particularly the skill to recognise and respond to
what is important.
Figure 1. Channels of formal and informal communication
Where responsibilities are delegated field managers and social workers monitor the progress of
fieldwork, maintain relations with the community and share information with other organisations. Field
assistants are directly involved in assessment and motivation, and make referrals to social workers when
their help is needed. Projects need to develop adequate procedures that provide the necessary control
without restricting the flexibility of response.
Leadership
Project managers must have extensive field experience and good qualifications, the basis for effective
delegation skills. Those who lack experience may feel threatened and retain power for themselves. The goal
should be an open management style that encourages teamwork and the development of diverse skills and
ideas (17).
Project cycle
Adopting a project cycle involves successive rounds of planning, implementing and review (18). This
process gives the opportunity to discuss successes or failures and to apply the lessons learned. Rather than
being seen as an “add-on”, such a process should become an integral project activity. The participation
principle extends to involving clients in the review process.

Case Study 2: An innovative approach to meeting rehabilitation needs
The Community Based Rehabilitation Alliance (COMBRA) works in Uganda. It advocates for and
with people with disabilities and older people who are recognised as vulnerable groups. It was set up to
improve rehabilitation services, reform public attitudes and enhance community participation. It aims to
improve quality of life and promote sustainable development. COMBRA’s priorities are:
•

Creating an enabling environment by raising community awareness and encouraging a positive attitude
towards people with disabilities.

•

Developing the knowledge and skills of grass-roots workers in the community and in CBR.

•

Promoting self-reliance through functional rehabilitation of people with disabilities.

•

Networking and collaborating with governmental and non-governmental organisations serving people
with disabilities and older people.

•

Promoting the inclusion of people with disabilities and older people in mainstream society.

These objectives are reflected in activities that include training, networking, running an appropriate
technology workshop and a Resource and Information Centre open to the public.
ADDRESSING STIGMA AND INJUSTICE
Tackling stigma brings benefit to everyone affected by leprosy, whatever their impairment, activity
limitation or participation restriction. Issues may be addressed at the local and national levels.
At the local level, objectives are to address traditional knowledge, attitudes and practice towards
leprosy. Objectives may be met through health education activities and the involvement of key individuals
and opinion leaders. People previously affected by leprosy have an important role to play (19). Electronic
and printed media are available. Innovative methods such as traditional street drama and puppet shows
have proved effective (20). Local markets, festivals and schools provide a mass audience. Home visits to
newly diagnosed patients provide a powerful opportunity for teaching. Community involvement has been
effective in overcoming stigma. In contrast, some form of counselling may be needed to address the
problem of felt-stigma – the affected individual’s fearful reaction to the perceived consequences of leprosy.
At the regional and national levels, organisations are becoming more involved in publicising the
injustices experienced by people affected by leprosy and in working for their rights (21). Typical issues
include access to education, the right to work and women’s rights concerning divorce. Access to public
health services may be barred. There may be inadequate training of medical officers in diagnosis and
treatment. In some countries those affected by leprosy have acquired a public voice through membership
of a national association (9).
COMMUNITY RELATIONS
But what do we mean by community? We understand the term to refer to households sharing access to
a common resource (such as a water supply) or forming a recognised unit such as a village. On occasions
community may be defined in terms of workplace or religious centre or extended family. However defined,
the relationship with the community provides the context for all rehabilitation transactions between the
project and the client. Gaining the respect of the community and maintaining links with its members opens
the way for acceptance of project interventions and the integration of clients.
Case Study 3: Field experience in Ethiopia (4)
Acceptance by the community applies particularly to transactions such as buying and selling products
and services. In the town where one project operated, the people used to avoid physical contact when they
gave alms to people affected by leprosy. Now they can be seen rushing to a particular shop to buy
vegetables and fruit that will be consumed raw: tomatoes, lettuces, cucumber, water melon, papaya. The
customers know full well that these have been grown by people affected by leprosy, but the difference is
that they, the community, have taken part in the project.

For this reason, projects need to maintain good communication and work for the maximum family and
community involvement in the rehabilitation process. A two-way flow of information ensures each party
learns from the other and makes best use of available knowledge and resources.
It demonstrates respect for the community and its leaders. Regular public meetings or the distribution of
written reports are further ways of acknowledging the community’s support (22).
VOCATIONAL TRAINING
Many people affected by leprosy live in extreme poverty and have few opportunities to earn income.
They may be excluded from their former workplace or denied access to their former market. The physical
impact of leprosy may make it impossible to continue in their former occupation. Some projects
concentrate primarily on individuals with such financial needs, providing vocational assessments, training,
re-training and loans.
In communities where the ability to work and support a family is sufficient to overcome stigma, it is
appropriate that providing access to vocational training and the opportunity to earn an income are key
elements of the rehabilitation process. This will be most effective where there are networking and referral
arrangements between service providers allowing a response appropriate to the needs of each individual.
Even so, there may remain a small percentage of those most seriously affected for whom some form of
sheltered employment must be considered the optimum outcome. However, responding to financial needs
may not be a complete response. For all individuals, responding to some form of social assessment remains
an essential part of the rehabilitation process.
Case Study 4: Restored dignity for a potter
One of our patients recently completed his course of leprosy treatment. He is 59 years old and is
married but has no children. For 30 years he worked as a potter, making the mud ovens and flower pots
used by rural people in their homes. When he developed ulcers on his feet he could no longer turn the
potter’s wheel. During his treatment the rehabilitation worker learned of his situation. The team assessed
his skills and needs. They provided counselling and agreed to make a loan to provide new equipment and
raw materials. With his wife’s help he is now again able to produce pots and ovens, but he no longer puts
his feet at risk. From their follow-up visits the rehabilitation team report he makes a small profit each day,
enough to restore self-esteem and dignity. People respect him because he is not dependent on anybody for
his day- to-day life.
CONCLUSION
This paper has described significant changes taking place in the field of rehabilitation in leprosy. The
advent of an effective treatment is challenging traditional attitudes to the disease and encourages the belief
that leprosy is curable. As attention moves to the social impact of the disease so we need to employ a
social rather than a medical model in addressing rehabilitation needs (4). This involves the client’s full
participation in the decision-making process and calls for an approach that is holistic, sustainable,
integrated, sensitive to gender and to other special needs. This approach is now being advocated by
organisations such as ILEP, the International Federation of Anti-Leprosy Organisations. There are far
reaching implications for organisations in the field and for funding organisations. Integration of field-based
rehabilitation services, and developing and maintaining good community relations will clear the way for
social re-integration and provide the opportunity to address the underlying attitudes and belief that sustain
stigma.
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COMMUNITY APPROACHES TO HANDICAP IN
DEVELOPMENT (CAHD):
THE NEXT GENERATION OF CBR PROGRAMMES
Laura Krefting,* Douglas Krefting*

ABSTRACT
This paper has presented the basis of one approach to addressing disability in developing
countries. Community Approaches to Handicap in Development (CAHD) builds on the
pioneering work done by others in the CBR field and presents a bridge between CBR and
development. The brief rationale and examples included here represent only the skeleton of
CAHD. More comprehensive descriptions and practical tools for implementation are available in
the CAHD toolkit produced in 2001, developed by CBM International, Centre for Disability and
Development and Handicap International.
INTRODUCTION
Community-based rehabilitation (CBR) was developed more than 20 years ago as a solution to the
problems of disabled persons living in developing countries. Since that time, as several authors have
noted , there have been many changes to the concept of CBR and how it is being implemented. However, it
is still estimated that only about 2% of the disabled people living in developing countries are currently
receiving assistance (1). Even more significant is the evidence that many disabled people are dying
prematurely due to their exclusion from the development process and lack of adequate services. It is the
authors’ conclusion that as many as two out of every three people who become disabled “missing disabled
people” are dying for reasons that are primarily related to poverty in their communities and negative
attitudes about disability. These two major problems are just beginning to be addressed with some
coherence by most existing CBR programmes. The new strategy for implementing CBR, Community
Approaches to Handicap in Development (CAHD), that is outlined in this paper is a direct response to these
problems.
A WORD ABOUT TERMINOLOGY
The terms used in this paper, impairment, disability and handicap, are not in the same way as those
currently proposed in the new World Health Organisation (WHO) ICIDH-2 (2) nor those used in the past.
There are several reasons for this non-conformity. First, it is the logical result of using language to describe
a different understanding of the causes of impairment, disability, and handicap, and an expanded strategy
for eliminating them. Second, describing impairment, disability, and handicap is a sensitive topic.
Currently, disabled people are trying to take the terminology that describes both their condition and social
status out of the realm of medicine. As a result, many words that were once commonly used are now
considered derogatory by disabled people, and for this very valid reason are being changed. However, the
changes being sought vary in different countries and, for the greater part, have not yet been widely
understood, or accepted by the general population. Furthermore, the language of this debate about
terminology is primarily English and little consideration has yet been given, to how the new terms translate
into other languages. It is important to note that in most other languages, the terminology to describe any
aspect of impairment, disability or handicap, has not yet been developed. In most developing countries the
terms impairment, disability and handicap are just now starting to be understood. Significant changes to the
meaning of these terms at this time will only create further confusion. Finally, both the old and the new
terminologies were primarily developed by specialists, working in a developed rehabilitation servicedelivery system, to deal with problems associated with the reaction of others to disabled persons in society.
However, we are now in a situation where we need to talk about the absence of disabled persons in some
societies. This means we need to talk more about causes of the problem, rather than only about the
problem itself. We also need to be able to talk about this topic in societies where there are either none, or
at best, only a few specialists and no systematic approaches to providing assistance.
Developing new approaches for decreasing handicap means developing a new way of looking at
problems and solutions. The new perspective, thinking of impairment, disability, and handicap as

development issues that can be changed by specific activities rather than as treatable medical issues
requires an adapted terminology. This adapted terminology must be readily understood by all those who
will have a role in decreasing handicap: community members and development workers, as well as medical
and rehabilitation professionals.
CAHD AND DEVELOPMENT
CAHD is not a new idea, rather, another step in the development of CBR. Because of over 25 years of
successful disability advocacy and awareness by CBR programmes, development donors and programme
implementers began to explore the idea of disability in the context of development. They started to realise
that disabled people were being systematically excluded from their activities when they became aware of
three major aspects of disability related problems.
1. The first is that medical rehabilitation interventions can only solve one aspect of the overall problems
affecting the lives of disabled people. It minimises the effects of their impairment.
2. The second is that disabled people are part of every group, both vulnerable and non-vulnerable, and as
such, face the same problems as everyone else.
3. The third is that the magnitude of the problems faced by disabled people in their normal lives is
increased significantly by the social barriers that result from a lack of awareness about disability issues.
As awareness of the needs of disabled people increased among development organisations, policies
began to change, for example, Britain’s Department for International Development
(DFID, 3) and several UN organisations (4) are now taking significant steps to ensure inclusion of the
disabled people in all areas of development.
Changes in awareness about disability related problems in both CBR and development programmes
resulted in a shift in programme focus. Most earlier CBR and development programmes had a vertical
focus that resulted in activities that were primarily directed towards developing (changing) vulnerable
people (including disabled people), by trying to rehabilitate them so that they would fit into the existing
community. As programme planners became aware of these problems, they started to shift to a horizontal
focus to include all aspects of the community. Even though this change in focus resulted in significant
efforts to include activities designed to change attitudes towards vulnerable people, they remained the
primary focus of programme activities. Completing the shift from a vertical to a horizontal focus means
changing the entire community, it means changing to a horizontal, community-development focus that
includes and addresses the needs of the entire community. The problem for programme planners then
becomes much larger and requires consideration of all aspects of the disabling process from impairment to
disability to handicap.
Once a programme’s focus changes from vulnerable people and their needs, to communities and their
needs, the scope of activities increases. Programmes need to consider new areas of activities and new ways
of implementing their existing activities. For existing CBR and development programmes, this means:
1. Expanding existing areas of work, in disability and/or development, to deal with a broader
understanding of handicap and development.
2. Changing the focus of programme activities from a telescopic-lens focus on disabled people, or other
vulnerable groups and their problems, to a wide-angle lens focus which includes all
aspects of a society.
3. Recognising that development of networks of organisations to share resources and responsibilities, is
the most effective way to implement the broad range of activities necessary to create change.
CAHD’s provides the necessary broad programme focus for planners and programme implementers.
It is this process that is described in the following sections of this paper.
THE “MISSING DISABLED PEOPLE”
A comparison of the prevalence rates of disability between developed and developing countries
indicates that there are many “missing people” in developing countries. In some developed countries
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(Australia, Britain, Canada, and USA), the prevalence rate of disability is about 18% of the total

population. In developing countries, the WHO estimate that the prevalence rate of disability is about 5%
(5) of the total population. This difference exists although disability incidence rates are the opposite: higher
in developing countries, and much lower in developed countries. How can this difference of 13% be
accounted for? Possible explanations include:
1. Different definitions of disability.
2. Inaccurate disability incidence/prevalence studies.
3. Different distribution of population by age group (A significant percentage of people in
developed countries are older as more people live longer. Older people have more impairments and
disability resulting in an increased percentage of the total population being reported as
disabled).
4. Disabled persons are not reported because they are kept hidden.
5. Premature death of people who become impaired or disabled.
While each of the first four of these factors may account for part of the 13% difference, it is hard to
conceive that they would account for the magnitude of the total difference. This leads to the conclusion that
the last factor, premature death, is responsible for the largest part of this difference. Based on this analysis,
it appears that approximately 10% of the total population is dying prematurely because they are disabled.
While this conclusion is difficult to verify at this time, anecdotal and other evidence obtained from people
experienced in working in the development of disability related projects, indicates that significant numbers
of disabled people die prematurely.
There is a significant difference, in both financial and technical resources available for day-to day
living and service provision in developed and developing countries. It is also important to note, that this
inequity in resources is not only evident between countries. In fact, it is often even more evident within
countries in all sectors. This leads to the further conclusion that poverty is the main reason that there are so
many “missing people” as many as two people missing for every surviving person with a disability.
THE CYCLES OF IMPAIRMENT, DISABILITY, AND HANDICAP
There are two different cycles of impairment, disability, and handicap shown below. The first, is the
positive cycle of impairment and disability that will occur once handicap has been eliminated. This cycle is
the ideal that we all work towards. The second, is the negative cycle of impairment, disability, and
handicap that, is to a greater or lesser extent, the norm in most countries. The status of handicap in all
countries will lie somewhere on the continuum that exists between these two cycles. Generally, developed
countries will lie somewhere closer to the ideal positive cycle and developing countries will lie somewhere
closer to the negative cycles. The objective of all programmes should be to make the transition towards the
positive cycle.
The complex negative cycle, which is driven into a downward negative cycle by people’s negative
attitudes, is described in the following sequence.
1. The cycle starts at the top, with organisations. In CAHD, organisations are described as formal and/or
informal groups of people, working together outside the family home, to achieve specific objectives.
Some examples of objectives of organisations are to provide governance, or goods, or services, or to
create social change. They include formal and non-formal organisations and businesses, both
governmental (GO) and non-governmental (NGO). Organisations create the circumstances that govern
the lives of others.
An example of organisations creating negative economic circumstances is the World Bank and
International Monetary Fund (IMF) debt restructuring policy imposed on developing countries.
2. After organisations, continuing clockwise around the cycle comes the negative, social, political,
economic, and environmental circumstances that are created by organisations.
World Bank and IMF structural readjustment policies, as imposed on developing countries, have
resulted in a marked increase in the main indicators of the presence and impact of poverty. It has affected

all aspects of life, from a decreased average life expectancy to a decline in health care services and an
increase in illiteracy rates.
3. Next, come the negative circumstances, poverty (the inequitable sharing of the world’s resources:
locally, regionally, nationally and internationally), that are the result from the policies of organisations.
DFID (3) estimate that more than 50% of the impairments that result in people being included in
current disability prevalence rates, “are preventable and directly linked to poverty.”
4. Impairment enters the cycle through external or natural causes such as genetics, disease, ageing,
accidents, etc. It comes immediately after poverty because poverty is a major cause of impairment.
Impairment also increases the impact of the cycle by creating short-term poverty when it disables
people who are then unable to engage in productive activities.
An estimate from Nepal from the personal communications of a physiotherapist working in Nepa
indicates that more than 30% of the disability that results from trauma could have been prevented if
14
adequate rehabilitation services were available .
5. Often, services and assistance for disabled persons are not provided because of the barriers created by
people and their organisations. Most often, these barriers are the result of attitudes formed by a lack of
knowledge about the causes and consequences of impairment, disability, and handicap.
When the impairment caused by broken bones is not properly treated, permanent disability may be the
result. When bones do not heal correctly, people become permanently disabled and many can no longer
work.
6. Disability can be either the inevitable result of a serious impairment, or the lack of services necessary
to prevent impairment becoming permanent. Like impairment, disability can also result in increased
long-term poverty.
Barriers can create significant problems in the lives of people with disabilities. For example, mentally
handicapped girls may be forced out of their homes and onto the street, where they often become the
innocent victims of abuse, both physical and sexual.
7. Disabled persons are often excluded from society, and are unable to get needed assistance because of
barriers that are again the result of people’s attitudes.
In one programme, a young girl who could not walk, was not attending school. A community
programme identified this as her major need and went to work to obtain a wheelchair for her, and to
persuade the local schoolmaster to allow her to go to school. However, when the community workers
returned some weeks later, they found that the young girl had died. They learned that her death was the
result of disability and gender barriers that resulted in her long-term malnutrition and the lack of medical
care, once she became seriously ill.
8. Finally, barriers often result in the isolation and marginalisation of disabled people, that leads to
premature death.
A FRAMEWORK FOR DEVELOPING CAHD PROGRAMME ACTIVITIES
Making the transition from the negative to the positive cycle of impairment, disability, and handicap,
primarily means changing the attitudes of people and organisations. Doing this effectively, requires
simultaneous implementation of activities in the following four component areas.
1. SOCIAL COMMUNICATION: Providing awareness and knowledge to people and organisations
about:
•

Causes of impairment, disability, and handicap.

•

Roles of family members and organisations, in creating handicap.

•

Activities that will prevent impairment, disability, and handicap.

•

Rehabilitation practices that will minimise the impact of impairment and maximise the personal
development of disabled persons.

2. INCLUSION AND RIGHTS: Providing disabled persons the equal opportunity to access their rights as
citizens, and to participate in all of the activities in their families and communities enables:
•

Disabled persons to improve the quality of their lives.

•

People and their organisations have positive experiences with disabled persons, which will change
their attitudes.

•

Organisations to include disabled persons in their existing programmes, to give them equal access
to opportunities for education, economic activities, and health services.

•

Disabled persons to promote their right to play active roles in social and economic activities, in
their families and communities.

•

National organisations to promote for legislation, policy and regulations, for recognition of the
rights of disabled persons.

3. REHABILITATION: Providing assistance to people who have impairments and to disabled persons,
that will minimise the functional difficulties which are the result of their impairments and maximise
their personal development by:
•

Providing basic rehabilitation service in the community.

•

Providing referral and transfer services to meet the special needs of disabled persons.

•

Developing linkages and transfer options between basic therapy service delivery in the home, and
referral services.

4. MANAGEMENT: An organisational function, necessary to make sure that the previous three activities
are implemented simultaneously, and that these activities are relevant, efficient and effective by:
•

Developing a monitoring, research and evaluation system.

•

Capacity building of local partners.

•

Including disabled persons, their families and the community in the design and monitoring, research
and evaluation process to ensure accountability of the CAHD system.

•

Developing and facilitating networks.

•

Documenting the development and evaluating the impact of the CAHD system.

•

Using monitoring, research, documentation, and evaluation information to facilitate and direct the
creation of changes to the CAHD system.
When community has the broad meaning that is used in CAHD, different activities in each of the
above component areas need to be implemented at different levels. In CAHD, these levels or sectors are
defined as follows.
1. PRIMARY SECTOR: The micro-level, family situations, where people live out most of their lives
(family and local geographic community).
2. SECONDARY SECTOR: The first macro-level where, people as members of organisations, work to
provide governance or goods and services, and create social change, in the primary sector (local
government, NGOs and civic institutions).
3. TERTIARY SECTOR: The second macro-level where, people as members of organisations, work to
provide indirect governance, manufacture goods, provide in-direct services, and create social change in
the primary sector (national and international government and NGOs).
The relationship between CAHD components and sectors is illustrated in the following table.

AN OUTLINE FOR PLANNING CAHD PROGRAMME ACTIVITIES
This section of the chapter, illustrates the extent and nature of a CAHD programme by giving an
example of the range of activities that are necessary to fully implement CAHD, and the number of different
players that could be involved. Note that this is only one example. Practical experience in programme
implementation has shown that simultaneous implementation of activities in all four of the component
areas, dramatically increases their effectiveness. Because the range of activities is so wide, it becomes
necessary to share responsibility for implementing them among independent organisations in both the
same, and in different sectors. The scope of activities becomes even broader when, other vulnerable groups
are included. However, it is important to note that this broadening of scope increases both effectiveness
and efficiency, by ensuring greater programme relevance to a wider range of community members. This
relevance is emphasised and used in CAHD, as a strategy to engage the minds of community members, and
lead them towards a shift in attitudes towards all vulnerable groups.
Sharing responsibilities for different aspects of a single programme requires co-ordination, co-operation,
and collaboration, if the programme is to succeed. In CAHD, this process is called developing networks,
which is shown as one of the primary functions of management in the following tables. It is the process of
networking that makes CAHD possible. This is especially true when existing programmes, either
development or disability focused, start to make the transition to CAHD. The need for networking is even
more evident, when it is noted that very few organisations have the necessary technical and financial
resources to work in all areas simultaneously. The necessity of networking increases the need for effective
monitoring and centralised control at the national level.
IMPLEMENTING PLANNED ACTIVITIES
The broad categories of organisations that are necessary to establish a CAHD programme are
described below. Normally these organisations are linked in through networks.
1. Initiating organisation: The organisation, usually an international non-governmental organisation
(INGO), or a local organisation supported by an INGO, that has the interest, technical skills and
resources to facilitate the development of CAHD in a particular region or country.
2. Implementing organisation: Community development or community-based rehabilitation (CBR)
organisations that are actively assisting people in communities.
3. Research Organisation: An organisation with the technical skills and capacity to develop monitoring,
research, and evaluation activities as part of a CAHD programme. Normally, this organisation should
be involved in the development of CAHD from the very beginning.
4. Referral organisations: Organisations that have the capacity to provide professional, medical and
rehabilitation services to disabled persons.
5. CAHD Networks: Informal groups of organisations, that work together to achieve a common purpose,
such as the implementation of CAHD. For effectiveness and efficiency, CAHD network activities
should be included among the activities of existing networks that are trying to develop co-operative
and collaborative solutions to community problems.
There are a number of steps within each of the implementation processes shown in the following table.
These steps are not included in this paper, however, they are included in the CAHD ToolKit referred to,
above.
SUMMARY OF THE PROCESSES REQUIRED TO IMPLEMENT CAHD
1.

Starting the Development of CAHD
from the National Level

Initiating Organisation

2.

Develop the Strategic analysis and
Information Framework (SAIF)

Research Organisation

3.

Developing National CAHD Training
Capacity

Initiating Organisation
National Training Organisation

4.

Developing CAHD in Implementing
Organisations

Implementing Organisation(s)

5.

Implementing Social Communication
in the Primary Sector

Implementing Organisation(s)

Implementing Social Communication
in the Secondary Sector

Implementing Organisation(s)

Implementing Social Communication
in the Tertiary Sector

National Training Organisation

6.
7.
8.

Including Disabled Persons in Family
Activities

Implementing Organisation(s)

9.

Including Disabled Persons and
Their Families in Development Activities

Implementing Organisation(s)

10.

Including Disabled Persons in Secondary
and Tertiary Sector Organisations

Secondary and Tertiary Sector
Organisations

11.

Providing Rehabilitation Services in the
Primary Sector and Referral to
Rehabilitation Service Organisations.

Implementing Organisation(s)

12.

Providing Rehabilitation Services in the
Secondary and Tertiary Sectors

Secondary and Tertiary Sector
Organisations

13.

Developing Networks in the Secondary
and Tertiary Sectors

Initiating Organisation
Implementing Organisation(s)

14.

Establish Monitoring, Research and
Evaluation System

Secondary and Tertiary
Sector CAHD Networks

15

Including Beneficiaries in the Monitoring
and Feedback Process

Secondary and Tertiary Sector CAHD
Networks

16

Establish Reporting and Information
Sharing system

Secondary and Tertiary
Sector CAHD Networks
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TRAINING ISSUES IN COMMUNITY BASED
REHABILITATION IN SOUTH ASIA
Sheila Wirz,* Prue Chalker**

ABSTRACT
This chapter discusses training issues related to community based rehabilitation in India based
on a project supported by Department for International Development (DFID). In the first section,
the current position of CBR is then reviewed followed by the published literature about training
for CBR with special reference to the situation in India, and finally, a brief review of literature
about the teaching and learning process related to adult learners. The chapter then reports the
results of a study, which determined a profile of a CBR manager, a profile of their training and of
how trainees perceive the learning process.
INTRODUCTION
There is considerable agreement that disability in countries of the South should be considered a
development issue. Common features of people living in poverty include poor primary health care (PHC)
with high infant mortality and morbidity, poor maternal health and healthcare, malnutrition and poor food
security, greater likelihood of accident, or war involvement. Such features of poverty can cause disability in
both children and adults. It is important that agencies working to alleviate poverty see the needs of people
with disability and their families as a central part of their activities, and that “disability services” are not
somehow seen as separate and “special”.
It should be recognised that improved public health services may reduce the incidence of disability by
malnutrition, by communicable diseases, by better maternal healthcare, but that the prevalence of disability
especially among children will remain the same as more children survive including those with congenital
and perinatal causes for their disabilities.
PREVALENCE OF DISABILITY IN INDIA
The National Sample Survey Organisation (NSSO) conducted a survey of disability in 1991. In this
survey people were classified as “disabled” if they had less than 40% normal functions and concentrated
primarily on physical disabilities (“normal functions” was not very clearly explained). Their findings
included:
•
•
•
•
•
•

9% rural households and 7% urban households have at least one disabled person (average
household size was 5.8 people).
1.9% of Indian population had severe or profound physical disabilities.
12% of the disabled people identified had multiple disabilities.
80% of people with disabilities live in rural areas.
4% of children aged 0-4 years living in rural areas and 3.3 % of their urban peers had a hearing loss.
They summarise prevalence rates for the total population as being Visual impairment 0.5%, Hearing
and Speech Impairment as 1%, Motor Disabilities as 1.05%.

UNICEF (1) suggest the following figures, using these labels though these labels may not have been
chosen to be quoted by other authors as they are derived from a very medical view of disability)
Blind
Low Vision
Deaf and Speech impaired
Orthopaedically handicapped
Mentally Retarded
Mentally Ill
Leprosy (cured)

12 million
28 million
12 million
6 million
24 million
8 million
1 million

The Indian Council for Medical Research in 1974 suggested a prevalence rate of 1.4% of blindness
and WHO in 1986 a prevalence rate of blindness of 1.5%. The Indian Council for Medical Research further
estimates that there are 5 low vision children for every blind child. The national programme to counteract
blindness primarily through a cataract operation scheme cannot perform enough surgeries to reduce the
backlog of people needing this operation, suggesting that the national prevalence rates for blindness may be
rising
HISTORICAL PERSPECTIVE AND THE NATURE OF CBR
The body of literature on community disability services in the countries of the South though scant, is
growing thanks to the pioneering efforts of journals such as Asia Pacific Disability Rehabilitation Journal
and various Indian newsletters which in recent years have begun to publish original articles.
Scott (2) suggests that majority of services for people with disabilities in India are provided by nongovernmental organisations ( NGOs) many of which have developed their services in isolation, often
concentrating on single disability and with minimal contact with the government services. Recent activities
of the Rehabilitation Council of India ( RCI) to register training, are an attempt to redress this situation.
The twentieth century saw an exploration of different models of rehabilitation in India, moving from
the colonial era, where disability programmes were traditionally the preserves of religious and charitable
organisations, to the medicalisation of rehabilitation in the 60s and 70s and finally towards Community
Based Rehabilitation (CBR) which during the 80s and 90s was interpreted in a variety of ways. Thomas (3)
suggests that India is now in the process of consolidation. In the last decade, the community based
rehabilitation approach has emerged as the most promising strategy and she predicts that in the next
decade, efforts are likely to concentrate on evolving more efficient and effective macro planning and
implementation of rehabilitation programmes.
CBR as promoted by the WHO in the 1980s was designed to be integrated into the PHC system. This
model has been criticised for having a overly strong “impairment focus” and over the past 10 years there
has been a move away towards a “community development” focus for CBR.
“Community Based rehabilitation is a strategy within community development for the rehabilitation,
equalisation
of
opportunities
and
social
integration
of
all
people
with
disabilities” (4).
There are many different interpretations as to the nature of CBR and this variation perforce effects the
nature of training. Listed below are five common interpretations of Community Based Rehabilitation but
with varying strategies.
1. On the one hand, are those CBR programmes, which interpret their activities as providing effective
rehabilitation for children and adults with disabilities, usually through home based programmes.
Community workers with basic rehabilitative training, work with the person with disabilities through
physical activity, or perceptual activities, with the aim of improving the functioning levels of the
persons with disabilities. Most home based programmes also include training of family members
(carers), enabling them to carry out similar activities with the PWD. This training is often referred to as
“transfer of skills”.
2. A second common interpretation derives from the view that “rehabilitation” as described above is too
narrow an interpretation of CBR and that persons with disabilities can be best served if the CBR
programme far from conducting specialist activities, works with communities to ensure that persons
with disabilities are included within the community. Activities of such programmes will include,
“attitude changing” (trying to dispel negative attitudes towards disability), “inclusion”, for example,
inclusion in school (working towards better integration of children with disabilities into regular schools
and supporting teachers to be able to do this).
3. A third interpretation, closely related to the second, is that disability is an issue of poverty, that
disability is a development issue and that all community development programmes should recognise
that PWD are part of their target constituency.

4. A variation upon the third interpretation, is that addressing the poverty of persons with disabilities and
their families is the most important issue and income generating activities (IGAs) or loan schemes of
various types are the way to improve the position of persons with disabilities.
5. There is a minority view that only people who themselves have disabilities can provide appropriate
assistance to persons with disabilities. and that Disabled Peoples Organisations (DPOs) are the
appropriate vehicle to deliver community services. This is an extreme but powerfully expressed view
and has over the last decade ensured that most good CBR programmes what ever their strategy,
understand the need to involve DPOs within their programmes.
6. Finally, there are those who concentrate upon the inequality of the position of persons with disabilities.
within society and argue that the only way to address this inequity is to adopt a human rights stance in
any community activity. That societal and attitudinal barriers within society should be addressed and
changed, and not the individual with an impairment which leads to his disabilities.
While each of these six groups believe passionately that “their” interpretation is correct, in reality most
CBR programmes recognise that they need to include most of these aspects in different parts of their
programme activities and their training will reflect these different aspects of CBR.
TRAINING FOR CBR
In order for CBR to be a successful strategy, effectively trained planners and trainers for communitybased services are required.
Professionals working at community level alongside CBR programmes are essential for the successful
implementation and sustainability of community disability programmes. Professional support is a vital
component for the success of disability services at community level, but professional education has neither
included this awareness in training, nor changed their practical experiences appropriately. It is the authors’
belief that any discussion of training for CBR must be concerned with training at three levels:
•
•
•

professionals must understand the principles of CBR and how their skills can complement community
activity.
CBR programmes need trained managers, and such managers may emerge from community workers
but will need additional training.
grass roots workers will need training, which relates to the nature of the programme where they are
employed and will be programme specific.

THE ROLE AND TRAINING OF PROFESSIONALS IN CBR
Above, reference was made to the fact that there are three groups of actors in the implementation of a
CBR programme, namely professionals, CBR managers and grass roots workers. This chapter concentrates
upon the training issues of the middle group, the CBR managers. However it is important for issues of
context to discuss briefly the training of the professionals and grass roots workers.
Professionals have an important role in CBR. It is they who will support programmes with their
expertise, accept referrals, less frequently make referrals to CBR programmes and frequently be invited to
be involved in training. However, professional education of therapists, of community physicians, of
orthopaedic engineers, or special educators seldom includes either classes, or more importantly, practical
placements within a CBR programme. This leaves professionals with a “good will factor” to drive their
involvement in CBR, but no real experience. A consequence of this, is that it is possible for rehabilitation
services to move their geographical location “to the community”, but retain identical practice to that used in
the clinical setting. For example, a physiotherapist may be a skilled practitioner but be unable to pass his or
her skills on to people with disabilities and their families and grassroots workers. The professional, though
“in the community” may retain control (5), a difference which can be labelled community rehabilitation
services as opposed to community-based rehabilitation (6). A primary aim of CBR is for professionals to
revise their practice and share their skills with people with disabilities and other community members.
Chhetri (7) describes a typical professional attitude as, “I am here to give and you are there to
receive”. He counsels professionals to see their role as one of support and to build the confidence of

disabled people and their families by recognising their skills and knowledge, regardless of their
background. By sharing information and learning through experience, opportunities are created for real
change. The expertise of disabled people and their families must be recognised and respected.
In the South, the majority of professionals working within the disability field, work in government
posts for some of the day, but as pay decreases and the expenses of urban living (and their expectations)
increase, most professionals spend more time in private practice than 20 years ago. Professionals may still
feel some training obligations to their local CBR programmes, but are less likely to be intimately involved
in the delivery of CBR. Meanwhile their own professional training remains “impairment dominated”.
Most countries of the South have a policy encouraging newly qualified professionals to work for 2
years or so in the rural community. In reality, this seldom happens because well connected graduates can
buy their way out of such obligations and the likelihood of young idealistic professionals in community
disability services has diminished.
THE TRAINING OF GRASS-ROOTS WORKERS
It is the authors’ belief that the training of grass roots workers will always be programme specific, but
it is important to distinguish between the content and the process of training. The identified priorities
regarding content of training will depend upon the nature of the CBR programme. Six possible
interpretations of programmes with different emphases were given above. Each will need different content
to their training programmes. However, there are common issues regarding the process of training, which
can be applied across grass roots trainings with differing philosophies.
In some settings the grass roots workers of a programme are volunteers but in recent years there have
been changes in the availability of volunteers. In the period ( albeit the end of the period) of “iron rice
bowl” policies in many countries of the South, it was easier to find community “volunteers” to undertake
volunteer activities such as becoming CBR workers. Such people often had a notional government job for
which they were paid minimally but had little to do. They had a place in the community as a member of the
“government cadre” and the perks of such a role, they had more than basic education and feeling of
responsibility to their communities.
However, In the last 20 years with a move to market economies, most people need paid employment
to survive (the need to pay school fees, medical care etc.) and are less able/willing to volunteer. Those who
do volunteer often use their volunteer training and experience as a stepping stone to paid employment and
are available to CBR for less time.
TRAINING OF CBR MANAGERS
By CBR managers we refer to those CBR workers who have some management responsibility within a
programme. This might be for a section of the programme (section meaning geographical or activity) or
responsibility within the management group which heads the programme.
Changes in recent years have meant that the training of those who work in a management position in
CBR, has moved away from technical rehabilitation training to include greater emphasis upon issues such
as problem solving, participatory planning, and monitoring and evaluation.
Nearly every person, who has a management position within a CBR programme, will have a technical
basis for their involvement in CBR. This might be a professional training as a physician, therapist, teacher,
or the practical learning of being a carer for a person with disability, or the experience of being a person
with a disability. All such people have technical skills but need problem solving abilities if they are to
manage (parts of) programmes. Referral to specialists however desirable, may be impossible for reasons of
cost or access, and CBR managers are often required to use their own technical skills much more creatively
than someone who works in a specialist clinic.
The days of professionals knowing best and imposing a programme of intervention are over (there
may still be the need for professional guidance in the treatment of some impairments). But it is the persons
with disabilities./carer who knows the real needs, and they must inform programme planning and not the
perceived needs of the professional. Disabled Peoples Organisations and other movements have changed

the perception of services for disabled people. The very idea of services “for” persons with disabilities is
challenged firstly through the idea of services “with” persons with disabilities, however, in some cases the
claims of participation by DPOs in planning are less real than the rhetoric suggests, but are still a move in
the direction of participation (8). Managers of CBR programmes in the next decade need to be able to
engage all actors in planning, if their programmes are to be effective. This requires training. Monitoring
and evaluation are important skills, which a CBR manager must have. They, their volunteers, grass-roots
workers and professionals need to be able to show the benefit of their activity within CBR programmes.
Cost benefit may be unpopular with practitioners who feel that any friendly contact is helpful to a family,
but employers in times of market economy need to know the benefits of their investment.
REVIEW OF CURRENT LITERATURE RELATING TO CBR TRAINING
For all groups, the nature of training needs to be clear both in terms of curriculum content but more
importantly, in terms of learning process. Professionals, managers and grass roots workers, all need the
confidence, which comes with the depth of knowledge, and this is only possible if training considers not
only curriculum, but the process of learning as well.
The needs of disabled people are largely unmet by current services (3). Indeed, disabled people have
been described as a “sort of fifth caste, below the other four” (9) whose needs have the lowest priority.
O’Toole and McConkey (10), argue that despite the promise of CBR, the approach remains in its
infancy in most countries in the world. A major reason for this, they believe, is the lack of attention given
to the development of human resources in the current models of CBR. They assert that a new model of
training is required which incorporates the following characteristics: training curricula derived out of the
needs of people with disabilities and their carers; information and skills conveyed should be culturally valid
and directly applicable to home and community settings; the primary recipients should be family support
workers, family members and, where possible, people with disabilities. The training should be available in
the locality and a wider cadre of trainers needs to be identified to allow the programme to expand to
national levels.
Thomas et al (11), also focus on appropriate curricula for different levels of involvement in the CBR
process from managers and professionals to the families of the disabled person. They see difficulties when
most CBR courses (in South Asia) are derived out of regular institutional courses, based on the experiences
of institutional instructors. Such courses fail to develop skills required for working in the community and
result in CBR workers acting as “institutional outreach workers rather than as community workers”. They
suggest that CBR workers’ courses should have independent stand-alone courses, rather than a
modification of institutional courses that are prevalent at the present time. However, until CBR establishes
“Gold Standard” indicators for training and service it will lack credibility.
Boyce and Johnston (12), take issue with legislation in India and Sri Lanka that requires registration of
CBR training programmes and the licensing of CBR workers. They feel this represents a professionally and
bureaucratically led effort to narrowly control organisations that are trying to address broadly a wide
spectrum of disability needs. They believe these tendencies appear to represent a fundamental chasm
between those who understand disability to be a social situation involving local community members, and
those who see disability as a problem to be solved by those with prerequisite skills. They see merit in
collaboration between ‘North’ and ‘South’. For example, CBR educators from the North may enable the
use of different learning styles, such as ‘problem solving’ and ‘student centred learning’; styles which may
be unfamiliar to their colleagues in the South whose own experience of training has been more didactic.
Paterson (13), also argues that managers and teachers of CBR should resist efforts of the central
government ministries of education to formalise CBR curricula within sanctioned educational institutions.
He believes that the strength and effectiveness of the present CBR programmes in southern India are
largely due to their proximity to the communities in which they serve. However, he would welcome a
centralised presence that provided resources for training and responded to requests for support.
Sebeh (14)suggests that the involvement of professionals in CBR programmes, without adequate
understanding of its concept, philosophy and strategy, can be “more devastating than beneficial”.

Paterson (13), addresses the issue of “attitude requirements” for CBR workers. He asserts that
attitudes are “key” to the effective working of CBR workers, but are rarely addressed in training. He
suggests that goals and objectives for attitudes must be established within CBR curricula, on an equal basis
with skills and knowledge aspects. Interviews with key informants in leading NGOs in India, suggest an
increasing awareness of the importance of changing attitudes.
Wirz (15), suggests a prime area for research is training needs for basic CBR workers, mid level
workers as well as the need for changes in professional education and training. Dissatisfaction with much
of the current CBR training, and it’s outcomes, suggest that radical changes in training need to be addressed
if CBR is to be an effective strategy for service delivery for the huge, and largely unmet, needs of people
with disabilities. Examples of good practice are there. More attention to documenting and sharing these
positive experiences is required.
REPORT OF A STUDY ABOUT THE TRAINING OF CBR MANAGERS
Preliminary work in this study involved semi structured interviews with 14 CBR managers in India
and from other parts of the world. The data from these interviews informed the design of the questionnaire
used in the study. The main themes identified from these 14 interviews in relation to CBR training were:
1. It is vital for training to develop positive attitudes to people with disabilities. Such attitudes are crucial
to the success of CBR, but this issue is rarely addressed in training at any level.
2. There is an overemphasis on the transference of technical knowledge unrelated to the practical use of
this knowledge.
3. Training concentrates on technical skills rather than creativity and problem solving skills.
4. Course teachers are usually institution-based practitioners with little knowledge of working in the
community and the ethos of CBR. Training equips the participants for the delivery of
services, as an extension of institution-based services, rather than CBR.
5. Training is often given in medical institutions giving ‘mixed messages’ about appropriate technology
and ways of relating to clients.
6. Scant attention is paid to the community development/empowerment aspects of CBR, probably as a
result of all of the above.
A questionnaire was designed with three sections that:
1. aimed to establish a profile of a CBR manager.
2. sought to discover more about the conduct and content of trainings.
3. asked about training materials used.
A first draft was field tested in India by eight people involved in CBR. Three of them were CBR
manager/trainers. In the light of their comments it was modified and designed to enable it to be analysed
using EPI INFO database.
The questionnaire was then sent to an opportunistic sample of forty-seven respondents based in CBR
training programmes in India. All had some mangement responsibility within a CBR programme but not all
were overall programme mangers. Thirty-two respondents returned the questionnaire, (Not all completed
all questions, hence the disparity in numbers of responses for different questions). The following
paragraphs give some of the results of this study.
A PROFILE OF CBR CO-ORDINATORS
There was discrepancy among the respondents as to what they called “managers” some used the term
“coordinator”, others “manager” for either programme or section leaders. Both terms are used here. The
first question asked was “What is the professional background of the CBR co-ordinator?” Results are
shown in table 1.
Table 1 - Professional background of CBR co-ordinator N = 29
Professional Background

Number

%

Special Educator

5

17

Community Worker

5

17

Social Worker

5

17

Teacher

4

13

Therapist

3

10

Rural Development

2

7

Business

2

7

Doctor

1

7

Nurse

1

3

Prosthetics/orthotics engineer

1

3

Those with an education background - special educators and teachers - represented the largest
professional group, followed by community workers and social workers and then therapists. Two
respondents replied that they had qualifications in rural development, two had business backgrounds, and
two described themselves as CBR workers and were included under community worker. One respondent
was a prosthetic/orthotic engineer and one was a nurse.
The second question asked was "Is the CBR manager a person with disabilities?" Table 2 shows the
results.
Table 2 - Number of CBR co-ordinators who are/are not PWDs N = 29
Is the CBR co-ordinator a PWDs?
CBR Manager - not a PWD
CBR Manager a PWD

2

Number

%

27

93

7

Only two of the co-ordinators were people with disabilities. However, one large rural CBR programme
that helped to initiate 17 locally run programmes reported that 3 of the programmes are managed by PWDs
and a parent of a PWD manages one programme. One other respondent said that the chairperson of their
CBR programme was the mother of a PWD.
Questions were then asked about the training of CBR managers in both CBR and in management and
the lengths of this training . Tables 3, 4, and 5 show these results.
Table 3 - CBR training of co-ordinatotors N = 29
CBR Training?
Number

%

YES

69

NO

20
9

31

How long was the CBR training?
Table 4 - Length of CBR training
Length of CBR training

Number

%

< I month

1

5

1 - 3 months

9

45

3 - 9 months

4

20

12 months

3

15

> 12 months 3

15

A majority (69%) of co-ordinators had had some CBR training and most had received a qualification
for this (85%), though for 59%, the qualification was a certificate of attendance. 45% had had training
lasting from 1 to 3 months, 20% received 3-9 months of training and 30%, 12 months, or more than 12
months of training.

One respondent said that CBR was included as part of his MSc. course in rehabilitation. Two other
respondents who had taken courses in special education had had a CBR component as part of their
courses. Three respondents’ CBR training had been ‘on the job’, that is, a series of in-service trainings
from experienced personnel, either as short trainings, or by mentoring. One had had a certificate of
attendance for this training. The two others had not been given a formal qualification. The majority
(59%) had had CBR training during their current employment. Three of the respondents said that their
course was RCI accredited but one of these was an M.Sc. in Rehabilitation as mentioned above.
It was gratifying to see that about half (15) of the CBR co-ordinators had some management training,
and for of them this was some kind of formal training.
Table 5 - Length of management training N = 12
Length of management training

Number

%

< I month

1

8

1-3 months

5

39

3-9 months

3

23

12 months

2

15

>12 months

1

8

Having established some attributes as to the profile of a CBR manager the study then aimed to ascertain
how CBR managers were trained by the training establishments in the sample. To do this, CBR personnel
were interviewed during the pilot phase and they were asked what tasks were required in a CBR Manager.
This list was then presented to the CBR managers in the study and they were asked to rank the listed tasks
into one of the 5 categories. The results of their ranking exercise is presented in table 6 below.
Table 6 - Necessary skills for CBR Mangers N = 32
CBR tasks

Not
necessary

Useful

Advisable

Necessary
desirable

Highly

Programme
supervision

0

0

2

6

24

Training of
CBR workers

0

2

1

5

24

People
management

1

0

2

5

24

Community
organisation

0

1

2

10

19

Community
development

1

0

2

10

19

Record keeping

0

0

2

11

19

Financial
management

1

2

3

8

18

Counselling
for PWDs
and families

1

3

1

10

17

Disability
assessment

1

4

3

7

17

Advocacy

0

1

4

13

14

Organisation of
self-help groups

1

1

8

8

14

Public education

0

5

2

12

13

Educational
rehabilitation

1

5

4

13

9

Fund raising

2

4

7

10

9

Income
generation

2

5

7

9

9

Therapeutic
interventions

4

5

5

9

9

Vocational
training

2

7

7

11

5

The tasks which were thought to be most highly desirable were::
• Programme supervision
• Training of CBR workers
• People management
• Community organisation
• Community development
less emphasis was placed on the need for
• Disability assessment
• Therapeutic intervention
The implications of this are examined in the next section on training issues.
2) Questions relating to training issues
The respondents were then asked what components were taught in training courses and the responses
to this question were compared with the results in Table 6. Table 7 presents the topics taught on the
longest of the courses given by the organisations and compares this list with the "highly desirable" tasks of
Table 6.
Table 7 - Respondents ratings of highly desirable skills needed for CBR management compared
with Main Topics of Courses
Programme skills

24

8

Training CBRWs

24

5

People management

24

5

Community organisation

19

6

Community development

19

5

Record keeping

19

4

Financial management

18

2

Counselling

17

8

Disability assessment

17

15

Advocacy

14

6

Self help groups

14

5

Public education

13

5

Educational rehabilitation

9

1

Fund raising

9

2

Income generation

9

Therapeutic interventions

9

15

Vocational training

5

3

Causes of disability
Impairment groups

-

18

17

The topics that are covered most frequently in training by the majority of organisations were:
•

Causes and prevention of disability

•

Impairment groups

•

Assessment

•

Therapeutic interventions

In other words, tasks which are not rated as being highly desirable for CBR Mangers. The mismatch
between what was considered important in CBR and what was taught on courses was not so surprising
when the authors looked at who were the most regularly used trainers on courses. Therapists represent by
far the largest group. Table 8 presents these data.
Table 8 - The most regularly used trainers on CBR courses N = 26
Teacher/trainer

Number

%

Physiotherapist

19

73

Speech therapist

14

54

Community worker

13

50

Person with disabilities

10

38

Occupational therapist

9

34

School teachers

8

31

Special educators

8

31

Health workers

8

31

Parent

7

27

Doctor

6

23

Finally the authors asked how long the training courses were, and tried to establish the range of
teaching and learning methods used and what materials they found useful in the training The data relating
to these questions are presented in Tables 9,10 and 11.
How long are the courses run by the organisations?
Table 9 - length of CBR trainings
Length of course

Number

%

Up to 1 week

8

33

Up to 1 month

11

45

Up to 6 months

7

29

6

25

Up to 1 year
> 1 year

1

4

Some organisations run several courses of varying lengths. Within one organisation, course lengths
may vary from one week to 6 months. One organisation offers a 14-month course. Courses are run for
different groups, and not just for CBR personnel. For example, trainings may be for health workers,
parents, people with disabilities, teachers, government health staff, pre-school teachers and social workers.
Areas covered may include, skills and strategies for inclusive education, handling children with cerebral
palsy, counselling for parents, vocational training courses, and technical trainings, such as those for making
of orthotic and prosthetic devices.
Essentially, a wide variety of trainings from informal 'on the job' training, to trainings of 6 months, or more
in length, are offered by the organisations, for a wide variety of target groups. More formal trainings are
offered to mid level workers and teachers, for example. More informal trainings may be given to the

organisation's staff and volunteers, and parents' groups. Not all organisations run their own trainings
(N=26). Some rely on the 'parent' organisation or look to other local NGOs or international NGOs who run
trainings relevant to the organisation's needs.
Table 10 Shows the teaching/learning experiences used during the course
Table 10 - % of organisations using particular teaching/learning experience N = 26
Teaching/learning
experience

Number

%

Group activity

24

92

Demonstration

20

77

Discussion

20

77

Question and answer

19

73

Assignments

18

69

Observation

17

65

Brainstorming

15

58

Role play

14

54

Lectures

13

50

Tutorial

9

35

Peer teaching

8

31

These findings were interesting in the light of the published and anecdotal criticism of CBR training,
which indicated that most training was dependent on didactic teaching methods. Active methods figure
highly in the majority of trainings with 92% of organisations saying that group activity is a regularly used
method, and 77% to say that demonstration and discussion are also regularly used. Lectures are only used
on a regular basis by 50% of the organisations.
WHAT TRAINING MATERIALS ARE USED?
In addition to the standard texts "Disabled Village Children" (Werner), the WHO Manual "Training in
the Community for People with Disabilities" and "Nothing about us without us" (Werner), respondants also
referred to a range of other manuals. Those, which they rated as "very useful", are given below in Table 11.
Table 11 - Manuals found "very useful" by number of respondents using manual
Manual

No. of
respondents

Joint Position Paper

4

The Standard Rules

4

Persons with Disabilities Act

4

Spastics Society of East India publications

3

Prejudice and Dignity

3

Handicap International Physical Therapy Assistant Manual

3

Helping Health Workers Learn

3

Teacher Health Care Workers

3

Training for Transformation

3

WHO manual on Cerebral Palsy

1

Where there is no doctor

1

Special Education for Mentally Handicapped Children
Child-to-Child Manuals

1

Asia Pacific Disability Rehabilitation Journal

1

CBR News (Indian version)

1

CONCLUSION
This piece of work suggests that the profile of a CBR manager is someone who has had some
management and disability training although this is sometimes short. Further, it suggests that training of
CBR managers uses a range of teaching and learning experiences and is by no means the stereotyped "talk
and chalk" training which is anecdotally derided. A matter of concern is that there appears to be a mismatch
between those course components, which are regularly taught, and those skills deemed to be highly
desirable in a CBR manager.
The results of this study suggest that course planners should look carefully at the attributes they expect
in a CBR manager and plan course content accordingly rather than be unduely influenced by the skills of
their available faculty.
Finally we close with some concluding remarks from the respondents themselves about the needs
which they feel still exist in training.
Respondents were asked if there was a need for additional training manuals, and what areas should these
cover. The following are a selection of responses.
“Material for people who do not have reading and writing skills.”
“Community development.”

“Disability Rights.”

“Community participation.”

“Networking.”

“Project management.”

“Vocational training and

employment.”

“Building linkages with other sectors, for example, Education, Health and Hygiene and Agriculture.”
“There is need for simple, good quality material about home training for persons with learning disabilities. Portage has too much text. More pictures and easy steps
are needed.”

There is much good practice but also much still needs to be done to improve the training of CBR
managers.
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TRAINING NEEDS IN CBR IN SOUTH ASIA WITH SPECIAL
REFERENCE TO SEVERE DISABILITIES, INCLUSIVENESS AND
THE INTEGRATED APPROACH
K.R. Rajendra*

ABSTRACT
CBR in south Asian countries has undergone dramatic changes in definition, approaches,
practices and understanding. However, despite the growth and maturity in the field of CBR over
the past decades, certain issues remain poorly addressed, such as services for people with severe
disabilities, creation of an inclusive society and integration of CBR with other development
programes. This paper highlights the points for debate on some of these issues in order to
develop appropriate training strategies of CBR personnel to meet the future challenges related to
these areas. The key areas have been illustrated with few case studies, literature review and a
newer understanding and definitions of disability, CBR and empowerment models in South Asia.
In each key area certain pertinent questions have been raised to continue the ogoing debate.
INTRODUCTION
CBR in south Asian countries has undergone dramatic changes in definition, approaches, practices and
understanding. While the early 80s emphasised the medical model, there was a gradual shift towards the
social model during the 90s, along with a shift in emphasis from professional leadership in disability
programmes to leadership roles by disabled people themselves. Many programmes also shifted from
vertical disability projects to a community development perspective witha foucus on disability issues.
One of the recent definitions of disability demonstrates the recent trends.
“Defining disability is complex and controversial. Though arising from physical or intellectual
impairment, disability has social as well as health implications. A full understanding of disability
recognises that it has a powerful human rights dimension and is often associated with social exclusion, an
increased exposure and vulnerability to poverty. Disability is the outcome of complex interactions between
the functional limitations arising from a person's physical, intellectual or mental condition and the social
and physical environment. It has multiple dimensions and is far more than an individual health or medical
problem” (1).
On this basis, the working definition of disability adopted by Department for International
Development (DFID) in their paper Disability, Poverty and Development (1) states….
“Disability is the long-term impairment leading to social and economical disadvantages, denial of
rights, and limited opportunities to play an equal part in the life of the community”.
In another paper (2), the Working Group on Disability and Development of the British Organisation of
NGOs for Development (BOND) has suggested that “it is essential that people with disabilities exercise
choice and control over CBR initiatives”. It advises a “move to a more inclusive approach, placing
disability
into
a
wider
community
development
framework.
Community
based
self-determination programmes are particularly favoured, where people with disabilities support each other
in rehabilitation, income generation and advocacy.”
Over the past decades, however, despite the growth and maturity in the field of CBR, certain issues
remain poorly addressed, such as services for people with severe disabilities, creation of an inclusive
society and integration of CBR with other development programmes. This paper highlights the points for
debate on some of these issues, in order to develop appropriate training strategies for CBR personnel to
meet the future challenges related to these areas.
CBR AND PEOPLE WITH SEVERE DISABILITIES

In India, people who are severely or profoundly disabled constitute approximately 20% of the disabled
population in a CBR programme. It is estimated that the rehabilitation needs of 80% of people with
disabilities could be satisfied at the community level. The remaining 20% are likely to require referral to
some kind of specialist facility (2). Many of them are persons with multiple disabilities. The prevalence of
severe disabilities among the poorer sections of the community is very low as the families consider such
persons as terminally ill and believe that it may be better for them to die instead of living with suffering.
Children are another vulnerable group. Mortality for children with disabilities may be as high as 80% in
countries where under five mortality as whole has decreased to below 20%. In certain cases there seems to
be a 'weeding out' of children with disabilities, the 'missing children'(3). CBR programmes that focus on
coverage and community participation do not have the planning skills or adequately trained personnel to
address the needs of this group, while programmes advocating the social or rights approach, focus on
interventions directed towards the general community rather than disabled individuals in particular. Since
most CBR programmes are initiated by external agents and not the actual community, the initiators need to
build a rapport with the community by showing quick results of CBR interventions. Usually these results
are easily achieved by working with mildly and moderately disabled persons. As a result, people with
severe disabilities tend to get left out of all interventions, and often this issue is glossed over by CBR
professionals and practitioners as, "one of the limitations of CBR".
The questions for debate in this area are:
•
•
•
•
•
•

How can CBR programmes empower people with severe disabilities?
How can family and community participation be enhanced to provide basic care to severely disabled
persons?
What kind of training is essential to equip CBR personnel to work with severely disabled persons?
Will a family and community based approach be more cost effective and advantageous compared with
residential or custodial care?
Can we consider loans with differential rates of interest, subsidies or grants in order to provide
economic empowerment for this group?
Should economic programmes be directed towards families or individuals?

A review of the available information from some of the approaches and good practices followed in
India, Pakistan and Sri Lanka provides pointers to possible solutions to the debate.
Traditionally, people with severe disabilities are provided care and rehabilitation at residential homes.
However, the appropriate training and transfer of skills needed for empowering such persons still remains a
challenge.
Some of the good practices of rural CBR programmes have attempted to address these issues through
local level innovations. The Sourabha CBR programme near Bangalore identified the areas of
dissatisfaction among the families and community members regarding the impact of their interventions on
severely disabled people in a mid-term evaluation(4). The project worked out a long-term perspective to
address their specific needs. Steps taken included re-identification and bifurcation of severely and
profoundly disabled people out of the total target population. The target group was divided into three
categories such as “independent”, “partially independent” (those who need only follow-up visits) and
“severe” (those who need regular visit and support by the project personnel). The project's work plan and
allocation of CBR workers were re-organised in order to meet the needs of the severe category. Additional
external inputs from trained professionals from organizations such as Voluntary Service Organisation
(VSO), Sydney University and Netherlands Management Consultancy Programme (NMCP) were invited
for long term in-service training for disabled persons, families and the project team.
A technical team consisting of therapy-aides was allotted responsibility for regular follow-up and
support. The subsequent impact evaluation shows a significant improvement in the status of severely
disabled people in terms of support and family participation, enhancement and self-care among the spinal
injured persons, economic programmes, higher and regular attendance at a National Institute working on
mental health and increase in confidence level of individuals and family members in management of severe
disabilities.

The approach followed by Association of People with Disabilities (APD), Bangalore, India to provide
support for independent living close to the workplace for severely disabled women has led to sustained
employment opportunities (5). A group of young women and girls with disabilities are trained to live
together independently, in a rented accommodation close to an industry where they work. This approach
has not only increased their confidence to live independently, but also helped them to overcome problems
of restricted mobility and helped them to continue in the present employment as a group. Besides, the
concept of self-help has emerged more as a need rather than being imposed from the project.
The case studies of Shantha Memorial Rehabilitation Centre in Bhubaneswar, Orissa, Eastern India,
have instilled hopes for spinal injured persons in a community setting(6). The project team visits the district
Government hospital regularly and identifies new spinal injured patients. The trained personnel from the
Centre provide basic care facilities and training at the centre after the discharge. Later, the required
adaptations are carried out in the homes of people with spinal injury in order to make them accessible. The
family members are trained suitably to provide assistance and management within the community. A
community awareness programme followed by this intervention attempts to prevent occurrence of
occupational hazards.
An Independent Living Centre for severely disabled adults at Mt. Lavinia in Sri Lanka is one of the
examples of how they could be rehabilitated with little external help by providing self-help and
interdependence skills (7). It was originally a traditional home for people with severe disabilities. Over the
years, the residents were provided with required training to manage themselves, provide care and assistance
to others along with the skills required for managing the home.
Another example is of support to embroidery work for severely disabled women in Faisalabad,
Pakistan. The Tamir Cheshire Community Programme in Faisalabad, Pakistan provides community based
support to severely disabled women in its urban slums (8). The trained volunteers visit homes of the
disabled people and train them in embroidery work (kadai work). The project is successful in empowering
severely disabled women with motor disabilities by engaging them to do embroidery work at their own
homes as an income generation activity. This activity has a good market and since even the able-bodied
people have to squat down for the entire day to do this job, it is found appropriate for disabled women.
While discussing these issues with some of the grassroots workers of a rural CBR programme, the
suggestions which emerged were:
•
•

•
•
•
•

To create focussed awareness on needs and priorities of severely disabled people within the community
and to draw the attention of all key players to the needs of this group.
Developing community based institutions and promoting local infrastructure with a scheme of training
local community volunteers to take care of severely disabled children and adults in a community
setting with external and community support. Using the available grass roots primary health care
structure to support these individuals was one of the opinions.
The DPOs and NGOs to advocate to the local government to recognise services required for this 20%
of the disabled population as “essential services” and to earmark required funds for service provision.
To pressurise the Government to implement the insurance scheme for severely disabled individuals
with the support of their families.
To tap and implement available economic programmes with the support of family members.
There are wide gaps between the concept and practices of self help groups even in many good
practices. The self-help in the real and positive sense would benefit the care takers/ family members to
attend to their daily bread earning requirement.

Many people have questioned how far the translation of theory to practice is possible in relation to
social and economic policy. Also, the process of change is inherently political and will have a differential
impact on different “stakeholders” who have different interests and agendas.
•

The training centres of CBR personnel, should train CBR workers on understanding severe disabilities,
aspects of service provision and care, counselling techniques, therapy under the supervision of
specialists, regular referrals, etc.,

•

It might be worthwhile following a mixed approach right from the planning stage of a CBR
programme, with direct service provision for people with severe disabilities and a rights based
approach for those with mild and moderate disabilities.

Unless all concerned with CBR focus attention towards this very specific but significant issue, the
very definition of CBR remains incomplete.
CBR AND INCLUSIVENESS
The decade of the nineties witnessed a greater use of the phrase “inclusion” at different levels. The
1995 Act in India, highlighting equal opportunities, full participation and protection of rights replaced the
“exclusion” and “special” environment earlier created for disabled people with concepts of “inclusion”.
However, the operationalisation of this concept is still misty. There are very few examples of best practices
of inclusion in its complete sense. Removal of attitudinal, social and physical barriers are critical for
creating an inclusive community or society.
“Barriers to implementation can be identified in the views and practices of development professionals
generally, and of disability/development professionals also; in the attitudes of local communities; local
professionals and local families; as well as in the pressures of time and resources which are commonplace
among development organisations”(9).
There is an important and fundamental difference between disability and other forms of disadvantage.
People with disabilities can only organise themselves to claim their rights when their additional practical
needs, such as for mobility aids, have been met. People with disabilities have a right to be included in all
aspects of life. In order to fight for the right to inclusion, people with disabilities need to live in an
environment in which they are empowered.
People with disabilities also face numerous barriers in realising equal opportunities; environmental
and access barriers, legal and institutional barriers, and attitudinal barriers which cause social exclusion.
Social exclusion is often the hardest barrier to overcome, and is usually associated with feelings of shame,
fear and rejection. Negative stereotypes are commonly attached to disability. People with disabilities are
often assigned a low social status and in some cases are considered worthless.
Institutional discrimination exists, for example, where no legal or other provision (or its inactiveness)
is made to ensure that children with disability can attend school. Environmental discrimination is where a
person with disability is unable to participate due to a physical barrier, such as inaccessible public transport
or inappropriately designed buildings. Attitudinal discrimination is often expressed through fear and
embarrassment on the part of a non-disabled person when confronted with a person with a disability. Also,
low expectations of people with disabilities are discriminatory and undermine the confidence and
aspirations of people with disabilities themselves (1).
Efforts to create opportunities for inclusive education or employment need to be improved at both
conceptual and practice levels. Often prejudice and negative attitudes at the practice and policy making
level hinders progress on this front.
“Many NGOs claimed to be doing “integrated” development work: by this, NGOs meant a focus on
the holistic needs of poor people. However, the vast majority of these NGOs had not even started to
consider a fully ‘inclusive’ approach to working with and supporting ‘all’ poor people. Gender issues were
beginning to be raised, but still disabled people (men, women and children) were generally excluded from
grassroots develoment programmes” (10).
Creation of an inclusive community needs debate on the following:
•

What do we mean by “inclusiveness” or “inclusive society” in the context of countries in south Asia?

•

Who should be trained to promote “inclusion” and at what level?

•

How can inclusiveness be ensured through effective advocacy with policy makers and the government?

•

How can the required resources be mobilised to create an inclusive community?

•

What would be the ‘appropriate’ technology in terms of design, costs, material etc. to promote physical
accessibility?

•

What would be the roles and training needs of disabled persons’ organisations to be effective pressure
groups at different levels?

The DFID document (1) suggests broad principles to be adopted in good practices:
•

Consulting people with disabilities and their families in health sector design, monitoring and
evaluation;

•

Ensuring buildings used are accessible to people with disabilities;

•

Taking account of the needs of people with disabilities and their families to give them access to
services;

•

Acknowledging people with disabilities in training materials

•

Ensuring people with disabilities and their families and project staff get access to information about
disability.

•

Including, in the programme evaluation, the assessment of impact on people with disabilities and their
families as an integral part of the general target group;

•

Ensure that accessible information regarding reproductive health issues, amongst other health issues, is
available, and ensure that extra attention is paid to women with disabilities needs and rights.

Some examples from India attempting to meet some of the above principles
In India, the state government of Andhra Pradesh is supporting the inclusion of children with
disabilities and special needs in mainstream schools. The integrated education of children with disabilities
has been implemented as a pilot project (covering 30-40 schools) under the District Primary Education
Programme with DFID support.
Children identified as having difficulties in the areas of gross motor, fine motor, communication and
social development are evaluated and assessed both medically and socially, with the help of appropriate
specialists. Following these assessments, an individual education programme is prepared by the team for
every child with a disability. Teachers are then prepared and sensitised to the needs of the children in
question through a focused training programme. Free aids (mobility, hearing, etc) are also provided where
required.
Through this pilot project, children with disabilities are given the opportunity to receive an education.
They share their classes with children who have no disabilities, and are therefore included in mainstream
school life. Children without disabilities are themselves increasingly aware of the capabilities and potential
of their fellow students. The pilot project will therefore have a two-fold benefit; providing education for
children with disabilities while challenging stigma and negative stereotypes too often attached to these
children (1).
A serious advocacy effort by the National Centre for Promotion of Employment of Disabled People (
NCPEDP), New Delhi, towards creating more inclusive employment opportunities in both Government and
Private sector will have far reaching results in future. Yet another effort by the same organisation to include
disability statistics as part of the mainstream National Census 2001, is the most recent example of attempts
towards inclusion. Through public interest litigations and other legal means, all airports and major railway
stations in India, have opened toilets for disabled people, which could be considered as first steps towards
expression of concerns from the large public sector.
There is a significant need to create awareness among the people with disabilities, their family
members and in the community regarding various aspects of inclusiveness at the first level. The mode
through which this could happen is by suitably training CBR personnel, DPOs and NGOs. At the same

time, concerted efforts are needed to sensitise the Government more at the local levels with the support of
international agencies.
Considering the shifts and maturity in the field, the role of NGOs should change towards preparing
appropriate structures of disabled people such as Disabled People's Organisations to manage and fight for
their own needs rather than direct service provision.
‘Disability (is) a Human Rights issue. So long as people with disabilities are denied the opportunity to
participate fully in society, no one can claim that the objectives of the Universal Declaration of Human
Rights have been achieved’ (11).
“If disability is to be included on the mainstream social development agenda, as it must be if social
change and empowerment are to happen, then development and aid agencies will have to revise their
approaches accordingly”(12).
INTEGRATION OF CBR WITH OTHER DEVELOPMENT PROGRAMMES
Rehabilitation has always been considered as the last priority for any government in south Asian
countries. Disabled persons and their advocates also lack the capacity to influence political will or policy
makers in their favour. There are several community development programmes working with different
issues such as gender, poverty, vulnerable groups and so on, but disability does not come under their list of
priorities. Further, disabled persons are recognised only by their disability and not by any other factor such
as gender, backward class, poverty level and so on, resulting in their exclusion from many other
mainstream development programmes.
At the same time, there are some excellent opportunities in the form of special schemes at the central,
state, district and Panchayat levels, which can be utilised for the benefit of disabled people.
“One of the most important parts of a sound development strategy must be to ensure that policies are
in place which recognise the need to include socially excluded groups in all stages of development
work”(12).
“It is vital that steps are taken to ensure that all aid and development programmes explicitly include a
disability perspective, with adequate provision (human and financial resources, training, awareness-raising)
to put it into practice. In the long-term, it is only through mainstream programmes that most disabled
children will ever achieve equal rights and equal opportunities”(9).
The points to debate in integration of CBR with other development programmes are:
• To what extent do existing CBR programmes utilise all available resources, especially the government
schemes for other development programmes?
• What kind of training should be provided to CBR personnel in order to utilise all available resources?
• What problems are likely to be faced in tapping available resources and how can they be overcome?
•

How can we improve awareness, address inter-departmental conflicts and lack of networking in the
government machinery, which is responsible for implementing these development schemes?

•

What is the role of organisations of disabled people in facilitating integration and how can they be
trained to carry out these responsibilities?

“.. there are disabled people in every section of society, and every part of the world. To include
disabled people and their organisations in all development programmes makes good development sense. To
exclude disabled people and their organisations from any development programme is to discriminate
against them. Moreover, the strengths of their empowerment, their self-advocacy and their accountability to
a grass-roots membership can only enhance the learning and experience that disabled people's organisations
have to offer. It is therefore crucial that disabled people's organisations should always be involved in
planning and policy making for aid and development work, as well as in setting the parameters for
training”(12).

Some attempts described below are examples that might throw further light on the current
debate
The Young India Project (YIP) in Andhra Pradesh, South India, provides a successful example of the
kinds of empowerment activities required for strengthening the inclusion of people with disabilities in
community life. YIP is linked to a federation of trade unions of agricultural and landless labourers (and
their families) who advocate for access to existing government schemes, such as employment, income
generation, housing, education and health programmes, and to protest against injustices perpetrated against
the rural poor.
YIP in partnership with Action on Disability and Development (ADD), India, has included people
with disabilities in all its work, the aim being to facilitate the access of people with disabilities to the
services, equipment and opportunities they need, to improve their own lives. Opportunities are created for
people with disabilities; through union membership; to form supportive and campaigning self help groups
and awareness building groups.
By early 1998, YIP had unions in 209 Mandals (groups of 30-50 villages) with a total membership of
more than 3,55,235. Work with people with disabilities makes up 25% of YIP's work. Well over 600 selfhelp groups of people with disabilities have been formed with a combined membership in 1998 or more
than 11,000. YIP has proved to be successful in linking disability issues with mainstream debates. People
with disabilities are forming their own groups as well as participating in the more general ones. They are
increasingly aware of their rights and are able to claim and advocate for their entitlements.
Amarajyothi Disabled Persons' Association (ADPA) in Kanakapura, Bangalore District, is a block
level federation of disabled persons with more than 400 members, 10 self-help groups and 5 rehabilitation
committees at the mini-block level. It has initiated several advocacy drives in order to earmark 3% budget
of the local Panchayat for rehabilitation programmes. Also, various available schemes for other categories
such as women, youth and scheduled castes and tribes schemes were accessed. Key office bearers of this
federation contested for local Panchayat elections and two out of disabled contestants won the elections.
This effort created greater awareness on potentials of persons with disabilities and demonstrated their right
to gain equal opportunities.
The Association for Rehabilitation of the Disabled (ARD), Koppal Taluk, north Karnataka, has
initiated a CBR programme with its focus on managing the programme only by accessing all available
government schemes at the block level.
Rural Development Trust (RDT) in Andhra Pradesh is a large NGO initiative in rural development
running almost like a parallel local government. RDT with the support of ADD India, has successfully
integrated disability issues into mainstream development programmes.
The training needs of CBR personnel include disability, poverty and development issues. Greater
awareness on available schemes and resources at the Government and non-government agencies needs to
be included. Methods of advocacy and encouraging disabled people to demand access to information
especially from the Government departments should be covered. Skills needed to participate in all
mainstream development programmes should be imparted. Skills required for conducting micro planning
activity in order to involve all concerned stakeholders and departmental heads are essential to develop
inter-departmental network.
CONCLUSION
This paper has attempted to highlight the recent trends towards well-deserved shifts recognised in
CBR. The existing lacunae in both practice and training in CBR in relation to the three critical areas such as
the focus on empowerment of severely disabled people, creating an effective inclusive society and
integrating other mainstream development programmes with CBR calls for attention from all stakeholders.
The required training skills should include appropriate planning, implementation and monitoring
aspects of these three areas for initiators of CBR programmes. The training needs of grass roots CBR
personnel should move forward from the medical model with the focus on service delivery. The entire

inputs should be towards building their capacity to transfer required skills for effective advocacy,
networking and resource mobilization from all available resources within the community. The practitioners
should also try to change their mind-set towards changing roles and prepare for transferring responsibility
of rehabilitation needs to disabled people themselves.
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PUBLIC POLICY ISSUES IN DISABILITY REHABILITATION IN
DEVELOPING COUNTRIES OF SOUTH-EAST ASIA
D.K. Menon,* Reeta Peshawaria,* Rahul Ganguli**
ABSTRACT
The article traces existing rehabilitation services in the South Asia region and how they have
been influenced by developments in the western countries and partly by the low financial
allocation to disability by the governments. Some new directions have been indicated,
particularly involving people with disability in the policy planning process. It is important to
spend precious little resources on programmes which have a direct bearing on prevention and
benefits reaching directly to service users. Each country must set its priorities as per the needs of
its constituents and regularly review whether the services are meeting such needs.
PREVENTION
Noble(1) estimated that in the year 1975 there were 490 million disabled people in the world, 75% of
whom lived in developing countries. Disability rates for developing countries were 10 to 15 % of the
general population as compared to 10% in technologically advanced countries. It was projected that by the
year 2000, 80% of the world's disabled people would belong to developing countries. It is a well known
fact that health indicators in developing countries are far below the averages obtained in the more
developed nations, particularly those relating to infant mortality, life expectancy at birth, and childhood
disability. In the developed countries the survival chances of children born with disability or those who
acquire it early in life are greater due to effective health facilities. On the other hand, in developing
countries a greater number of children born with disabilities die because of sickness, malnutrition and
poverty. Marfo (2) identified major causes of disability as malnutrition, infections and non-communicable
somatic diseases that account for 50% of disability cases, as preventable. There is one catch here. The point
can be suitably amplified if we take the example from mental retardation. Prevalence of severe mental
retardation all over the world has been consistently shown as 3 to 5 per thousand. It is the figure of mild
mental retardation that shows a greater variation ranging from 2% to 10%. This is attributed to difficulties
in assessment and definition of mental retardation used in a given study. Let us examine if the converse is
true. Has the prevalence of mental retardation reduced in the developed countries? The data from Denmark
does show a slight reduction in the prevalence rates of mental illness and mental retardation. The reasons
are attributed to health care, nutrition, and preventive measures.
Another crucial question is whether poverty is the cause of childhood disability, or is it only an
association. Underdevelopment is characterised by low economic productivity, which in turn leads to poor
nutrition and disease that causes morbidity, disability and lower life expectancy. Natural calamities like
floods, dry spells with little or no rain, and earthquakes disrupt life for long periods of time to reduce
productivity, increase risk of communicable diseases and close educational and social institutions. People
spend more time in fending for their lives rather than on education, learning or being engaged in productive
and gainful employment. Can long periods of malnutrition produce mental retardation? Data from Nutrition
Monitoring Centres in India show that a decline in cognitive functions in children is short term.
Malnourished kids were compatible with their counterparts as soon as they were provided with nutritious
meals. Policy Planners in all developing countries must invest a major part of the public funds on Health,
Education, Employment and Social services, including Disability Rehabilitation Services.
EARLY INTERVENTION AND INVOLVEMENT OF FAMILIES
There is growing evidence to suggest that babies born with low birth weight were at greater risk of
childhood disability as compared to their counterpart pre-term babies. Prenatal screening programmes,
immunisation, maternal and child health services, integrated child development services, nutrition
programmes combined with early stimulation constitute early intervention. Early intervention programmes
were launched in the Southeast Asian region by UNICEF and International Funding organisations as
demonstration projects in the early 1980s. Data obtained by these projects demonstrated positive effects on
pre-term and low birth weight babies-at-risk when followed up longitudinally. A majority of them were
able to catch up with the developmental milestones when compared with their counterparts who were full

term babies with normal birth weight. For those who were identified as having childhood disability, the
impact of disability was significantly reduced and these children and their parents were thus better prepared
to face challenges in life. Such efforts have remained only at the project stage. There is a need to include
these initiatives in the national programme. Obviously, this will call for a major commitment of public
funds. Ideally, it could be linked up with ongoing health programmes. For example, in India, impressive
results have been reported by the Integrated Child Development Programme that typically includes preschool programme nutrition, and health education of mothers and immunisation of children upto the age of
six years. This is an example of a successful multi-sectoral collaboration. It is an indigenous model
designed to fulfil the needs of pre-school children, using culturally appropriate technology.
The involvement of families at an early stage enables them to gain information required to help their
child with disability. In the field of mental retardation, group parent training programmes carried out in
India showed significant gains made by parents in acquiring the knowledge and skills required for caring
and bringing up a child with disability.
SPECIAL EDUCATION
This is one such area where all the countries in the Southeast Asian region have shown significant
progress. A majority of the schools for the deaf or the blind are supported or run by the provincial
governments with the earliest school having been established in 1879 in India. However, there are three
main problems. One, majority of such facilities are located in urban areas; two, these special schools are
able to serve only about 1% of the population; three, there is a continuous feud as to whether these special
schools should come under the supervision and control of the Department of Education or Social welfare.
The first two problems are more to do with the stage of socio-economic state of the region while the third is
more a reflection of non-sensitivity on the part of the bureaucracy. Policy planners cannot ignore the needs
of nearly 10% of the population that require education. If we follow the principle of mainstreaming and
normalisation, the only logical course of action available is to provide education to children with disability
in regular and neighbourhood schools. Massive investment of public funds is required in training regular
school teachers to accommodate children with disability in regular class rooms. This is the only way of
achieving education for all.
EMPLOYMENT
A nation wide survey carried out in India in 1991 on adult populations of people with disability,
showed that 25% of them in rural areas and 33% in urban areas were engaged in useful and productive
activity. That is how employment was defined operationally in this survey. No reliable estimates are
available regarding employment of women with disability as compared to men. It is a guess that the rate of
employment among women will be definitely lower than that of men. In India, certain posts have been
reserved exclusively for people with disability for jobs in the government sector. The rate of employment
amongst people with disability in the East Asian region is far lower than 70% as reported in China. If we
apply the principal of non-discrimination in employment, it would mean that a person will not be refused a
job on grounds of disability, if he or she is considered otherwise qualified and suitable for the job. What
should be done to provide equitable opportunities to people with disabilities for employment? Preemployment training, on-the-job training, and need-based support to a newly recruited employee will meet
the specific needs of people with disability. Every developing country will have to make a choice. The
choice is between a) enabling people with disability to become productive members of society and earn a
livelihood for themselves and their family; or b) provide unemployment allowance and support them
financially for lifelong. Several studies have shown that people with disability are more efficient, regular
and sincere in their work as compared to their non-handicapped counterparts. Initial data from a national
programme in India does suggest that self-employment initiatives have provided greater opportunities for
employment to people with disability. Perhaps, this is the road ahead to encourage entreprenuership
amongst people with disability in the Southeast Asia region.
MULTIDISCIPLINARY TEAMS
Persons with disabilities during their lifetime require services from many professionals. Sometimes,
three or four professionals provide services at the same time. For the person with disability and his/her
family, it is important to get coherent information. Sometimes professionals give conflicting or

contradictory information. Family members, carers or persons with disability get confused, not knowing
whom to believe. In developing countries, where there is a shortage of professional staff, it is all the more
important to ensure that duplication is avoided. This can be achieved by organising regular meetings of
local professionals where client information is shared and referrals are made to appropriate professionals
who can best serve the needs of a given client. Professionals must learn to respect each other's work. The
respective professional body must regulate work ethics. Policy planners can help professionals by
encouraging development of professional bodies by recognising them and giving them advisory status or
consultancy status for the planning of national level programmes.
UN STANDARD RULES AND LEGISLATION
Most countries in the region have in recent years adopted UN standard rules and passed Acts to
promote non-discrimination and provide equal opportunities to people with disabilities. People with
disability have strongly advocated for allocation of funds, development of programmes and schemes to
realise the goals enshrined in these statutes. Developing countries as usual are always short of funds for any
programme that policy planners consider as “welfare measures”. It is a lopsided view. Commitment of
public funds for people with disability should be regarded as an investment in human resources. Every
individual with disability who is employed and, is able to earn a livelihood for self and is able to support
family, should be considered as adding to savings of unemployment pension, assuming that if this person
had not been trained he/she would have to be maintained by society.
Another aspect that needs to be addressed is inter-sectoral collaboration. Two or more departments of
the Government work with rigid territorial jurisdiction. For example, the medical and health departments
do not consider it worthwhile to collaborate with the department of education, little realising that children
with special needs have specific health needs. These require services of physiotherapy or mental health or
dental services, which are under the control of the medical and health departments. Let's take another
example where the housing department thinks that it has nothing to do with disability. Architectural
barriers can be removed only when housing and public construction departments decide that they will
construct user friendly buildings, keeping in view the needs of diverse kinds of users including those with
disability. Standard rules and concomitantly recent legislation in Southeast Asian countries have created a
co-ordination mechanism in the form of a national level committee. Regrettably, initial experience about
the working of such a committee has shown that a very junior officer from the department is deputed to
attend such meetings, who is in no position to take any important decision.
TRANSITION
Education, Vocational training, Employment and Old age services seem to be working independent of
each other. There is no one to look after the transitional period. This point can best be illustrated by the
following example. A vocational training institute offering industrial training in vocational trades to deaf
trainees year after year found the trainees poorly trained in language. As a result the trainees found it hard
to grasp the theory part of the course, while they did exceedingly well in vocational practice, surpassing
even their non-handicapped peers. Many people with disability move from school to work. When poorly
prepared, they are unable to hold on to the job. This attrition followed by loss of self-confidence and
idleness leads to frustration. In developing countries, there is an urgent need to plan transition services
where two services can have a meaningful dialogue by bridging the gap.
OLDER CARERS
Longevity of persons with disability has increased. As a result, parents and carers who are in advanced
years find themselves unable to take care of their ward with disability, particularly those with mental
retardation, autism, cerebral palsy, and multiple disabilities. The needs of such parents and carers have not
been adequately addressed in developing countries. Some require services of respite care, some need
periodic visits of professionals and social welfare staff to visit them periodically, while some have more
serious questions to ask as to what will happen to their child when they are no more.
MARRIAGE AND FAMILY
People with disability have unmet sexual needs that remain unrecognised by service providers.
Economic issues take priority. Many people with disability find it hard to find a partner. They may need

assistance in courtship, or need training in sex related matters and relationships. Sometimes they need
marriage counselling like anyone else. Such services are not available in our societies because marriage of
a person having disability is discouraged. There is an urgent need to correct some of the existing
misconceptions and imbalance by establishing marriage bureaus and specialist services of sex counselling
for people with disabilities.
LEISURE AND RECREATION
Very little attention has been devoted to this aspect. There are sports organisations in each area of
disability that cater to a very small number, for particularly the youth that is young and fitness conscious.
The vast majority does not have access to any form of recreation. Policy planners perhaps do not think that
people with disability also have a need for recreation and leisure. State funding is necessary for accessing
recreation and leisure activities within the mainstream to remove isolation and loneliness of people with
disability.
VALUING PEOPLE WITH DISABILITIES AND SELF-ADVOCACY
Every society has innumerable examples to quote on how people with disabilities have enriched
culture, art or science in the past as well as in the present times. It is the group of people who decide
policies in the country, that need to be convinced about the potentials of an average person with disability.
Prejudices if any, must be countered with success stories. People with disability well know that facilities
have never been given to them on a platter. Instead, it has always been a long struggle to get even the basic
rights, which are available to their non-disabled counterparts. Rather than have others speak for them, in
recent years by conscious effort even people with mental retardation or cerebral palsy have learnt to project
themselves. They have learnt to express what they like, what they do not want, and ask for their rights. This
movement has become very popular in many developed countries. In many developing countries such
programmes have only recently begun. Let us hope that people with disabilities speak for themselves and
tell the government as to what programmes they want at the national level.
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